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Ford Mobility Motoring
Adds More To Life's Rewards!

Ford Motor Company understands that a physical

disability doesn't mean life can't be rewarding. For

many, there's no greater reward than the feeling of

freedom and independence that comes from driving.

That's why your Ford and Lincoln-Mercury dealers

want your active life to include a new 1994 or 1995

Ford or Lincoln-Mercury car or van or Ford light

truck. And that's why the Mobility Motoring Program

was created ... to make adapting your new Ford or

Lincoln-Mercury product easier and more rewarding!

A SMOOTHER ROAD TO TRAVEL
Mobility Motoring starts with a toll-free call You'll

know you've arrived when your Ford or Lincoln-

Mercury dealer hands you a check for up to $750

toward the installation of adaptive driving or passen-

ger equipment. There's nothing for you to send in ...

and there's no waiting for your check!

You'll also receive a complimentary Ford Cellular

Telephone' arid Roadside Assistance' for the

duration of the bumper-to-bumper limited warranty.

MOBILITY
MOTORIN

PROGRAM

INFORMATION YOU NEED ...
FOR INFORMED DECISIONS
The Ford Mobility Motoring Program also provides ...

friendly toll-free and special "TDD" information

lines to answer your questions.

a list of nearby assessment centers authorized to

provide a "prescription" for your vehicle's adap-

tive equipment.

a list of local adaptive equipment dealers and

installers.

sources of funding which may be able to provide

assistance in addition to the amount you receive

from the Mobility Motoring Program.

Best of all, you get Ford Motor Company's products

and services. A Company where quality and service

are always 'Job 1!"

So whether your life demands a new Ford or

Lincoln-Mercury car or van, or Ford light truck ...

just call 1-800-952-2248 (for TDD users:

1-800-T0D-0312). You'll discover that Mobility

Motoring is your kind of reward!

Frs. Mslikty Metall Yidaol
This video shows how easy it is to open the door to

Mobility Motoring rewards. You'll meet people who

have learned that the process is really simple. You'll

also see how Ford products adapt .. for veisatility,

convenience and just plain motoring fun. Just ask for

your free video when you call us.

PROGRAM PERIOD
October 1, 1994 September 30, 1995

Customer is responsible for a 121-day minimum activation on Me

Ford Cellular System Some local individual camels may require
a longer agreement as well as other rebted service and usage

charges, so acceptance is optional To be eligible lor the

complimentary Ford Cellular Telephone, the customer must also
live in an area covered by the Ford Cellular System at the time of

the purchase or lease.

Ask your dealer for a copy of the limited warranty and complete

details of the Roadside Assistance Plan Vehicles covered by the
Lincoln Commitment, F-Senes Preferred Care or Red Carpel

Lease plans have additional benefits

A NEW CAR, VAN OR LIGHT TRUCK ... ADAPTIVE EQUIPMENT ... AND ON-THE-SPOT CASH!

salt, Ford and
Lincoln-Mercury Divisions

CIrcl* * 135
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Dear Reader and Advertiser,

Publisher's Letter

Thank you! The year 1994 was wonderful for Exceptional Parent and it was made possible by you!

As we move into our 24th year, I would like to share some thoughts about the changes taking place in
health care and about the impact these changes will have on our readersthe families, health care
professionals, and educators that we serveand on our magazine.

One important change is that today's health care consumers are becoming empowered as never before.
Physicians, therapists, nurses, and teachers recognize that they need to collaborate with parents.
Professionals know they must think of family members who deal with the day-to-day challenges of
raising a child or young adult with a disability or special health care need. Moreover, as the number of
new treatment therapies increases, so does the need for information to help families and professionals
make informed choices and work together more effectively.

Exceptional Parent is moving forward to help meet these needs. You already may have noticed that the
inscription inside our logo reads, ThrentingYour Child or Young Adult with a Disability,"and that our
new "tag line" says, 'The Magazine for Families and Professionals." These changes reflect the expanding
scope of our magazine. They also point to our commitment to provide even more opportunity for
parents, health care professionals, and educators to share ideas and experiences, to learn from one
another, and thereby better serve the needs of children and young adults.

For example, our 1995 Annual Resource Guide contains a new feature. Articles that appeared 'n 1994
and that are of particular interest to professionals involved in the care and treatment of children and
young adults with disabilities or special health care needs are now specifically identified in the Index.

As 1995 begins, we are pleased to point to our efforts to impeove communication between the families
and professionals we serve. At the same time, we are proud to emphasize that the fundamental mission
of Exceptional Parent remains unchanged. We will continue to offer Inibrmation that Matters, from
People Who Care. This phrase, as always, represents a statement of our purpose and valueswhat we
stand for, who we are and what we do. We will continue to provide information that helps make a
difference in the lives of the people we serve. Moreover, all the members of the various departments in
our company recognize the importance of what they do. They do it with a passion and sense of caring
and commitment that fills me with emotion and an ongoing sense of pride.

To all our readers, please accept my sincere thanki for a gratifying 1994 and my prayers that 1995 will
be a wonderful year for you and your children.

cerely VOUN,

779, (Yeth."-sy-s9-

seph NI. Valenzano Jr.
President & Publisher
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elcome to our biggest and most comprehensive annual Resource Guide
ever! With the help of organizations large and small, this year's guide
includes more information about the services each organization provides.

.. We have also included many more Canadian groups.
We have worked hard to verify all the information in this

guide. Nonetheless, we may have made a few errors. Please do
not hesitate to contact us with corrections; we will publish all
corrections in future monthly issues.

Some organizations are very large and include paid staff mem-
bers. Others may be coordinated by one or two dedicated volun-
teers working nights and weekends from a kitchen table. This
year's directory includes a few brief stories about several groups
to illustrate the energy and creativity of parents everywhere. We

know each of the hundreds of groups listed has an equally compelling story.

How to use this Resource Guide
Parents can use the directory of National Resources for Specific Disabilities and
Conditions to obtain inforaiation about specific conditions and to network with
parents of similar children. The extensive cross-referencing may help parents find
more than one resource for the same condition or disability.

Sources of local assistance can be identified through Parent Training and
Information Centers, Parent to Parent Programs, Alliance for Technology Access
Centers and State Assistive Technology Programs. Through these local contacts,
parents can communicate with caring people knowledgeable about local
resources.
Professionalsphysicians, social workers, nurses and educatorscan use this
guide to put parents in touch with national organizations that can provide emo-
tional support and up-to-date information on specific disabilities or conditions.
Professionals can also use these organizations to stay informed and involved. By
networking with local groups, professionals can help families and colleagues find
nearby resources. Local and national organizations may also help professionals
find others who share specific clinical or research interests.

This guide also includes an extensive index of topics covered in 1994. To assist
professionals, we have marked articles of particular interest to those in the fields
of health care and education.

STANIZI D. KUM It.D.

Advertisers
Many companies and service organizations have purchased ads and listings so par-
ents and professionals can find the products and services they need throughout
the year. Readers can use the free Product and Service Information cards to
obtain detailed information from participating advertisers.

Many years ago, parents and profession: Is taught us that advertising provides
an important service. When Exceptional Parent first started to accept advertis-
ingmore than 20 years agoparents and many professionals on a child's clinical
or educational team had little say about product purchases. As a result, they were
typically excluded from marketing efforts. But today, parents, along with other
members of the child's "team," are key decision-makers. Successful companies
now appreciate the need to keep parents and professionals well-informed.

Thank you one and all
This guide could not have been completed without the help of many individuals

and groups. We are very grateful. And we have been very pleased to hear from so
many about how helpfiil our previous guides have been in making connections
throughout the worki. We wish you all the best in the new year.

2 EXCEPTIONAL PARENT / JANUARY 1095
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And the
healthcare
professionals'
answer to
safety.
ProtectaCap(" is ideal
for post-surgery and
therapeutic activities.
ProtectaCap is made
with proven shock-
absorbent Ensolite
foam which helps to
prevent injury by
absorbing the impact
of a blow or fall.
ProtectaCap's unique,
expandable design
provides a
comfortable, custom fit
for each child under
six years of age.
And ProtectaCap
weighs only three
ounces.
Tested by safety

Iengineers,
ProtectaCap rates
"excellent" in shock
absorption. It replaces
hard plastic by
eliminating weight,
heat, bacteria and
discomfort.
Little heads are
secured quickly with a
convenient Velcro'
closure. And
ProtectaCap is fully
machine-washable.
ProtectaCap is cute,
colorful, and cle 4' to
the self-esteem of any
thhild requiring
eadgear.

eadgear desi ned
s

44We had a little girl with hydrocephalus. Because of her
ahnotmally.shaped-head, :ye couldn't get:cs good fit, even with
custOm;made helmets. ProteCtaCap fits grecit and it works to well.
We've been 'Very happy with it. Other helmets are so obstrusive
looking ProtectaCap tool& so nice.,,

L. Sasso-Lundin, Occupational Therapist, Shrinas Hospital, Portland, OR

erotectoCop will stay an the Child and protect his head.
Most children'have weak neck muscles. ProtectaCap is so .

much lighter than other helmets"!
S. Odra; Physical/TA:rapist, Cottonwood. AZ

,

4l'he neurosurgeon loved ProtectoCap. He sent it
home with the patient after cranial surgery",

Methodist Hospital, Son Antonio, IX

44ProtectaCap is the best thing in the world! It's so
comfortable. She doesn't take it off her head like the
other ones. It really protects her. And it's so cute.
Thank You very much. M. mai« &Mid. Lombord, Ii

44 Your ProtectaCaps are colorful and offer many good
features for comfort. We will recommend them to our

- families. 9 9 Hospital of Philadelphia, Philadelphia, 134

46My daughter has a shunt in her head.
ProtectaCop protects it really well. It's wonderful,'

C. Vanderpol, Parent, lioltopham, V4M

Protec
AMR:the ans er

safety and
protection just

*kw I% light OW I. Nue Neon Pink
Non Pew, Neon Pinkfilick Noon Ommilliock
Ss* elveralyse Ivy Mk* Girl PrW

Manufactured end
Sold Eichnivefy by:

rises, inc
9 ayston Circle
P.O.;Box 283
Woltester, PA 19490

$72.95, plus $7.95 Sift 111111101CASO APPSOVII1L

ha care'

Order Now-Call TOLL FREE

14100-321-PLUM
order To 215.684-4151

IclaGODACCEPrED. OVERNIGHT DELIVERY AVAILABLE

Circle 0 12 8



"It takes
one look
into their eyes to

understand.

Medically fragile

children need a special

kind of love.

Right at Home."

Olsten Kimberly QualityCare needs of these special patients. To

Pediatric & Perinatal Services is find out more about Olsten
committed to setting the standard of Kimberly QualityCare's Pediatric &

care for medically fragile infants and Perinatal Services:

children. All of our nurses, thera- Make the Sure Calls% 1-80046-NURSE

pists and support personnel are (TDD accessible)

specifically trained in neonatal, pedi- Monday-Friday 8:30am -8:30pm E.S.T.

atric and perinatal care. Every one Olsten
of them is dedicated to providing 11 Kimberly QualityCare
home care that meets the unique America is coming home with us'm

CO 1994 Olsten Kimberly OualityCare, 175 8 roadhollow Road, Melville, NY 11747. Olsten Kimberly GualityCare does not discriminate in employment or services

based on age, sex, sexual preference, national origin, race, religion, color, cteed, marital, veteran or disability status.
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These national organizations are information and advoca-
cy resources for families and professionals. This directo-
ry starts with a listing of organizations providing general

information and advocacy, followed by organizations focusing
on more specific areas of concern to Me families of children
and adolescents with disabilities.

A description of services provided by individual organiza-
tions follows each listing. Numbers coffespond to items listed
in the Key to Services.

This symbol (63) indicates an Internet e-mail address.

General

American Association of
University Affiliated Programs
for Persons with
Developmental Disabilities
8630 Fenton St, Ste 410
Silver Spring, MD 20910
(301) 588-8252 (voice)
(301) 588-3319 (HY)
(301) 588-2842 (fax)
2,5,6,7

Offers referrals to local
University Affiliated Programs
which provide technical assis-
tance, training and information to
service providers to support the
independence, productivity and
community inclusion of people
with developmental disabilities
and their families.

Association for Persons with
Severe Handicaps
11210 Greenwood Ave N
Seattle, WA 98133
(206) 361-8870 (voice)
(206) 361-0113 (17Y)
(206) 361-9208 (fax)
1,2,3,4,5,6,7; state and regional
chapters

Advocates for comprehensive,
high-quality, integrated education
and full participation in inclusive
community settings that support
the same quality of life available
to people without disabilities.

Association of Birth Defect
Children
827 Irma Ave
Orlando, FL 32803
(800) 313-2232 (voice, 24-hour

registry line)
(407) 245-7035 (voice/fax)
1,3,4,6,7,8

Offers free parent matching and

participation in National Birth Defect

Registiy. Serves as clearinghouse to

provide free information about birth

defects, particularly those thought to

be associated with exposure to

environmental toxins.

Canadian Association for
Community Living
4700 Keele St
Kinsman Bldg, York University

North York, ON Canada M3J 1P3
(416) 661-9611 (voice)
(416) 661-2023 (M)
(416) 661-5701 (fax)
1,2,5,6,7

Provides very comprehensive

disability-information service.

Maintains large book- and video-
lending library Advocates for inclu-
sion and community awareness.

Children's Defense Fund
25 E Street NW
Washington, DC 20001
(800) 233-1200 (voice)
(202) 628-8787 (voice)
(202) 662-3520 (fax)
1,2,3,5,7

Advocates on behalf of all chil-
dren, with particular attention to
the needs of children who are
economically disadvantaged, have
disabilities or are members of
minority groups. Focus is on pro-
grams that affect large numbers
of children jether than on helping
individual Willies.

DIRECT LINK for the disABLED
PO Box 1036
Solvang, CA 93464
(805) 688-1603 (V11110
(805) 686-5285 (fax)
1,2,3,4,6

Provides information and educa-
tion to people seeking help for any
disability- or health-related ques-
tion. Services provided at no
charge to individuals and families.

March of Dimes Birth Defects
Foundation
1275 Mamaroneck Ave
White Plains, NY 10605
(914) 428-7100 (voice)
(914) 428-8203 (fax)
6,7,8

Provides referrals to specialty

health care providers, genetic coun-
selors and support groups across
the country. Provides educational
information on birth defects, genet-

ics and prenatal care.

National Center for Youth with
Disabilities
University of Minnesota
Box 721
420 Delaware St SE
Minneapolis, MN 55455
(800) 333-6293 (voice)
(612) 626-2825 (voice)
(612) 624-3939 (1TO
(612) 626-2134 (fax)

ncyd@gold.tc.umn.edu
1,2,5,7

Provides information and techni-
cal assistance on issues affecting
adolescents with chronic illnesses
and disabilities and the transition
to adult life.

National Easter Seal Society
230 W Monroe
Chicago, IL 60606
(312) 726-6200 (voice)
(312) 726-4258 (1Ti)
(312) 726-1494 (fax)
CAI eseals@mcs.com
2,3,6,7; disability-awareness cur-
riculum for elementary schools

Affiliates in 500 service loca-
tions provide physical and occu-
pational therapy, audiology, camp-
ing, recreation, early intervention
and vocational programs for chil-
dren, teens and their families.

1 0

Key b Sevices

1. PerlodicaUnewsletter
2. Other publications
3. Videos

4. Netwoddng/matching
with other families

5. National conferences
6. Referrals to local

resoumes
7. National advocacy

efforts
8. Fund research

9. Provide electronic com-
puter bulletin board

National Organization
on Disability .

910 16th St NW, Ste 600
Washington , DC 20006
(800) 248-2253 (voice)
(202) 293-5968 FY)
(202) 292-7999 (fax)
1,2,3,6,7

Promotes public awareness and
supports legislation to improve the
lives of people with disabilities.
Does not provide any direct ser-
vices to families.

NPNO: National Parent
Network on Disabilities
1600 Prince St, Ste 115
Alexandria, VA 22314
(703) 684-6763 (V/lTil
(703) 836-1232 fax
1,2,3,5,6,7

Provides a national presence
and voice for parents of children,
youth and adults with disabilities.
Shares information and resourcer
to promote the power of parents
to influence government policy
relating to the needs of people
with disabilities and their families.

JANUARY 1995 / EXCEPTIONAL PARENT 5



NATIONAL INFORMATION AND ADVOCACY RESOURCES

National Vaccine Information
CenterDissatisfied Parents
Together
512 W Maple Ave, #206
Vienna, VA 22180
(703) 938-3783 (voice)
(703) 938-5768 (fax)
1,2,3,4,7

Advocates for the prevention of
vaccine reactions. Provides infor-
mation on the Vaccine Injury
Compensation Program. Makes
legal referrals.

NICHCY: National Information
Center for Children and Youth
with Disabilifift
PO Box 1492
Washington, DC 20013
(800) 695-0285 (VIM)
(202) 854-8200 (V/1TO
(202) 884-8441 (fax)
ftt nichy@capcon.net
1,2,4,6; many publications avail-
able in Spanish

Collects and shares information
and ideas that are helpful to chil-

dren and youth with disabilities and
the people who care for and about
them. ARAMS questions, links peo-

ple with others rzfho share common

concerns and helps information flow
between people who have it and
people who need it Single copies of

all publications are free.

Rural Institute on Disabilities
52 Corbin Hall
University of Montana
Missoula, MT 59812
(800) 732-0323 (V/TTY)
(406) 243-5467 (VTITY)
(406) 243-4730 (fax)
1,2,6,9 (800/961-9610, up to
9600 baud)

Provides information and refer-
ral, lending library of books and
videotapes, assistance to children
of Vietnam veterans and assistive
technoiogy loan/lease program.

STOMP: Specialized Training
of Military Parents
do Washington PAVE
12208 Pacific Highway SW
Tacoma, WA 98499
(800) 298-3543 (voice)
(206) 588-1741 WITY)
(206) 984-7520 (fax)
1,2,4,6

Piovides information about
parental rights and responsibilities
in obtaining special educational
services for children of military
personnel. Provides information
about testing and assessment,
IEPs and networking with military
resources.

World institute on Disability
510 16th St, Ste 100
Oakland, CA 94612-1502
(510) 763-4100 (V/TTY)
(510) 7208-9493 PO
(510) 763-4109 (fax)

wid@wid.org
1,2,6,7

Public policy, research and
training center dedicated to inde-
pendence for all people with dis-
abilities. Seeks to provide accu-
rate information for public aad
private policymakers to use in
crafting services and policies that
support independence and quality
of life. Does not provide direct
client services.

Adoption
AASK: Adopt a Special Kid
2201 Broadway, Ste 702
Oakland, CA 94612
(510) 451-1748 (voice)
(510) 451-2023 (fax)
1,4,6,7

Adoption agency specializing in
the placement of children with
disabilities; slidThg-scale fee for
services. Provides post-adoption
support services.

Adoptive Families of America
3333 Highway 100N
Minneapolis , MN 55422
(800) 372-3300 (voice)
(612) 535-4829 (voice)
(612) 535-7808 (fax)
1,2:3,4,5,6,7

Provides problem-xlving assis-
tance and information to members
of adoptive families and prospec-
tive adoptive families. Promotes
the health and welfare of children
without permanent families.

Jewish Children's Adoption
Network
PO Box 16544
Denver, CO 80216-0544
(303) 573-8113 (voice)
(303) 893-1447 (fax)
1,4,6

Helps both birth and adoptive
families find resources to help
them parent children with disabili-
ties. Finds adoptive placements
for waiting children.

6 EXCEPTIONAL PARENT / JANUARY 1995

National Adoption Center
1500 Walnut St, Ste 701
Philadelphia, PA 19102
(800) 862-3678 (voice)
(215) 735-9988 (voice)
(215) 735-9410 (fax)
4

Approved adoptive families may
register on National Adoption
Exchange, a computerked data-
base of waiting minority children
and children with disabilities and
families hoping to adopt such a
child.

National Resource Center for
Special Needs Adoption
16250 Northland Dr, Ste 120
Southfield, MI 48075
(810) 443-7080 (voice)
(810) 443-7099 (fax)
1,2,3,5,6,7,8

Provides a forum for adoption
practitioners, policyrnakers and
advocates to share knowledge
and expertise. Serves as a
resource for organkations and
professionals through consulta-
tion, technical assistance, training
and a variety of written and
videotaped materials.

Arctfacbaal Accessibility
Cerder for Universal Design
North Carolina State University
School of Design
Box 8613
Raleigh, NC 27695-8613
(800) 647-6777 (V/TTY, US &

Canada)

(919) 515-3082 (V/TTY)
(919) 515-3023 (fax)
1,2,6

Provides design information and
assistance to families and individ-
uals with disabilities for construc-
tion of new housing and home
modifications.

Asststive Technolowy

Access Unlimited
3535 Briarpark Dr, Ste 102
Houston, TX 77042
(800) 848-0311
(713) 781-7441
(713) 781-3550 (fax)
1,6

Resource center for information

on assists& technology.
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Key to Swifts

1. PeriodicaUnewsletter
2. Other publications
3. Videos
4. Netwoddng/matching

with tither families
5. National conferences
6. Referrals to local

resources
7. National advocacy

efforts -
13. Fund reuarch
9. Provide electronic com-

puter bulletin beard

Activating Children Through
Technology
27 Horrabin Hall
Western Illinois University
Macomb, IL 61455
(309) 298-1014 (voice)
(309) 298-2305 (fax)

mflmr@uxa.ecn.bgu.edu
1,2,3,5

Provides training and resource
information to families of children,
birth to eight years, on integrating
technology into individual educa-
tional programs (IEPs).

Child Care

Child Care Plus
Rural Institute on Disabilities
52 N Corbin Hall
University of Montana
Missoula, MT 59812
(800) 235-4122 (V/TTY)
(406) 243-5467 (VITTY)
(406) 243-4730 (fax)
1,2,5,6

Provides technical assistance,
written materials and training for
families, child care providers and
others who support inclusion in
early childhood programs.

Speclalink
186 Prince St
Sydney, NS Canada B1P 5K5

(800) 840-5465 (voice, Canada
only)

(902) 562-1662 (voice)
(902) 539-9117 (fax)

sirwin@fox.nstn.ca
1,2,3,4,5,6,7

Serves as the hub of a 3,000-per-
son network of advocates for inclu-

sive child care and education.

Provides resources and referrals.

Promotes inclusive practices, poli-

cies and programs across Canada.



NATIONAL INFORMATION AND ADVOCACY RESOURCES

Education
National Coalition
of Tdie I/Chapter I Parents
Edmonds School Bldg, Rm 201
9th & D St NE
Washington, DC 20002
(202) 547-9286 (voice)
(202) 544-2813 (fax)
1,3,5,6,7; scholarship program

Provides information, training
and technical assistance to par-
ents to help :hem participate in
planning, implementing and evalu-
ating local rifle I programs.

Employment
Electronic Industries
Foundation Project with
Industry
919 18th St NW, Ste 900
Washington, DC 20006
(202) 955-5815 (voice)
(202) 955-5836 CITY)
(202) 955-5837 (fax)
6

Provides job placement for per-
sons with disabilities; provides
referrals and job-matching ser-
vices to employers.

Job Accommodation Network
West Virginia University
Morgantown, WV 26506-6080
(800) 232-9675 KIN
(800) 526-7234 Nitro
(800) 526-2262 (VMY; from Canada)

2,3,6,9 (800/342-5526 ip to
9600 baud)

Provides information about job
accommodations, the employabili-
ty of people with functional limita-
tions and the Americans with
Disabilities Act (ADA).

Job Opportunities for the Blind
National Center for the Blind
1800 Johnson St
Baltimore, MD 21230
(800) 638-7518 (voice)
(410) 659-9314 (voice)
(410) 685-5653 (fax)
1,2,5,6,7

Free information packet. Shares
methods and ideas that have
helped other blind workers get
good jobs. Nationwide networking,
reference and referral services.

National industries for the
Severely Handicapped
2235 Cedar Ln
Vienna, VA 22182
(703) 560-6800 (voice)
(703) 849-8916 (fax)
1,2,3,5,6,7

Provides technical assistance to
local rehabilitation providers ibout
employment of people with severe
disabilities.

Genetics
Hereditary Disease Foundation
1427 7th St, Ste 2
Santa Monica, CA 90401
(310) 458-4183 (voice)
(310) 458-3937 (fax)

75051.3604@compuserve.com

2,3,4,6,7,8
Supports biomedical research.

Focuses on Huntington's disease,
but can refer families to support
groups for other disorders.

Health Care
Association for the Care
of Children's Health
7910 Woodmont Ave, Ste 300
Bethesda, MD 20814
(800) 808-2224, ext 306 (voice)
(301) 654-6549, ext 306 (voice)
(301) 986-4553 (fax)

ACCH@clark.net
1,2,3,4,5,6,7,8

Organization of family members
and multidisciplinary profession-
als. Advocates for family-centered
care for children needing special-
ized health and developmental
services. Offers a forum for infor-
mation sharing and peer support.

Children's Hospice
International
700 Princess St, Lower Level
Alexandria, VA 22314
(800) 242-4453 (voice)
(703) 684-0330 (voice)
(703) 684-0226 (fax)
1,2,3,4,5,6,7

Family Voices
Box 769
Algodones, NM 87001
(505) 867-2368 (voice)
(505) 867-6517 (fax)
1,2,7

National grassroots network of
families wiih children whc have
special care needs. Gathers, ana-
lyzes and provides Information on
state and national health care
reform from a family perspective..

Parent Care
9041 Colgate St
Indianapolis, IN 46268-1210
(317) 872-9913 (voice)
(317) 872-0795 (fax)
1,2,4,5,6

Advocates for family-centered
services and provides social, emo-
tional and informational support to
families and caregivers involved in
neonatal intensive care.

The Center for Children with
Chronic Illness and Disability
University of Minnesota
Box 721 UMHC
420 Delaware St SE
Minneapolis, MN 55455
(612) 626-4032 (voice)
(612) 624-3939 (TTY)
(612) 626-2134 (fax)

c3id@gold.pc.umn.edu
1,2,3,6,7

Seeks to in7ease and apply
knowledge that fosters the physi-
cal, psychological and social
development and competence and
well-being c" infants, children and
adolescents with chronic illnesses
and disabilities and their families.

Independent Living
Independent Living Research
Utilization Program
2323 S Shepherd, Ste 1000
Houston, TX 77019
(713) 520-0232 (voice)
(713) 520-5136 (1TY)
(713) 520-5785 (fax)
1,2,3,6,7

Collects, synthesims and dis-
seminates inforrnation on inde-
pendent living (IL) sublects.
Maintains directories of IL centers.
of people who provide IL technical
assistance and of IL support
materials.

Legal Assistance
American Bar Association
Center on Children and the
Law
1800 M St NW, Ste 200 S
Washington, DC 20036
(202) 331-2250 (voice)
(202) 331-2250 (fax)
18I davidsonha@attmail.com
2

Publishes information about
legal issues related to children.

12

DREDF: Disability Rights
Education and Defense Fund
2212 Sixth St
Berkeley, CA 94710
(800) 466-4232 (VIM)
(510) 644-2555 (VITTY)
(510) 841-8645 (fax)
1,3,6

National law and policy center
dedicated to furthering the civil
rights of people with &abilities.
Offers training, information and
legal advocacy to pare'rts of chil-
dren with disabilities to help them
secure appropriate educational
and other services. Offers techni-
cal assistance, information and
referrals by phone.

National Association of
Protection and Advocacy
Systems
900 2nd St NE, Ste 211
Washington, DC 20002
(202) 408-9514 (voice)
(202) 408-9521 (TlY)
(202) 408-9520 (fax)

HN4537@handsnet.org
1,5,6,7

Voluntary membership organiza-
tion of federally-mandated pro-
grams advocating for the nghts of
people with disabilities. Offers
referral to programs in each state
and territory.

National Center for Law
and Deafness
Gallaudet University
800 Florida Ave NE

Washington, DC 20002
(202) 651-5373 (Valli)
i202) 651-5381 (fax)
zo, 7

Develops and provides a variety
of legal services and programs to
the Deaf community, including
representation, counseling, infor-
mation and education.

Pike Institute on Law
and Disability
Boston University School of Law
765 Commonwealth Ave
Boston, MA 02215-1620
(617) 353-2904 (WM)
(617) 353-2906 (fax)

hbeyer@bu.edu

1,5,6
Provides information and refer-

rals in disability-related legal mat-
ters. Publishes bi-monthly
DISABILIPI ADVOCATES BuLLETIN.
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NATiONAL INFORMATION AND ADVOCACY RESOURCES

Rare Disorders
Alliance of Genetic Support
Groups
35 Wisconsin Cir, Ste 440
Chevy Chase, MD 20815-7015
(800) 336-4363 (voice)
(301) 652-5553 (voice)
(301) 654-0171 (fax)
1,2,4,5,7

Serves as a forum for address-
ing the needs of indMduals and
families affected by genetic disor-
ders and as a bridge between
consumers and service providers.

Lethbridge Society for Rare
Disorders
#2 740 4th Ave S
Lethbridge, AB, Canada T1J 0N9
(403) 329-0665 (voice)
1,4,5,6

Offers networking services and
local referrals to people with rare
disorders and their families.

MUMS: Mothers United
for Moral Support
c/o Julie Gordon
150 Custer St
Green Bay, WI 54301
(414) 336-5333 (voice)
(414) 339-0995 (fax)
1,4

National parent-to-parent net-
work matches parents with others
whose children have similar rare
disorders or conditions.

NORD: National Organization
for Rare Disorders
100 Rt 37, PO Box 8923
New Fairfield, CT 06812-8923
(800) 999-6673 (voice)
(203) 746-6518 (voice)
(203) 746-6927 (ITY)
(203) 746-6481 (fax)
1,2,4,5,8

Clearinghouse for information
about rare disorders. Provides lit-
erature explaining disorders (first
two disease reports free; $4 each
thereafter) and offers networking
of families with similar disorders
(for paid members only).

Rehabilitation
Canadian Rehabilitation
Council for the Disabled
45 Sheppard Ave E, Ste 801
Willowdale, ON, Canada M2N

5W9
(416) 250-7490 (V/TTY)
(416) 229-1371 (fax)
1,2,3,4,5,6,7

Umbrella organization of
Canadian service providers, health
professionals and consumer
groups. Offers publications, dis-
ability-awareness materials and
other resources.

Since this photo was taken, 11-year-old Joey Bishop of
Aromore, Oklahoma has learned to float without any help
from Mom or his inflatable aids. Aside from his aquatic
pursui ts, Joey enjoys watching movies and baseball, dri-
ving his power wheelchair, going out to eat and talking
to people using his augmentative communication device.
Joey, a seventh-grader, says math and "girls" are his best
subjects. Joey has agenesis of the corpus callosurn.

Respite Care
ARCH National Resource Center

800 Eastowne Dr, Ste 105
Chapel Hill, NC 27514
(800) 773-5433 (voice)
(919) 490-4905 (fax)

Free national respite-provider
locator service through 800-num-
ber listed above.

Self-Relp
American Self-Help
Clearinghouse
St. Clares-Riverside Medical Ctr
6 Hinchman Ave
Denville, NJ 07834
(201) 625-9565 (voice)
(201) 625-8848 (fax)

edmadara@aol.com
2,4,6

Provides referrals to support
groups and other self-help clear-
inghouses. Provides information
on starting support groups.

National Self-Help
Clearinghouse
CUNY Grad School, University Ctr

25 W 43rd St, Rm 620
New York, NY 10036
(212) 354-8525 (voice)
(212) 642-1956 (fax)
181edrnadara@aol.com
1,2

Provides referrals to support

groups and other self-help clearing-

houses. Provides information on

starting support groups and outreach

to the public and professionals.
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Sexuality
Sex Information and Education
Council of the US
130 W 42nd St, Ste 2500
New York, NY 10036-7901
(212) 819-9770 (voice)
(212) 819-9776 (fax)
1,2,6

Library has 5,000 volumes and

more than 10,000 indexed articles
on sexuality. Collects extensively in

the area of sexuality and disability

Does database watches to find
books and articles of interest.

Sibling Support
Sibling Information Network
The A.J. Pappanikou Center on

Special Education and

Rehabilitation
62 Washington St
Middletown, CT 06457
(203) 648-1205 (voice)
(203) 644-2031 (fax)
1,2

Clearinghouse of information
related to siblings of individuals
with &abilities.

13

Key to Suites

1. Periodical/newsletter
2. Other publications
3. Videos

t Networldng/matching
with other families

5. National conferences

6. Referrals to local
resources

7. National advocacy
efforts

8. Fund research
9. Provide electronic com-

puter bulletin board

Sibling Support Project
PO Box 5371, CL-09
Seattle, WA 98105-0371
(206) 368-4911 (voice)
(206) 368-4816 (fax)
1,2,6,7

Creates materials and provides
training and technical assistance
for organizing peer-support and
education programs for siblings of
people with disabilities. Conducts
workshops throughout the US for
family members and service
providers.

Dave,
Mobility International USA
PO Box 10767
Eugene, OR 97440
(503) 343-1284 (VillY)
(503) 343-6812 (fax)
CAI miufa@igc.apc.org
1,2,8.4,6,7

Provides international educa-
tional, travel and leadership devel-
opment opportunities for youths
and adults with disabilities.
Coordinates educational
exchanges with other countries.
Offers travel information and
referral services for people with
disabilities and their families.

11.avel Information Service
Moss Rehab Hospital

1200 W Tabor Rd
Philadelphia, PA 19141
(215) 456-9600 (voice)
(215) 456-9602 (1TY)
6,7

Provides free telephone infor-
mation on travel accessibility to
people with physical disabilities
and their families.
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Wonder. Discovery. Delight.

We cover the basics.
Edmark software does more than teach kids akat

math, reading and science. Our programs delight

themwith colorful graphics, children's voices

and lots of humor. Positive feedback and visual and

auditory cues gently guide them to success. Using the

optional Touch Window, they can interact directly

with the software simply by touching the screen.

For mom information and a free product catalog,

call 1-800-320-8380.

Winner of 53 Awards!
Millie's Math House, Bailey's Book House, Sammy's Science House (PreK-2nd Grade);
Thinkin' Things Collections 1 and Z Imagination Express, KidDesk (PreK-6th Grade);
and the TouchWindow Available for Macintosh and WIN/DOS computers.
Edmark software features builtin
single switch scanning.

1545b 12 94

Circle # 109

Abilitations
Tm

Available hm Sportimr International
Sportime International, a well-known leader in manufacturing

and designing movement products since 1966, can offer you

therapeutic equipment for your children and adults alike.

Whether you're in need of equipment for encouraging movement,

positioning, exercise, sensory-activities or augmentation,

Abilitations can provide you and your special someone

with equipment of the highest quality.

P1101111111 Like most of our products, our own patented Physic).-

Roll is designed with the highest quality of rotational molding

available. Physio-Rolls are the ideal medium for balance training,

strengthening and proprioceptive activities. The:r unique shape

provides the mobility of a ball with the stability of a bolster.

Physio-Rolls are available in 5 different sizes from 30cm to 85cm

in traditional colors or clear. Also available are Physio-Roll-R-Cise

Cards for home exercise education.

For more information on Physio-Rolls or to receive any
of Sportime International's FREE catalogs, call 141111514535.

a...IF...LI. COMM

AbiliTATiONS T

60"nt
Drerkftlfnt & RIO:rat/On Phusal & fienta Abitv

YAM TraIPAL*(4
4410 '/A "

CA A (DG

JURASSIC
EGGS

SE5 mei
moavrcovne

.

I

ORDER TOU.-FREE
ANY TIME ONANY DAYPHONE zoo z o «.o-C(RGUi o o

PLIPIWG
CUSTOINRUIVACISWIL30

TO 630 esT 14004504160-

/5
Circle # 22
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kid-kart
cares about kids.

Od-EZ
tilt/reclinet.

made in
USA

PATENT PENDING

NOW FEATURING A
Bus Transport Model

4.1)1

* Three Models
* Grows from

infant to age 7
* Complete

Positioning
System

Easy to fold
Easy to transfer
Easy to adjust

1-800-388-5278
732 Cruiser Lane

Belgrade, Montana
kk-EZ Adjustable High Chair Bass 59714

Melo 98
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9

Columbia makes bathtime easier!
Stable, secure Bath Supports adjust easily
to suit you and your child; fit any tub
All are durable, lightweight, rustproof
Versatile use indoors or outdoors as a go-
anywhere support, for TV, wading pool, beach

How much support?
The Wrap-around Support (above) lets your
child play in the water while seated upright
The Reclining Bath Chair (below) gives your
child full-length head and trunk support;
the angle of the seat is easily adjustable

14

Ask for our
FREE Color
Catalog of many
helpful products.
We'll also send
the name of your
nearest dealer.

CircleS 151
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Bed-wetting won't bother him tonight.
And you can't see why

#720/

-

Ckele 0133

GoodNites' absorbent

underpants are the first ones ever made

for bigger children-45 pounds and up.

They're superabsorbent, yet so thin,

they all but disappear under pajamas.

The child slips them on and-acci-

dent or not-wakes in a clean, dry bed.

With a whole

new positive

attitude.

GoodNites'

will help keep

kids dry until

they outgrow

bed-wetting.

Since 3 million

kids share this problem, that's a lot of

good mornings.

Get the GoodNites Guide for Kids-

yours for sending just $1 postage and

handling to: GoodNitesTM Book Offer, P.O.

Box 1125, Maple Plain, MN 55592.

i.:

eReglalered trademark ol Kimberly-Clark Corporation. 1>1994 KCC

19

"GoodNited" mean
Good Morninge
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his directory includes national groups and organfrations
that can serve as resources for parents and profession-
als seeking information and support regarding specific

disabilities and conditions. Where appropnate, disability cafe-
gones have been cross-referenced to enable readers to find
other relevant resources for a specific disability or condition.
Where appropriate, several entdes in this directory also appear
in other directories within this volume.

A description of services provided by individual groups fol-
lows each listing. Numbers correspond to items listed in the
Key to Services. Ms symbol (A) indicates an Internet e-mail
address. Unless otherwise indicated, telephone numbers are
for voice only.

A-Beta-Upoproteinernia
See: Tay-Sachs Disease

Aarskog Syndrome
See also: Growth Disorders

Aarskog Syndrome Parent
Support Group
do Shannon Caranci
62 Robin Hill Ln
Levittown, PA 19055-1411
(215) 943-7131
1,4,10

Acid Maltase Deficiency
See: Muscular Dystrophy

Acidemla, Organic
See also: Maple Syrup Urine
Disease, Neurometabolic
Disorders

Organic Acidemia Association
c/o Carol Barton
2287 Cypress Ave
San Pablo, CA 94806
(510) 724-0297
1,4,5,10

Key to Services

1. PeriodicaVnewsletter

2. Other publications
3. Videos
4. Networldng/matching
5. Local chapters
0. National conferences
7. Referrals to local resources

S. National advocacy efforts

S. Fund research
10. Maintain registry of Individu-

als with this condition

11. Electronic bulletin board pas)

Acoustic Neuroma
See also: Balance Disorders &
Dizziness, Hearing Impairments,
Neurofibromatosis, Vestibular
Disorders

Acoustic Neuroma Association
PO Box 12402
Atlanta, GA 30355
(404) 237-8023
(404) 237-2704 (fax)
1,2,3,4,5,6,10

Acoustic Neuroma Association
of Canada
PO Box 369
Edmonton, AB CAN T5J 2J6
(800) 561-2622 (V/TTY, Canada)
(403) 428-3384 (Vim)
1,2,3,4,5,6,7,8

Addison Disease
See: Adrenal Disorders; Adrenal
Hyperplasia, Congenital

Adrenal Disorders
See also: Adrenal Hyperplasia,
Congenital

National Adrenal Disease
Foundation
505 Northern Blvd
Great Neck, NY 11021
(516) 487-4992
1,2,4,5

Adrenal Hyperplasia,
Congenital
See also: Growth Disorders

Congenital Adrenal
Hyperplasia Support
Association
801 County Rd, #3
Wrenshall, MN 55797
(218) 384-3863
2,4,7,10

I
Adrenoieukodystrophy
See. Leukodystrophy

Adrenoieukodystrophy,
Neonatal
See. Leukodystrophy

Agenesis of the Corpus
Caliosum

ACC Network
86 N Main St
Orono, ME 04473
(207) 866-2062
(207) 581-3119
(207) 581-3120 (fax)

RHD351@maine.maine.edu
1,2,4,10

Agyria
See: Lissencephaly

Alcardi Syndrome
Alcardi Syndrome Awareness
and Support Group
29 Delavan Ave
Toronto, ON CAN M5P 112
(416) 481-4095
4

Aicardi Syndrome Newsletter
5115 Troy Urbana Rd
Casstown, OH 45312
(513) 339-6033 (voice/fax)
1,2,4,6,7,8,10

AIDS

CDCNational AIDS Hotline
American Society Health Assn
PO Box 13827
Research Triangle Park, NC 27709
(800) 342-2437
(800) 344-7432 (Spanish)
(800) 243-7889 (11Y)
2,7

National Pediatric HIV
Resource Center
15 S 9th St
Newark, NJ 07107
(800) 362-0071
(201) 268-8251
(201) 485-2752 (fax)
1,2,3,4,6,7,8,9; school nurse

educational program

Alagille Syndrome
See also: Liver Disorders

Alagille Syndrome Alliance
10630 SW Garden Park131
Tigard, OR 97223
(503) 639-6217
1,4,10
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Albinism &
Hypopigmentation
See also. Visual Impairments

National Organization
for Albinism and
Hypopigmentation
1530 Locust St, #29
Philadelphia, PA 19102
(800) 473-2310
1,2,5,6,8

Alexander's Disease
See Leukodystrophy

Allergy
See: Asthma & Allergy

Alopecia Areata

National Alopecia Areata
Foundation
710 C St, Ste 11
San Rafael, CA 94901
(415) 456-4644
(415) 456-4274 (fax)

74301.1642@compuserve.com
1,2,3,4,5,6,7,8,9

Alstrom Syndrome
See also: Diabetes Mellitus,
Hearing Impairments, Visual
Impairments

Aistrom Syndrome Newsletter
1006 Howard Rd
Warminster, PA 18974
1,10

Alternating Hemiplegia
See: Hemiplegia, Alternating

Amputation
See also: Limb Disorders

American Amputee Foundation
PO Box 250218
Little Rock, AR 72225
(501) 666-2523
(501) 666-8367 (fax)
1,2,3,5,7

National Amputation
Foundation
73 Church St
Malverne, NY 11565
(516) 887-3600
(516) 887-3667 (fax)
1,2,4,7

Anderson Disease
See: Glycogen Storage Disease
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Anemia, Aphis&
Aplastic Anemia Foundation
of America
PO Box 22689
Baltimore, MD 21203
(800) 747-2820
1,2,4,5,6,7,8,9,10

Anemia, Cooley's
See: Cooley's Anemia

Anemia, Fanconl
See also: Leukemia

Fanconi Anemia Research
Fund/Support Group
1902 Jefferson, #2
Eugene, OR 97405
(503) 687-4658
(503) 687-0548 (fax)
1,2,4,5,6,8,9

Anemia, Hemolytic
See: Evans Syndrome

Angelman Syndrome
Angelman Syndrome
Foundation
PO Box 12437
Gainesville, FL 32604
(904) 332-3303
1,3,4,6,9,10

Canadian Angelman Syndrome
Society
PO Box 37
Priddis, AB CAN TOL 1WO
(403) 931-2415 (voice/fax)
1,2,4,6,10; heison with groups in

other countries

Anirldia
See: Visual Impairments

Ankylosing Spondylitis,
Juvenile
See: Arthritis

Anopidhalmia
See: Visual Impairments

Anorectal Malformations
See also: Intestinal Pseudo-
Obstruction Srdrome

Puli-Thni Network
1 Circle Rd
Darien, CT 06820
.(203) 655-6288
(201) 891-5932
1,4,10

Aped Syndrome
See also: Craniofacial Disorders

Aped Syndrome Pen Pal
Network
PO Box 115
Providence, RI 02901
(401) 421-9076
4, 7

Aphula, Acquired
National Aphasia Association
Young People's Network
PO Box 1887
Murray Hill Station
New York, NY 10156-0611
(800) 922-4622
1,4,7

Aplastic Anemia
See: Anemia, Aplastic

Apraxia
See also: Language Disorders,
Learning Disabilities

National Organization for
Apraxia and Dyspraxia
30660 Milky Wy Dr, Ste 1-66
Temecula, CA 92592
(909) 695-9446
1,2,4,7,10

Aqueductal Stenosis
See: Hydrocephalus

Arginase Deficiency
See: Urea Cycle Disorders

Argininosuccinic Aciduria
See: Urea Cycle Disorders

Arnold-Chief/ Malformation
See also: Spina Bifida,
Syringomyella

Arnold-Chiari Family Network
c/o Maureen & Kevin Walsh
67 Spring St
Weymouth, MA 02188
(617) 337-2368
2,4

Artedovenous
Malformations (AVMs)
See: Vascular Malformations

Arthritis
American Juvenile Arthritis
Organization
1314 Spring St NW
Atlanta, GA 30309
(800) 283-7800
(404) 872-7100
(404) 872-0457 (fax)

pharring@arthritis.org
1,2,3,4,5,6,7,8,9; partnership

training program for parents
and health care providers

Arthritis Society
250 Bloor St, Ste 901
Toronto, ON CAN M4W 3P2
(800) 361-1112 (Ontario only)
(416) 967-1414
(416) 967-7171 (fax)
1,2,3,4,5,8,9
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ArIhrogrypods Multiplex
Congentta
See also: Growth Disorders

AVENUES: A National Support
Group for Arthrogryposis
Multiplex Congenita
PO Box 5192
Sonora, CA 95370
(209) 928-3688
1,2,4,6,7,10

CAST: Canadian
Arthrogryposls Support Team
365 Fiddler's Green Rd S
Ancaster, ON CAN L9G 1X2
(209) 928-3688
1,3,4,5,7,10

Asperger Syndrome
See: Autism

Asthma & Allergy
See also: Lung Diseases

Allergy/Asthma Association
30 Eglinton Ave W, Ste 750
Mississauga, ON CAN L5R 3E7
(905) 712-2242
(905) 712-2245 (fax)
1,2,3,4,5,6,8

Asthma and Allergy
Foundation of America
1125 15th St NW, Ste 502
Washington, DC 20005
(800) 727-8462
(202) 466-7643
(202) 466-8940 (fax)
1,5,7,8,9,10

Ataxia

National Ataxia Foundation
750 Twelve Oaks Ctr
15500 Wayzata Blvd
Wayzata, MN 55391
(612) 473-7666
(612) 473-9289 (fax)
1,4,5,6,7,9

Ataxia Telangbctasla
See also: Autoi.mune Disorders,
Immune Disorders

Ataxia Telanglectasia
Children's Project
21646 Cartagena Dr
Boca Raton, FL 33428
(407) 483-2661
1,4,5,6,7,8,9,10

Atresla
See: Microtia

Attention Deficit Disorder
See also: Learning Disabilities

Attention Deficit Disorder
AD-IN: Attention Deficit

Information Network
475 Hillside Ave
Needham, MA 02194
(617) 455-9895
2,3,7; scholarship pmgram

21

Key to Services

1. PeriodlcaVnewsletter

2. Other publications
3. Videos
4. NetworkinglmatchIng
5. Local chapters
6. National conferences
7. Referrals to local resources

8. National advocacy efforts

9. Fund research

10. Maintain registry of individu-
als with thls condition

11. Electronic bulletin board (MS)

CHADD: Children and Adults
with Attention Deficit
Disorders
499 NW 70th Ave, Ste 109
Plantation, FL 33317
(800) 233-4050
(305) 587-3700
(305) 587-4599 (fax)
1,2,5,6

CHADDCanada
PO Box 23007
Ottawa, ON CAN K2A 4E2
(613) 231-7646
(613) 231-7064 (fax)
1,2,5

Autism
See also: Language Disorders

Autism Research institute
4182 Adams Ave
San Diego, CA 92116
(619) 281-7165
1,2,3,7,10

Autism Society of America
7910 Woodmont Ave, Ste 650
Bethesda, MD 20814
(800) 328-8476
(301) 657-0881
(301) 657-0869 (fax)
1,2,4,5,6,7,8

Autism Society of Canada
129 Yorkville Ave, #202
Toronto, ON CAN M5R 1C4
(416) 922-0302
1,5,6,7,8

Center for Study of Autism
9725 SW Beaverton-Hillsdale

Hwy, Ste 230
Beaverton, OR 97005
(503) 643-4121
4,5,6,7,8,9,10

More Advanced Autistic
People
PO Box 524
Crown Point, IN 46307
1,2,6,8,10
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NATIONAL RESOURCES FOR SPECIFIC DISABILITIES AND CONDITIONS

National Autism
Hotline/Autism Services Ctr
605 Ninth St
Prichard Bldg PO Box 507
Huntington, WV 25710-0507
(304) 525-8014
(304) 525-8026 (fax)
1,3,4, 7

&dim & Sensory
kepaineonts
See also: Hearing Impairments,
Language Disorders; Visual
Impairments

Autism and Sensory
Impairments Network
do Dolores and Alan Bartel
7510 Oceanfront Ave
Virginia Beach, VA 23451
(804) 428-9036
4,6,7,10

Auteimmune Disorders
See also: Immune Disorders

American Autoimmune
Related Diseases.Association
Michigan National Bank Bldg
15475 Gratiot Ave
Detroit, MI 48205
(800) 598-4668
(313) 371-8600
(313)- 371-6002 (fax)
1,2,5,7,8,9; physician seminars,

public education

Balance Disorders
& Dizziness
See also: Vestibular Disorders

EAR Foundation
2000 Church St, Box 111
Nashville, TN 37236
(800) 545-4327 (MTV)
(615) 329-7807
1,2

oen Pal Support Group for
Chronic Dirainess & Balance
Disorders
307 Second St
Elliott, IA 51532
(712) 767-2325
1,4,7

Batten Disease
See also: Brain Diseases,
Tay-Sachs Disease

Batten's Disease Support and
Research Association .

2600 Parsons Ave
Columbus, OH 43207
(800) 448-4570
(614) 445-4161
1,3,4,5,6,7,9,10

lad %indrawn
See. Opitz Syndrome

Beckwith-Wiedemann
Syadrome

Beckwith-Wiedemann Support
Network
3206 Braeburn Cir
Ann Arbor, MI 48108
(800) 837-2976 (Parents only)
(313) 973-0263
(313) 973-9721 (fax)
1,2,4,6,7,10

Bedwetting
See: Incontinence

Bereammeid Salmi
Center for Loss
in Multiple Birth
PO Box 1064
Palmer, AK 99645-1064
(907) 746-6123
1,4,7

Compassionate Friends
PO Box 3696
Oak Brook, IL 60522-3696
(708) 990-0010
(708) 990-0246 (fax)
1,2,3,5,6,7

Pen-Parents
PO Box 8738
Reno, NV 89507-8738
(702) 826-7332
1,2,4,6,7

Billary AireSill
See: Liver Disorders

Blotinidase Deficiency
See: Neurometabolic Disiiders

UMW(
See: Nevi, Giant Congenital;
Vascular Malformations

Bleeding Disordws
See: Hemophilia

Blepharophisnosis

Blepharophimosis, Ptosls,
Epicanthus Inversus Support
Group
do Lynne Schauble
SE 820 Meadow Vale Dr
Pullman, WA 99163
(509) 332-6628
1,2,4,7,10

Bilndneu
See: Visual Impairments

Bloch-Slemens-Suldwrger
Syndrome
SeeTIncontinentia Pigmenti

Blood Vessel Malformetion
See: Hemorrhagic Telangiectasis,
Hereditary; Vascular
4falformations

Mom Syndrome
Growth Disoiders

Bradman-dle Lange
Syndrome
See: Comelia de Lange Syndrome

BM Diseases
Children's Brain Diseases
Foundation
350 Parnassus Ave, Ste 900
San Francisco, CA 94117
(415) 565-6259
(415) 863-3452 (fax)
6,7,9

Brain injury
International Brain Injury
Association
1776 Massachusetts Ave NW,

Ste 100
Washington, DC 20030-1904
(202) 296-6443
(202) 296-8850 (fax)
2,3,5,7,8

U. Stem Malionnations
See: Amold-Chiari Malformation,
Joubert Syndrome, Syringomyelia

Brain Tumors
See also: Brain Injury, Cancer,
Epilepsy, Turcot Syndrome, Von
Hippel-Lindau Syndrome

American Brain Tumor
Association
2720 River Rd, Ste 146
Des Plaines, IL 60018
(800) 886-2282
(708) 827-9910
(708) 827-9918 (fax)
1,2,4,6,9

Brain Tumor Foundation
of Canada
111 Waterloo St, Ste 600
London, ON CAN N6B 2M4
(519) 642-7755
(519) 642-7192 (fax)
1,2,4,6,7,8,9,10; quarterly "fun"

days for children and families

Brain Timor Society
60 Birmingham Pkwy
Boston, MA 02135-1116
(617) 783-0340
(617) 783-9712 (fax)
1,2,4,6,8,9,10

Children's Brain Tumor
Foundation
35 Alpine Ln
Chappaqua, NY 10514
(914) 238-1656
(914) 238-6024 (fax)
1,2,7,8,9

24

National Brain Tumor
Foundation
do Michael McKechnie
785 Market St, Ste 1600
San Francisco, CA 94102
(800) 934-2873
(415) 284-0208
(415) 284-0209 (tax)

sstf39b@prodigy.com
1,2,3,4,6,7,8,9

Bums

Phoenix Society for Burn
Survivors
11 Rust Hill Rd
Levittown, PA 19056
(800) 888-2876
(215) 946-2876
(215) 946-4788 (fax)
1,2,3,4,5,6,7,8,9

Canavan Disease
See: Leukodystrophy, Tay-Sachs
Disease

Cum
See also: Brain Tumors, Leukemia,
Polyposis

American Cancer Society
1599 Clifton Rd NE
Atlanta, GA 30329-4251
(800) 227-2345
1,3,4,5,6,7,8,9

Candielighters Childhood
Cancer Foundation
7910 Woodmont Ave, Ste 460
Bethesda, MD 20814
(800) 366-2223
(301) 718-2686 (fax)
12,5,6,7,8; advocacy program for

insurance and second opinions

Candlelighters Childhood
Cancer FoundationCanada
10 Alcom Ave, Ste 200
Toronto, ON CAN M4V 3B1
(416) 926-1374
(416) 961-4189 (fax)
1,2,3,4,5,6,7,8; scholarship pro-

gram, financial assistance pro-
gram under development

Cancer, Brain
See: Brain Tumors, Turcot
Syndrome

Cancel; Colon
See: Turcot Syndrome

Comm Gastrointestinal
See: Peutz-Jeghers Syndrome,
Polyposis

CwbalrylPhOlphats
Synewtase (CPS)
Dencioncy
See: Urea Cycle Disorders

Cardiac Disorders
See: Heart Disorders
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CLOSE-UP

A Circle of Help
The International Rett Syndrome Association
gives parents a shoulder to lean on

viren Kathy Hunter was told, "You caused your
daughter's condition," she refused to believe it.
She began a 10-year search that would lead

.:---artizatom kturoct:,71

SYNDROME ASSOC, c:

Claudia Weisz and IRSA president Kathy Hunter
oversee the IRSA booth at the World Congress on
Neurology in September 1998.

her to a Viennese doctor and an answerRett syn-
drome, a genetic disorder occurring only in females
and causing mental retardation, repetitive hand ges-
tures and a loss of purposeful hand skills.

Rett syndrome had not been widely recognized by
professionals and is still often misdiagnosed as
autism or cerebral palsy. This confusion from peo-
ple she perceived as being able to fix anything often
frustrated Kathy. "We needed to know what was
going on," she says.

In 1983, an article in the Annals of Neurology
brought Rett syndromefirst identified in 1966 by

Dr. Andreas Rettto the attention of the American
medical community Two years later, Stacie Hunter
was diagnosed.

In the spring of 1985, Kathy founded the
International Rett Syndrome Association (IRSA)
with 16 other families. She wanted to make sure no
other parents would be hurt by the public's lack of
understanding. After 10 years of public awareness
efforts, IRSA has greatly increased knowledge of
the syndrome. More than $12 million has been
awarded to researchers in the past decade; many
feel they are within a few years of identifying the
syndrome's cause and, perhaps, an effective treat-
ment.

IRSA's major role, however, is as a support for
parents. "It is a powerful, comforting force to know
that you can pick up a telephone and know there's
someone on the other end who knows what you're
going through when your kid won't sleep nights,"
Kathy said. Local groups provide contacts and emo-
tional support for families. Seminars and meetings
keep parents up-to-date on the latest in research
and care for a child with Rett syndrome. Benefits
like a night of "Beer, Beef and Bowling" help fund
the organization and provide entertainment for fam-
ilies. Professionals attend many of these events with
parents, and often come away imbued with the pas-
sion parents feel.

Kathy Hunter is proud of the organization that
started around her kitchen table. "It's liberating to
know that you're not alone," she says, adding that,
as president, "I don't consider it a job; I consider it a
privilege."

Jennifer M. .noerber

Key to Services

1. PeriodicaVnewsletter

2. Other publications

3. Videos

4. Networking/matching
5. Local chapters
5. National conferences
7. Referrals to local resources

I. National advocacy efforts
9. Fund research

10. Maintain registry of Individu-

als with this condition
11. Electronic bulletin board (MS)

Cardlo-Facio-Cutaneous
Syndrome
See also: Noonan Syndrome

CFC Support Network
157 Alder Ave
McKee City, NJ 08232
(609) 646-5606
1,4,10

Carnitins DePelfacy_
See: Acidemia, Organic; Medium
Chain Acyl-CoA Dehydrogenase
Deficiency (MCAD); Muscular
Dystrophy

20 EXCEPTIONAL PARENT / JANUARY 1995

CarnItine
PalmItyliransferase
Deficiency
See: Acidemia, Organic; Medium-
Chain Acyl-CoA Dehydrogenase
Deficiency (MCAD); Muscular
Dystrophy

Carthage-Half Hypoplasla
See: Growth Disorders,
Schwachman Syndrome

Caudal Syndrome
See: Growth Disorders

25

Celiac Disease
See also: Celiac Sprue, Gluten
Intolerance

Celiac Disease Foundation
13251 Ventura Blvd, #3
Studio City, CA 91604-0265
(818) 990-2354
(818) 990-2379 (fax)
1,2,4,5 7,8,10

Celiac Sprue
-See alo: Celiac Disease, Gluten
Intolerance

American Celiac Society
58 Musano Ct
West Orange, NJ 07052
(201) 325-8837
Igibentleac©umdnj.edu
1,4,5,6,7,8,9
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Celiac Sprue Association
PO Box 31700
Omaha, NE 68131-0700
(402) 558-0600
(402) 558-1347 (fax)
1,2,3,4,5,6,7,9

Central Core Disease
See: Muscular Dystrophy

Central Hypoventilation
Syndrome, Congenital
See also: Intestinal Pseudo-
Obstruction Syndrome, Ventilator
Use

Congenital Central
Hypoventilation Syndrome
Parent Network
71 Maple St
Oneonta, NY 13820
1,4,6,10

Centronuclear Myopathy
See: Myotubular Myopathy

Cerebellar Vermis
AlgasianlYPoPlasia
See: Joubert Syndrome

Cerebral Palsy

United Cerebral Palsy
Associations
1522 K St NW, #1112
Washington, DC 20005
(800) 872-5827
(202) 842-1266 (WM)
(202) 842-3519 (fax)

ucpainc@aol.com
1,2,3,5,6,7,8,9; therapy pro-

grams; information about tech-
nology, recreation, early inter-
vention and employment

Cerehrotendinous
Xanthomatosis
see:TeiWoWitiiiimy, Tay-Sachs
Disease

Chanarin-Dortman
Syndrome
See: lchthyosis

Charcot-Marle-Tooth
Disease
See also: Ataxia, Muscular
Dystrophy, Myelin Disorders

Charcot-Marie-Tooth
Association
601 Upland Ave
Upland, PA 19015
(800) 606-2682
(215) 499-7486
(215) 499-7429 (fax)
1,2,3,5,7,9,10, regional confer-

ences, physician:: handbook

Charcot-Marie-Tooth
International
1 Springbank Dr
St Catharines, ON CAN L2S 2K1
(905) 687-3630
(905) 687-8753 (fax)
1,2,4,7,10

CHARGE Syndrome

CHARGE Syndrome Foundation
2004 Parkade Blvd
Columbia, MO 65202-3121
(800) 442-7604

mnorburyabigcat. missouri.edu
1,2,4,6,7,10

Chian Malformation
See: Arnold-Chiati Malformation

CHILD Syndrome
See: lchthyosis

Cholesteryl Ester Storage
Disease
See: Tay-Sachs Disease

Chondrodyspiasla Punctata
See: Growth Disorders, lchthyosis

Chomideremia
See: Macular Diseases, Retinitis
Pigmentosa, VisUal Impairments

Chromosome 4p-
See: Wolf-Hirschhom Syndrome

Chromosome 5p-
See: Cri Du Chat Syndrome

Chromosome 6 Disorders

Spotlight 6
do Valerie Wiggins
56 Edmundson Ln
Rising Sun, MD 21911
1,4,10

Chromosome 9 Wsorders

Support Group for 9p-
do Beverly Udell
675 N Round Table Dr
Las Vegas, NV 89110
(702) 453-0788
1,2,3,4,7,10

Support Group for Monosomy 9p
43304 Kipton Nickle Plate Rd
La Grange, OH 44050
(216) 775-4255
1,4,10; bibliography, Japanese

and French translations

Trisomy 9 international Parent
Support
Children's Hospital of Michigan
3901 Beaubien Blvd
Detroit, MI 48201-2196
(313) 745-4513
(313) 745-4827 (fax)
1,4,7,10

Chromosome 15 Disorders

IDEA: Inverted Duplication
Exchange & Advocacy
do Donna Bennett
RD #1, Box 260B
Thomasville, PA 17364-9768
(717) 225-5229
(610) 891-2313
1,4,10

Chromosome 17p-
See: Smith-02RO Syndrome

Chromosome 18 & 13
Disorders

Chromosome 18 Registry &
Research Society
6302 Fox Head
San Antonio, TX 78247
(210) 657 4968 (voice/fax)
1,4,6,10

SOFT: Support Organization for
Trisomy 18, 13 and Related
Disorders
c/o Barb Van Herreweghe
2982 S Union St
Rochester, NY 14624
(716) 594-4621 (voice/fax)
1,2,4,5,6,7,10

SOFTCanada: Support
Organization for Trisomy 18,
13 and Related Disorders
760 Brant St, Ste 420
Burlington, ON CAN L7R 4B8
(800) 668-0898 (Canada only)
(905) 632-7755
(905) 632-5997 (fax)
1,2,4,6,10

Chromosome 22 Disorders
See: DiGeorge Syndrome,
Velo-Cardio-Facial Syndrome

Chromosome 45,X0
See: Turner Syndrome

Chromosome 45,X0146,XX
See: Turner Syndrome

Chromosome 47,W
See: Klinefelter Syndrome

Chromosome 48,XXXV
See: Klinefelter Syndrome

Chromosome 490300Ci
See: Klinefelter Syndrome

Chromosome Deletions

Chromosome Deletion
Outreach
Box 280
Driggs, ID 83422
(208) 354-8550
1,4,7,10; also deals with chromo-

some additions, inversions and
translocations

Chromosome inversions

National Center on
Chromosome inversions
1029 Johnson St
Des Moines, IA 50315
(515) 287-6798 (voice/fax)
4,7,8,10

Citruilinemia
See: Urea Cycle Disorders
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Cleft Palate
See also: Craniofacial Disorders

Cleft Palate Foundation
1218 Grandview Ave
Pittsburgh, PA 15211
(800) 242-5338
(412) 481-1376
(412) 481-0847 (fax)
2,4,6,7,9

Cockayne Syndrome
See alsQ: Growth DisoFiers,
Progeria, Xerodeima
Pigmentosm

Share and Care Cockayne
Syndrome Network
do Theresa Wall
PO Box 552
Stanleytown, VA 24168
(703) 629-2369
(703) 647-3739 (fax)
1,2,10

Coffin-Lowry Syndrome
Coffin-Lowry Syndrome
Foundation
PO Box 10003
Bainbridge Island, WA 98110
(206) 842-1523
1,24,10

Cofftn-Shius Syndrome
See: Coffin-Lowry Syndrome

Colitis
See: brohn's Disease & Colitis

Coloboma
See: Visual Impairments

Conradi-Hihrennann
Syndrome
See: Growth Disorders, ichthyosis

Cooley's Anemia

Cooley's Anemia Foundation
12909 26th Ave
Flushing, NY 11354
(800) 552-7222
(718) 321-2873
(718) 321-3340 (fax)
1,23,4,5,6,7,8,9,10; financial

assistance, fellowships

Cornelia de Lange
Syndrome

Comelia de Lange Syndrome
Foundation
60 Dyer Ave
Collinsville, CT 06022-1273
(800) 223-8355
(800) 753-2357
(203) 693-0159
(203) 693-6819 (fax)
1,2,3,4,6,10: professional net-

work
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Corpus Callosum,
Disorden of
See: Agenesis of the Corpus
Callosum

Craniocarpotarsal
DYstroPhY
See: Freeman-Sheldon Syndrome

Cranlofacial Disorders
See also: Aped Syndrome, Cleft
Palate, Crouzon's Disease,
Freeman-She/don Syndrome,
Goldenhar Syndrome,
Holoprosencephaly, Microtia,
.Moebius Syndrome, Nager &
Miller Syndromes, Treacher Collins
Syndrome

AboutFace-Canada
99 Crowns Ln, 3rd Floor
Toronto, ON CAN M5R 3P4
(800) 665-3223
(416) 944-3223
(416) 944-2488 (fax)
1,2,3,4,5,6,7; program to teach

school children about facial dif-
ferences, outreach program to
families with newborns

AboutFace-USA
PO Box 737
Warrington, PA 18976
(800) 225-3223
(215) 491-0603 (fax)

AbtFace@aol.com
1,2,3,4,5,6,7,8; program to teach

school children about facial dif-
ferences

Children's Craniofacial
Association
10210 N Central Expressway
Ste 230, LB37
Dallas, TX 75231
(800) 535-3643
(214) 994-9902
(214) 994-9831 (fax)
1,2,4,6,7,10

Craniofacial Foundation
of America
c/o Terri Farmer
975 E Third St
Chattanooga, TN 37403
(615) 778-9192
1,2,4,r 7,10; financial assistance

for non-medical expenses

FACES-National Association
for the Craniofacially
Handicapped
PO Box 11082
Chattanooga, TN 17401
(800) 332-2373
(615) 267-3124 (fax)
1,4,7,8,10

Forward Face
Inst of Reconstructive Plastic Surgery

317 34th St, 9th Fl
New York, NY 10016
(800) 422-3223
(212) 263-5205
(212) 263-7534 (fax)
1,3,4,7; apartment in NYC for

families of children undergoing
treatment, adolescent support
group, assistance with trans-
portation costs, scholarships

Let's Face It
PO Box 711
Concord, MA 01742
(508) 371-3186
1,4,7,8; annual resource guide

National Foundation for Facial
Reconstruction
317 E 34th St, Rm 901
New York, NY 10016
(800) 422-3223
(212) 263-6656
(212) 263-7534 (fax)
1,4,6,7,8,9,10

Craniosynostosis
See: Craniofacial Disorders

Cd Du Chat Syndrome

5p-Society
11609 Oakmont
Overland Park, KS 66210
(913) 469-8900
1,2,4,6,7,8,9,10

Crohn's Disease & Colitis
CCFA: Crohn's & Colitis
Foundation of America
386 Park Ave S, 17th Floor
New York, NY 10016-8804
(800) 932-2423
(212) 685-3440
(212) 779-4098 (fax)
1,5,7.9

Pediatric Crohn's & Colitis
Association
Box 188
Newton, MA 02168
(617) 290-0902
1.2,4,7

Crouzon's Disuse
. _

See also: Craniofacial Disorders,
Hearing Impairments

Crouzon's/Meniere's Parent
Support Network
do Kathleen Handsaker
PO Box 12791
Prescott, AZ 86304-2791
(602) 445 1743
(After March I, 1995. 602 area code
changes to 520)

4,7

Cushing Syndrome
_ _ .

See: Adrenal Disorders; Adrenal
Hyperplasia, Congenital
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Cyclic Vomiting Syndrome
Cyclic Vomiting Syndrome
Association
13180 Caroline Ct
Elm Grove, WI 53122
(414) 784-6842
(414) 821-5494 (fax)
18IKadams@post.its.mcw.edu
1,2,3,4,5,6,7,9,10

Cystic Fibrosis
Canadian Cystic Fibrosis
Foundation
2221 Yonge St, Ste 601
Toronto, ON CAN M4S 2B4
(800) 378-2233 (Canada only)
(416) 485-9149
(416) 485-0960 (fax)
1,2,3,5,6,7,8,9,10

Cystic Fibrosis Foundation
6931 Arlington Rd
Bethesda, MD 20814
(800) 344-4823
(301) 951-4422
(301) 951-6378 (fax)
1,2,3,5,6,7,8,9,10

Cystinosis
See also: Kidney Disorders

Cystinosis Foundation
1212 Broadway, Ste 830
Oakland, CA 94612
(800) 392-8458
1,4,6,7,8,9,10

Cystimnia
See also: kidney Disorders

Cystinuria Support Network
22814 NE 21st PI
Redmond, WA 98053
(206) 868-2996
18175512.3161@compuserve.com
1,4,10

Cytomegalovinis (CAW),
Congenital
Nitional CMV Registry
c/o Gail Demmler, MD
Texas Children's Hospital
Clinical Care Center, Ste 1150
6621 Fannin St, MC 3-2371
Houston, TX 77030-2399
(713) 770-4330
(713) 770-4347 (fax)
1,4,7

Darter Disuse
See: lchthyosis

Deaf-Blind
See also: Hearing Impairments,
Visual Impairments

American Association of the
Deaf-Blind
814 Thayer Ave, Ste 302
Silver Spring, MD 20910
(301) 588-6545 (TTY only)
(301) 588.8705 (fax)
1,4,6,7,8

Key to Services

1. Periodical/newsletter
2. Other publications
3. Videos
4, Networking/matching
5. Local chapters
6. National conferences
7. Referrals to tocal resources

B. National advocacy efforts

9. Fund research
10. Maintain registry of Individu-

als with this condition
11. Electronic bulletin board (BES)

DB-LINK: National Information
Clearinghouse on Children
Who are Deaf-Blind
345 N Monmouth Ave
Monmouth, OR 97361
(800) 438-9376
(800) 854-7013 (TM
IES2 LeslieG@fsa.wosc.osshe.edu
1,4,7,8

National Family Association
for the Deaf-Blind
111 Middle Neck Rd
Sands Point, NY 11050
(800) 255-0411 (WIT?)
(516) 944-8900 (voice)
(516) 944-8637 (11Y)
1,4,5,7,8

Deafness
_

See: Hearing Impairments

Debrancher Enzyme
Deficiency
See: Muscular Dystrophy

Nadas Sottas Disease
See: Muscular Dystrophy

Dennatills Herpetiformls

Gluten Intolerance

Demtomyositia
See: Arthritis, Muscular Dystrophy,
Myositis

Diabetes Instpldus
Diahetes Insipidus and
Related Disorders Network
do Beth Perry
Rt 2, Box 198
Creston, IA 50801
(515) 782-7838
1,4

Diabetes Mellitus
American Diabetes
Association
National Service Ctr
1660 Duke St
Alexandria, VA 22314
(800) 232-3472
(703) 549-1500
(703) 683-2890 (fax)
1,2,3,5,6,7,9,10
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Canadian Diabetes Association
15 Toronto St, Ste 1001
Toronto, ON CAN M5C 2E3
(416) 363-3373
(416) 363-3393 (fax)
1,5,8,9

Juvenile Diabetes
FoundationCanada
89 Granton Dr
Richmond Hill, ON CAN L4B 2N5
(800) 668-0274 (Canada only)
(905) 889-4171
(905) 889-4209 (fax)
1,3,5,6,8,9

Juvenile Diabetes Foundation
International
432 Park Ave S, 16th Fl
New York, NY 10016
(800) 533-2873
(212) 889-7575
(212) 532-8791 (fax)

jBROCH@jdusa.com
1,2,5,9

Di George Syndrome
See also: Immune Disorders,
Velo-Cardio-Facial Syndrome

Information and Support for
Oi George and Shprinben
Syndrome Families
do Natalie Ward
27859 Lassen St
Castaic, CA 91384
(805) 294-3623
1,4,7,10

Digestive Disorders
See: Celiac Disease, Celiac Sprue,
Crohn's Disease & Colitis, Gluten
Intolerance, Ostomy

Dimorsier SYndrome
,§e: Growth Disorders

Down Syndrome

Association for Children with
Down Syndrome
2616 Martin Ave
Bellmore, NY 11710
(516) 221-4700
(516) 221-4311 (fax)
1,2,3,7,9

Canadian Down Syndrome
Society
12837 76th Ave, Ste 206
Surrey, BC CAN V3W 2V3
(604) 599-6009
(604) 599-6165 (fax)
1,2,3,4,5,6,7

Internatiorial Foundation for
Genetic Research
400 Penn Center Blvd, Ste 721
Pittsburgh, PA 15235
(412) 823-6380
(412) 829-7304 (fax)
1,8,9; anti-abortion advocacy

National Down Syndrome
Congress
1605 Chantilly Dr, Ste 250
Atlanta, GA 30324
(800) 232-6372
(404) 633-1555
(404) 633-2917 (fax)
1,4,6,7,8,10

National Down Syndrome
Society
666 Broadway, 8th Fl
New York, NY 10012-2317
(800) 221-4602
(212) 460-9330
(212) 979-2873 (fax)
1,2,3,5,6,7,8,9,10

Dubowitz Syndrome
See: Growth Disorders

Dwarfism
See also: Growth Disorders, Short
Stature

Billy Barty Foundation
929 W Olive Ave, Ste C
Burbank, CA 91506
(818) 953-5410
(818) 953-7129 (fax)
1,2,3,7,8; emergency financial

assistance, scholarships

Dysautonomia, Familial
Dysautonomia Foundafion
20 E 46th St, Rm 302
New York, NY 10017
(212) 949-6644
(212) 682-7625 (fax)
1,2.5,6,10; treatment center

Dyslexia
See also: Attention Deficit
Disorder, Language Disorders,
Learning Disabilities

Dyslexia Research institute
4745 Centerville Rd
Tallahassee, FL 32308
(904) 893-2216
(904) 893-2440 (fax)
1,2,7,8

Orton Dyslexia Society
Chester Bldg, Ste 382
8600 La Salle Rd
Baltimore, MD 21286-2044
(800) 222-3123
(410) 296-0232
(410) 321-5069 (fax)
1,2,5,6,7,9

Dyspraxla
See: Apraxia

Dystonia

Dystonia Medical Research
Foundation
One E Wacker Dr, Ste 2900
Chicago, IL 60601-2001
(312) 755-0198
(312) 321-5710 (fax)

dystfdtn@aol.com
1,2,3,5,6,9; 'Operation

Friendship" program for young
people with dystonia

Dystrophic Epidennolysis
Bu Hose

DEBRk Dystrophic
Epidermolysis Bullosa
Research Association
40 Rector St
New York, NY 10006
(212) 693-6610
1,2,3,4,5,6,7,8,9,10

Ear Anomalies
See: Craniofacial Disorders,
Microtia

Ectodennal Dysplasia

National Foundation for
Ectodermal Dysplaslas
219 E Main, PO Box 114
Mascoutah, IL 62258-0114
(618) 566-2020
(618) 566-4718 (fax)
1,2,3,4,5,6,7,8,9,10

Ehlers-Danlos Syndrome

Ehlers-Danlos National
Foundation
PO Box 1212
Southgate, MI 48195
(313) 282-0180
(313) 282-2793 (fax)
1,2,3,4,5,6,7,9,10

Encephalitis, Chronic with
Seizures
See: Rasmussen Syndrome

Epicanthus inversus
See: Blepharophimosis

Epldermolysis Bullosa
See: Dystrophic Epidermolysis
Bullosa

Epidermolytic
Hypetkeratosis
See: lchthyosis

Epilepsy
-See alio: Seizure Disorders

American Epilepsy Society
638 Prospect Ave
Hartford, CT 06105-4298
(203) 586-7505
(203) 586-7550 (fax)
1,2

Q.
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Epilepsy Canada
1470 Peel St, Ste 745
Montreal, PO CAN H3A 111
(514) 845-7855
(514) 845-7866 (fax)
1,5,7,9

Epilepsy Foundation
of America
4351 Garden City Dr
Landover, MD 20785-2267
(800) 332-1000
(800) 332-2070 (TTY)
(301) 459-3700
(301) 577-4941 (fax)
1,4,5,6,7,8,9; .employment ser-

vices, library

Erythrokeratodermias
See: lchthyosis

Esophageal Airesia
See: VATER Association

Essential Werner
See: Tremor

Evans Syndrome
See also: Autoimmune Disorders

Evans Syndrome Support and
Research Group
do Lou Addington
5630 Devon St
Port Orange, FL 32127
(904) 760-3031
(904) 760-5583 (fax)
4,5,7,10

Extracomoreal Membrane
Oxygenation

ECMO Moms and Dads
International Parent Support
PO Box 53848
Lubbock, TX 79453
(806) 794-0259
1,2,4,5,6,7,10

Fabry Disease
See: Tay-Sachs Disease

Fachl Disfigurement
See: Craniofacial Disorders

Facio-Scapulo-Humeral
Muscular Dystrophy
See also: Muscular Dystrophy

Facio-Scapulo-Humeral
Society
3 Westwood Rd
Lexington, MA 02173
(617) 860-0501
1,4,5,6,7,8,9

Fanconi Anemia
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Fetal Alcohol
Syndrome/Effect
Family Empowerment
Network: Support for Families
Affected by FAS/FAE
610 Langdon St, Rm 521
Madison, WI 53703
(800) 462-5254
(608) 262-6590
(608) 265-2329 (fax)
1,2,4,6,7; lending library

Fetal Alcohol Education
Program
7 Kent St
Brookline, MA 02146
(617) 739-1424
(617) 566-4019
2,7

Fetal Alcohol Network
158 Rosemont Ave
Coatesville, PA 19320-3727

72157.564@compuserve.com
1,4,6,7

National Organization on Fetal
Alcohol Syndrome
1815 H St NW, Ste 710
Washington, DC 20006
(202) 785-4585
(202) 466-6456 (fax)
1,2,3,6,7

The Fetal Alcohol Syndrome
Family Resource Institute
PO Box 2525
Lynnwood, WA 98036
(206) 778-4048
1,2,4,7,8,10; crisis-intervention

line, teen prevention program
for high schools

Filwodysplasis Ossificans
hvgressiva
International Fibrodysplasis
Ossificans Progressive
Association
910 N Jericho Dr
Casselberry, FL 32707
(407) 365-4194 (voice/fax)
1,2,3,4,6,9,10

Rbrontyaigla
§ee: Arthritis .

Rbuiar liernimella
See: Limb Disorders

Fates Disease
-SOe: ay-FoiW-sTorage Disease

Fragile X Syndrome
See also: Attention Deficit
Disorder, Autism, Learning
Disabilities

FraXa Research Foundation
PO Box 935
West Newbury, MA 01985
(508) 462-1990

fraxa@destek.net
1,2,4,5,8,9,10

National Fragile X Foundation
1441 York St, Ste 215
Denver, CO 80206
(800) 688-8765
(303) 333-6155
(303) 333-4369 (fax)
1,2,3,4,7,10

Freeman-Sheidon
Syndrome
See also: Craniofacial Disorders

Freeman-Sheldon Parent
Support Group
509 E Northmont Wy
Salt Lake City, UT 84103
(801) 364-7060
1,2,4,7,10

Friedreichls Ataxia
Sae: Muscular Dystrophy

Fucosidosis
See: Tay-Sachs Disease

G Syndrome
See: Opitz Syndrome

Gatactosemia
See also: Neurometabolic
Disorders

Parents of Gaiactosemic
Children
2871 Stagecoach Dr
Valley Springs, CA 95252
(209) 772-2449 (voice/fax)
1,4,5,6,9,10

Gaucher Disease
See also: Tay-Sachs Disease

National Gaucher Foundation
11140 Rockville Pike, Ste 350
Rockville, MD 20852-3106
(800) 925-8885
(301) 816-1515
(301) 816-1516 (fax)
1,2,5,6,7,9

Giroux-Barbeau Syndrome
See: lchthyosis

Glaucoma

Glaucoma Research
Foundation
490 Post St, Ste 830
San Francisco, CA 94102
(800) 826-6693
(415) 986-3162
(415) 986-3763 (fax)
1,2,4,7,9

Glutedcaciduda
See: Acidemia, Organic

Gluten intolerance
See also: Celiac Disease,
Celiac Sprue

Gluten intolerance Groups of
North America
PO Box 23053
Seattle, WA 98102-0353
(206) 325-6980
(206) 850-2394 (fax)
1,2,3,4,6,7,8,9,10
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Glycogen Storage Disease
See also: Hypoglycemia

Association for Glycogen
Storage Disease
PO Box 896
Durant, IA 52747
(319) 785-6038 (voice/fax)
1,6,9,10

Glycosphingelipidoses
See also: Tay-Sachs Disease

Goidenhar Syndrome
See also: Craniofacial Disorders

Goidenhar Syndrome Research
& Information Fund
8829 Gleneagles Ln
Darien, IL 60561
(708) 910-3939
(708) 910-4065 (fa K).
4,7,9,10

Granulomatous Disease,
Monde
See also: Autoimmune Disorders,
Wegener Granulomatosis

Chronic Granulomatous
Disease Association
do Mary Hurley
2616 Monterey Rd
San Marino, CA 91108
(818) 441-4118
1,4,7,9,10

Graves Disease
See also: Thyroid-bisorders

National Graves Disease
Foundation
320 Arlington Rd
Jacksonville, FL 32211
(904) 724-0770 (voice/fax)
1,2,3,4,5,6,7

Group B Strop

Canadian Group B Strep
Association
do Donna Vlicny
343 Watson Ave
Windsor, ON CAN N8S 3S3
(519) 948-6324
4,7; information packets for

health care professionals

Group B Strep Association
PO Box 16515
Chapel Hill, NC 27516
(919) 932-5344 (voice/fax)
1,2,4,6,7,8,10

Growth Disorders
See also: Dwarfism. Short Stature

Human Growth Foundation
7777 Leesburg Pike
Falls Church, VA 22043
(800) 451-6434
(703) 883-1773
(703) 883-1776 (fax)
1,2,3,4,5,6,7,9,10
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Key to Services

1. PeriodicaVnewsletter

2. Other publications
3. Videos
4. Networking/matching
5. Local chapters
IL National conferences
7. Referrals to local resources

8. National acNocacy efforts
0. Fund research

10. Maintain registry of individu-
als with thls condttion

11. Electronic bulletin board (BBS)

Little People's Research Fund
80 Sister Pierre Dr
Towson, MD 21204
(800) 232-5773
(410) 494-0055
(410) 494-0060 (fax)
1,3,4,5,7,9,10

MAGIC Foundation for
Children's Growth
1327 N Harlem Ave
Oak Park, IL 60302
(800) 362-4423
(708) 382 0808
(708) 383-0899 (fax)
1,2,3,4,5,6,7,10

Growth Homes Deficiency
See: Growth Disorders

Growth Retaliation,
intrauterine
See: Growth Disorders

Halley-Halley Disease
See: Ichthyosis

Hallerman-Streiff Syndrome
See: Craniofacial Disorders, Short
Stature

Hand-Shoulder Syndrome
See: Reflex Sympathetic Dystrophy
Syndrome

Harlequin khthyosis
See: lchthyosis

Head injuries
National Head Injury
Foundation
1776 Massachusetts Ave NW,

Ste 100
Washington, DC 20036-1904
(800) 444-6443 (helpline)
(202) 296-6443
(202) 296-8850 (fax)
1,2,3,5,6,7,8

Hearing impairments
Alexander Graham Bell
Association for the Deaf
3417 Volta PI NW
Washington, DC 20007-2778
(202) 337-5220 (111T-M
1,2,3,4,5,6,7,8,9,10
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American Society for Deaf
Children
2848 Arden Wy, Ste 210
Sacramento, CA 95825-1373
(800) 942-2732 (V/1110
(916) 482-0121 (fax)
1,4,5,6,7,8; "First-Year-Free"

Program for families of newly
diagnosed children

Auditory-Verbal International
2121 Eisenhower, Ste 402
Alexandria, VA 22314
(703) 739-1049
(703) 739-0874 (TTY)
(703) 739-0395 (fax)
1,4,6

Better Hearing Institute
PO Box 1840
Washington, DC 20013
(800) 327-9355 (V/TTY)
(703) 750-9302 (fax)
1,2,3,7

Canadian Hard of Hearing
Association
2435 Holly Ln, Ste 205
Ottawa, ON CAN K1V 7P2
(800) 263-8068 (Canada only)
(613) 526-1584
(613) 526-2692 MY)
(613) 526-4718 (fax)
1,5,6,7,8; publications in French

and English

Canadian Hearing Society
271 Spadina Rd
Toronto, ON CAN M5R 2V3
(416) 964-9595
(416) 964-0023 (T1Y)
(416) 964-2066 (fax)

chs-ho@chs.onramp.ca
1,2,3,5,6,7,8

Cochlear Implant Club
International
PO Box 464
Buffalo, NY 14223
(716) 838-4662 (VM-Y)
A 76207.3114@compuserve.com
1,4,5,6,7,8

HEAR Now
9745 E Hampden Ave, Ste 300
Denver, CO 80231-4923
(800) 648-4327 (V/TTY)
(303) 695-7797 (IPTTY)
(303) 695-7789 (fax)
1,9; financial assistance for hear-

ing aids and cxhlear implants

John Tracy Clinic
806 W Adams Blvd
Los Angeles, CA 90007
(800) 522-4582 (V11T)
(213) 748-5481
(213) 747-2924 (11Y)
(213) 749-1651 (fax)
1,7,8; free correspondence

course for pre-schoolers

National Association
of the Deaf
814 Thayer Ave
Silver Spring, MD 20910-4500
(301) 587-1788
(301) 587-1789 (TTY)
(301) 587-1791 (fax)
1,2,5,6,7,8

National Cued Speech
Association
PO Box 31345
Raleigh, NC 27622
(919) 828-1218 (VillY)
(919) 828-1862 (fax)

ncsa@aol.com
1,2,3,4,5,6,7,8,10,11

NIDCD Hereditary Hearing
Impairment Resource Registry
Boys Town National Research

Hospital
55 N 30th St
Omaha, NE 68131
(800) 320-1171 (WM)
(402) 498-6331 (fax)

deaf@boystown.org
1,2,7,10

Self-Help for Hard of Hearing
People
7910 Woodmont Ave, Ste 1200
Bethesda, MD 20814
(301) 657-2248
(301) 657-2249 (TTY)
(301) 913-9413 (fax)
1,4,5,6,7,8

Signing Exact English (SEE)
Center for the Advancement
of Deaf Children
PO Box 1181
Los Alamitos, CA 90720
(310) 430-1467 (WM)
(310) 795-6614 (fax)
3,7,9

Telecommunications for the
Deaf, Inc
8719 Colesville Rd, Ste 300
Silver Spring, MD 20910
(301) 589-3786
(301) 589-3006 (TTY)
(301) 589-3797 (fax)
A zztdias@gallua.gallaudet.edu
1,2,3,6,7,8

TRIPOD Grapevine
2901 N Keystone St
Burbank, CA 91504
(800) 352-8888 (vTTTY)
(800) 287-4763 (vMY, CA only)
3,4,7

VOICE for Hearing-Impaired
Children
124 Eglinton Ave W, Ste 420
Toronto, ON CAN M4R 2G8
(416) 487-7719 (V/TTY)
(410) 487-7423 (fax)
1,4,5,7,8

Heart Disorders
American Heart Association
7272 Greenville Ave
Dallas, TX 75231-4596
(800) 242-8721
(214) 373-6300
(214) 369-3685 (fax)
1,2,3,7,8,9

CHASER: Congenital Heart
AnomaliesSupport,
Education & Resources
2112 N Wilkins Rd
Swanton, OH 43558
(419) 825-5575
(419) 825-2880 (fax)
A 75050.2742@compuserve.com
1,4,7,8,10

Hemangloma
See also: Vascular Malformations

Hemangioma Hope
cio Cindy Dougan
8400 Rohl Rd
North East, PA 16428
(814) 898-1054
1,2,3,4,6,10

Hemidysplasia, Unilateral
See: lchthyosis

Hemlfacial Microsomia
See: Goldenhar Syndrome

Hemihyperirophy
See: Beckwith-Wiedemann
Syndrome

Hemiplegia, Alternating
See also: Epilepsy, Seizure
Disorders

international Foundation for
Alternating Hemipiegia of
Children
29 Leonard Rd
Melrose, MA 02176
(617) 665-8906
4,9,10

Hemolytic Anemia
See: Evans Syndrome

Hemophilia

Canadian Hemophilia Society
1450 City Councillors, Ste 840
Montreal, PO CAN H3A 2E6
(800) 668-2686 (Canada only)
(514) 848-0503, ext 24
(514) 848-9661 (fax)
1,2,3,4,5,6,7,8,9

National Hemophilia

Foiirlaeteire St, Rm 303
New York, NY 10012 .

(212) 219-8180
(212) 966-9247 (fax)
1,2,3,4,5,6,7,8,9,10

Hemorrhagic
Telanglectasis, Hereditary
See also: Anemia, Aplastic;
Vascular Malformations

HHT Foundation Internatkmal
PO Box 8087
New Haven, CT 06530
(800) 448-6389 (US only)
(313) 561-2537 (US)
(313) 561-4585 (US, fax)
(604) 596-3418 (Canada)
(604) 596-0138 (Canada, fax)
1,2,4,6,10; pen-pal group

Hennansky-Pudiak
Syndrome
See also: Albinism &
Hypopigmentation, Visual
Impairments

Hermansky-Pudlak Syndrome
Network
39 Riveria Ct
Malverne, NY 11565-1602
(800) 789-9477
(516) 599-2077
2,4,8,9,10

Hers Disease
Yje: Glycogen Storage Disease

Hirschsprung Disease
See: Intestinal Pseudo-Obstruction
Syndrome

Histlocytesis
See also: Diabetes Insipidus,
Growth Disorders

Histiocytosis Association of
America
609 New York Rd
Glassboro, NJ 08028
(800) 548-2758
(609) 589-6614 (fax)
1,2,4,7,9,10; financial support

Holopresencephaly
See also: Craniofacial Disorders

HoloprosencephalyFighters
of Defects Support Group
3032 Brereton St
Pittsburgh, PA 15219
(412) 687-6437
5, 7,10

Human immunodeficiency
Virus (HIV)
See: AIDS

Hunter Syndrome
See: Mucopoly-SicCharidosis,
Tay-Sachs Disease

Hurler Syndrome
See: Mucopolysaccharidosis,
Tay-Sachs Disease

Hurier-Schele Syndrome
See: Mucopolysaccharidosis,
Tay-Sachs Disease

JANUARY 1995 / EXCEPTIONAL PARENT 25



Is This Going to be Sad?
A "Wolf-Hirschhorn family reunion" is a time to share tears and laughter

When Craig Richardson was diagnosed with
Wolf-Hirschhorn syndrome, a rare chro-
mosomal disorder also known as 4p-, his

parents, Tom and Becky, were told he would
not live long and would never do the same
things as other children. Although the syn-
drome was extremely rare, Becky believed
there had to be other families out there. 'Ien
years ago, when Craig was three years old,
Becky sent a Search letter to Exceptional
Parent. Over the next six months, she received
eight responses. Those letters marked the start
of the Wolf-Hirschhorn Parent Network.

Connections and hope
Because so little was known about the syn-
drome, Becky's first initiative was to set up an
information exchange. Parents were asked to
submit a biography of their child in exchange
for receiving biographies of other children.

Sometimes these histories proved medically
valuable as the experiences of others alerted
"newer" parents that their children were at risk of
developing seizure disorders, curvature of the spine
and eye disease.

The biographies also provided feelings of connec-
tion and hope. Parents discovered that other chil-
dren with the syndrome also love mirrors, balloons,
music and motion. They learned that some do learn
to walk, some can be toilet trained and even those
with the most limited skills respond to love, enjoy
rough-housing and unfailingly give the gift of a smile.

The group's first "get-together," held in Iowa in
1992, was attended by 25 familiesmostly mothers
and children. It was such a rewarding experience,
they went home to encourage their husbands and
other relatives to attend the next "Reunion."

It wasn't sad: Enjoying an impromptu get-together at the
second Wolf-Hirschhorn reunion are (from left) Stephanie
Higgins, Wanda Hill, Christopher Hill, Craig Richardson
(partially hidden), A.J. Grimmett, Christine Gold, Justin
Purr, Kelly Gold and Brian Jungen.

Is this going to be sad?
But. Christopher's father wasn't sure he really want-
ed to spend time with other families affected by his
son's syndrome. "Is this going to be sad?" he asked
upon arrival at the group's second Reunion.

Sara Wood, one of the event organizers, flung
open the door to her family's hotel room. Inside
were various members of four familieschildren
with the syndrome, parents, siblings and a grand-
mother. The sounds of laughing, non-stop talldng
and children playing could be heard. Scattered

about were suitcases, wheelchairs, photo albums
and toys. "Does this look sad?" Sara asked.

The event, held in Asheville, North Carolina, drew
families from as far away as California, Canada and
Germany. Michelle, 23, was the oldest person with
the syndrome at the reunionshe had been diag-
nosed only in the past year Anthony, the youngest
child, was 21 months old. Also attending were one
foster family, two adoptive families and one family
whose infant with the syndrome had died.

What a support to be with others...
The event gave families a chance to ask questions
and share experiences. One mother probably
summed up the experiences of many"After I was
here a little while, I just started crying... I can't tell
you how happy I am that I camejust to see the
other children, to see their ages, to meet their fami-
lies. They feel like friends I have known all my
life... What a support to be with others who also
appreciate and love their children!"

And Christopher's father? He left the reunion with
a smile on his face and said, "It wasn't sad."

Christine N. Kleimola

Christine Kleimola is the adoptive mother of
Rachael Melinda, 5. Christine and Rachael live in
Ypsilanti, Michigan.
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SPECIFIC DISABILITIES

Hydrocephalus
Guardians of Hydrocephalus
Research Foundation
2618 Ave Z
Brooklyn, NY 11235
(718) 743-4473
(718) 743-1171 (fax)
(800) 458-8655
1,3,4,7,9

Hydrocephalus Association
870 Market St, Ste 955
San Francisco, CA 94102
(415) 776-4713
1,2,4,6,7

Hydrocephalus Support Group
PO Box 4236
Chesterfield, MO 63006-4236
(314) 532-8228
1,2,3,4,6,7

National Hydrocephalus
Foundation
22427 S River Rd
Joliet, IL 60436
(815) 467-6548
1,2,3,4,5,7,10

Hyperiexia
See also: Attention Deficit
Disorder, Autism, Language
Disorders

The American Hyperlexia
Association
479 Spring Rd
Elmhurst, IL 60126
(708) 530-8551
1,3,6,7

Hyperoxaluria
See: Oxalosis & Hyperoxaluria

Hyperthyroid Myopathy
See: Muscular Dystrophy

Hypogammaglobulinemla
See: Immune Disorders

HYPolitYceinla
See also: Diabetes Mellitus

National Hypoglycemia
Association
PO Box 120
Ridgewood, NJ 07451
(201) 670-1189
1,2,4,7,10

Hypopigmentation
See: Albinism & Hypopigmentation

Hypothyroid Myopathy
See: Muscular Dystrophy

Hypothyroidism, Congenital
See: Growth Disorders

Hypotonia, Benign
Congenital
_ _

See: Spinal Muscular Atrophy

I-Cell Disease
See: Mucopolysaccharidosis,
Tay-Sachs Disease

ichlttyosIs
FIRST: Foundation for
Ichthyosis and Related Skin
Types
PO Box 20921
Raleigh, NC 27619
(800) 545-3286
(919) 782-5728
(919) 781-0679 (fax)
1,2,4,5,6,7,8,10

See: Ostomy

Illness, Terminal
See also: Bereavement Support

Children's Hospice
International
700 Princess St, Lower Level
Alexandria, VA 22314
(800) 242-4453
(703) 684-0330
(703) 684-0226 (fax)
1,2,3,4,6,7,8

immune Deficiency
See: Immune Disorders

immune Disorders
See also: Autoimmune Disorders

Immune Deficiency
Foundation
25 W Chesapeake Ave, Ste 206
Towson, MD 21204
(800) 296-4433
(410) 321-6647
(410) 321-9165 (fax)
1,4,5,6,7,8,9,10

imperforate Anus
See: Anorectal Malformations

incontinence

Help for Incontinent People
PO Box 544
Union, SC 29379
(800) 252-3337
(803) 579-7900
(803) 579-7902 (fax)
1,7,8,10

Simon Foundation for
Continence
PO Box 815
Wilmette, IL 60091
(800) 237-4666
(708) 864-3913
(708) 864-9758 (fax)
1,4,6,7,8,9

incontinentia Pigmenti
IP Support Network
do Colleen Kidder
34929 Elm
Wayne, MI 48184
(313) 729-7912
1,4

Intestinal Pseudo-
Obstruction Syndrome

American Pseudo-Obstruction
and Hirschsprung's Disease
Society
PO Box 772
Medford, MA 02155
(617) 395-4255
(617) 396-6868 (fax)
1,2,4,6,7,9,10

intrauterine Growth
Retardatitm
See: Growl disorders

intraventricular
Hemontage
IVH Parents
PO Box 56-1111
Miami, FL 33256-1111
(305) 232-0381
(305) 232-9890 (fax)

72167.633@compuserve.com
1,4,7,8,10

Jeune Syndrome
See: Growth Disorders

Johanson-Biluard
Syndrome
See: Growth Disorders,
Schwachman Syndrome

Joubert Syndrome

Joubert Syndrome Parents-In-
Touch Network
12348 Summer Meadow Rd
Rock, MI 49880
(906) 359-4707
1,3,4,6

Hallman Syndrome
See: Growth Disorders

Keratosis Follicularis
Spinulosa Decaivans
See: lchthyosis

KID Syndrome
See: Hearing Impairments,
lchthyosis

Kidney Disorders
See also: Cystinosis, Oxalosis

American Kidney Fund
6110 Executive Blvd, Ste 1010
Rockville, MD 20852
(800) 638-8299
(301) 881-0898 (fax)
1,2,7,9; financial aid for treat-

ment-related expenses

Kidney Foundation of Canada
5160 Blvd Decarie, Bureau 780
Montreal, PO CAN H3X 2H9
(514) 369-4806
(514) 369-2472 (fax)
2,3,4,5,6,7,9

1,117
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National Kidney Foundation
30 E 33rd St, 11th Fl
New York, NY 10016
(800) 622-9010
(212) 889-2210
(212) 689-9261 (fax)
1,2,3,5,6,7,8,9; publications for

pediatric kidney patients

Polycystic Kidney Research
Foundation
922 Walnut St, Ste 411
Kansas City, MO 64106
(800) 753-2873
(816) 421-1869
(816) 421-7208 (fax)
1,2,3,5,6,8,9,10

Kivlin Syndrwne
See: Growth Disorders

Klinefelter Syndrome

49, XXXY Syndrome
Association
10001 NE 74th St
Vancouver, WA 98662-3801
(206) 892-7547
1,4,10

Klinefelter Syndrome and
Associates
PO Box 119
Roseville, CA 95661-0119
1,4,6,10

Klinefelter's Syndrome
Association of America
PO Box 93
Pine River, WI 54965
1,2,4,5,10

SEEKS: Support and
Educational Exchange for
Klinefelter Syndrome
1417 25th Ave Dr W
Bradenton, FL 34205-6449
(813) 750-8044
1,4,10

Klippel-Itenaunay
Syndrome
See also: Nevi, Giant Congenital;
Sturge-Weber Syndrome; Vascular
Malformations

Klippel-Trenaunay
Support Group
c/o Judy Vessey
4610 Wooddale Ave
Edina, MN 55424
(612) 925-2596
(612) 333-8685 (fax)

vesse001@staff.tc.umn.edu
1,2,6

Krabbe Disease
See: Leukodystrophy, Tay-Sachs
Disease

Kugelberg-Wolander
Disease
See: Spinal Muscular Atrophy
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NATIONAL RESOURCES FOR SPECIFIC DISABILITIES AND CONDITIONS

Lactate Dehydrogenase
DeMdency
See: Muscular Dystrophy

lactic-Addosis
See also: Neurometabolic
Disorders

Lactic-Acidosis Support Group
PO Box 480282
Denver, CO 80248-0282
(303) 287-4953
1,4,5,7,10

Landau-Meitner Syndrome

Language Disorders

CANDLE Support Group
4414 Mc Campbell Dr
Montgomery, AL 36106
(205) 271-3947 (voice/fax)
1,4,5,7,8,10

Landouzy-Deledne
DYstroPhy
See: Facio-Scapulo-Humeral
Muscular Dystrophy

Langerhans Cell
Hisilocytosis
See: Histiocytosis

Language Disorders
SWea7;:"Viiii6, AC-a-liked;
Apraxia; Autism; HyperIexia;
Stuttering

TAM Taking Action Against
Language Disorders for Kids
22980 Donna Ln
Bend, OR 97701
(503) 389- 0004
1,2,4,5,7,10; sibling support

Laurince-Moon-Bardet-
Bledi Syndrome
See also: Kidney Disorders,
Retinitis Pigmentosa

Laurence-Moon-Bardet-Biedi
Syndrome Network
18 Strawberry Hill
Windsor, CT 06095
(203) 688-7880
1,4

Learning Disabilities
See also: Attention Deficit
Disorder, Dyslexia

Learning Disabilities
Association of America
4156 Library Rd
Pittsburgh, PA 15234
(412) 341-1515
(412) 344-0224 (fax)
1,2,3,5,6,7,8

Learning Disabilities
Association of Canada
323 Chapel St, Ste 200
Ottawa, ON CAN K1N 7Z2
(613) 238-5721
(613) 235-5391 (fax)
1,2,3,6,8

National Center for Learning
Disabilities
381 Park Ave S, Ste 1420
New York, NY 10016
(212) 545-7510
(212) 545-9665 (fax)
1,2,3,7,8,9; eo'ucational programs

Learning Disabilities
& Gifted
See- ilso: Attention Deficit
Disorder; Dyslexia, Learning
Disabilities

Parents of Gifted/Li) Children
2420 Eccleston St
Silver Spring, MD 20902
(301) 986-1422
1,4

Leigh's Disease

National Leigh's Disease
Foundation
608 Waldron St, PO Box 2222
Corinth, MS 38834
(601) 287-8069
(601) 286-2551 (fax)
1,2,4,5,6,7,8,9,10

Leprosy

American Leprosy Missions
1 ALM Wy
Greenville, SC 29601
(800) 543-3131
(803) 271-7040
(803) 271-7062 fax
1,2,3,4,6,7,9

Lesch-Nyhan Disease

International Lesch-Nyhan
Disease Association
11042 Ferndale St
Philadelphia, PA 19116
(215) 677-4206
1,4,10

Leukemia_
Leukemia Society of America
600 Third Ave, 4th Fl
New York, NY 10016
(800) 954-4572
(212) 573-8484
(212) 856-9686 (fax)
1,2,3,5,6,7,8,9

Leukodystrophy
See also: Myelin Disorders,
Tay-Sachs Disease

United Leukodystrophy
Foundation
2304 Highland Dr
Sycamore, IL 60178
(800) 728-5483
(815) 895-3211
(815) 895-2432 (fax)
(815) 895-8633 (BBS, 9600 baud)

ulf@ceet.niu.edu
1,2,3,4,6,11
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Limb Disorders
See also: Amputation

Cherub Association of Families
and Friends of Children with
Limb Disorders
936 Delaware Ave
Buffalo, NY 14209
(716) 762-9997
1,4,5,7,10; summer camp

Superkids Newsletter
60 Clyde St
Newton, MA 02160
1,2,4,10

Lissencephaly
Lissencephaly Network
716 Autumn Ridge Ln
Fort Wayne, IN 46804
(219) 432-4310
1,2,4,6,10; DNA testing, toy

library

Liver Disorders

American Liver Foundation
1425 Pompton Ave
Cedar Grove, NJ 07009
(800) 223-0179
(201) 256-2550
(201) 256-3214 (fax)
1,2,3,6,7,8,9,10

Canadian Liver Foundation
1320 Yonge St, Ste 301
Toronto, ON CAN M4T 1X2
(800) 563-5483 (Canada only)
(416) 964-1953
(416) 964-0024 (fax)
1,2,3,5,6,7,8,9

Lowe Syndrome
,--3-eeilso: Growth bisorders, Visual
Impairments

Lowe Syndrome Association
222 Lincoln St
W Lafayette, IN 47906
(317) 743-3634
1,2,4,6,9,10

Lung Diseases

American Lung Association
1740 Broadway
New York, NY 10019
(800) 586-4872
(212) 315-8700
(212) 265-5642 (fax)
5,6,8,9; programs for schools

Canadian Lung Association
1900 City Pk Dr, Ste 508
Gloucester, ON CAN K1J 1A3
(613) 747-6776
(613) 747-7430 (fax)
1,2,3,4,5,6,7,8,9
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Key to Services

1. Periodical/newsietter
2. Other publications
3. Videos
4. Networking/matching
5. Local chapters
8. National conferences
7. Referrals to kical resources
8. National advocacy efforts
0. Fund research

10. Maintain registry of individu-
als with this condition

11. Electronic bulletin board RS)

Lupus Erythematosus

American Lupus Society
260 Maple Ct, Ste 123
Ventura, CA 93003
(800) 331-1802 (info line)
(805) 339-0443
1,2,4,5,6,7,9.10

Lupus Foundation of America
4 Research PI, Ste 180
Rockville, MD 20850-3226
(800) 558-0121
(800) 558-0231 (Spanish)
(301) 670-9292
(301) 670-9486 (fax)
1,5,7,8,9

SLE Foundation
149 Madison Ave, Ste 608
New York, NY 10016
(212) 685-4118
(212) 545-1843 (fax)
1,2,5,6,7,9

Lyme Disease

Lyme Disease Foundation
1 Financial Plaza, Gold Bldg,

18th Fl
Hartfoi'd, CT 06103-2610
(800) 886-5953 (info line)
(203) 525-2000
(203) 525-8425
1,2,3,6,8,9,10

Lymphohistiocytosis,
Familial Erythrophagocytic
See: Histiocytosis

Lymphohistiocytosis,
Malignant
See: Cancer; Histiocytosis

Macular Diseases
See also: Retinitis Pigmentosa,
Stargardt Disease, Usher
Syndrome, Visual Impairments

Association for Macular
Diseases
210 E 64th St
New York, NY 10021
(212) 605-3719
1,7,8,9



NATIONAL RESOURCES FOR SPECIFIC DISABILITIES AND CONDITIONS

Macular Degeneration
Foundation
PO Box 686
Palm Beach, FL 33480
(407) 820-9215
1,7,10

Male Sex Chromosome
Disorders
See: klinefelter Syndrome

Malignant Hypothermia
Malignant Hyperthermia
Association of United States
32 S Main St, PO Box 1069
Sherbume, NY 13460
(800) 986-4287
(607) 674-7901
(800) 674-7910 (fax)
1,2,3,10

North American Malignant
Hyperthermia Registry
Dept of Anesthesia, Penn State Univ
PO Box 850
Hershey, PA 17033
(717) 531-6936
(717) 531-6221 (fax)
9,10; can provide detailed individ-

ual reports to physicians

Mannosidosis
See: Tay-Sachs Disease

Maple Syrup Wine Disease
See also: Acidemia, Organic;
Neurometabolic Disorders

Maple Syrup Urine Disease
Family Support Group
24806 State Rd 119
Goshen, IN 46526
(219) 862-2992
(219) 862-2012 (fax)
1,2,4,6,7

Marian Syndrome
Canadian Marian Association
Central Plaza Postal Outlet
128 Queen St S, PO Box 42257
Mississauga, ON CAN L5M 4Z0
(905) 826-3223
(905) 826-2125 (fax)
1,3,4,5,6,10

National Marian Foundation
382 Main St
Port Washington, NY 11050
(800) 862-7326
(516) 883-8712 (voice/fax)
1,2,3,4,5,6,8,9,10

Mareteaux-Lamy Syndrome
See: Mucopolysaccharidosis,
Tay-Sachs Disease

MAINS Disease
See: Glycogen Storage Disease

McCune-Aliodght Syndrome
See also: Growth Disorders

McCune-Albright Syndrome
Division of the MAGIC
Foundation
3167 Greensburg Rd
N Canton, OH 44720
(216) 896-4455
1,4,6,10

Medium-Chain Acyl-CoA
Dehydrogenase Deficiency
(MCAD)

See also: Neurometabolic
Disorders

Support Group for MCAD
805 Montrose Dr
Greensboro, NC 27410
(910) 547-8682
1,4,10

Medulloblastoma,
Hereditary
See: Brain Tumors, Turcot
Syndrome

MELAS Syndrome
See: Growth Disorders

Melnick Needles Syndrome
See: Growth Disorders

Menkess Disease
Corporation for Menke's
Disease
5720 Buckfield Ct
Fort Wayne, IN 46804
(219) 436-0137
1,2,3,4,6,7,10; physician network

Metal Illness
See also: Mental Retardation/
Mental Illness

Federation of Families for
Children's Mental Health
1021 Prince St
Alexandria, VA 22314-2971
(703) 684-7710
(703) 684-5968 (fax)

paulcazzolla@mmp.org
1,2,4,5,7,8,10

National Mental Health
Association
1021 Prince St
Alexandria, VA 22314-2971
(800) 969-664? (info line)
(703) 684-7722
(703) 684-5968 (fax)
1,2,4,5,6,7,8; public-education
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Mental Retardation
The Arc
500 E Border St, Ste 300
PO Box 1047
Arlington, TX 76010
(800) 433-5255
(817) 261-6003
(817) 277-0553 (TTO
(817) 277-3491 (fax)

thearc@metro.com
1,2,3,5,6,7,8,9

Canadian Association
for Community Living
4700 Keele St
Kinsman Bldg, York University
North York, ON CAN M3J 1P3
(416) 661-9611 (voice)
(416) 661-2023 (TTY)
(416) 661-5701 (fax)
1,2,5,6,7,8,9; lending library for

videotapes and other materials

Voice of the Retarded
5005 Newport Dr, Ste 108
Rolling Meadows, IL 60008
(708) 253-6020
1,3,5,7,8; free legal consulting

Mental Retardation/
Mental Mess
See also: Mental Illness

National Association of the
Dually Diagnosed (NADD)
110 Prince St
Kingston, NY 12401
(800) 331-5362
(914) 331-4336
(914) 331-4569 (fax)
1,3,4,5,6,7

Metabolic Discords*
See: Neurometabolic Disorders

PAlcrophlisalmia
See: Visual Impairments

Mlaosomia, liendfacial
See: Craniofacial Disorders,
Goldenhar Syndrome

Microns,
See also: Craniofacial Disorders

Microtia-Attesia Support
Group
do Jack Gross
330 7th Ave, #1203
New York, NY 10001
(212) 947-0770
4,7,10

Mier Syndromes
See: Nager & Miller Syndromes

Syndrome
See: Lissencephaly

Mitecbssoddal Wonders
EASE: Education and Support
Exchange
PO Box 1151
Monroeville, PA 15146-1151
1,4,10

Mitochondrlal Disorders
Mitochondria! Disorders
Foundation of America
5100-1B Clayton Rd, Ste 187
Concord, CA 94521
(510) 798-8798
(510) 682-1477 ;fax)
1,4,7,8,9,10

Mitochondria! blyepaithy
See: Mitochondrial Disorders,
Muscular Dystrophy

Moebius Syndrome
See also: Craniofacial Disorders

Moebius Syndrome Support
Group
39521 Rowen Ct
Palmdale, CA 93551
(805) 267-2570
(310) 470-2000
(914) 834-6008
1,4,6,9,10

MerNal SYudrome
See: Mucopolysaccharidosis,
Tay-Sachs Disease

Motor-Sensory Neurepality,
Hereditary
See: Charcot-Marie-Tooth Disease

Moyamoya Disease
See also: Vascular Malformations

Families with Moyamoya
Network
do Dawn Gruettner
4900 McGowan St SE
Cedar Rapids, IA 52403
(800) 261-6692
1,4.10

Mucolipidoses
See: Mucolipidosis Type /I/
Mucopolysaccharidosis, Tay-Sachs
Disease

Muceilpidosis XVI). IV
See also: Mucofiolysaccharidosis,
Tay-Sachs Disease

ML4 Foundation
6 Concord Dr
Monsey, NY 10952
(914) 425-0639
(914) 425-4205 (fax)
4,7,9,10

Mucepelysaccbaridesis
See also: Tay-Sachs Disease

National Mucopoly-
saccharidosis Society
17 Kraemer St
Hicksville, NY 11801
(516) 931-6338
1,2,3,4,5,6,7,8,9,10
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MPS: The Ties That Bind
The National MPS Society offers an extended family of love and support

Farnily is your greatest strength. Marie Capo-
bianco first discovered this when her children,
Michael and Danielle, were diagnosed with

Sanfillippo-B syndrome, one of seven mucopoly-
saccharidosis (MPS) disorders. She discovered it
again as president of the National MPS Society.

MPS and ML (mucolipidosis) disorders are pro-
gressive, enzyme-deficiency conditions, in which
the cells of the body cannot produce the enzyme
which breaks down sugars or fats in the cell.
These products build up, causing pressure on and
damaging other cells, including nerve cells. This
can lead to mental retardation, limited mobility
extreme hyperactivity and drastically shortened
life spans. Few children with MPS and ML survive
their teen years. The National
MPS Society was created to sup-
port families living with these
difficult conditions.

When 10 pairs of anxious par-
ents first met in a conference
room at Johns Hopkins Hospital
in Febniary of 1974, they were
determined to see something
done for their children. One year
later, led by Capobianco, a solid
network of parents had been
established.

Through phone calls, letters
and local and national meetings,
parents are able to share every-
thing from the latest research information, to anec-
dotes of life with an "MPS kid," to the pain of losing
that child only a short time later. This is the true
work of the MPS Societythe continuing support of
parents worn thin by children difficult to care for
and taken away too soon. At the group's 20th
anniversary celebration in Kissimmee, Florida in
December 1994, Joni Carso, the mother of a child
with MPS I, explained how it felt to spend time with
similar families"You can sit down to dinner and
when [your child] starts screeching, no one will
stare at you and say, 'Oh, no.'"

It is this sense of belonging to an understanding
family that keeps parents involved in the organiza-
tion even after their children die. Many feel even
stronger ties to the group, bound by memories and
by friends who continue to lend support. In a letter

t

published in a recent edition of the society's
newsletter, Susan Teer, who recently lost her
daughter Sarah, captured part of this connection
between MPS parents"We know that these are
not easy times for any of us... If we can get another
family through a
moment, we will
be here to listen
and to share their
happiness or sad-
ness... Our hearts
reach out to all of
you."

Like Susan,
Marie Capobianco

-

;aria
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(Above] Marie
Capobianco (right), MPS
president spends some
time with the Kahn fami-
ly at the group's 20th
annual conference in
Kissimmee, Florida.
[UM A wall of faces
pictures of members' chit
drenwas a focus point
at the conference.

continues to feel a strong bond to the society, even
though both Michael and Danielle passed away
recently And like so many others, she plans to stay
involved in the continuing work of the group. As
Marie and her family learned to live with Sanfillip-
po-B syndrome, her involvement with the MPS
Society gave her comfort while allowing her to com-
fort others. "I wanted to show [other parents] that
you could feel guilt and pain and love and hate
towards your child and not be ashamed," she said.
Over the years, Marie and the other parents
involved with the MPS society have helped each
other realize that the myriad emotions evoked by
the experience of parpnling a child with a terminal
illness are legitimate and human. In doing so they
have helped each other cope.

--Jennifer M. Koerber
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Multiple Sclerosis
National MuRiple Sclerosis
Society
733 3rd Ave, 6th Fl
New York, NY 10017
(800) 344-4867
(212) 986-3240
(212) 986-7981 (fax)
1,2,3,6,7,8,9

Multiple Sultatase
Deficiencv
See: Hearing Impairments,
lchthynsis, Leukodystrophy,
Tay-Sachs Disease

Muscular Atrophy, Paroneal
See: Charcot-Marie-Tooth Disease

Muscular Dystrophy
See also: Facio-Scapulo-Humeral
Muscular Dystrophy, Ventilator Use

Muscular Dystrophy
Association
3300 E Sunrise Dr
Tuscon, AZ 85718-3208
(800) 572-1717
(602) 529-2000
(602) 529-5300 fax
(After March 1, 1995, 602 area code
chaoges to 520)

74431.2513@cornpuserve.com
1,2.4,5,719; outpatient clinics,

financial assistance, genetic
counseling, summer camps

Muscular Dystrophy
Association of Canada
150 Eglinton Ave E, Ste 400
Toronto, ON CAN M4P 1E8
(800) 567-2873 (Canada only)
(416) 488-0030
(416) 488-7523
1,24,5,6,7,8,9; provides equip-

ment to families

Myastbenia Gratis_
See: Muscular Dysirophy

Myelin Disorders
The Myelin Project
1747 Pennsylvania Ave NW
Ste 950
Washington, DC 20006
(202) 452-8994
(202) 785-9578 (fax)
1,9,10

The Myelin Project of Canada
clo Julie and Wayne Simmons
4330 Spinningdale Crt
Mississauga, ON CAN L5M 3J8
(905) 567-8843
(905) 567-9189 (fax)
1,3,4,6,7,8,9,10

4 '

Myelin, insufficient
Myelin Messenger Newsletter
do Ruth Anderson
HC-29, Box 686
Stable Ln
Prescott, AZ 86301-7435
(602) 776-7556
(After Mardi 1, 1995, 6J2 area code
changes to 5201

1

Myelodysplasia
See: Anemia,71-PlarStic

Myocionus
See also: Opsoclonus-Myoclonus
Syndrome

Myoclonus Families United
1564 E 34th St
Brooklyn, NY 11234
(718) 252-2133
4,7,8

Myedenylate Deaminase
Deficiency
See: Muscular Dystrophy

I Myositis
.30:? also: Autoimmune Disorders

National Support Group for
Myositis
PO Box 890
Cooperstown, NY 13326
(800) 230-0441
(607) 547-5216
1,4,10

Myssitis Ossificans
Progressive
See: Fibrodysplasis Ossificans
Progressive

Myotonla Congenita
See: Muscular Dystrophy

PAYotubular PRYinthy
See also: Muscular Dystrophy

X-LInked Myotubular
Myopathy Resource Group
2413 Quaker Dr
Texas City, TX 77590
(409) 945-8569
1,4,10

filmdom&
gee: Tliiiii-Disorders

N-Acetyl Glutamate
Syrithetase (NAGS)
Deficiency
*gee: UreaCycle Disorders

Never & Miller Syndromes
See also: Craniofacial Disorders,
Limb Disorders

Foundation for Nager and
Miller Syndromes (FNMS)
333 Country Ln
Glenview, IL 60025-5104
(800) 507-3667
(708) 724-6449 (voice/fax)
1,4,7,8,9,10; lending library,

camp scholaVs

Nasal Encepholocale
See: Craniofacial Disorders

timeline Myopathy
See: Muscular Dystrophy

Neonatal Illness/
Prematurity
ial7ent Care
9041 Colgate St
Indianapolis, IN 46268-1210
(317) 872-9913
(317) 872-0795 (fax)
1,2,4,6,7

Netherton Syndrome
See: lchthyosis

lieuroilbromatosis
See also: Acoustic Neuroma

National Neurofibromatosis
Foundation
95 Pine St, 16th Fl
New York, NY 10005
(800) 323-7938 (V/TTY)
(212) 344-6633
(212) 747-0004 (fax)

NNFF0aol.com
1,2,4,5,7,9,10; medical confer-

ences and synposia

Neurofibramatosis Institute
5415 Briggs Ave
La Crescenta, CA 91214
(818) 957-3508
(818) 957-4926 (fax)
162 73044.2707@compuserve.corn
4,7,8,9

Neurotibromatosis, Inc.
8855 Annapolis, Ste 110
Lanham, MD 2070E-2924
(800) 942-6325
(301) 577-8984
(410) 461-5213 (MI
(301) 577-0016 (fax)
1,2,3,5,7,8,9,10

Neurometabolic Disorders
.-§e also: Acidemia, Organic;
Galactosunia; Lactic-Acidosis;
Maple Syrup Urine Disease;
Niemann-Pick Disease;
Phenylketonuria (PKU)

Association for
Neurometabolic Disorders
5223 Brookfield Ln
Sylvania, OH 43560-1809
(419) 885-1497
1,4,6,10

Canadian Society for
Metabolic Disease
5301 Ranger Ave
N Vancouver, BC CAN V7R 3M7
(604) 986-2508
(604) 293-7126 (fax)
1,2,3,4,5,6,7,8,9,10

Neuropathy, Hereditary
Pieter-Sensory
See: Charcot-Marie-Tooth Disease

Neuropathy, Peripheral
See: Charcot-Marie-Tooth Disease

Nualropenia
See: Evans Syndrome

Neutropenia with
Pancreatic insufficiency
See: Schwachman Syndrome

Nevi, Giant Congenital
See also: flemangioma,
lchthyosis, Klippel-Trenaunay
Syndrome, Sturge-Weber
Syndrome, Vascular Malformations

Nevus Network
1400 S Joyce St, #1225
Arlington, VA 22202
(703) 920-2349
(405) 377-3403

syfy45teiprodigy.com
1,24,10

Neville Disease
See: Niernann-Pick Disease

Niemann-Pick DISSASS
See also: Ataxia, Neurometabolic
Disorders, Tay-Sachs Disease

National Niemann-Pick
Disease Foundation
22201 Riverpoint Trail
Carrollton, VA 23314
(804) 357-6774
1,4,6,7,9,10

*mum Syndrome
See also: Cardio-Facio-Cutaneous
Syndrome, Growth Disorders

Noonan Syndrome Society
do Susan Espinoza
128 Pine Ave
San Jose, CA 95125
(408) 723-5188
1,2,3,4,6,7,10

Occule-Auricular-Vertebral
(0AV) SYndinine
See: Goldenhar Syndrome

Obsessive-Compulsive
Disorder
OC Foundation
PO Box 70
Milford, CT 06460
(203) 878-5669
1,2,3,4,5,6,7,9

Oligosaccherisdoses
See: Tay-Sachs Disease

Oiller's Disease

Oilier'sDisease Self-Help
Group
PO Box 52616
Shaw AFB, SC 29152-1521
1,4,7
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Opitz Syndrome
See also: Agenesis of the Corpus
Callosum

International Optiz-Frias
Syndrome Association
116 June Ave
Nanaimo, BC CAN V9S 4R7
(604) 754-7088
(604) 758-5504 (fax)
4,7,8, 70

Opitz Family Network
PO Box 516
Grand Lake, CO 80447
(303) 627-8935
1,4,6,10

Opitz-Frias Syndrome
See: Opitz Syndrome

Oppenheim Disease
See: Spinal Muscular Atrophy

Opsoclonus-Myocionus
Syndrome
See also: Myoclonus

Opsoclonus-Myoclonus
Parent-Talk Support Network
do Connie Quinn
725 North St
Jim Thorpe, PA 18229
(717) 325-3302
1,4

Optic Nerve Hypoplasia
See: Septo-Optic Dysplasia

Organic Acidemia
See: Acidemia, Organic

Ornithine Transcaroamyiase
(OTC) Deficiency
See: Urea Cycle Disorders

Osteogenesis imperfecta
See also: Growth Disorders

Canadian Osteogenesis
Imperfecta Society
128 Thornhill Crescent
Chatham, ON CAN N7L 4M3

Osteogenesis Imperfecta
Foundation
5005 W Laurel St, Ste 210
Tampa, FL 33607
(813) 282-1161
(813) 287-8214 (fax)
1,2,3.4,5,6,7,8,9,10

°stony
United Ostomy Association
36 Executive Pk, Ste 120
Irvine, CA 92714-6744
(800) 826-0826
(714) 660-8624
(714) 660-9262 (fax)
1,2,3,5,6,7

Oxalosis & Hyperovaiuria
See also: Kidney Disorders

Oxalosis & Hyperoxaluria
Foundation
PO Box 1632
Kent, WA 98035
(206) 631..0386
1,2,4,6,7,8,9,10

Pachygyna
.§ee:-Lissencephaly

Pallister-Kililan Syndrome
Pallister-Killian Family Support
Group
3700 Wyndale Ct
Ft Worth, TX 76109
(817) 927-8854
(817) 927-2073 (fax)
4,10

Pancreatic Insufficiency
with Neutropenla
See: Schwachman Syndrome

Panhypopituitartsm
See: Diabetes Insipidus, Growth
Disorders

Papillomas
See: Respiratory Papillomatosis,
Recurrent

Paralysis, Periodic
See: Muscular Dystrophy

Paramyotonla Congenita
See: Muscular Dystrophy

Pelizaeus-Menbacher
Disease
See: Leukodystrophy

Pernphigus, Familial
See: lchthyosis

Pervasive Developmental
Disorder (PDD)
See: Autism

Peutz-Jeghers Syndrome
See also: Polyposis

International Peutz-Jeghers
Support Group
do Jill D. Brensinger
Johns Hopkins Hospital
550 N Broadway, Ste 108
Baltimore, MD 21205
(410) 614-4038
(410) 614-9544 (fax)
1,4,7,10

Phenyiketonuria (PKU)
See also: Neurometabolic
Disorders

Children's PIW Network
10515 Vista Sorrento Pkwy
San Diego, CA 92121
(619) 587-9421
(619) 450-5034 (fax)
1,4,7,10; scholarships
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National PKU News
do Virginia Schuett
6869 Woodlawn Ave NE, Ste 116
Seattle. WA 98115-5469 .

(206) 525-8140
(206) 525-5023 (fax)
1,2

Phosphofructokinase
Deficiency
Yee: PuscJiar Dystrophy

Phesphoglycerate Kinase
Deficiency
See: Muscular Dystrophy

Phosphoglycerate Mutase
Deficiency
See: Muscular Dystrophy

Phosphorylase Deficiency
See: Muscular Dystrophy

Pletrelobin Syndrome
See: Craniofacial Disorders,
Growth Disorders

Pigment Disorders
See: Albinism &
Hypopigmentation, Vitiligo

Pituitary/Hypothalamus
Disorders
See: Diabetes Insipidus

Pityrlasis Rubra Marls
See: lchthyosis

Polymyositis
See: Muscular Dystrophy, Myositra

FOrostotic Fibrous
DYW--
See: McCuriv-Aluagnt Syndrome

PolyposIs
See also: Peutz-Jeghers
Syndrome

Familial Gastrointestinal
Cancer Registry
Mount Sinai Hospital
600 University Ave, Ste 1157
Toronto, ON CAN M5G1X5
(416) 586-8334
(416) 586-8644 (fax)
1,2,3,4,7,8,10; genetic counsel-

ing, predictive testing

Intestinal Multiple Polyposis
and Colorectal Cancer
do Ann Fagan
Reese's Crest, PO Box 11
Conyngham, PA 18219
(717) 788-1818
(717) 788-3712
(717) 788-4046 (fax)
4,7,10

Pompe Disease_ _

See: Glycogen Storage Disease,
Tay-Sachs Disease
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Key to Services

1. PeriodicaVnewsletter

2. Other publications

3. Videos

4. Networking/matching

3. Local chapters
G. Nationpi conferences

7. Referrals to local resources

8. Natiobal advocacy efforts

O. Fund research

10. Maintain registry of individu-
als with this condition

11. Electonic bulletn board (BBS)

PorphYlia
American Porphyria
Foundation
PO Box 22712
Houston, TX 77227
(713) 266-9617
1,2,4,7

Prader-Willi Syndrome
Prader-Willi Foundation
223 Main St
Port Washington, NY 11050
(800) 253-7993
(516) 944-3173 (fax)
1,7,8,9

Prader-Willi Syndrome
Association
2510 S Brentwood Blvd, Ste 220
St. Louis, MO 63144
(800) 926-4797
1,2,3,4,5,6,7,8,9,10

Prader-Willi Syndrome
International Information
Forum
40 Holly Ln
Roslyn Heights, NY 11577
(800) 358-0682
(516) 484-7154 (fax)

visink@delphi.com
1,2,4,6,7,8,10

Prematurity
See: Neonatal Illness/Prematurity

Progerla
International Progeria Registry
c/o W. Ted Brown, MD. Ph.D.
NY State Inst for Basic Research
in Developmental Disa'u.:ilios
1050 Forest Hill Rd
Staten Island, NY 10314
(718) 494-5333
(718) 494-1026 (fax)
4,8,10

Protein Syndrome
See: Neurofibromatosis
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NATIONAL RESOURCES FOR SPECIFIC DISABILITIES AND CONDITIONS

Prune Belly Syndrome
Prune Belly Syndrome
Network
1005 E Carver Rd
Tempe, AZ 85284
(602) 838-9006 (fax)
(Atter March 1. 1995. 602 area code
changes to 520)

1,7,8

Pseudo-Hurler
PotYd YstroPhy
See:MucopoijIsaccharidosis, Tay-
Sachs Disease

Pseudoxanthoma Elastic=
(PXE)
National Association for
Pseudoxanthoma Elasticum
1884 Cherry St
Denver, CO 80220-1146
(303) 321-6347
1,7,10

Psodasis
6iiiii-G-Psoriasis Foundation
1306 Wellington St, Ste 500A
Ottawa, ON CAN K1Y 382
(800) 265-0926 (Canada only)
(613) 728-4000
(613) 728-8913 (fax)
1,2,4,5,6,7,8,9

National Psoriasis Foundation
6600 SW 92nd, Ste 300
Portland, OR 97223
(503) 244-7404
(503) 245-0626 (fax)
1,2,3,4,7,8,9,10; correspondence

network, used equipment, SS1
information, help with insur-
ance claims

Ptosis
Sie.:-Nepharophimosis

Purina Metabolic Disorders
Purine Research Society
5424 Beech Ave
Bethesda, MD 20814
(301) 530-0354
4,7,9,10

Rasmussen Syndrome
See alio:- Eilepsy, Seizure
Disorders

Rasmussen Syndrome Support
Group
c/o Al and Lynn Miller
8235 Lethbridge Rd
Millersville, MD 21108
(410) 987-5221
4,10

Reflex Sympathetic
Dystrophy Syndrome_ . _

Reflex Sympathetic Dystrnphy
Association
116 Haddon Ave, Ste D
Haddonfield, NJ 08033
(609) 795-8845 (voice/fax)
1,4,5.6.7,9,10

Reftum Disease
See: lchthyosis, Leukodystrophy,
Tay-Sachs Disease

Renal Disorders
_

See: Kidney Disorders

Respiratory Papillumatods,
Recurrent
Recurrent-Respiratory
Papillomatosis Foundation
50 Wesleyan Dr
Hamilton, NJ 08690
(609) 890-0502

mstern@pucc.princeton.edu
1,2,3,4,5,6,7,8,10

RelinItts Pigmentosa
See also: Macular Diseases,
Stargardt Disease, Usher
Syndrome, Visual Impairments

Retinitis Pigmentosa
International Society for
Degenerative Eye Diseases
PO Box 900
Woodland Hills, CA 91365
(800) 344-4877
(818) 992-0500
(818) 992-3265 (fax)
1,2,3,5,7,8,9,10

RP Eye Research Foundation
c/o Sharon Cole
366 Adelaide St W, Ste 704
Toronto, ON CAN M5V 1R9
(800) 461-3331 (Canada only)
(416) 598-4951
(416) 598-9763 (fax)
1,2,5,7,9,10

The Foundation Fighting
Blindness
1401 Mt Royal Ave, 4th Fl
Baltimore, MD
21217 21217-4245
(800) 683-5555
(800) 683-5551 (111)
(410) 225-9400
(410) 225-9409 (r-ro
(410) 225-3936 (fax)
1,4,5,6,7,9,10

Retlnoblastoma
See also: Visual Impairments

National Retinoblastoma
Parent Group
110 Allen Rd
Bow, NH 03304
(603) 224-4085
1,4,6,10

Retinopathy of Prematurity
(ROP)

See also: Visual Impairments

Prevent Blindness in
Premature Babies
c/o Margaret Wilson
PO Box 44792
Madison, WI 53744-4792
1,4,7,8,10

Rett Syndrome
Canadian Rett Syndrome
Association
555 Fairway Rd
Kitchener, ON CAN N2C 1X4

(416) 494-1954
(519) 893-1169
1,5,6,7,9,10

International Rett Syndroh.e
Association
9121 Piscataway Rd, Ste 2B
Clinton, MD 20735
(800) 818-7388
(301) 856-3334
(301) 856-3336 (fax)

irsa@paltech.com
1,2,3,4,5,6,7,8,9,10

Reye Syndrome
See: Medium-Chain Acyl-CoA
Dehydrogenase Deficiency (MCAD)

Ring Chromosome 18
See: Chromosome 18 & 13
Disorders

RSH Syndrome
See: Smith-Lemli-Opitz Syndrome

RubInstein-Taybi Syndrome
Rubinstein-Taybi Parent Group
do Lorrie Baxter
PO Box 146
Smith Center, KS 66967
(913) 697-2984
1,2,4,6,10

Russell-Silver Syndrome
See also: Growth Disorders, Short
Stature

Association for Children with
Russell-Silver Syndrome
22 Hoyt St
Madison, NJ 07940
(201) 377-4531
(201) 822-2715 (fax)

mzacrss@aol.com
1,2,4,7

Santillippo Syndrome
See: Mucopolysaccharidosis,
Tay-Sachs Disease

Scheie Syndrome
See:11-CcOpolysaccharidosis,
Tay-Sachs Disease

Schwachman Syndrome
See also: Growth Disorders

Schwachman Syndrome
Support Services
c/o Joan Mowery
44 Meadowlark Rd
Vernon, CT 06066
(203) 870-5454
1,4,7,10

Schroder=
See iiso: Arthritis, Autoimmune
Disorders

National Scleroderma
Federation
Peabody Office Bldg
One Newbury St
Peabody, MA 01960
(800) 422-1113
(508) 535-6600
(508) 535-6696 (fax)
1,2,5,7,8,9

Scleroderma Research
Foundation
PO Box 200
Columbus, NJ 08022
(800) 637-4005
(609) 723-7400
(609) 723-6700 (fax)
1,4,7,9,10

United Scleroderma
Foundation
PO Box 399
Watsonville, CA 95077-0399
(800) 722-4673
(408) 728-2202
(408) 728-3328 (fax)
1,2,5,6,9

Scoliosis
Foundation

72 Mount Auburn St
Watertown, MA 02172
(617) 926-0397
(617) 926-0398 (fax)
1,4,5,6,7,10

Seckel Syndrome
See:GT:WA-1i ikorders

Seizure Disorders
See also: Epilepsy

THRESHOLD: Intractable
Seizure Disorder Support
Group & Newsletter
26 Stavola Rd
Middletown, NJ 07748-3728
(908) 957-0714

Septo-Optic Dysplasla
See also: Visual Impairments

FOCUS: For Our Childrn's
Unique Sight
1583 Black Eagle Dr, Apt D
San Diego, CA 92126
(619) 271-8488 (voice/fax)
lapilarh8826@aol.com
1,4,5,7,10

Severe Combined
knmunedefIclency (SCID)
See: Immune Disorders

Sex Chromosome Murders,
Male
See: Klinefelter Syndrome
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Short Stature
See also: Dwarfism, Growth
Disorders

Little People of America
PO Box 9897
Washington, DC 20016
(800) 243-9273 (info line)
(301) 589-0730
1,2,4,5,6

Shpdnizen Syndrome
See: Di George Syndrome,
Velo-Cardio-Facial Syndrome

Sialidosis
:See: Mucopolysaccharidosis,
lay-Sachs Disease

Sickle Cell Disease
Sickle Cell Disease
Association of America
200 Corporate Pointe, Ste 495
Culver City, CA 90203-7633
(800) 421-8453
(310) 216-6363
(310 215-3722 (fax)
1,2,3,5,6,7,8

Triad Sickle Cell Anemia
Foundation
1102 E Market St
Greensboro, NC 27420-0964
(800) 733-8297
(910) 274-1507
(910) 275-7984 (fax)
1,4,7; genetic counseling, camp

Skeletal Dysplasia
See: Dwarfism, Growth Disorders,
Short Stature

Sly Syndrome
See: Mucopolysaccharidosis,
Tay-Sachs Disease

SmIth-Lemil-Dpitz
Syndrome
Smith-Lemli-Opitz Advocacy &
Exchange
222 Valley Green Dr
Aston, PA 19014
(215) 494-5287
1,4,10

Smith-Magenis Syndrome
PRISMS: Parents &
Researchers Interested in
Smith-Magenis Syndrome
11875 Fawn Ridge Ln
Reston, VA 22094
(703) 709-0568

acmsmith@nchgrnih.gov
1,2,4,7,10

Solos SYndrome
See also: Epilepsy, Growth
Disorders, Learning Disabilities,
Obsessive-Compulsive Disorder

Sotos Syndrome USA Support
Association
2333 W El Moro
Mesa, AZ 85202
(602) 890-1722
(602) 890-2983 (fax)
(After March 1, 1995, 602 area code
changes to 520)

1,2,3,4,5,6,7,8,9,10

Spastic Paraplegia, Familial
See: Ataxia

Speech Disorders
See: Aphasia, Apraxia, Autism,
Language Disorders, Stuttering

Spina Bifida
See also: Amold-Chiari
Malformation, Hydrocephalus,
Incontinence

Spina Bifida Association
of America
4590 MacArthur Blvd NW, #250
Washington, DC 20007-4226
(800) 621-3141
(202) 944-3285
(202) 944-3295 (fax)
1,2,3,5,6,7

Spina Bifida Association
of Canada
220-388 Donald St
Winnipeg, MB CAN R3B 2J4
(800) 565-9488 (Canada only)
(204) 957-1784
(204) 957-1794 (fax)
1,5,6,8,9

Spinal Cord Injuries
American National Spinal Cord
Injury Hotline
2201 Argonne Dr
Baltimore, MD 21218
(800) 526-3456
(410) 366-2325 (fax)
5,7,10

American Paralysis
Association
500 Morris Ave
Springfield, NJ 07081
(800) 225-0292
(201) 379-2690
(201) 912-9433 (fax)
1,7,9,10

National Spinal Cord Injury
Association
545 Concord ke, Ste 29
Cambridge, MA 02133
(800) 962-9629 (hctline only)
(617) 441-8500
(617) 441-3449
1,2,4,5,6,7,8,9,10

34 EXCEPTIONAL PARENT / JANUARY 1095

Spinal Muscular Atrophy
See also: Muscular Dystrophy,
Ventilator Use

Families of SMA
PO Box 1465
Highland Park, IL 60035-7465
(800) 886-1762
(708) 432-5551 (voice/fax)
1,3,4,5,6,7,8,9,10

Spondyloepiphyseal
Dysplasia Congentia
See: Growth Disorders

Stargardt Disease
See also: Macular Diseases,
Retinitis Pigmentosa, Visual
Impairments

Stargardt International and
Juvenile Macular Dystrophies
c/o Macular Degeneration Imi
2968 W Ina Rd, #106
Tucson, AZ 85741
(602) 797-2525 (voice/fax)
(After March 1, 1995, 602 area code
changes to 520)

1,4,6,7,9,10

Sturge-Weber Syndrome
See also: Klippel-Trenaunay
Syndrome; Nevi, Giant Congenital:
Vascular Malformations

Sturge-Weber Foundation
PO Box 418
Mt Freedom, NJ 07970
(800) 627-5482
(201) 895-4445
(201) 895-4846 (fax)
1,2,3,4,6,7,8,10

Sturge-Weber Foundation
Canada
1960 Prairie Ave
Port Coquitlam, BC CAN V3B 1V4
(604) 942-9209
(604) 942-6429 (fax)
4,5,7,10

Stuttering
National Center for Stuttering
200 E 33rd St
New York, NY 10016
(800) 221-2483
(212) 532-4445 (fax)
7,10

National Stuttering Project
2151 Irving St, Ste 208
San Francisco, CA 94122-1609
(800) 364-1677
(415) 566-5324
(415) 664-3721 (fax)
1,5,6,7,8,10

Speak Easy
c/o Mike Hughes
95 Evergreen Ave
St John, NB CAN E2N 1H4
(506) 696-6799
(506) 657-1224 (fax)
1,5,7,8
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Key to Services

1. Periodical/newsletter
2. Other publications

3. Videos
4. Networking/matching
5. Local chapters

IL National conferences
7. Referrals to local resources

8. National advocacy efforts

9. Fund research
10. Maintain registry of individu-

als with this condition

11. Electronic bulletin board (fe3)

Stuttering Fouridation
of America
PO Box 11749
Memphis, TN 38111-0749
(800) 992-9392
(901) 452-7343
(901) 452-3931 ogx)

stuttersfa@aacom
1,2,3,6,7,8

Stuttering Resource
Foundation
123 Oxford Rd
New Rochelle, NY 10804
(800) 232-4773
(914) 632-3925
(914) 235-0615 (fax)

esrl@iona.bitnet
1,2,7

Sudden Infant Death
Syndrome (SIDS)
See also: Bereavement Support

National Sudden Infant Death
Syndrome Resource Center
8201 Greensboro Dr, Ste 600
McLean, VA 22102
(703) 821-8955
(703) 821-2098 (fax)
1,2,7

Sudden Infant Death
Syndrome Alliance
1314 Bedford Ave, Ste 108
Baltimore, MD 21208
(800) 221-7437
(410) 653-8226
1,6,7,8,9

Sudeck Atrophy
See: Reflex Sympathetic Dystrophy
Syndrome

Sulfatidosis

lchthyosia. Leukodystrophy,
Tay-Sachs Disease

Syringobulbla
See: Syringomyelia



NATIONAL RESOURCES FOR SPECIFIC DISABILITIES AND CONDITIONS

Syringomyella
See also: Arnold-Chiari
Malformation

American Syringomyella
Alliance Project
PO Box 1586
Longview, TX 75606-1586
(800) 272-7282
(903) 236-7079
(903) 757-7456 (fax)
1,3,4,6,10

Canadian Syringomyelia
Network
65 Huntingdale Blvd, #1607
Scarborough, ON CAN M1W 2P1
(416) 498-8097
(416) 750-8197 (fax)
1,4,6,7,8

Tangier Disease
See: Tay- Sachs Disease

Tay Syndrome
-SeeTaitiiiiiiii-
.Tay-Sachs Disease

National Tay-Sachs and Allied
Diseases Association
2001 Beacon St, Ste 204
Brookline, MA 02146
(617) 277-4463
(617) 277-0134 (fax)
1,2,3,4,5,6,7,8,9,10; lending

library

Tehasomy 15
Yee: Chrarnosome 15 Disorders

Tetrasomy 18
See: Chromosome 18 & 13
Disorders

Thalassemia
,§cie: Cooley's Anemia

TI wombocytopenla
See: Evans Syndrome

Thrombocytopenia Absent
Radius (TAR) Syndrome

Thrombocytopenia Absent
Radius Syndrome Association
212 Sherwood Dr, RD 1
Linwood, NJ 08221-9745
(609) 927-0418
1,4,7,10

Thyroid Disorders
See also:Gr-aves Disease

Thyroid Foundation of Canada
1040 Gardeners Rd, Ste C
Kingston, ON CAN K7P 187
(613) 634-3426
(613) 634-3483 (fax)
1,5,6,7,9,10

Tourette Syndrome
See also: Attention Deficit
Disorder, Obsessive-Compulsive
Disorder

burette Syndrome
Association
42-40 Bell Blvd
Bayside, NY 11361-2861
(800) 237-0717
(718) 224-2999
(718) 279-9596 (fax)
1,2,3,5,6,7,9,10

Tourette Syndrome Foundation
of Canada
238 Davenport Rd, Box 343
Toronto, ON CAN M5R 1J6
(800) 361-3120 (Canada only)
(416) 351-7757
(416) 351-9267 (fax) .

1,2,3,4,5,6,7,8,9,10; camp

Tracheoesophageal
Fistula (TEF)
See: VATER Association

Tracheostomy

Tracheostomy Support Group
144 Elmwood
Barberton, OH 44203
(216) 745-4392
4,7,8,10

Reacher Collins Syndrome
See also: Craniofacial Disorders

Treacher Collins Foundation
PO Box 683
Norwich, VT 05055
(800) 823-2055
(802) 649-3050
1,2,3,4,6

'Rumor

International Tremor
Foundation
833 W Washington Blvd
Chicago, IL 60607
(312) 733-1893
1,2,4,7,8,9,10

Trichothlomania
See: Obsessive-Compulsive
Disorder

Trisomy 13, 18
& Related Disorders
See: Chromosome 18 & 13
Disorders

Tuberous Scieroals
See also: Autism, Epilepsy,
Learning Disabilities

National Tuberous Sclerosis
Association
8000 Corporate Dr, Ste 120
Landover, MD 20785
(800) 225-6872
(301) 459-9883
(301) 459-0394 (fax)

ntsa@capcon.net
1,2,3,4,5,6,7,8,9,10; blood and

tissue donattgOudiotapes

Tumot Syndrome
See also: Brain Tumors, Cancer

Turcot Syndrome and
Hereditary Medulloblastoma
c/o Dr. Daniel Lasser
OB/GYN
Columbia Univ College of Physicians

630 W 168th St
New York, NY 10032
(212) 305-6784
(212) 305-3869 (fax)

DML1@columbia.edu
7

Turner Syndrome
See also: Growth Disorders

Turner's Syndrome Society
Canada
7777 Keele St, Fl 2
Concord, ON CAN L4K 1Y7
(800) 465-6744
(905) 660-7766
(905) 660-7450 (fax)
1,2,3,4,5,6,7,10

Turner's Syndrome Society
of the US
15500 Wayzata Blvd, #768-214
811 12 Oak CV
Wayzata, MN 55391
(612) 475-9944
(612) 475-9949 (fax)

LGTesch@cerfnetcom
1,2,3,4,5,6,7,8,9,10; scholarship

program to help girls with
Turner syndrome attend nation-
al conference

Urea Cycle Disorders

National Urea Cycle Disorders
Foundation
PO Box 32
Sayreville, NJ 08872
(800) 386-8233
1,4,6,7,10

Urostomy
See: 0st-6-my

tirologic Disorders
See: Incontinence, Kidney
Disorders

Usher Syndrome
See also: Hearingimpairments,
Retinitis Pigmentosa, Visual
Impairments

Usher Family Support
c/o Helen Anderson
4918 42nd Ave S
Minneapolis, MN 55417
(612) 724-6982
1,4,7,10
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Vascular Malformations
See also: Hemangioma;
Hemorrhagic Telangiectasis,
Hereditary; Klippel-Trenaunay
Syndrome; Moyamoya Disease;
Nevi, Giant Congenital; Sturge-
Weber Syndrome

National Vascular
Malformations Foundation
8320 Nightingale
Dearborn Heights, MI 48127
(313) 274-1243 (voice/fax)
1,4,6, 7

VATER Association
See also: Anorectal Malformations

TEF/VATER Support Network
do Greg and Tern Burke
15301 Grey Fox Rd
Upper Marlboro, MD 20772
(301) 952-6837
1,2,4,5,7,10

Velo-Cardio-Faclal
Syndreme
See also: Attention Deficit
Disorder, Cleft Palate, DiGeorge
Syndrome

Velo-Cardio-Facial Syndrome
Parent Support Group
110- 45 Queens Blvd
Forest Hills, NY 11375-5501
(718) 261-8049
(718) 261-7346 (fax)
4, 7

Ventilator Use

aitizens for Independence in
Living & Breathing
78 Golfwood Hghts
Etobiocolce, ON CAN M9P 3M2

(416) 244-2248 (voice/fax)
3,4,6,7,8

International Ventilator Useis
Networks
5100 Oakland Ave. #206
St Louis, MO 63110
(3'14) 534-0475
(314) 534-5070 (fax)
1,2,4,7

Vestibular Disorders
See also: Balance Disorders
& Dizziness

Vestibular Disorders
Association
PO Box 4467
Portland, OR 97208-4467
(800) 837-8428
(503) 229-7705
(503) 228-8665 (TTY)
(503) 229-8064 (lax)

Jundergteleport.corn
1,2,3,4,57,10
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Visual bnpainnenb
See also: Albinism, Macular
Diseases, Retinitis Pigmentosa,
Retinoblastoma, Retinopathy of
Prematurity Septo-Optic
Dysplasia, Stargardt Disease,
Usher Syndrome

American Council of the Blind
1155 15th St NW, Ste 720
Washington, DC 20005
(800) 424-8666 (3-5:30 EST)
(202) 467-5081
1,2,6,7,8

American Foundation
for the Blind
11 Penn Plaza
New York, NY 10001
(800) 232-5463
(212) 507-7600

afbinfo@afb.org
1,2,3.7,8,10

American Printing House
for tfw Blind
1839 Frankfort Ave
PO Box 6085
Louisville, KY 40206-0085
(800) 223-1839
(502) 895-2405
(502) 895-1509 (fax)
1,2,3

Blind Children's Center
4120 Marathon St
Los Angeles, CA 90029
(800) 222-35f,6
(800) 222-3567 (CA only)
1,2,3,4,7

Blind Children's Fund
2875 Northwind Dr
East Lansing, MI 48823-5040
517) 333-1725
(517) 333-1730 (fax)
1,2,3,4,6,7,8

Canadian National institute
for the Blind
1929 Bayview Ave
Toronto, ON CAN M4G 3E8
(416) 486-2500
(416) 480-7417 (FM
(416) 480-7699 (fay)
7

Council of Citizens with Low
'Asian international
5707 Brockton Dr, Ste 302
Indianapolis, IN 46220-5481
(800) 733-2258
(317) 254-1332
(317) 251-6588 (fax)

PatPrice@aol.com
1,5,6; scholarships

National Association for
Parents of the Visually
Impaired
PO Box 317
Watertown, MA 02272-0317
(800) 562-6265
(617) 972-7441
(617) 972-7444 (fax)
1,2,4,5,6,7,8,10

National Association for
Visually Handicapped
22 W 21st St, 6th Fl
New York, NY 10010
(212) 889-3141
(212) 727-2931 (fax)
1,2,7

National Organization of
Parents of Blind Children
1800 Johnson St
Baltimore, MD 21230
(410) 659-9314
(410) 752-5011 (BBS)
(410) 685-5653 (fax)
1,2,3,4,5,6,7,8

Prevent Blindness America
500 E Remington Rd
Schaumburg, IL 60173-4557
(800) 331-2020
(708) 843-2020
(708) 843-8458 (fax)
1,2,3,5,6,7,9

Recording for the Blind
20 Roszel Rd
Princeton, NJ 08540
(609) 452-0606
(609) 520-7990 (fax)
1,5,7,8,9

The Lighthouse
111 East 59th St
New York, NY 10022
(800) 334-5497
(212) 821-9200
(212) 821-9713 (TTY)
(212) 821-9705 (fax)
1,2,3,7,8

VIEWS for the Visually
Impaired
95 Wareside Rd
Etobicoke, ON CAN M9C 385
(416) 620-1410
(416) 620-1472 (fax)
1,2,3,4,5,6,7,8,9,10

Vitillgo
National Vitiligo Foundation
PO Box 6337
Tyler, TX 75711
(903) 534-2925
(903) 534-8075 (fax)
2A1 73071.33©compuserve.com
1,2,5,9.10
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Von Hippel-Undau
Syndrome
See also: Ataxia, Balance
Disorders & Dizziness, Brain
Tumors, Visual Impairments

Von Hippel-Lindau Syndrome
Family Alliance
171 Clinton Rd
Brookline, MA 02146
(800) 767-4845
(617) 232-5946
(617) 734-8233 (fax)

VHL@pipeline.com
1,2,3,4,5,6,7,8,9,10,11 (BBS

goes online Jan. 15, 1995; call
for details); outpatient clinics in
US and other countries

Von Recidinghausen
Disease
See: NeiTrofibromatosis

Weber Syndrome
See: Sturge-Weber Syndrome

Wegener Granulematesis
See also: Autoimmune Disorders,
Granulomatous Disease

Wegener's Granulomatosis
Support Group
PO Box 1518
Platte City, MO 64079-1518
(800) 277-9474
(816) 858-4444 (fax)
1,2,3,4,5,6,7,10

Werdnig-Hollman Disease
_

See: Spinal Muscular Atrophy

Whistling Face Syndrome
See: Freeman-Sheldon Syndrome

White Matter Disorders
See: Leukodystrophy

William Syndrome
See Lfso: Autism, Attention Deficit
Disorder, Growth Disorders, Heart
Disorders, Learning Disabilities

CAWS: Canadian Association
for Williams Syndrome
do Cathy Wilson
PO Box 2115
Vancouver, BC CAN V6B 315
(403) 887-5257
1,4,5,6,7,9,10: clinic in Toronto

Williams Syndrome
Association
PO Box 297
Clawson, MI 48017-0297
(810) 541-3630
(810) 541-3631 (fax)
1.2,3,4,5,6,7,9,10; regional con-

ferences, summer camp

Wilson's Disease. _ _
See: Liver Disorders

Wiskott-Aldrich Syndrome
See: Immune Disorders
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My to Sen::...is

1. Periodlcal/newsletter
2. Other publications
3. Videos

4. Networking/matching
5. Local chapters
8. National conferences

7. Refenals to local resources

11. Nr banal advocacy efforts

9. Paid research
10. Maintain registry of individu-

als with this condition

11. Electronic bulletin board (B8S)

Wolf-Hirschhorn Syndrome
(41)-)

Wolf-Hirschhorn Syndrome
Support Group rind Newsletter
5536 Virginia Ct
Amherst, OH 44101
(216) 282-1460
1,4,6

4p Parent Network
do Becky & Tom Richardson
3200 Rivanna Ct
Woodbridge, VA 22192
(703) 491-0309
1,4,6,10

Wolf-Parkinson-White
Syndrome
Yire: GroWili Disorders

Woiman Syndrome
See: Tay-Sachs Disease

X-Unked Centronuciear
MS'oPathy
See: Myotubular Myopathy

X-Linked Myotubular
MYorlathy
See: Myotubular Myopathy

Xerodetma Pigmentosum
Xeroderma Pigmentosum
Registry
c/o W. Clark Lambert, M.D.,Ph.D
UMDNJ Medical School
Dept of Pathology, Rm C-520
185 S Orange Ave
Newark, NJ 07103-2714
(201) 982-6255
(201) 982-7293 (fax)
7,10

Zellweger Syndrome
See: Leukodystrophy



No Longer Alone
Matching organizations help parents find each other

IIulie Gordon wanted to help people avoid feeling as
she did when she left the hospital with her firstborn
child and no answers. Her baby, Jessica, had suf-
fered severe brain damage during delivery and after

all the tubes, wires and seizures, was finally placed in
her mother's arms with the doctor's proclamation, "Wait
and see... We can't fix her."

When Jessica was six, Julie started MUMS, Mothers

a
United for Moral Support,
n international matching

organization that now,
after 15 years, has more
than 5,200 members. Julie
and volunteer workers
keep a database of chil-
dren, diagnosed and undi-
agnosed, to match parents .fl,

with each other for sup-
port.

Like most matching
organizations, MUMS
began with a phone call.
After Jessica was diag-
nosed with cerebral palsy,
Julie got the names of
three other mothers whose
children also had cerebral
palsy. They met for the first time around Christmas, and
talked late into the night.

The group grew by word of mouth, with people com-
ing from a 30-mile radius of Julie's home in Green Bay,
Wisconsin. When her database went from index cards to
a computer, a national information clearinghouse in
South Carolina began to refer people to her from around
the country, and the local support group became a
nationwide network.

Clearinghouses and groups such as NORD (National
Organization for Rare Disorders) and the Alliance for
Genetic Support Groups are good resources for informa-
tion about specific disabilities and referrals to existing
groups. However, such groups do not keep track of chil-
dren who are undiagnosed. And many parents have chil-
dren with rare conditions, more than one disability or
unique family situations like twins or adoption.
Matching groups, both national and international (see
sidebar), can help.

Island, New York, and Nancy, who lives in Driggs, Idaho,
met through a Search letter in Exceptional Parent mag-
azine in 1992. That year, they and four other parents
started Chromosome Deletion Outreach, a matching
group for all conditions caused by chromosomal dele-
tions, additions and inversions. The group has 3Town
from 20 to 275 members.

At first, Christine wanted to talk to a parent who had
a child exactly like hers. Instead, she
found a lifelong friend.

Christine's five-year-old daughter, Tyler
Marie, is just starting to use a walker,
had open-heart surgery and is enrolled in
a special school. Nancy's son, Daniel, 10,
attends public school and moves, says
his mom, "at the speed of light." Both are

non-verbal.
"No two children are exactly

the same," said Christine, who
sees common experiences
shared by all parents of chil-

4'.,fr dren with disabilities. "We've all
been through learning that
there is something wrong with
our child, the hurt, the disap-
pointment, the fear."

Nancy added, "This group is
the one place where we can brag about our kids."

Sometimes a support group will start from a match,
but some conditions are so rare, there will never be
enough parents to form a separate group. "There are
more common chromosomal anomalies like Down syn-
drome and Trisomy 18, but there are also conditions
even more rare than chromosome 7 deletions," said
Christine. "So, we're kind of all together."

According to Nancy, the group's greatest accomplish-
ment has been getting professionals to refer families to
them and to other matching organizations. She hopes
for the day when professionals will stop telling parents,
"You are the only one," and start telling them, "There is
a place you can go."

A Family Affair
Like many other parents of children with disabilities,
Anita and James Myers left the hospital after the birth of
their second son and entered the information void.
Within five hours of a normal birth, their son, Donny,
was carted off to intensive care and diagnosed with
hypoplastic left heart syndrome. The Myers were given
less than 20 minutes to decide on a hospital transfer and

[Above/ CHASER
co-founders James and
Anita Myers visit son
Donny qfter his third
open-heart surgery.
[Right! Donny bounces
back with a smile.

Common Ground
Christ hie Barr and Nancy Bush each have a child w lth a
chromosome 7q deletion. Christine, who lives on Lc ng

t
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surgery. They were told not to get their hopes up.
After Donny's surgery, they were not told much of

anything.
"We had to become our own detectives," said James,

who said often one phone calleven a long shotcan
lead to another.

In 1993, when Donny was three years old, the Myers
started CHASERCongenital Heart Anomalies Support,
Education and Resourcesnow an international match-
ing organization for parents Of children who have heart
disorders along with any additional disabilities.

The Myers live in Swanton, Ohio, a suburb of Toledo.

, 47,72.1t-eg?..:

They call themselves "everyday people" from "small-
town, USA." But, "into the wee hours of the morning,"
Anita and James are making matches across the globe,
sharing resources with a doctor in Israel or a parent in
Japan, putting out a newsletter, telephoning, typing or
faxing. Their sons Danny, 9, and Donny, now almost 5,
help fold and staple. "It's a special family time," said
James.

According to Robin Twitty, the Myers have spread the
spirit of family far. Her five-year-old daughter, Ka...Alin,
has CHARGE syndrome, a group of associated disorders
which often includes heart defects. Through CHASER,

Robin has met parents of
older children who help to

Matching Resources
The following organizations do parent-to-parent matching and refer parents to local resources.
They are in contact with each other and other groups worldwide. Some charge a nominal membership
fee. Each listing is followed by a brief description of the conditions with which the group deals.

Association of Birth Defect
Children
827 Irma Ave

Orlando, Florida 32803
(800) 313-2232 (answering

machine)

(407) 245-7035
All birth defects, especialty those
linked to exposure to environmental
toxins such as medication, pesil-
cides, radiation and Agent Orange;
new research being done on Gulf
War babies.

Association for Neurometabolic
Disorders
Cheryl yolk

5223 Brookfield Ln
Sylvania, OH 43560-1809
(419) 885-1497
Glactosemia, Maple Syrup Urine
disease, Blotinidase, PKU and other
metabolic disorders.

CHASER: Congenital Heart
Anomalies Support, Education
and Resources
Anita and James Myers
2112 N Wilkins Rd
Swanton, OH 43558
(419) 825-5575
(419) 825-2880 (fax)
Congenital heart defects and
acquired heart disorders; any dis-
ability accompanied by head prob-
lems.

Chromosome Deletion Outreach
PO Box 532

Center Moriches, NY 11934
(516) 878-3510 or

(208) 354-8550
Chromosome deletions, additions
and Inversions.

Contact A Family
c/o Harry Marsh
170 Tottenham Court Rd
London W1P OHA
England

(01144) 71-383-5555
All disabilities.

MUM& Mothers United for
Moral Support
c/o Julie Gordon
150 Custer Ct
Green Bay, WI 54301-1243
(414) 336-5333
(414) 339-0995 (fax)
All disabilities.

National Parent-to-Parent
Support and Information
System
c/o Kathleen Judd
PO Box 907
Blue Ridge, GA 30513
(800) 651-1151 (WITY)
(706) 632-8822 01/TT1')
(706) 632-8830 (fax)
Special health care needs and ram
disorders.

Ram Chromosome Disorder
Group
Edna Knight
Harrow Weald

160 Locket Rd
Middlesex
England

(01144) 81-963-3557
Rare chromosomal disorders.

Search & Respond
c/o Exceptional Parent
209 Harvard St, Ste 303
Brookline, MA 02215
(617) 730-5800
(617) 730-8742 (fax)
All disabilities.
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Other Resources
The following groups provide infor-.
mation on specific disabilities and
refer parents to support groups and
other resources. Riey may provide
same matching.

Alliance of Genetic Support
Groups
Joan 0. Weiss
35 Wisconsin Circle, Ste 440
Chevy Chase, MO 20815-7015
(800) 336-4363
(301) 654-0171 (fax)
Provides free kits on how to start a
support group and information on
genetic disorders; no direct parent-
to-parent matching.

Lethbridge Society for Rare
Diseases
#2-740 4th Ave S
Lethbridge, Alberta T1J 0N9
Canada

(403) 329-0665
(403) 329-0089 (fax)
Provides literature on rare disorders
(using the database from NORD)

and does parent-to-parent match-
ing within Canada.

NORD: National Organization for
Ram Disorders
PO Box 8923
New Fairfield, CT 06812-1783
(800) 999-6673 (voice)
(203) 746-6927 (71)
(203) 746-6481 (fax)
A confederation of volunteer agen-
cies. Sends literature with informa-
tion on specific rare disorders and
makes referrals to support groups
or matching groups. Paid members
have access to direct parent net-
working. Membership $25/tyr.
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demystify her daughter's
future.

"You don't want to talk
about the bad things, like
how close we came to los-
ing her, but when you do,
and someone says 'Yeah, we
went through that too,' you
really start talking," she
said.

Recently, another CHAS-
ER mom surprised Robin by
driving two and half hours
to "drop by" the hospital
where Kaitlin was recover-
ing from surgery. "You feel
this connection, like they
live next door," Robin said.

Someone To Turn To
Many matching organiza-
tions across the country
and world are run by par-
ents who remember all too
well the lonely drives to and
from medical centers and
hospitals. And, as more
matches are made, new sup-
port groups continue to
form. Joan Weiss, executive
director of the Alliance of
Genetic Support Groups,
sends people free informa-
tion kits on how to start
their own groups. You don't
need a college degree, she
said, but you do need time,
a supportive family, a big
kitchen table and, "the abili-
ty to look into the future
and see how important it is
that other people have
someone to turn to."

Andrea Kam ens
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TIE RIGHT DECISION
New England Villages is a private, non-profit resi-
dential community nationally recognized for its
commitment to personal care and a supportive
family-like environment We provide a full-range
of opportunities for your family member in a non-
pressured lifestyle.

The Village offers residents single or double
rooms in very attractive modern homes or apartments
set on a beautiful 75-acre wooded site some 25 miles
south of goston. Our vocational center provides for
the satisfaction and dignity of productive employment
in a supervised work set-
ting. A wide range of
recreational opportunities

and professional support services
are available.

A private endowment and
minimal dependency on govern-
ment reimbursement assures
stability now and for the future.

Call or write Bryan Efron, Ph.D.,
Executive Director for information
and a descriptive brochure. A visit
to New England Villages may help
you make the right decision.

new england villages inc
A Model, Supportive Community

For Mentally Retarded Adutts

664EP School Street, Pembroke, MA 02359 (617) 293-5461

Circle # 21

MOONBEAMS
creoitive clothino for children

Announcing the _piper Suit

for Infants & Toddiers with Gastrostomy Tubes.

This deson in 100% cotton features a decorative pitch OW ojens

to allow for feednos. $24 short sleeve $28 Loto sleeve

other adaptive clothing styles available by custom order;

call us and discuss your child's syecial needs.

1
aliiMOONBEAMS by carol Nesyer

2o26 Murray mil Road Cleveland OH 44106 216/721-4100

Circle # 61

LECKEY!
RESISTIVE TECHNOLOGY PRODUCTS

JAMES LECKEY DESIGN INC

360 MERRIMACK STREET. RIVERWALK. BUILDING 5

LAWRENCE, MA 01843

TEL 15061691 5220. FAX 15081691 5230

For further information, demonstrations
and assessment assistance:

Call 1 800 532 5390

Circle # 56

The Next Step Up In

Wheelchair Mobility.
"

"we*. S.

You're looking at scalamobil7a remarkable system
designed to uke on the toughest stairs. Fully automatic
safety brakes. Only 42 pounds. it's half the weight of
other systems. Folds to the size of a large briefcase.

For more about scalamobil
and other alberAproducts,
call and find out what's next.

TECNNOMANNETIN8 INC

307 Bacon Road 1?ou9emont North Carolina 27572 (919)477-1387. Fax (919) 477-2294

4 4 Circle # 20
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FOR CHILDREN AND ADULTS WHO

REQUIRE A RESTRAINED ENVIRONMENT

Reduces child's falls and Injuries
Passively controls wandering
Helps maintain muscle tone by safely
allowing freedom of movement
Minimizes stress for child and family
Accomodates child through adult size
Has calming effect by making child feel
more secure
Actually conditions child to fall asleep
Has versatile design to allow for lines
from medical equipment
Has bedskirt and border to match decor
of child's room
May be used to provide a protected
perimeter for self abusive patients
Could be covered by private insurance
or Medicare

*OTHER MODELS AVAILABLE

Circle ft 33

'TIMM
lry

ear ai

W2000
Enclosed Bed Systems

The More Humane Way To Protect and Care for Patients at Home

,

For More Information Call IMIL PRODUCTS INC. Thledo, Ohio
1-800-23S-VAIL

Absolutely No Rinsing Required
Just Apply Massage Towel Dry Comb & Style

Less than 5 minutes for a cleansing shampoo

No-Rinse® Body Bath
Less than 70 minutes for a

refreshing bath

it
;.

No longer is bathing an ordeal

Truly Out of
fhi World!

Rinse
Shampoo
And
Both, Bath an lewd
bv N.V4A's astronaut,
on all oi their space
flightii. and are available
on all Waal, 1111,1011,

1110

The origilial liquid. nou-rituqux hair
atul l,odu leanNiT,

Circle #139

For Information
and Samples:

q00 b. Franklin St ,
Centervilk, Ohio 45459

loll Flee 1-800-223-9348
FAX 1-513-433-0779
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Made in S A

How Do You Answer Yolir Telephone

If You Have Difficulties??

This Voice-Activated Phone
is Your Total
Telephone
Solution

41,

Answer by your own voice

Totally hands-FREE

Speak from a distance

Automatically hang up

Clear speaker phone

Dial out by using the sip

and puff

No special installation

OP& Now by Wing

1-880-847-8887
Amiable in Black or Beige

nTELEPHONE INC.

21 Airport Blvd. IC., So. San Francisco, CA 94083

TEMASEK

410 Circle Si 121



Rock Roll C CLES
Custom fitted fun for all ages!



Are Abeio/iiettde

A.
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Only from the naikin's #1
manufacturer of cribs and youth beds

Manufacturing Co. Inc.

230 Grider Street
Buffalo, NY 14215
1-801,-U5F-14/47eD

Circle *44

THE WATER WALKER

* Prone or supine support.

* Contour lines that allow
use of arms and legs.

* Straps to secure person
on float.

* Pillow for head support.
* S.M,L

* Improves coordination,
postural control and
muscle tone.

* Provides independence.

* Secured in center with
belt or seat.

* Trade-in policy.
* S.M,L
* Covered by most

insurance companies.

AQUATIC THERAPY FLOAT

Contact:
AQUATIC THERAPY
1903 East B Avenue
Plainwell, MI 49080
(616) 349-9049

MOsloothrl

Circle # 118
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Obviously, a computer program
canl take the place of a good teacher.

But the Early Learning series from
Marblesoft is a tool that helps

teacheis keep learning fun for early
elementary and special education
students.

The software is easy to use -- for
both the student and the teacher. And

when used with a speech synthesizer,

there's the added advantage of a

human-sounding voice that praises

right answers and gently encourages
the student after wrong ones.

For more information and a

complete product catalog, please call
(612) 755-1402 .

MARBLESOFT

12301 Central Ave N E . Same. MN 55434

Circle # 16

Mac "Musicware"
--Multiple Access--

Learning Through Song

The Rodeo 't
Teen Tunes*
Away We Ride*t
Old MacDonald's Farmt
Five Little Duckst
My Action Bookt
Make It Got
Best of kidTECHt
Five Green & Speckled Frogst
Monkey's Jumping On the Bedt

* Software appropriate for teens with multiple disabilities.
t Software appropriate for all early childhood students.

ACCESS OPTIONS: kidTECH/SoftTouch
Mouse, TouchWindow®, Write or call for brochure today
Single Switch, IntelliKeys®, 3204 Perry P1
Ke:nx® with Key Largoni Bakersfield, CA 93306

(Overlays available) Ph 805-873.8744 fax 805-871-9679
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WEBMAW1oJkvIwaW
Incontinence. 8 oz. capachy.

Wear Ever Missy Mild to Moderate
loccotinence. 8 az capacity

Wear Ever Pull-11p: For Severe
incontemema 15 oz. capacity.

aro
INEAR.EVERM

cta

THE FREEDOM TO GO WHEREVER YOU WISH"

Introducing WEAREVER': The first family of washable, reusable
incontinence underwear that outperforms disposables.

The secret? WEAREVER underwear is madeexclusively
with Hypersorb7 a revolutionary fabric with extraordinary
absorbency and quick-drying properties.

In fact, WEAREVER underwear holds up to 450cc of
urine 15 ounces without leakage, and that means
greater comfort, confidence and freedom.

Plus, WEAREVER underwear can be washed up to
200 times without losing its absorptive powers. Which
means you'll save at least $1,300* a year over
disposables.

WEAREVER. All sizes. Lightweight. Fashionable.
Environmentally-friendly. And guaranteed for one year or
your money back.

To order, or for more information, please call:

1-800-550-4MOM
VISA

Wear Ever =once
For Severe
15 oz. capacity.

MIHEALTHCARE PRODUCTS INC.
307 Bacon Road Rougemont NC 27572 (919) 477-1387 Fax (919) 477-2294

Based on reseamb by TMI.
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Barrier Free Lifts
BARRIER FREE CEILING LIFTS ARE

Used independently!
Most physically challenged people can
transfer themselves unassisted.

Air tube controlled!
No electricity to the user!
No chance of being shocked!
Can operate while in water!

Multi-directional!
Vertical & horizontal motion at the push
of a button.

Battery opermted & no maintenance!
Batteries are automatically recharged
each time the lift is used.

Helping You Achieve Greater Mobility

Barrier Free Lifts, Inc.
P.O. Box 4163 Manassas, VA 22110
(703) 361-6531 FAX (703) 361-7861

1-800-582-8732

Circle * 39

I I

Meeting street Center
Assistive Technology Center

The mission of Meeting Street Assistive Technology Center is to enable people
independence in school,
environments through
appropriate assistive
more information
(401) 438-9500 ext. 260
evaluation, please

to maximize their
work, home and community
the use of the most
devices available. For
contact Danielle King at
or to make a referral for an
contact Kris Auger at (401) 438-9500 ext. 299.

667 Waterman Avenue, East Providence, Rhode Island, 02914
(401) 438-9500 (401) 438-3760 FAX (401) 438-3690 TDD
Meeting Street Center is the local affiliate for the National Easter Seal Society

TEACHING SKILLS 4 TOUCHING HEARTS 4 CHANGING LIVES!
arch, 0 83
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How do you take a sit-down
shower? How does a sink go

up and down? How do astronauts
go to the bathroom?

-2.1

Hot water might just be the best problem

solver around This comfortable, movable, contoured
shower chair lets you soak it in without a care. Our
Ceratherm shower with thermostatic control makes

you feel even more at ease.

Talk

about your

awkward
situations.
Astronauts I

first strap ir
themselves in

with foot
and thigh

restraints. They've got a toilet bowl but no water Instead, 12 air
jets underneath the seat propel everything into a storage tank.

.47.1

Our Multi-System
closest anyone's

sink. it adjusts

accommodate
with back trouble,

or in-between.

Lavatory is the
come to a portable
very quickly to
wheelchairs, those

or anyone tall, short

.,/ It even slides to
the left or to the right.

Everyone goes to the bathroom. In very differ'ent circumstances. Still, it should always feel inviting.

I'rivate. Relaxing. It should be a chance to feel free. To that end, American Standard offers the biggest Aoice

of smartly designed!, stunningly designed accessible products anywhere. WU also answer all your questions.

Even if we have to ask NASA. Just call us at 1-800-524-9797, Ext. 469. ilifiki4OS*4/114112e

Cfrels# 176
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SPECIAL INTRODUCTORY
S/IVINGS OFFER!

132e4.
"REAL" underwear just like

"Mommy's & Daddy's"
but with

special moisture-proof
"Dri-Gard Barrier"

with
Pads that Gel to

keep wetness
inside the pad!

Package includes:
One (I) Girls or Boys Training Pants
One (I) Bag 20 Training Pads

Normal Retail Price of these items.. $16.50
Special introductory savings

You Pay Only $15.00

PREVEj®
Bladder Protection

<tor il'OYs aod Gir(t

TRAINING SYSTEM
Panties & Briefs plus
"T" Shaped Pad for

custom fit

a protaclian

Offer # 2 ...
Package includes:
Three (3) Girls or Boys Training Pants
Three (3) Bags 60 Training Pads

Normal Retail Price of these items.. $49.50
Special introductory savings

You Pay Only $43.50

Circle # 90

Name
Address
City
State/Zip

Please, Rush My Introductory
Offer of Prevent Plus.
(Please check the offer you desire)

EJ Offer #1 - $15.00 + $3 ship.
CI Offer #2 - $43.50 + $3 ship.

Pant SIZE CHART Waist Hips Weight
Boys 4T 20-21" 19-20" 28-38 lb.
Boys 6 21-22" 21-23" 39-49 lb.
Boys 8 22-23" 24-26" 50-59 lb.

Girls 4T 211/2-22" 19-20" 28-38 lb.
Girls 6 221/2-23" 21-23" 39-49 lb.
Girls 8 23'h-24" 24-26" 50-59 lb.

(Please check the style and size required)

Style: Boys Girls
Size: 4T 6 8

Enclosed please fmd a check or
Money Order in the amount of $
Sorry no COD's. payable to:
HUMANICARE INTERNATIONAL

1471 Jersey Avenue,
North Brunswick, New Jersey 08902

EP193

"Now I can see mg
beautifid daughter
flourishing and making
progress that I never thought
possible! Thank goodness for
a place like this school."

-Parent
Intensive Program

When you feel that there isn't any answer,
when you feel there are no other options
available, DON'T GIVE CW1 Our Intensive
Program makes a difference or students
with senous, challenging behaviors.
We accept students who require the
specialized cam that other schools just
cannot provide. We give our students
state-of-the-art educational and residential
programs free of painful aversives and
excessive medication.

Many of our students arrive at the New
England Center for Autism after having
had a long history of rejection and failure.
With us they receive intensive, positive,
behavioralty oiiented treatment that focus-
es on developing the coping skills and
appropriate behaviors which enable them
to live and work successfully with mini-
mum support. Intensive Program students
participate in the full range of academic,
community, and recreational activities pro-
vided for all of our students.

5 1

A

Let The New Engbnd Center for
Autism make a positive difference in
your child's life.

For more infomiation on our
Intensive Pnogram, please contact
Catherine M. Welch, MEd, Director of
Admons.

1%\eVi Elig/

DDDD.
S. . co

Pox
The New England Cenber for Autism
33 Turnpike Road, Southboro, MA 01772

(508) 481-1015
Just 20 miles from Boston

Circle # 76
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EVERY YEAR WE
INTRODUCE THOUSANDS
OF MOTORISTS TO ME
JOYS OF TRAFFIC JAMS,
POTHOLES AND PEOPLE

WHO DRIVE WIT1-1
THEIR BLINKERS ON.

118811or.-.._

AND WE'RE NOT THE
LEAST BIT SORRY.

In fact, we couldn't be more pleased. We know that
for most people, the ability to get out on the road

even with a few minor irritationsis an essential part

of an active and independent lifestyle.
That's why, years ago, we became the first auto-

motive company to establish an assistance program
for people with disabilities. Since then, Chrysler's

Automobility Program (formerly the Physically
Challenged Assistance Program, or P-CAP)

has helped thousands of people
drivers and passengers alike--achieve a
lifestyle of independence and freedom that
may not have been possible otherwise.

We'd like to tell you more about the

0

4

program details. Cash reimbursements of up to $1,000

for adaptive driving or passenger aids installed on new
Ram Vans and Wagons; up to $750 on all other new
Chrysler Corporation cars, trucks and minivans. A
friendly, knowledgeable Automobility Support Center

to help answer all your questions. And Chrysler Credit

financing to qualified buyers.

MCDFYIL I

0

WA
111& CHRYSLER
W CORPORATION

All topped by more experience assisting
people with disabilities than any other auto-
motive company. So call us, or contact your
local Chrysler Corporation dealer, for more
information. And let us show you how Auto-
mobility can contribute to an active, mobile
lifestyle. You won't be the least bit sorry.

For more information and a IrE0 video on the Automobility Program, call us at (800) 255-9877.

Circle #146
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T he people of Toys for Special Children have

sought to create a new world of play for children

with disabilities, through

the development of

specially adapted toys,

capability switches,

activity centers,

augmentative

communication aids,
and countless other

special devices.

"Dr. Kanor's devices
have benefits

beyond words"
-The New York Times-

Oct. 20th, 1991

A unique resource for
technology which can be

used to increase, maintain,
or improve functional

capabilities of individuals
with disabilities.

To get your catalog call or write to:
Toys for Special Children

385 Warburton Avenue
Hasting-on-Hudson, NY 10706

800-832-8697

Circle # 160

Special Service
We offer many standard technical solutions for

people with disabilities. We realize that for some,
special adaptions are needed. Please call us so
that we can discuss fabricating custom equipment
for your special requirements.

5) 470:
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arent Training and Information programs (PTIs) are fund-

ed by the Division of Personnel Preparation, Office of

Special Education Programs in the U.S. Department of

Education. Their stated missbn is "to provide training and

informatiun to parents to enable [them] to participate more

effective41 with professionals in meeting the educational needs

of children with disabilities."

PHs can help parents to:
Understand their children's specific needs.
Communicate more effectively with ppfessionals.

Participate in the educational planning process
Obtain information about relevant programs, services and

resources.

For more information, contact the National Parent Network on

Disabilities (NPND). 1600 Prince St, Ste 115, Alexandria, VA

22314, (703) 684-6763 (V/77Y), (703) 836-1232 (fa9.

ALABAMA

Special Education Action
Committee
PO Box 161274
Mobile, AL 36616
(800) 222-7322 (voice; AL only)

(205) 478-1208 (WITY)
(205) 473-7877 (fax)

ALASKA

Perents As Resources
Engaged
540 International Airport Rd

Ste 200
Anchorage, AK 99518
(800) 478-7678 (voice; AK only)

(907) 563-2246 (WM)
(907) 563-2257 (fax)

ARIZONA
_

Pilot Parent Partnerships
2150 E Highland Ave, #105
Phoenix, AZ 85016
(800) 237-3007 (voice; AZ only)

(602) 468-3001 WIT()
(602) 468-3001 (fax)
(After March 1. 1995. 602 area code
changes to 520

ARKANSAS

irkansas Disability Coalition
10002 W Markham, Ste B7
Little Rock, AR 72205
(800) 223-1330 (VTM; AR only)

(501) 221-1330 (Wire)
(501) 221-9067 (fax)

CALIFORNIA

Team of Advocates for
Special Kids
100 W Cerritos Ave
Anaheim, CA 92805
(714) 533-8275 (11TI)
(714) 533-2533 (fax)

Exceptional Parents Unlimited
4120 N 1st St
Fresno, CA 93726

(209) 229-2000 (voice)
(209) 229-2956 (fax)

Parents Helping Parents
1801 Vicente St
San Francisco, CA 94116

(415) 564-0722 (voice)
(415) 681-1065 (fax)

Parents Helping Parents
3041 Olcott St
Santa Clara, CA 95054
(408) 727-5775 (voice)
(408) 727-0812 (fax)

COLORADO

PEAK Parent Center
6055 Lehman Dr, Ste 101
Colorado Springs, CO 80918

(800) 284-0251 (voice)
(719) 531-9400 (voice)
(719) 531-9403 (TY)
(719) 531-9452 (fax)

1 I L

CONNECTICUT

The Family Center/Newington
Children's Hospital
181 E Cedar St
Newington, CT 06111

(203) 667-5288 (voice)
(203) 665-7976 (fax)

Connecticut Parent Advocacy
Center
5 Church Lri, PO Box 579, Ste 4

East Lyme, CT 06333
(800) 442-2722 (voice, CT only)

(203) 739-3089 (V/T11)
(203) 739-7460 (fax)

DELAWARE

Parent Information Center
of DE
700 Barksdale Rd., Ste 3
Newark, DE 19711

(302) 366-0152 (voice)
(302) 366-0178 (ITY)
(302) 366-0276 (fax)

DISTRICT OF COLUMBIA

COPE
810 Potomac Ave; 1st Fl Rear
Washington, DC 20003

(800) 515-2673 (voice)
(202) 543-6482 (voice)
(202) 543-6682 (fax)

FLORIDA

iemily Network on Disabilities
5510 Gray St, Ste 220
Tampa, FL 33609

(800) 825-5736 (IIM)
(813) 289-1122 (V/TlY)
(813) 286-8614 (fax)

GEORGIA

Arc of Georgia
2860 E. Point St, Ste 200
East Point, GA 30344
(404) 761-3150 (ViTTY)
(404) 767-2258 (fax)

HAWAII

Learning Disabilities
Association of Hawaii
200 N Vineyard Blvd, Ste 310
Honolulu, HI 96817
(800) 533-9684 (WITY; HI only)

(808) 536-9684 (V/TTY)
(808) 537-6780 (fax)

IDAHO

Idaho Parents Unlimited
4696 Overland Rd, Ste 478

Boise, ID 83705
(800) 242-4785 (voice; ID only)

(208) 342-5884 (WTTY)
4181342 1408 (fax)

zi
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ILLINOIS

Designs for Change
6 N Michigan Ave, Ste 1600
Chicago, IL 60602
(312) 857-9292 (voice)
(312) 857-1013 11T1')
(312) 857-9299 (fax)

Family Resource Center on
Disabilities
20 E Jackson Blvd, Rm 900
Chicago, IL 60604
(800) 952-4194 (voice, IL only)

(312) 939-3513 (voice)
(312) 939-3519 (11Y)
(312) 939-7297 (fax)

INDIANA

The Indiana Parent
Information Network
4755 Kingsway Dr, Ste 105
Indianapolis, IN 46205

(800) 964-4746 (voice)
(317) 257-8683 (voice)
(317) 251-7488 (fax)

IN*SOURCE
833 Northside Blvd, Bldg #1

South Bend, IN 46617
(800) 332-4433 (V/TTY; IN only)

(219) 234-7101 (V/TIN)
(219) 234-7279 (fax)

IOWA

le-wa Pilot Parents
33 N 12th St, PO Box 1151
Fort Dodge, IA 50501
(800) 952-4777 (voice)
(515) 576-5870 (V/1TO
(515) 576-8209 (fax)

KANSAS

Families Together
501 Jackson, Ste 400
Topeka, KS 66603
(800) 264-6343 (WM; KS only)
(913) 233-4777 (WIT()
(913) 233-4787 (fax)

KENTUCKY

KY-SPIN
2210 Goldsmith Ln, #118
Louisville, KY 40218

(800) 525-7746 (voice)
(502) 456-0923 WEN
(502) 456-0893 (fax)

LOUISIANA

Project Prompt
4323A Division St., Ste 110

Metairie, LA 70002
(800) 766-7736 (voice)
(504) 888-9111 (voice)
(504) 888-0246 (fax)



PARENT TRAINING & INFORMATION CENTERS

MAINE

Maine Parent Federation
PO Box 2067
Augusta, ME 04338

(800) 870-7746 (WIT(; ME only)
(207) 582-2504 (voice)
(207) 582-3638 (fax)

MARYLAND

Parents' Place of Maryland
7257 Parkway Dr, Ste 210
Hanover, MD 21076
(410) 712-0900 (V/TTY)
(410) 712-0902 (fax)

Parents' Place of Western
Maryland
23 E Frederick St
Walkersville, MD 21793
(800) 735-2258 (FY only;

MD only)

(301) 898-0936 (voice)
pol) 845-2156 fax

MASSACHUSETTS

Federation for Chliren with
Special Needs
95 Berkeley St, Ste 104
Boston, MA 02116
(800) 331-0688 (voice; MA only)
(617) 482-2915 (V/TTY)
(617) 695-2939 (fax)

MICHIGAN

CAUSE

313 S Washington Sq, #040
Lansing, MI 48933

(800) 221-9105 (V/TTY; MI only)
(517) 485-4084 (V/TTY)
(517) 485-4145 (fax)

MINNESOTA

PACER Center
4826 Chicago Ave S
Minneapolis, MN 55417
(800) 537-2237 (V/TTY; MN only)
(612) 827-2966 (WM
(612) 827-3065 (fax)

MISSISSIPPI
_

Arc/MS-Parent Partners
3111 N State St
Jackson, MS 39216

(800) 366-5707 (V/TTY; MS only)
(601) 366-5707 (ViTTY)
(601) 362-7361 (fax)

MISSOURI

Missouri Parents Act
1722 W South Glenstone, #125
Springfield, MO 65804
(800) 743-7634 (voice; MO only)
(417) 882-7434 (V/TTY)
(417) 882-8413 (fax)

MONTANA

Parints, Let's Unite for Kids
MSU Billings, SPED 267
1500 N 30th
Billings, MT 59101

(800) 222-7585 (voice; MT only)
(406) 657-2055 (voice)
(406) 657-2061 (fax)

NEBRASKA

Nebraska Parents Information
&Tralninc Center
3610 Dodge St, Ste 102
Omaha, NE 68131

(800) 284-8520 (V/TIY; NE only)
(402) 346-0525 (WM)
(402) 346-5253 (fax)

NEVADA

Nevada Parent Connection
3380 S Arvil Rd, Ste J
Las Vegas, NV 89102
(702) 252-0259 (voice)
(702) 252-8780 (fax)

NEW HAMPSHIRE

Parent Information Center
PO Box 1422

Concord, NH 03302
(800) 232-0986 (V/TTY; NH only)
(603) 224-7005 (Vrrre)
(603) 224-4365 (fax)

NEW JERSEY

Statewide Parent Advocacy
Netwol,
516 North Ave E
Westfield, NJ 07090
(800) 654-7726 (V/TTY; NJ only)
(908) 654-7726 (V/Tre)
(908) 654-7880 (fax)

NEW MEXICO

EPICS
PO Box 788

Bernalillo, NM 87004
(800) 765-7320 (V/TTY)
(505) 867-3396 (fily)
(505) 867-3398 (fax)

Parents Reaching Out to Help
1127 University Blvd, NE
Albuquerque, NM 87102
(800) 524-5176 ('//TTY; NM only)
(505) 842-9045 WIN
(505) 842-1451 (fax)

NEW YORK

Resource for Children with
Special Needs
200 Park Ave S, #8113

New York, NY 10003

(212) 677-4650 (voice)
(212) 254-4070 (fax)
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Parent Network Center
of New York State
452 Delaware Ave
Buffalo, NY 14202

(800) 724-7408 (voice; NY only)
(716) 885-1004 (voice)
(716) 885-3527 (TTY)
(716) 885-9547 (fax)

NORTH CAROUNA

Exceptional Children's
Assistance Center
PO Box 16

Davidson, NC 28036

(800) 962-6817 (voice; NC only)
(704) 892-1321 (voice)
(104) 892-5028 (fax)

PARENTS Project
300 Enola Rd

Morganton, NC 28655
(704) 433-2662 (voice)
(704) 438-6457 (fax)

NORTH DAKOTA

Pathfinder Parent Training &
Information Center
16th & 2nd Ave SW
Minot, ND 58701

(800) 245-5840 (voice; ND only)
(701) 852-9426 (voice)
(701) 852-9436 (TTY)
(701) 838-9324 (fax)

OHIO_
Ohio Coalition for the
Education of Children with
Disabilities
1299 Campbell Rd, Ste B
Marion, OH 43302
(800) 374-2806 (voice)
(614) 382-5452 (WM)
(614) 382-2399 (fax)

Child Advocacy Center
1821 Summit Rd, Ste 303
Cincinnati, OH 45237

(513) 821-2400 (V/11Y)
(513) 821-2442 (fax)

OKLAHOMA

Pro-Oklahoma/Parent Training
and Information Project
1917 S Harvard Ave

Oklahcma City, OK 73128

(800) 759-4142 (V/ITY; OK only,
parents only)

(405) 681-9710 (WITY)
(405) 685-4006 ;fax)

OREGON
_

Oregon COPE Project
999 I ocust St
Salem, OR 97303

(503) 373-7477 WM)
(503) 373-7477 (fax)
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PALAU

Palau Parent Network
PO Box 1583
Koror, PW 76740

(680) 488-1793 (voice)
(680) 488-2830 (fax)

PENNSYLVANIA

Mentor Parent Program
Rte 257, Salina Rd
PO Box 718
Seneca, PA 16346
(800) 447-1431 (voice)
(814) 676-8615 (voice)
(814) 677-4465 (fax)

Parent Education Network
333 East 7th Ave
York, PA 17404

(800) 522-5827 (WTTY; PA only)
(717) 845-9722 ('VRTO.
(717) 848-3654 (fax)

Arc of Lehigh & Northhampton
1036 N Godfrey St
Allentown, PA 18103
(610) 434-8076 (voice)
(610) 434-6202 (fax)

Parents Union for Public
Schools
311 South Juniper St, Ste 602
Philadelphia, PA 19107
(215) 546-1166 (voice)
(215) 731-1688 (fax)

PUERTO RICO

Associacion de Padres por
Bienestar de Ninos Impedidos
de Puerto Rico
PO Box 21301

Rio Piedras, PR 00928
(809) 763-466 (voice)

(809) 765-0345 (fax)

RHODE ISLAND

Rhode Island Parent
Information Network
500 Prospect St, Wing D
Pawtucket, RI 02860

(800) 464-3399 (voice; RI only)
(401) 727-4144 (voice)
(401) 727-4151 (TTY)
(401) 725-9960 (fax)

SOUTH CAIMUNA

Parents Reaching Out to
Parents of SC
2712 Middleburg Dr, Ste 102
Columbia, SC 29204
(800) 759-4776 ('liM; SC only)
(803) 779-3859 ('in TY)
(803) 252-4513 (fax)



PARENT TRAINING & INFORMATION CENTERS

SOUTH DAKOTA

South Dakota Parent
Connection
3701 W 49th St, Ste 200B
Sioux Falls, SD 57106
(800) 640-4553 (WM; SD only)
(605) 361-3171 (voice)
(605) 361-2928 (fax)

TENNESSEE

Project STEP: Support &
Training for Exceptional
Parents
1805 Hayes St. Ste 100
Nashville, TN 37203
(800) 280-STEP (voice)
(800) 348-0298 (TlY)
(615) 639-0125 (voice)
(615) 636-8217 (fax)

TEQS
Special Kids
PO Box 61628
Houston, TX 77208
(713) 643-9576 (voice)
(713)*643-6291 (fax)

Partners Resource Network
1090 Longfellow Dr, Ste B
Beaumont, TX 77706-4889
(800) 866-4726 (voice; TX only)
(409) 898-4684 (VMY)
(409) 898-4869 (fax)

Project PODER
2300 West Commerce, Ste 205
San Antonio, TX 78207
(800) 682-9747 (Vri-m
(210) 222-2637 (ViTTY)
(210) 222-2638 (fax)

UTAH

ITItah Parent Center
2290 E 4500 S #110
Salt Lake City, UT 84117
(800) 468-1160 (MTV; UT only)
(801) 272-1051 (V/TTY)
(801) 272-8907 (fax)

VERMONT

Vermont Parent Information
Center
Chace Mill, 1 Mill St, Box Al
Burlington, VT 05401
(800) 639-7170 (WM; VT only)
(802, 658-5315 (voice)
(802) 658-5395 (fax)

VIRGINIA

PEATC
10340 Democracy Ln, Ste 206
Fairfax, VA 22030
(800) 869-6782 (V/TTY)
(703) 691-7826 oirrro
(703) 691-8148 (fax)

One size
does
not

fit all!
hildren's Specialized Hospital is dedicated exclusively to
serving the special needs of children and adolescents.

Child Study Team
Learning Disabilities
Attention Deficit Disorder
Early Intervention/ Pre-School
Speech and Hearing
Psychological Services
Rehab Technology

Occupational Therapy
Physical Therapy
Cognitive Remediation
Day Hospital
Recreational Therapy
Augmentative Communication/
Computer Evaluation
Nutritional Counseling

.14.1

ii
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Chlidren's
Specialized
Hospital k'IA

MOUNTAINSIDE FANWOOD ThMS RIVER ;,irk,
For information in Nonh Jersey call (90E) 233-3720 rAt. 8429 or 8439 PO'o...0

Fur information in Central and South Jersey call (9081 '04-1100 Em.706 4'1.
Ch ildren% Special Ind Hospital was among 5% tithe nat ion's hospitals last year X.. 4!:

awarded "Accreditation with Conunendation" - the highest distinction awarded
.!.:e_a,;

'z'NNts by the Joint Commission on Accreditation of Healthcare Organiations.

44211**1 .....PAZ:?7':.`11.:41e'Vr;:%1/47.11:Z54".::74.4StttlgtkotIs,..1.1"_-14VW.*
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VIRGIN ISLANDS

Inter-Island Parent Coalition
PO Box 4402 Christiansted
St Croix, VI 00802
(809) 778-2275 Noice)

WASHINGTON

Touchstones
6721 51st Ave S
Seattle, WA 98118
(206) 721-0867 (VITTY)
(206) 721-2422 (fax)

Washington PAVE
6316 S 12th
Tacoma, WA 98465
(800) 572-7368 (VMY; WA only)
(206) 565-2266 (ViTTY)
(206) 566-8052 (fax)

STOMP: Specialized Training
of Military Parents
12208 Pacific Hwy SW
Tacoma, WA 98499
(800) 298-3543 (voice)
(206) 588-1741 (WM)
(206) 984-7520 (fax)

WEST VIRGINIA

West Virginia Parent Training
& Information Center
Colonial Village
104 E Main St, #38
Clarksburg, WV 26301
(800) 281-1436 (V/TTY; WV only)
(304) 624-1436 (V/TTY)
(304) 624-1438 (fax)

WISCONSIN

Parent Education Project
of Wisconsin
2192 S 60th St
West Allis, WI 53219
(800) 231-8382 (voice; WI only)
(414) 328-5520 (voice)
(414) 328-5520 (TTY)
(414) 328-5520 (fax, call before

faxing)

WYOMING

Wyoming Parent Information
Center
5 N Lobban
Buffalo, WY 82834
(800) 660-9742 (V/I-TY; WY only)

(307) 684-2277 (WM)
(307) 684-5314 (fax)

MS School
For Children With Cerebral Palsy

Serving children with multiple disabilities resulting from
cerebral palsy or traumatic brain injury who need compre-
hensive, individually structured programs that include:

Physical Therapy

Occupational Therapy

. Speech and
Language Therapy

Communication Aids

Special Education
Music Therapy
Special Medical
Attention
Adapted Recreational
Activities

HMS, open to students two to 21 years, offers all of these
services and more. The experienced staff and well-respected
consultants provide strong interdisciplir ary programs for day
and residential students at the licensed private school.

For more information write or call:
Diane L. Gallagher, Director

HMS School for Children with Cerebral Palsy
4400 Baltimore Avenue, Philadelphia, PA 19104

(215)222-2566
, 16-
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Our software can help
your special child!

Laureate's award-winning software is designed by
clinical experts to meet the unique needs of special
infants and children. Our FREE book, Sequential
Software for Language Intervention, tells how
Laureate's talking programs can help your child
build critical language and cognitive skills.

Call today for your FREE copy
of Sequential Software for
Language Intervention.

Call for a FREE
catalog and book.

1-800-562-6801

Laureate
110 East Spring Street
Winooski, VI 05404
I -802-655-4755

Circle*45
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The National Rehabilitation
Information Center (NARIC)

information and referral to national and regional
disability and rehabilitation resource organizations

customized database searches for a nominal fee

publishes: Directory of National Information
Sources on Disabilities ($15); NARIC Guide to
Disability and Rehabilitation Periodicals ($15);
Americans with Disabilities Act (ADA): A NARIC
Resource Guide ($5)

Contact NARIC by mail, phone, fax, BBS, or E-mail
8455 Colesville Road, Suite 935, Silver Spring, MD
20910-3319; 800/346-2742 (WTT), 301/588-9284 (V/
TT), 301/587-1967 (Fax); 301/589-3563 (BBS);
naric@capaccess.org (E-mail)
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EXCEPTIONAL PARENTS
TALK ABOUT M.O.V.E.

"Sitting and lying have turned to standing and
walkingand now even speaking. All skills I
was told Lauren would never have. Because of
the M.O.V.E. program, Lauren can communicate
with others in ways I thought
were not possible."
Barbara Ruben. parent
Canoga Park, California

"It's changed our lives. For the
first time in four years, I have
had to baby-proof my house.
I am thrilled!"
Kim Leonetti, parent
Los Angeles, California

The M.O.V.E. curriculum teaches the basic
motor skills of sitting, standing, and walking.
For more information, contact:

Rifton For People With Disabilities
PO Box 901 Rifton, NY 12471
800-374-3866/ext 102

Circle Si 41
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We're talkin' now!
Why do the most successful augmentated
communicators use PRC communication
devices with Minspear? Because they enable
people to reach their potential. PRC offers
devices for virtually every age and ability.

FTC Prentke Romich Company
1022 Heyl Rd. Wooster, OH 44691
800-262-1984 216-262-1984 tax 216-263-4829
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Throwing items, turning over furniture, pulling hair.... the list
continues. For Adam, summers mean more than hayrack rides and
swimming. They mean concentrated training, lifeskills, and
measurable gains through Heartspring's new Summer Intensive
Behavior Program.

Adam, 10, has autism and during his first few days of the summer
program at Heartspring, he averaged about 45 acting-out episodes a
day. Heartspring staff members developed a plan to interrupt
destructive and aggressive behaviors, and to teach Adam more
appropriate ways to communicate his needs and frustrations.

They used reinforcers, such as Adam's favorite foods, raisins
and apples, and a trip to the local amusement park. A special picture
system was developed to help Adam communicate his wants and
express his feelings. His program also included around-the-clock
extensive behavior management. By the end of the seven weeks,
Adam's daily episodes of acting-out had decreased nearly 90 percent.

And what do Adam's parents have to say about the new
program ? "We were pleased with the growth our son exhibited.
Heartspring's new summer program met Adam's needs in a diverse
way that no other program we've looked at could."

To learn how this very special program can benefit your child,
call us today.

Heartspring's Summer Intensive ficilavior Program
1995 Session: June 19 to August 3

Application deadline: March 1, 1995

IIRKTSPRING
A lifeskills learning center

2400 JARDINE DRIVE WICHITA, KANSAS 67219-4699

1 800- 835-1043

Circle # 3
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The Vocal Assietent digitally
records 16 messages (arty voice,
any language). After recording, an
individual can play back each
message With the touch of a key.

The Vocal Assistant can provide
basic speech for individuals who
are non-verbal because of

Aphasia
Apraxia
Laryngectomy Surgery
Ventilator Dependency
Other causes of temporary or
permanent vocal impairment

You can re-record the messages
whenever you like, so the Vocal
Assistant can be customized for
many situations and individuals.

An individual can also use the Vocal
Assistant as a speech training
device by playing back a message
and then attempting to vocalize it.

Paper overlays are provided that
slip into a pocket In the 16-message
keypad, allowing you to illustrate
the recorded messages with words
or pictures.

Vocal Assistant Model Il Now for '95

Keypad with overlay pocket
Built-in speaker & microphone
Scan Input (Mode! II)
Extended Messages (Model II)
Speaker/Audio output
Telephone Interface Option
Keyguard Option

gmr labs
1030 E. El Camino Real #308

Sunnyvale, CA 94087
408 . 985 . 7200

FAX 408 . 243 . 3731

Circle # 13



A River Runs Through It.
Introducing the River Tank Ecosystem:

Your fish have been dreaming of this.

A playground of sorts where they move up and

down the rapids and waterfalls. And where they

travel from pool to pool as they do in a natural

river habitat.

Maybe you've been dreaming of this.

A tank you never have to empty. A tank that let's

you use real plants above and below the water.

A tank that's entertaining and educational. A tank RI-20

that requires little maintenance.

It's not an aquarium. It's not a

terrarium.

The patented River Tank Ecosystem is a

dynamic, living habitat where plants, fish, frogs

and repfiles interact in ecological balance.

RT-10 RAA8r2._

C

Like a real river, the rushing water generates a

healthy, oxygen-rich environment. When the water

seeps through the gravel-filled plant cavity,

biological balance is naturally maintained. And

since plants use fish waste as food, there is no

need for fertilizer.

There's a River Tank for every

environment.

Homes. Schools. Workplaces. Now

everyone can have a river view. The River Tank is

available in four sizes: RT-10, RT-20, RT-30 and

RT-45. It's very affordable. And you don't need a

life preserver to enjoy it.

Call 1-800-808-8822

for more information or

the dealer nearest you.

60
CIrchi# 5

PlwrEPs

Bind
SYSTEMS
PIM MOM IIMIMONII, Pal

PO Box 445, Exeter, RI 02822



A Special Care Facility
Exclusively for Children

At Voorhees Pediatric Facility wc provide comprehensive and progressive
subacute health care for medically fragile chiklren ages birth to 21 years.

lere's why Voorhees Pediatric Facility is the right choice:

An alternative to acute care hospitalization with dramatic
cost savings
Largest pediatric ventilator unit in the country (including pressure vents)

Strong medical and rehabilitative interdisciplinary team approach

In-house developmental pediatrician and medical resident program

Board certified pediatric pulmonologists

Affiliated with St. Christopher's llospital for Children and
Cooper Hospital's Child Development Center

Respite care available at our 105-bed facility

Future programs Pediatric specialized medical day and home
health care

Caring for chikken from the Mid-Atlantic states since 1982

VoorheesPediolric
Facilit

Carl Underland, Administrator
1304 Laurel Oak Road Voorhees, New jersey 08043-4392

( 009) 346-3300 FAX (609) 435-4223
Brochure or video available upon request.

"Accreditation with Commendation"
Joim Conunission on Accreditation of I lospital Organizations

Member- Naiional Association of Children's I lospitals and Related Institutions

Circle # 108

The Magic Wand Keyboard
Computer Access that Fits in a Classroom

The Magic Wand Keyboard is a miniature computer
keyboard that requires no strength or dexterity. It is
used in schools all over
the United States and
Canada, from kinder-
garten through college.

It gives full computer
access to children of
any age: using zero-
force electronic keys.

Children with disabilities ranging from MD to
neurological disorders to spinal cord injuries can
use a computer, and mouse, with the slightest
touch of a wand (hand-held or mouthstick).

Your child can use the Magic Wand Keyboard in
class, to do homework, writc, play games. So can
family and friendsbecause it works just likc any
other keyboard. Simply and easily.
30-day money-back guarantee. IBM/Apple Macintosh compatible.

6
...I.,:..,

In Touch Systems
11 Westview Road Spring Valley, NY 10977

800-332-MAGIC
Circle # 122
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TM2000
SERIES
by MARKELL

Markell is committed to the best in therapeutic foot
products. With an eye to the future we have created a true
orthopedic sneaker for children.

The TM200 Series has the following features:
Symetrical straight last.
Added depth 3/16" (5mm) deeper than our conventional
straight last shoes, to accommodate orthotics, AFO's and
internal modifications.
Extended counters firm enough to provide support and stability.
Whole and half sizes from Infants' 6 to Youths' 2.
Widths - a choice of Medium to Wide.
Removable cushioned insoles.

Available through shoe stores and orthotics & prosthetics
facilities worldwide.

0 M.J.Markell Shoe Co., Inc.
504 Saw Mill River Rd., Yonkers, NY 10702, USA

or P.O.Box 246, Yonkers, NY 10702, USA

Circle # 1

Special Care
for

Special People
Progressive education, home environment for the mentally

handicapped child and adult. Opportunity for educational progress
at any agemultiple recreational and social activities. A year-
round program with an active and full lifestyle among friends on
a 750-acre bluegrass estate. Est. 1893.

Phone 502-875-46641Fax 502-227-3013
or write for brochure

THE STEWART HOME SCHOOL
Box 20, Frankfort, KY 40601

John P. Stewart, M.D., Resident Physician
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Whether Sitting,
Standing,

Traveling, or
Playing,

We Have The
Postural Support

System
For Your Child To

Have Fun In!
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For individual product information and the location of

62 your nearest Snug Sear Dealer, call 1-800-336-7684.
In Canada call 1-800-667-3422 Fax 704-847-9577
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No OBSTACLES. No LIMITS.

When your family's plans are as big as the great
outdoors, don't let your minivan box you in!

Vantage Mini Vans is proud to introduce our
new line of premium lowered-floor conversions
built on the exciting FORD WINDSTAR minivan.

As a leader in our industry, Vantage is one
of the first.to offer the popular Windstar as an
alternative to our existing line of fine Chrysler
minivan conversions. Just as we've been leaders
in bringing you the most dependable, top quality
conversions since our inception in 1987.

Your Vantage Windstar lowered-floor
minivan i available as either the popular and
economical TREKKER, with its easy-to-use manual
fold-out ramp; the SUMMIT, with its reliable power

-folding ramp; or as the premier NORTHSTAR edition,
with its sleek, under-the-floor
ramp that glides smoothly out
virtually from "nowhere!"

Every Vantage Windstar comes equipped with a
myriad of standard features to make your life simpler

and your commutes safer.
Most notable are the flexible
seating configurations and
crashtested restraint system.
And, as with all Vantage
Mini Vans, optionslike our
all new 4button key chain
remote controlabound. In
addition, our optional sliding
rear seat allows for abundant
seating and an extra nine

cubic feet of storage in the rear of the vana must
for families on the go! These are just two of the many
ways your Vantage Mini Van can be customized to fit
your active lifestyle and the needs of your children.

THE NEW VANTAGE WINDSTAR CONVERSIONS.

Life offers no limits. Why let your transportation set
the boundaries?

41/11(Ne \,.1(11,r11) 1111/1e/
OIL 11.1, 1111C...111 Mt,

N/ A NJ 11 t G
(800) 848-8207 TOM FREE

INA I IV 1 N/ r111

Call today for a free full-color brochure. National dealer network with testdrive vehicles available.

ilarde #102
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PARENT.- TO......PARENT PROGRANN

parent to Parent (P-P) programs offer a special kind of
support to parents who have a child with special needs.
Hundreds of active P-P programs in the United States

provide emotional and informational support to parents by
matching a parent who is referred to the program with an
experienced "veteran° parent who has already "been there"
and can lend helpful support.

P-P programs originated in Omaha, Nebraska when parents
of children with speciai needs collaborated with a social work-
er to launch the first Pilot Parents program In the early '70s.
The major components of the Pilot Parents model included
thenas nowscreening and training of veteran parents,
carefully made matches between veteran and newly-referred
parents and follow-up support. Many P-P programs a:so offer
a range of other support activities like group meetings for edu-
cation and support, activities for siblings and extended family
members, resource libraries, social events and leadership
training.

Annual conference grows
P-P programs aril families connect with each other at an
international conference every other year Attendance has
grown from fewer than 100 to more than 1,100 parents, chil-
dren and young adults with disabilities and service providers.

The Eighth International Parent to Parent Conference will be
held March 29April 1, 1996 in Albuquerque, New Mexico. For
more information, contact Parents Reaching Out, 1127
University NE, Albuquerque, NM 87102, (505) 842-9045.

The Beach Center
Since 1988, the Beach Center on Families and Disability at the
University of Kansas has been conducting research on P-P
programs and sharing information and resources. For more
information, contact The Beach Center on Families and
Disability, University of Kansas, 3111 Haworth Hall, Lawrence,
KS 66045, (913) 864-7600 (V/171), (913) 864-7605 (fax).
Listings in this directory were provided by the Beach Center,.
please send any corrections directly to them.

Using the Directory
In this directory, P-P programs are categorized by state and
alphabetized by town or city within each state listing.

ALABAMA

AIM for Infants
Auburn University
Auburn, AL 36849
(205) 844-5943

The Arc of Morgan Cty
2046 Beltlirie Hwy, Ste 4
Decatur, AL 35601
(205) 355-6192

Parents Support Group
PO Box 1983
Decatur, AL 35602
(205) 350-4502

Special Education Action
Committee
PO Box 161724
Mobile, Al. 36616-2274
(800) 222-7322 (AL only)

Alabama Deaf-Blind
Multihandicapped Association
PO Box 55
Scottsboro, AL 35768
(205) 259-3158

ARIZONA

Pilot Parent Partnerships
1820 North Kadota
Casa Grande, AZ 85222
(602) 836-4830

Pilot Parent Partnerships,
Coconino Cty
24 Pine Del Dr
Flagstaff, AZ 86001
(602) 774-0187
(After March 1. 1995, 602 area code
changes (o 520)

Arizona Pilot Parents
PO Box 697
Ganado, AZ 86505
(602) 755-6107

Sharing Down Syndrome East
Valley Parent Support Group
425 E Tremaine
Gilbert, AZ 85234
(602) 926-8685

Pilot Parent Partnerships,
Gila Cty
148 Haskins Rd
Globe, AZ 85501
(602) 425-6556

Pilot Parent Partnerships,
Mohave Cty
4140 N Irving
Kingman, AZ 86401
(602) 757-5418

Pilot Parent Partnerships,
Mohave Cty
2746 Holiday Dr
Lake Havasu City, AZ 86403
(602) 855-1915

Pilot Parent Partnerships,
Santa Cruz Cty
1810 W Meadow Hills Dr
Nogales, AZ 85621
(602) 287-2334

Pilot Parent Partnerships
2150 E Highland, Ste 105
Phoenix, AZ 85016-4720
(602) 468-3001

Prescott Chapter, Arizona Pilot
Parents
1907 Cedarwood Cir
Prescott, AZ 86301
(602) 468-3001

Pilot Parent Partnerships,
Yavanal Cty
2605 Tahosa Dr
Prescott, AZ 86301
(602) 445-7994

Pilot Parent Partnerships
5454 Campo Bello
Sierra Vista, AZ 35635
(602) 378-6763

64

Pilot Parent Partnerships,
Graham & Greenlee Ctys
PO Box 353
Thatcher, AZ 85552
(602) 428-4731

Pilot Parents of
Southern Arizona
2600 N Wyatt Dr
Tucson, AZ 85712
(602) 324-3150

Pilot Parent Partnerships,
Navajo Cty
PO Box 707
Whiteriver, AZ 85941
(602) 338-4325

Pilot Parent Partnerships,
Navajo Cty
PO Box 1148
Winslow, AZ 86047
(602) 289-4323

Pilot Parent Partnerships,
Yuma Cty
1321 E 25th
Yuma, AZ 85365
(602) 344-0786

CALIFORNIA

Exceptional Parents Unlimited
4120 N First St
Fresno, CA 93726
(209) 229-2000

Frank D Lanterman Regional
Center
Koch-Young Family Resource Ctr
3440 Wilshire Blvd, Ste 400
Los Ageles, CA 90010
(213) 383-1300

California Association for
Parents of the Visually
Impaired
PO Box 1126
Los Gatos, CA 95031-1126
(909) 945-5619

Parent to Parent Infant
Support Group
Children's Hospital of Orange Cty
455 S Main St
Orange, CA 92668
(714) 532-8521

PROUD

PO Box 5822
Orange, CA 92667-5822
(714) 974-6419

Touchstone Support Network
378 Cambridge Ave, Ste K
Palo Alto, CA 94306
(415) 328-4495
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PARENT TO PARENT PROGRAMS

PIW: The Family Resource
Center
3041 Olcott St
Santa Clara, CA 95054-3222
(408) 727-5775

Valley Parents Support Group
PO Box 5973-272
Sherman Oaks, CA 91413
(818) 902-1616

COLORADO

il-iii-llanguage Center
University of Colorado
CB-409, Dept CD-SS
Boulder, CO 80309
(303) 492-5375

Peak Parent Center
6055 Lehman Dr, #101
Colorado Springs, CO 80918
(719) 531-9400

Little People of America
7117 E Enclid Dr
Englewood, CO 80111

(303) 740-8555

Effective Parents Project
255 Main St
Grand Junction, CO 81501
(303) 241-4068

Mile High Down Syndrome
Association
PO Box 620847
Littleton, CO 80162
(303) 797-1699

Boulder Cty Spokespeople
312 Pikes Peak PI
Longmont, CO 80501
(303) 776-3413

CONNECTICUT_ _
Parents Available to Help
42 Brookwood Dr
Branford, CT 06405
(203) 488-9640

Cornelia De Lange Syndrome
Foundation
60 Dyer Ave
Collinsville, CT 06022-1273
(800) 223-8355

Western Connecticut
Association for Human Rights
11 Lake Ave Extension
Danbury, CT 06811
(203) 792-3540

Lower Fairfield Cty Parent to
Parent Network
Arc of Greenwich
50 Glenville St
Greenwich, CT 06831
(203) 531-1880

Patent to Parent Network of
CT
181 E Cedar St
Newington, CT 06111
(203) 667-5288

Oxford Parent Support Group
10 Whitegate Rd
Oxford, CT 06478-1501
(203) 888-7326

Connecticut Traumatic Brain
Injury
1800 Silas Deane Hwy, Ste 224
Rocky Hill, CT 06067
(203) 721-8111

DELAWARE

Parent Information Center
Parent to Parent In Delaware
700 Barksdale Rd, Ste 3
NewarR, DE 19711

(302) 366-0152

FLORIDA

Gold Coast Down Syndrome
Organization
22626 SW 65
Boca Raton, FL 33428
(407) 451-2163

Parent to Parent,
Palm Beach Cty
500 NE Spanish River Rd
Boca Raton, FL 33404
(407) 842-3213

Family Network on Disabilities
852 St Francis St
Brooksville, FL 34601
(904) 544-6433

Family Network on
Disabilities, Sumter Cty
5688 Cty 316A
Bushnell, FL 33513
(904) 748-1125

Parent to Parent, Pinellas Cty
1998 Sun Tree Blvd
Clearwater, FL 34623
(813) 461-3614

Parent to Parent
of Pinellas Cty
1960E Druid Rd
Clearwater, FL 34624
(813) 462-9606

Parent to Parent Support
Group, Bregard & Central Ctys
1943 Furman Ct
Cocoa, FL 32922
(407) 783-5001

Parent to Parent,
East Volusia Cty
PO Box 11109
Dayton Beach, FL 32120
(904) 238-3830

Parent to Parent,
West Volusla Cty
261 Bayou Vista St
Debary, FL 32713
(407) 668-5968
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Parent Support Group,
Nassau Cty
2625 McGregor Blvd
Fernandina Beach, FL 32034
(904) 277-1221

Parent Support Group, Hardee
& Highlands Ctys
4114 Becton St
Frostproof, FL 33843
(813) 284-3087

Parent Support Group,
Lake Cty
905 Hickory Ave
Fruitland Pk, FL 34731
(904) 326-9082

Heart to Heart of Lee Cty
do IDEAS
2421 E Mall Dr
Ft Myers, FL 33901
(813) 267-9332

Parent to Parent
100 S Andrews Ave
Ft Lauderdale, FL 33301
(305) 765-6722

Parent Support Group, Lee Cty
7320 Pebblebeach Rd
Ft Myers, FL 33912
(813) 267-9332

Galaxy Center
1901 S 11th St
Ft Pierce, FL 34950
(407) 468-5385

Parent to Parent, St Lucie Cty
5006 Citrus Ave
Ft Pierce, FL 34982
(407) 465-1786

Parent Support Group
University of Florida
Box 100296
Gainesville, FL 32610
(904) 392-7078

Parent to Parent, Alachua Cty
2035 NW 18th Ln
Gainesville, FL 32605
(904) 375-4636

Parent to Parent, Putnam Cty
PO Box 273
Hollister, FL 32147
(904) 328-4107

Family Network on
Disabilities, Citrus Cty
922 N Horse Prairie Rd
Inverness, FL 34453
(904) 795-7887

Parent Support Group,
Duval Cty
301 W Bay St
Jacksonville, FL 32202
(904) 350-2951
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Parent to Parent, Monroe Cty
2824 Fogarty Ave
Key West, FL 33040
(305) 294-8973

Parent to Parent, Columbia Cty
Rte 7, Box 237
Lake City, FL 32055
(904) 497-2300

Parent to Parent, Polk Cty
1405 Windmere Ave
Lakeland, FL 33802
(813) 687-2442

Parent to Parent of
Palm Beach
1526 Arabian Dr
Loxahatchee, FL 33470
(407) 790-2548

FAME: Families at Mayport
are Exceptional
813 Edson Cir W
Mayport, FL 32222
(904) 249-1161

Parent to Parent of Miami
5555 SW 93rd Ave
Miami, FL 33165
(305) 271-9797

Parent to Parent, Hispanic
9151 SW 6th St
Miami, FL 33174
(305) 223-7379

Parent to Parent, Dade Cty
12350 SW 106th St
Miami, FL 33186
(305) 666-6511

Parent to Parent,
Santa Rosa Cty
5890 Cherokee Rd
Milton, FL 32570
(904) 474-5336

Parent to Parent, Pasco Cty
5826 Massachusetts Ave
N Port Richey, FL 34652
(813) 841-0684

Parent to Parent, Collier Cty
4230 Mohawk PI
Naples, FL 33962
(813) 774-7761

Parent to Parent, Okaloosa Cty
1136 Sandalwood Cir
Niceville, FL 32578
(904) 897-7085

Parent to Parent,
Okeechobee Cty
10245 NE 22nd St
Okeechobee, FL 34974
(813) 357-0955

Parent Support Group
5031 Myrtle Bay Dr
Orlando, FL 32829
(407) 273-2630
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Parent Support Group,
Escambia Cty
3520 Hopestill Rd
Pensacola, FL 32503
(904) 438-9112

Veteran Intensive Care Parents
PO Box 2700, Ste 1N
Pensacola, FL 32513-2700
(904) 474-7656

Special Parents
PO Box 15362
Pensacola, FL 32514
(904) 432-4513

Parent Support Group,
Taylor Cty
395 El Camino
Perry, FL 32347
(904) 584-3810

Parent Support Group,
Charlotte Cty
2410 Lakeview Blvd
Port Charlotte, FL 33948
(813) 627-4376

Special Beginnings
1700 S Tamiami Trail
Sarasota, FL 34329-3555
(813) 917-2470

Face of Sarasota
PO Box 1424
Sarasota, FL 34230
(813) 955-9250

Parent to Parent, Sarasota
& Manatee Ctys
5393 Avenida Del Mare
Sarasota, FL 34242
(813) 349-1861

Family Network on
Disabilities, Hernando Cty
8131 Rhambouy Rd
Spring Hill, FL 34606
(904) 544-6433

Parent to Parent, Leon Cty
1839 Miccosukee Rd, #2A
Tallahascee, FL 32308
(904) 877-6968

Family Network on Disabilities
5510 Gray St, Ste 220
rampa, FL 33624
(800) 825-5736

Parent to Parent,
Hillsborough Cty
Mental Health Institute
13301 Bruce B Downs Blvd
Tampa, FL 33612-3899
(813) 974-6168

Parent to Parent,
Hillsborough Cty
13958 Fletcher
Tampa, FL 33612
(813) 625-2600

Family Network on
Disabilities, Monroe Cty
165 Pk Ave
Taverneir, FL 33070

(305) 852-2592

Parent to Parent Support
Group
2945 Elmwood Ct
Titusville, FL 32780
(407) 383-0410

Parent to Parent
of Indian River
PO Box 6963
Vero Beach, FL 32961
(407) 770-0683

Family Network on Disabilities
PO Box 195747
Winter Springs, FL 32719
(407) 672-4707

Parent to Parent, Pasco Cty
PO Box 1533
Zephyrhills, FL 33539
(813) 783-8111

GEORGIA

iereni to Parent of Georgia
2900 Woodcock Blvd, Ste 240
Atlanta, GA 30341
(404) 451-5484

National Parent to Parent
Support and Information
System
PO Box 907
Blue Ridge, GA 30513
(706) 632-8822

HAWAII

Hawaii Down Syndrome
Congress
419 Keoniana St, #804
Honolulu, HI 96815
(808) .949-1999

IDAHO

Parents Reaching Out
to Parents
2195 Ironwood Ct
Coeurd'alene, ID 83814
(208) 769-1409

Idaho Autism Association
545 N 100 W
Jerome, ID 83338
(208) 324-2927

Parent to Parent
2714 8th Ave
Lewiston, ID 83501
(208) 746-8699

Palouse Area Parent to Parent,
Whitman, Garfield & Asotin
Ctys
103 S Polk
Moscow, ID 83843
(208) 882-9338

IWNOIS
Archway Services for Children
1108 W Willow
Carbondale, IL 62959
(618) 549-4442

Developmental Services
Center
1304 W Bradley
Champaign, IL 61821
(217) 359-0287

Illinois Next Steps, Parents
Reaching Parents
100 W Randolph, Ste 8-100
Chicago, IL 60601
(800) 275-3677 (IL only)

Family Support Project
20 E Jackson Blvd, Rm 900
Chicago, IL 60604
(312) 939-3513

South Cook Cty Parent to
Parent Program
Greater Interagency Council
800 Governor's Hwy
Flossmoor, IL 60422

(708) 957-7100

National Association for Down
Syndrome
PO Box 4542
Oak Brook, IL 60522-4542
(708) 325-9112

INDIANA

1st Step Early Intervention
PO Box 98
Batesville, IN 47006-0098
(812) 934-4528

Connection for Special Kids
692 ESR 218
Berne, IN 46711
(219) 589-3543

Down Syndrome Support
Association
10792 Downing St
Carmel, IN 46033-3869
(317) 574-9757

Neo Fight
4363 Idlewild Ln
Carmel, IN 46033
(317) 843-0850

Abilities Services
PO Box 808
1237 Concord Rd
Crawfordsville, IN 47933
(317) 3C2-4020

Down Syndrome Association
of NW Indiana
2927 Jewett Ave
Highland, IN 46322
(219) 836-3656
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Indiana Parent Information
Network
4755 Kingsway Dr
Indianapolis, IN 46205
(317) 257-8683

Special Education Parents
Advisory Council
202 W 47th St
Indianapolis, IN 46208-3510
(317) 257-2962

First Steps
PO Box 6449
Lafayette, IN 47903-6449
(317) 423-5531

Roots-Wings Parent
Involvement
1642 W McLain
Scottsburg, IN 47170
(812) 752-4892

Parent Family, Alumni Support
615 N Michigan St
South Bend, IN 46601
(219) 284-7308

Knox Cty Advocates for
Special Kids
1806 Indiana Ave
Vincennes, IN 47591
(812) 882-0375

IOWA

Famify Educator Connection
Program
3706 Cedar Heights Dr
Cedar Falls, IA 50613
(319) 273-8265

Pilot Parents, The Arc of East
Central Iowa
136 36th Dr SE, Ste A-5
Cedar Rapids, IA 52403
(319) 365-0487

Union Cty Pilot Parents
PO Box 57
Creston, IA 50801
(515) 782-5128

Autism Society of the
Quad Cities
4712 Belle Ave
Davenport, IA 52807
(319) 359-5414

Parent-Educator Connection
MPRRC, Drake University

Des Moines, IA 50311

(515) 271-3936

Special Care Parents, Polk Cty
PO Box 938
Des Moines, iA 50304
(515) 279-7810

Iowa Pilot Parents
33 N 12th St, PO Box 1151
Fort Dodge, IA 50501
(515) 576-5870
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Parent Educator Connection
1382 4th Ave NE
Sioux Center, IA 51250
(712) 722-4374

Parent to Parent Support
Group
2320 S Olive
Sioux City, IA 51106
(712) 274-2838

KANSAS

Parent to Parent of Butler Cty
1432 W Olive
El Dorado, KS 67042
(316) 321-3274

Parent to Parent of Flint Hills
1722 Yucca Ln
Emporia, KS 66801
(316) 342-6954

Parent to Parent of Garden
City
116 E Chestnut, Ste 103
Garden City, KS 67846
(316) 226-6364

Parent to Parent of NW Kansas
Box 15
Gem, KS 67734
(913) 462-6857

Parent to Parent,
Wyandotte Cty
2234 Garfield Ave
Kansas City, KS 66104
(913) 342-9833

Parent to Parent, Douglas Cty
Rte 3, Box 56
Lawrence, KS 66044
(913) 832-1430

Parents Who Care
3312 Effingham
Manhattan, KS 66502
(913) 776-9268

Parent to Parent
30 Oak St Ct
Medicine Lodge, KS 67104
(316) 886-3590

Parent to Parent of NE Kansas
PO Box 488, 404 Pk
Oskaloosa, KS 66066
(913) 863-3257

Parent to Parent of SE Kansas
3118 Corning
Parsons, KS 67357

(316) 421-6550

Parent to Parent, Johnson Cty
10201 Horton
Shawnee Mission, KS 66207
(913) 967-7677

Rubinstein-Taybi Syndrome
Parent Group
PO Box 146
Smith Center, KS 66967
(913) 697-2984

Families Together
501 Jackson St, Ste 400
Topeka, KS 66603
(913) 233-4777

Parent to Parent
2218 Wilmington Ct
Topeka, KS 66606
(913) 235-9680

Parent to Parent, Sedgwick
etY
2312 S Meridian, Ste 102
Wichita, KS 67213
(316) 945-7747

KENTUCKY

Parents Confronting Dual
Sensory Impairments
PO Box 60
Fordsville, KY 42343
(502) 276-3360

Parents Outreach
1146 S Third St
Louisville, KY 40203
(502) 584-1239

Down Syndrome of Louisville
PO Box 22552
Louisville, KY 40252
(502) 425-0784

LOUISIANA

Parent Training Program
PO Box 94064
Baton Rouge, LA 70804
(504) 763-3588

Louisiana Rett Syndrome
Foundation
7629 Sailfish Dr
Lake Charles, LA 70605
(318) 474-5727

Parent to Parent of Louisiana
Family Support Program
Children's Hospital
200 Henry Clay
New Orleans, LA 70118
(504) 896-9268

Concerned Parents
For Students
1022 Gulf Ln
Sulphur, LA 70663
(318) 528 2191

MAINE

Maine Pa. rent Federation
PO Box 2067
Augusta, ME 04338-2067
(207) 582 2504

Parent Program
11 Maple St
Rockland, ME 04841
(207) 594-8474

York Cty Parent Awareness
150 Main St, Midtown Mall
Sanford, ME 04073
(207) 324 2337
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MARYLAND

Maryland Infants & Toddlers
Program
1 Market Ctr, Ste 304
Baltimore, MD 21201-3446
(410) 333 8100

National Organization of
Parents of Blind Children
1800 Johnson St
Baltimore, MD 21230
(410) 659-9314

Learning Disabilities
Association of Metropolitan
Baltimore
76 Cranbrook Rd, Ste 299
Cockeysville, MD 21030
(410) 821-7010

Epilepsy Foundation
of America
4351 Garden City Dr
Landover, MD 20785
(301) 459-3700

MASSACHUSETTS

Greater Boston Parent
to Parent
1505 Commonwealth Ave
Boston, MA 02135
(617) 783-3900

Birth Defects Service
Children's Hospital
300 Longwood Ave
Boston, MA 02115
(617) 735-6394

Parent Peer Support Group
National Tay-Sachs & Allied
Diseases Association
2001 Beacon St
Brookline, MA 02146
(617) 277-4463

Massachusetts Down
Syndrome Congress
PO Box 866
Melrose, MA 02176
(617) 742-4440

Family lies of Massachusetts
Dept of Public Health
180 Beaman St
West Boylston, MA 01583
(508) 792-7880

MICHIGAN

TRENDS
PO Box 1996
Holland, MI 49422-1996

1 (616) 392-6307

Kidpower
Autism Society of Michigan
809 Center St, Ste 8A
Lansing, MI 48904
(517) 487-9260
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MINNESOTA

Pilot Parents of Northeastern
Minnesota
201 Ordean Bldg
Duluth, MN 55802
(218) 726-4725

The Windmill Project
W Central ECSU

1001 E Mount Faith
Fergus Falls, MN 56537
(218) 739-3273

People To People Disability
Aware
Rte 2, Box 145
Owatonna, MN 55060-9624
(507) 451-4585

Family Liason Project
903 W Center St, Rm 160
Rochester, MN 55902
(507) 287-2032

Midstate Pilot Parents
PO Box 1536
St Cloud, MN 56302
(612) 253-6844

Pilot Parents
425 Etna St, #35
St Paul, MN 55106
(612) 778-0727

Parents for Parents
280 N Smith Ave, Ste 245
St Paul, MN 55102
(612) 220-6731

Veteran Parents
280 N Smith Ave, Ste 245
St Paul, MN 55102
(612) 220-V31

MISSISSIPPI

Mississippi Gulf Coast
Exceptional Parents
PO Box 271
Hurley, MS 39555
(601) 588-2260

MISSOURI

Parents Helping Parents
1702 E Laharpe
Kirksville, MO 63501

(800) 621-6082

Pilot Parents Program
PO Box 10984
Springfield, MO 65808-0984
(417) 831-0648

Positive Parenfing Partners
United Services
4140 Old Mill Pkwy
St Peters, MO 63376
(314) 926-2700
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Keeping Individuals With
Developmental Disabilities
Serviced
PO Box 1308
Warsaw, MO 65355
(816) 438-6990

MONTANA

Pareni, 'Let's Unite For Kids
1500 N 30th St
Billings, MT 59101-0298.
(406) 657-2055

Quality Life Concepts
600 6th St, NW
PO Box 2506
Great Falls, MT 59403
(406) 452-9531

Parents of Children With
Special Needs
University of Montana
School of Education
Missoula, MT 59812
(406) 243-5344

NEBRASKA

Parent Assistance Network
310 W 24th
Kearney, NE 68847
(308) 237-6025

Parents Encouraging Parents
Nebraska Dept of Education
301 Centennial Mall S
Lincoln, NE 68509
(402) 471-2471

Pilot Parents Program
215 Centennial Mall S, #410
Lincoln, NE 68508
(402) 477-6925

Nebraska Family Support
Network
215 Centennial Mall S
Lincoln, NE 68508
(402) 477-2992

Pilot Parents Program,
Greater Omaha
3610 Dodge St
Omaha, NE 68131
(402) 346-5220

NEVADA
_ _

Nevada Association
for the Handicapped
6200 W Oakey
Las Vegas, NV 89102
(702) 870-7050

Nevada Parent Network
College of Education/278
Reno, NV 89557-0082
(702) 784 4921

NEW HAMPSHIRE

Parent to Parent of Northern
New Hampshire
69 Willard St
Berlin, NH 03570
(603) 752-8531

Upper Valley Support Group
PO Box 622
Hanover, NH 03755
(603) 448-6311

Parent to Parent of
New Hampshire
PO Box 622
Hanover, NH 03755
(603) 448-6393

Parent to Parent
32 SW Hwy, Ste 22
Merrimack, NH 03054
(603) 882-6333

NEW JERSEY

Down Syndrome
Parent to Parent
7 Regent St
Livingston, NJ 07039
(201) 535-1181

PEP: Parents Encouraging
Parents
The Arc-Morris Chapter
PO Box 123
Morris Plains, NJ 07950
(201) 326-9750

Sturge-Weber Foundation
PO Box 418
Mt Freedom, NJ 07970
(201) 895-4445

National Urea Cycle Disorders
Foundation
PO Box
Sayreville, NJ 08872
(800) 386-8233

Family Support Clearinghouse
2150 Hwy 35, Ste 207C
Sea Girt, NJ 08750
(908) 974-1144

NEW MEXICO

ParentsTleaching Out
1127 University, NE
Albuquerque. NM 87102
(505) 842-9045

NEW YORK
_ _

Headway for Brain Injured
856 Ridge Rd
Buffalo, NY 14118
(716) 822-2261

Parent to Parent, Western NY
Parent Network of NY State
432 Delaware Ave
Buffalo, NY 14202
(8r;0) 305-8813

Prader-Willi Forum
40 Holly Ln
Roslyn Heights, NY 11577

(8001:358-0682

Parents of Special Children
2C Tower Dr
Fulton, NY 13069
(315) 598-7672

The MPS Society
17 Kraemer St
Hicksville, NY 11801
(516) 931-6338

Parent to Parent,
South Central NY
Family Resource Network
16 Ford Ave, Box 233
Oneonta, NY 13820
(800) 305-8814

Parent Assistance Committee
on Down Syndrome
208 Lafayette Ave
Peekskill, NY 10566
(914) 739 4085

Parent to Parent
of New York State
Balltown and Consaul Rds
Schenectady, NY 12304
(800) 305-8817

Parent to Parent,
North Central NY
Exceptional Family Resources
731 James St, Ste 311
Syracuse, NY 13203
(800) 305-8815

Parent to Parent,
Hudson Valley
Family Connection/WIHD
Cedarwood Hall
Valhalla, NY 10595
(800) 305-8816

Parent to Parent
239 Champion Ave
Webster, NY 14580
(716) 265-3778

NORTH CAROUNA

Parent to Parent
Rte 2, Box 178A
Angier, NC 27501
(919) 639-0172

Parents Reaching Out
to Paivnts
PO Box 638
Biscoe, NC 27209
(910) 428-9944

Parent to Parent/Family
Support
Appalachian State University
Edwin Duncan Hall
Boone, NC 28608
(704) 262-6089

Parent Support Group
63 N Canton Rd
Canton, NC 28716
(704) 452-4397

University Of North Carolina
School of Dentistry
Chapel Hill, NC 27599
(919) 966-2275

Family Support Network of
North Carolina
UNC-Chapel Hill, CB#7340
Chapel Hill, NC 27599
(919) 966-2841

Family Support Network of
Catawba Cty
Rte 2, Box 396
Conover, NC 28613
(707) 326-5953

Family Support Network of
Orange, Durham & Chatham
eh's
115 Market St, Ste 201
Durham, NC 27701
(919) 560-5600

Family Support of the
Albemarle Area
1601 Forest Dr
Elizabeth City, NC 27909
(919) 338-6987

Reaching Out Family Support
Group
609-A Murchison Rd
Fayetteville, NC 28306
(910) 424-7669

Parent to Parent Support
Fort Bragg & Pope Families
8 Avellino Rd
Fort Bragg, NC 28307
(910) 960-2558

Family Support Network
1623 N Webb St School
Gastonia, NC 28054
(704) 854-4839

Family Support Network
719 E Ash St
Goldsboro, NC 27530
(919) 580-0330

Family Support Network of
Greater Greensboro
801 Green Valley Rd
Greensboro, NC 27408
(910) 574-6507

Family Support Network of
Eastern North Carolina
Irons Bldg, ECU Campus
Greenville, NC 27858
(919) 328-4494

Parents Resource Organization
142 Cemetery Rd
Mocksville, NC 27028
(910) 998-3311

Family Support Network/Hope
Network
Western Carolina Ctr
300 Enola Rd
Morganton, NC 28655
(704) 433-2661
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Family Support Network of the
Neuse Area
1405 S Glenburnie Rd
New Bern, NC 28562
(919) 514-4770

Parents Encouraging Parents
PO Box 1318
Pisgah Forest, NC 2760
(704) 884-5649

Family Support Network,
Wake Cty
319 Chapanoke Rd, Ste 101
Raleigh, NC 27603
(919) 662-4600

Child and Adolescent Network
4904 Watersedge Dr, Ste 152
Raleigh, NC 27606
(919) 851-0063

Child and Family Services
Branch
Division of MH/DD/SAS
325 N Salisbury St, Rm 517
Raleigh, NC 27603
(919) 733-0598

Caring Parents
1506 Laurel St
Roanoke Rapids, NC 27870
(919) 535-5887

Family Support Network
Rt 11, Box 369A
Statesvilie, NC 28677
(70.1) 876-4621

Family Support Network of SE
North Carolina
1804 Chestnut St
Wilmington, NC 28405
;910) 763-333:

Parents Together
4505 Shattalon Dr
Winston-Salern, NC 27106
(910) 924-5301

OHIO

Down Syndrome Association
of Greater Cincinnati
1821 Summit Rd, Ste 102
Cirzinnati, OH 45237
(5 3) 761-5400

Ohio Protection & Advocacy
Association
4030 Mt Carmel/Tobasco.

Ste 214
Cincinnati, 04 45255
(513) 528-4690

Ohio Protection & Advocacy
Association
5030 Brookpark Rd
Cleveland, OH 44134
(216) 398-5501

The Family information
Network
246 N High St, 5th Fl
Columbus, OH 43266
(614) 644-8389

Ohio Head Injury Association
1335 Dublin Rd, Ste 50A
t mbus, OH 43215
(e 41 431-7100

Celebrating Families
of Children
16 Vassar Dr
Dayton, OH 45406
(513) 275-0990

Special Needs Information
Center
832 Shannon Rd
Girard, OH 44420
(216) 545-2837

Miami Valley Down Syndrome
Association
1444 Beaver Creek Ln
Kettering, OH 45429
(513) 294-1240

Family Information Network of
NW Ohio
1 Stranahan Sq. #540
Toledo, OH 43604
(419) 242-9587

OREGON

of Lane Cty
Parent Network
45 W Broadway, Ste 205
Eugene, OR 97401
(503) 343-5256

Parent Support Group
2825 Barnett Rd
Medford, OR 97504
(503) 770-4233

Oregon Cope Project
999 Locust St NE
Salem, OR 97303-5299
(503) 373-7477

PENNSYLVANIA

Brain Injury Support Group
595 W State St
Doylestown, PA 18901
(215) 345-2634

Parent Support Center
252 Wa:erford St
Edinboro, PA 16412
(314) 734-5610

Westmoreland Cty Parent
to Peant
Ro 12 Box 179
Donohoe Rd
Greensburg, PA 15601
'4 i 2) 8:37-8159

Down Syndrome Support
Group of Lancaster Cty
do S. June Smith Ctr
25 NW End Ave
Lancaster, PA 17603
(717) 299-4829
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Charcot-Marie-Tooth
Association
601 Upland Ave
Upland, PA 19015
(800) 606-2682

RHODE ISLAND

Parents Reaching Out
1 Simmons Rd
Barrington, RI 02806
(401) *245-5241

Down Syndrome Society
of Rhode Island
99 Bakii-iiii Rd
Cranston, RI 02920
(401) 463-5/51

Parent Trmining Program,
Special Education
22 Hayes St
Providence, RI 02908
(401) 277-3505

Central Region Early
intervention Program
J Arthur Mem Ctr
250 Commonwealth
Warwick, RI 02886
(401) 823-1731

SOUTH CAROLINA

Family Connection of
South Carolina
2712 Middleburg Dr
Columbia, SC 20204
(803) 252-0914

Parents Reaching Out.
Parents of South Carolina
2712 Middleburg Dr, Ste 102
Columbia, SC 29204
(803) 779-3859

SOUTH DAKOTA

Parent to Parent
2501 W 26th St
Sioux Falls, SD 57105-2498
(605) 334-3119

TENNESSEE

Parent to Parent
312 8th Ave, 10th Fl
Nashville, TN 37247
(615) 741-0361

TEXAS

Parent Case Management
Program
4601 Harrford
Abilene, TX 79605
(915) 691-7232

Pilot Parent
The Arc
2818 San Gabriel
Austin, TX 78105-3598
(512) 476-7044
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Partners Resource Network
1090 Longfellow, Ste B
Beaumont, TX 77706-4889
(409) 398-4684

Parent to Parent
PO Box 113162
Carrollton, TX 75011-3163
(214) 994.3484

Tarrant Cty Society for Rearing
Impaired infants and Youth
6416 Canyon Cir
Fort Worth, TX 76133
(817) 346-0421

Parent to Parent
307 Peterson
Royse City, TX 75089
(214) 636-9604

Parent Case Managment
Program of West 'Foxes
Rehabilitation Centers
3001 S .lacKSOn
San Angelo, TX 76904
(915) 949-9535

UTAH

"'rent to Parent
50 N Medical Dr, Rm 2553
Salt Lake City, UT 84132
(801) 581-2098

Graduate Parents
100 N Medical Dr
Salt Lake City, UT 84113-1100
(801) 588-3899

HOPE: A Parent to Parent
Network
2290 E 4500 S, Ste 110
Salt Lake City, UT 84117
(801) 272-1051

VERMONT

Vermont Family Resource
Consultants
UAP of Vermont
499C Waterman Bldg
Burlington, VT 05405
(802) 656-4031

Parent to Parent of Vermont
1 Main St, 69 Champlain Mill
Winooski, VT 05404
(802) 655-5290

VIRGINIA

Culpepper Area Parent
to Parent
Rte 2, Box 263J
Amissville, VA 22002
(703) 937-2155

Parent to Parent of Alexandria
4729 N 20th St
Arlington, VA 22207
(703) 524-8222

SW Virginia Parent to Parent
Drawer ll
Big Stone Gap, VA 24219
(703) 523-0682
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Craniofacial Anomalies Clinic
Box 376
Charlottesville, VA 22908
(804) 924-5801

Charlottesville Parent to
Parent
Rte 2, Box 402A
Crozet, VA 23932
(804) 973-2247

Prince William Parent
to Parent
15077 Lindenberry Ln
Dumfries, VA 22026
(703) 691-7826

Parent to Parent of
Northern Virginia
PEATC

10340 Democracy Ln, Ste 206
Fairfax, VA 22030
(703) 691-7826

Parent to Parent of
Hampton Roads
1600B 5th St
Bethel Manor
Hampton, VA 23655
(804) 865-0463

Harrisonburg-Rockingham
Parent to Parent
1251 Smith land Rd
Harrisonburg, VA 22801
(703) 433 5821

Twin Cty/Galax Parent
to Parent
PO Box 931
Hillsville, VA 24343
(703) 236-6585

Parent to Parent, Whythe Cty
Rte 1, Box 50
Ivanhoe, VA 24350
(703) 699-6341

Parent to Parent of Central
Virginia
Arc of Central Virginia
1264 Krise Cir
Lynchburg, VA 24503

Fairfax Cty Parent to Parent
10509 Adel Rd
Oakton, VA 22124
(703) 281-7113

Parent to Parent of Southside
Virginia
20 W Bank St, Ste C
Petersburg, VA 23803
(804) 862-8049

Parent to Parent of Southside
Virginia
Crater District Infant Intervention

Program
2008 Wakefield Ave
Petersburg, VA 23805
(804) 862-9940

Parent to Parent
1518 Willow Lawn Dr
Richmond, VA 23230
(804) 282-4255

Richmond Parent to Parent
1540 Honey Grove Dr
Richmond, VA 23229
(804) 270-1883

Parent to Parent of Roanoke
3857 Hummingbird Ln
Roanoke, VA 24018
(703) 989-5042

Parent to Parent, Roanoke
3020 Mansfield St
Roanoke, VA 24012
(703) 366-3551

Parents of Children with Down
Syndrome
6111 Roxbury Ave
Springfield, VA 22152
(703) 451-6328

Raddanock Parent to Parent
2015 Buoy Dr
Stafford, VA 22554
(703) 659-4957

Loudon Parent to Parent
104 Country Rd
Sterling, VA 20165
(703) 406-7804

Tidewater Area Parent to
Parent
707 Gittings St, Ste 170
Suffolk, VA 23434
(804) 539.8616

Virginia Beach Parrot
to Parent
405 W Farmington Ro
Virginia Beach, VA 23454
(804) 340-1954

WASHINGTON

Grays Harbor Parent to Parent
117 E 3rd, PO Box 1827
Aberdeen, WA 98520
(206) 533-5100

Parent to Parent, Whatcom Cty
1111 Cornwall Ave, Ste 205
Bellingham, WA 98225
(206) 966-7932

Parent to Parent
The Arc of Kitsap Cly
3243 N Perry Ave
Bremerton, WA 98310
(206) 377-3473

Parent to Parent Support
Program
156 NW Prindle
Cheha:ls, WA 98532
(206) 748-4359

4,1

Parent to Parent,
Snohomish Cty
2531 Wetmore
Everett, WA 98201-2919
(206) 258-2459

Parent to Parent Support
Program
The Arc of Cowlitz Valley
1129 Broadway
Longview, WA 98632
(206) 532-5494

Parent to Parent, Grant, Adams
& Lincoln Ctys
903 W 3rd
Moses Lake, WA 98837
(509) 765-3686

Parent to Parent Support
Program, Skagit Cty
PO Box 1833
Mc.mt Vernon, WA 98273
(206) 757-7048

Parent to Parent, Thurston Cty
1703 E State Ave
Olympia, WA 98506
(206) 352-1126

Parent to Parent
PO Box 3051
Omak, WA 98841
(509) 826-0716

Parent to Parent Support
Program, Ciallam Cty
2039 W 10th St
Port Angeles, WA 98363
(208) 457-1282

Parent to Parent Support
Program, Benton & Franklin
CtYs
767 Williams Blvd
Richland, WA 99352
(509) 943-2908

The Cleft Connection
110 Prefontaine PI S, Ste 500
Seattle, WA 98104
(206) 296-4665

Parent to Parent Programs
The Arc of King Cty
10550 Lake City Way NE, Ste A
Seattle, WA 98125-7752
(206) 948-7322

King Cty Part.it to Parent
10550 Lake City Wy NE, Ste A
Seattle, WA 98125-7752
(206) 364-4645

Parent to Parent Support
Programs, Mason Cty
428 W Birch
Shelton, WA 98584
(206) 426-1005

Parent to Parent Support
Program, Spokane Cty
W 127 Boone Ave
Spokane. WA 99201
(509) 244-4499

70

Parent to Parent
12208 Pacific Hwy SW
Tacoma, WA 98499
(206) 588-1741

Parent to Parent Support
Program
Arc of Clark Cty
PO Box 2608
Vancouver, WA 98668
(206) 254-1562

Parent to Parent/De Padre a
Padre, Walla Walla & Columbia
CtYs
PO Box 1595
Walla Walla, WA 99362
(509) 527-3278

Parent to Parent, Chelan &
Douglas Ctys
PO Box 1
Wenatchee, WA 98807
(509) 782-4476

Parent to Parent Support
Program
603 S 18th Ave
Yakima, WA 98902
(509) 452-1382

WEST VIRGINIA

Autism Services Center
Prichard Bldg, 9th Fl
305 9th St
Huntington, WV 25710-0507
(304) 525-8014

WISCONSIN

Pilot Parents
Rte 2, Box 434
Ashland, WI 54806
(715) 682-2671

Brown Cty Arc
PO Box 12770
Green Bay, WI 54307-2770
(414) 498-2599

DEAF
PO Box 23825
Green Bay, WI 54305-5825
(414) 437-7531

MUMS National Parent to
Parent
150 Custer Ct
Green Bay. WI 54301-1243
(414) 336-5333

SW Wisconsin Parents of
Down Syndrome Persons
18716 W Mound Rd
Platteville, WI 53818
(608) 348-8906

Racine Parent Support
The Arc
818 6th St
Racine, WI 53403
(414) 634-6303
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o Camerer, M. C. & Emerson Capps-RAISING OTHER

PEOPLE'S KIDS: A Guide for Houseparents, Foster
Parents, and Direct Care Staff. '95, 188 pp. (7 x 10).

O Morton-Young, Tommie-AFTER-SCHOOL AND PAR-
ENT EDUCATION PROGRAMS FOR AT-RISK YOUTH
AND THEIR FAMILIES: A Guide to Organizing and
Operating a Community-Based Center for Basic
Educational Skills Reinforcement, Homework Assis-
tance, Cultural Enrichment, and a Parent Involve-
ment Focus. '95, 148 pp. (7 x 10), 1 il. Cloth
$37.95, paper-$.22.95.

O Holley. Shelby-A iRACTICAL PARENT'S HAND-
BOOK ON TEACHING CHILDREN WITH LEARN-
ING DISABILITIES. '94, 308 pp., 13 11., 1 table,
$61.95. $34.95, paper.

O Anderson, Frances E.-ART-CENTERED EDUCA-
TION AND THERAPY FOR CHILDREN WITH DIS-
ABILITIES. '94, 284 pp. (63/1 x 93/1), 100 il., 14
tables, $44.95. $29.95, paper.

O Kass, Corrine E. & Cleborne D. Maddux-A HUMAN
DEVELOPMENT VIEW OF LEARNING DISABILI-
TIES: From Theory to Practice. '93, 222 pp. (7 x
10), 3 iL, $47.95. $29.95, paper.

o Girodano, Gerard-DIAGNOSTIC AND REMEDIAL
MATHEMATICS IN SPECIAL EDUCATION. '93, 320
pp. (7 x 10), 85 it., 26 tables, $59.95. paper.

o Plumriage, Diane M., Robin Bennett, Nuhad Dinno
& Cynthia Branson-THE STUDENT WITH A GE-
NETIC DISORDER: Educational Implications for
Special Education Teachers and for Physical Thera-
pists, Occupational Therapists, and Speech Path-
ologists. '93, 382 pp. (7 x 10), 32 il., 8 tables,
$75.95. $39.95, paper.

O Jones, Carroll J.-CASE STUDIES OF SEVERELY/
MULTIHANDICAPPED STUDENTS. '93, 174 pp. (7
x 10), $38.95. $24.95, paper.

O Jones, Carroll J.-SOCIAL AND EMOTIONAL
DEVELOPMENT OF EXCEPTIONAL STUDENTS:
Handicapped and Gifted. '92, 218 pp. (7 x 10),
$39.95. $24.95, paper.

O Harley, Randall K., Mila B. Truan & LaRhea D.
Sanford-COMMUNICATION SKILLS FOR VISU-
ALLY IMPAIRED LEARNERS. '88, 356 pp. (63A x
93,4), 41 11., $55.95. $33.95, paper.

O Rose, Harriet Wallace-SOMETHING'S WRONG
WITH MY CHILD! A Straightforward Presentation
to Help Professionals and Parents to Better Under-
stand Themselves in Dealing With the Emotionally-
Charged Subject of Disabled Children. '87, 210 pp.
(7 x 10), $37.95. $22.95, paper.

O Thompson, Richard H. & Gene Stanford -CHILD
LIFE IN HOSPITALS: Theory and Practice. '81,
286 pp., 1 table, $38.95, spiral (paper).

Write, call (for Visa or MasterCard) 1-800-258-8980 or -217-789-8980 or FAX (217) 789-9130
gooks sent on approval Complete catalog sent on request Prices subject to change without notice

O Hargis, Charles H.-CURRICULUM BASED ASSESS-
MENT: A Primer. (2nd Ed.) '95, 190 pp. (7 x 10).
paper. $31.95.

O Love, Harold D. & Freddie W. Litton-TEACHING
READING TO DISABLED AND HANDICAPPED
LEARNERS. '94, 260 pp. (7 x 10), 8 il., 23 tables,
$51.95. $30.95, paper.

O Vaughan, C. Edwin-THE STRUGGLE OF BLIND
PEOPLE FOR SELF-DETERMINATION: The Depen-
dency-Rehabilitation Conflict; Empowerment in the
Blindness Community. '93, 256 pp. (7 x 10), 3 il.,
$43.95. $26.95, paper.

O Koziol, Leonard F., Chris E. Stout & Douglas H.
Ruben-HANDBOOK OF CHILDHOOD IMPULSE
DISORDERS AND ADHD: Theory and Practice.
'93, 252 pp. (7 x 10), 2 il., 18 tables, $55.95.
$33.95, paper.

O Jones, Carroll J.-CASE STUDIES OF MILDlY HANDI-
CAPPED STUDENTS: Learning Disabled, Mildly
Mentally Retarded, and Behavior Disordered. '92,
236 pp. (7 x 10), $49.95. $29.95, paper.

0 Jones, Carroll J.-ENHANCING SELF-CONCEPTS
AND ACHIEVEMENT OF MILDLY HANDICAPPED
STUDENTS: Learning Disabled, Mildly Mentally
Retarded, and Behavior Disordered. '92, 294 pp.
(7 x 10), 7 tables, $52.95. $31.95, paper.

O Trief, Ellen-WORKING WITH VISUALLY IMPAIRED
YOUNG STUDENTS: A Curriculum Guide for
Birth-3 Year Olds. '92, 230 pp. (7 x 10), 3 il.,
$43.95. $26.95, paper.

o Fadely, lack L. & Virginia N. tipsier ATTENTIONAL
DEFICIT DISORDER IN CHILDREN AND ADOLES-
CENTS. '92, 292 pp. (7 x 10), $51.95. $30.95, paper.

O Anderson, Frances E.-ART FOR ALL THE CHIL-
DREN: Approaches to Art Therapy for Children
with Disabilities, 2nd Ed. '92, 398 pp. (63A x
113 il., 19 tables, $61.95. $39.95, paper.

O Cipani, Ennio-A GUIDE TO DEVELOPING
LANGUAGE COMPETENCE IN PREnHOOL CHIL-
DREN WITH SEVERE AND MODERATE HANDI-
CAPS. '91, 268 pp. (7 x 10), 6 il., 22 tables,
$54.95. $32.95, paper.

O Blanco, Ralph F. & David F. Bogacki-PRESCRIP.
TIONS FOR CHILDREN WITH LEARNING AND
ADJUSTMENT PROBLEMS: A Consultant's Desk
Reference. (3rd Ed.) '88, 264 pp. (7 x 10), $35.95.
$18.95, paper.

O Cummings, Rhoda Woods & Clebome D. Maddux -
PARENTING THE LEARNING DISABLED: A Real-
istic Approach. '85, 144 pp. (7 x 10), $31.95.
$16.95, paper.

O Tuttle, Dean W.-SELF-ESTEEM AND ADJUSTING
WITH BLINDNESS: The Process of Responding to
Life's Demands. '84, 336 pp., 13 il., $46.95.
$29.95, paper.

2600 South Firt Streef Springfield , Illindis 62794-9265
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That was the last thing I needed to hear that morning! I was in the middle of getting myself
ready for work, the kids ready for school and dinner ready for the crockpot. And, now I needed
to find a sitter who could stay with the kids until I got home from the store with more Attends.

After a long day at work, I fought the traffic to my "reliable source" for Attends Youth Briefs
they were completely out! At another store, the 16-year-old sales clerk had never
heard of Attends or incontinence for that matter. The last store had either X-Large baby
diapers, which rub his legs raw, or a Small Adult size that almost comes up to his chin! I went
home feeling frustrated and out ao extra $8 for the sitter!

Isn't there any easier way to get
my son's Attends Briefs?

YES! A teacher at my son's school let me in on a little secret Home

Delivery Incontinent Supplies Co., Inc.! Not only did they carry my son's
unique Attends Youth Size at great prices, but they would also ship it to
my home through UPS at no extra charge! (See order form and $8
coupon on the following page!)

Forget searching from store to store trying to find what your child needs!
Fast doorstep delivery, great prices and caring people - you can't
get that in the stores! Thanks HDIS!

Home Delivery Incontinent Supplies Co Inc.. 1215 Dielman Industrial Court
40 Olivette, MO 63132

1-800-538-1036 72Him (Call for a FREE Catalog!)
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Why do thousands of parents choose HMS' horne,-
delivery service for their bladder control needs?

CONVENIENCE

SERVICE

Forget driving around from store to store,
fighting traffic and searching crowded parking
lots. Instead, HDIS will deliver your
products right to your home!

Our low warehouse-direct-to-you prices
save you money and we also have a regular
delivery schedule that can save you even
more! (See details in the coupon on facing
page.)

No more nosy, uninformed salesclerks!
Since our Customer Care Representatives
deal strictly with !ncontinence products, we
can answer your questions thoroughly
and professionally to help you find the
right product!

Just sit back and enjoy your kids!
With HDIS you have one less thing to
worry about!

SAVINGS

NO STRESS!
NO HASSLE!

Have you noticed since your child has outgrown the Extra-Large baby diapers your only other
option is Small Adult sizes? Well, Attends realizes there is a big difference between the two sizes so
they introduced the Attends Youth Size Brief (35-75 pounds or a 17-21 inch waist). Not only will this
work for your child when he or she is at the in-between stage, but they have a full line of adult sizes that
your child can grow into. Forget having to hassle with different brands every time your child grows. Instead,

you can stick with Attends, a brand you knew and trust.

Attends Briefs

1110,,..7""..,
4._ i Airigaa

Attends Washcloths

We carry a wide variety of products for all levels of bladder
control protection (Attends, Depend, Serenity and also harder to
find items like Dignity, Tranquility and our own line called
Re.as.sure.). Call one of our Custromer Care Representatives at
1-800-538-1036 for a FREE, full-color catalog.

Home Delivery Incontinent Supplies Co., Inc.
1215 Dielman Industrial Court
Olivette, MO 63132 73HDIS 1-800-538-1036

000
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Call 1-800-538-1036 and place an order with one of our Customer
Care Representatives, or fill out the handy order form below and mail
it to: HDIS, 1215 Dielman Industrial Court, Olivette, MO,
63132. ;f you order right away, we will send you a FREE! tub
of Attends Washcloths. They are twice the size and thickness of
baby wipes (8 1/4" x 11 3/4"). And, we are also offering a savings
of up to $8 off your first order! (See details in the coupon below.)
Convenience, Savings and Service - you can't get that
anywhere else, but HDIS!

vow

Save $8
or $2!

HMIs
1-800-538-1036

FREE!.
'411116wTub of Washcloths

$8 Coupon

SPECIAL COUPON
How do I use this coupon? Simply indicate on the order form how often you'd like us to ship your
product, and you may deduct S8.00 from your first subscription order only! Or deduct S2.00 from

any regular order! For current HDIS subscription customers, take advantage of S2 savings.
Remember, in order to take $8.00 off you must sign up for the subscription plan.

What is the subscription plan? Our automatic delivery subscription plan is for the person who

needs a product on an ongoing basis. Tell us how often you'd like to receive your product (every
4 weeks, 6 weeks, etc.). and we'll automatically ship it each time. You save 5% off our already

low prices, and we will bill you with each order. You can change or cancel you. schedule at any

time without penalty. Call our Customer Care Representatives at I-800-538-1036 if youhave any

questions.

One $8 discount per household. No copies accepted. Good onl at

Home Delivery Order Form For Attends
Yes! Send the order below to my home in a discreet unmarked box.

Name
Address
City,State,Zip
Phone (

Method of Payment: (choose one)
Check or money order enclosed
Visa MC

Number (Please Pim( Nombos Clearls ()."e

Attends Etriefs -Quantity keg. Price Sub. Price Qty. Total

Youth (35-75 lbs.) 96/case $56.77 $53.93

Small (20-3 I " waist) 96/case $55.77 $52.98

Medium (32-44" waist) 72'case $49.99 S47.49

Large (45-58" waist) 72/case $70.99 $67.44

Attends Washcloths 68/tub FREE! FREE! 1 Tub FREE!

Attends Washcloths 68:tub $10.49 $9.97

Attends Washcloths 5 tubs/case S4 I .99 S39.89

We Pay Shipping and Handling!

* Yes! Sign me up fOr the subscription plan and deliver eveiy
(See the valuable coupon on the enclosed brochure!)

For further intOrmation circle til4 k.I \

MO Residents add

weeks.

5.75% sales tax

Less coupon

Total
74

Home Delivery Incontinent Supplies Co., Inc., 1215 Dielman industrial Court, Olivette, MO, 63132, 1-800-538-1036



e

_ -

_

MIS

11 Choose the size that's right for your child
from this ad, or if this product does not suita
your needs call 1-800-538-1036 and
we will send you a FREE, full-color catalog.
(Samples are also available.)

2 Cali toll-free 1-800-538-1036 to
m place your order. Our caring, trained

professionals will be glad to help you
choose what you need. If you prefer
to order by mail, use the order form
on the other side of this page.

-.1:1111111111a.-

For further intbrmation circle #14

42 Your shipment will be delivered by UPS in
m a discreet, unmarked box within five

working days after we receive the order.

Home Delivery Incontinent Supplies Co., Inc.
1215 Dielman Industrial Court
Olivette, MO 63132

HDIS 1-800-538-1036
, 75 Copyright 1994 Home Del.vory Incontoont Supplies Co Inc EP2441



Hey Mom, Now There's
A Break From the Weather

11.041,1
The

WEATHERBREAKEr
A COLLAPSIBLE CANOPY FOR

WHEELCHAIRS/SCOOTERS

Protects your child
from the rain
Shades your child
from the sun
Fits all wheelchairs
Mount it once, then put it on
or take it off in a snap

Call your local dealer todayl
or order direct

800-795-2392
The

WEATHERBREAKEr Base Model $115.00
When 1. Manufacturer and model of Wheel Chair/Scooter

Ordering 2. Choice of teal green, navy blue, cranberry red or charcoal gray
Include: 3. Side windows add $20.00, Rear window add $10.00

Checks Money Orders Credit Cards Accepted

DIESTCO Manufacturing P.O. Box 6504 Chico, CA 95927

Quality Guaranteed Made in the USA

Circle # 105

PRADER WILLI
SERVICES

Keystone of Pennsylvania and New Jersey are celebrating
30 years of residential success in programs highlighting
community integration and will be expanding services to
persons with Prader Willi Syndrome.

Cost Effective 24 hour a day

Program
Close Medical and Dietary
Supervision

Prescriptive Leisure, ,..

Recreational and Behavioral
Programming

Individual and Group
Counseling Available

Well Trained, Caring Staff

Very Homelike Residences in
Poconos of Pennsylvania

Vocational Training and Day Services for Adults

Educational Services are Available for Children

Phone 1-800-232-1'53

or write: Keystone City Residence, Inc.
406 N. Washington Ave.
Scranton, PA 18503

Nr

Circle 4 48

flIBDC
is your
link to
parent
partner: 0©

0

ad; s=a1

Nem

AssociatTiohne
of Birth
Defect

Children (BDC)
is your link to

parent partners,

i
birth defect
nformation,

newsletters, fact
sheets, and support
referrals. Link with

families of children with
similar disabilities through

FIBDC's National Birth Defect
Registry.

To receive a free parent
matching registry packet and

kl4w

information about fIBDC's other
projects and services call:

1-800-31 3-fiBDC
(24 hours a day)

g0853 During the Combined Federal
Campaign in your workplace.

11se
Circle 62
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Special Trikes for
Special People

Featuring Growth Adjustability
Foot Propelled Tricycles

3 Sizes/Models
(ages 3 to young adult)
Steering Stop for Safety

Easy to Use and Durable
Various Accessories it

Therapeutic Exercise

45, /40K%

Hand Propelled Tricycles
3 Sizes/Models
(ages 3 to young adult)
Back Pedal Brake
Steering Stop for Safety

Tricycles are specially designed in
close cooperation with therapsts.
Call for Free Catalog and let our

experienced operators help decide
which style is best for your child.

VISA-MasterCard
P.O. Box 1364

CUMBERLAND, MD 21502 301-759-3525
Copynght TAlAID 1990. PHONE FAX
All specifications are subject to alteration without notrce

REHASILITP DON PRODUCTS

14300-306-6777
Circle # 45

Join The Forum
it's free and it works!

THE PRADER-WILLI SYNDROME
INTERNATIONAL INFORMATION FORUM

THE FORUM is the nation's largest
Prader-Willi Syndrome membership

organization. Membership is free of charge
to anyone with an interest in Prader-Willi
Syndrome. Forum members receive many
benefits, including newsletters, brochures,
news about conferences, access to on-line
information, parent-to-parent and parent-
to-professional networking, and more.

40 Holly Lane Roslyn Heights, N.Y. 11577
Thltfree 1-800-358-0682 Fax 516-484-7154

Internet address yisink@delphi.com

Circle # 43
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Kinderwagen products now available through

Taylor Made Healthcare
Bugsy
An ergonomically designed indoor/
outdoor postural walker available in 3
sizes. Optional postion'ng aids, sliding
brakes, fixed or swivel wheel frames with
color choices of puple or turquoise.

.7

Panda
Postural positioning system
available in 3 sizes, fixed or swivel
wheel frames, several fabric options and
color choices of puiple and turquoise.
Standard features include tilt-in-space,
wheel locks, reversable seat, compact and
lightweight. Over 40 options available
including locking mobile high chair base.

Flipper
An adjustable baih
constructed of lightweight tubular
steel. Available in 2 sizes with a
white frame and blue webbing.
Standard features include; wheels and
adjustable seat back. Optional head
support and chest strap are available.

TAYLOR MADErm
HEALTHCARE

Call and ask about our 10 West 9th Avenue
free evaluation program Gloversville, New York 12078

1-800-2&3-0942 Fax: (518) 773-9375

Circle # 134

Crystal Springs School
A PROGRAM OF THE

INSTITUTE FOR DEVELOPMENTAL DISABILT1ES, INC.

Providing quality residential, special education and treat-
ment services in a professionally caring, homelike environment
since 1953.

30 acre campus in Southeast Massachusetts, close to
Boston, Cape Cod, Providence and Newport, R.I.
Programs for severely and profoundly multiply handi-
capped children and young adults f rom birth - 22, including
those young people characterized as medically fragile.
365 day programs providing 24 hour nursing availability.
Licensed by the Massachusetts Office for Children.
Approved by the Massachusetts Department of Education.
Member of the Massachusetts Association of Approved
Private Schools.

For information, Please Call:
Admissions Coordinator

1-800-840-8087 (508) 644-3101

77
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GM M&ILITY
P 0 G P' A M. Maintain your

daily independence through the General Motors

Mobility Program for Persons with Disabilities.

It starts with a toll-free call to our GM Mobility

Assistance Center. We'll identify your local driver

assessment centers, list

your area's installers
of adaptive driving
devices or vehicle modi-

fications and st.sgest
which GM cars and
light-duty trucks might work best for you.

Next, whether you buy or lease a new GM
vehicle or dealer demo model, we'll reimburse you

for the cost of adapting it-or for the reinstallation

of your own adaptive equipment-up to $1000.
Qualified customers can finance the cost of the

vehicle and any modifications through GMAC in a

single transaction at participating dealers.

The people at GM, and GM dealers nationwide,

know how important mobility is to your everyday

life. Call us today. Or contact your Chevrolet,
Pontiac, Oldsmobile, Buick, Cadillac or GMC

Truck dealer and find
out how the General
Motors Mobility Program

can help make every
day Independence Day

for you.

Call toll-free: 1-800-323-9935
(TDD users: 1-800-TDD-9935)

V Reimbursement of adap.ation costs, up to $1000

V Financing available through GMAC

V Information on driver assessment centers and
adaptive equipment installers

V Free resource video, "On The Move Again"

V 24-hour Roadside Assistance
(Reimbursement for least d 1,.ehicle adaptation available only
upon kssor's approval to adapt velni le. )

General mtg.&
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Is a truly barrier-free tub replacement
An easy-to-do 1-day, no-plumber proiectl

e. Makes bat4gme child's play.

411116._.

Access Able. For Every Body.

--..1111,10r

Call about 396 other access products, including child-size

VERTICALSACK WASHCHAIRS and a unique and

wonderful POWERREMOTE 000n SYSTEM. Next

month: our new lilt-back Washchair and the All-terrain

Fun Chair. Soon: ROIFlor, an easy, affordable roll-in

conversion for existing showers!

1 800 285 2525
for more information

le
ENVIRONMENTS PIRCHNICTS
THAT AU NIGHT, OUT OF THE BOA

Circle * 103

MUUMUU! washchaic
sensible back-saver Safe,
wet shower or bath fun
Cen go to Me beach or pool

Got a computer?
Don't know what to do with it?

AtisiL We can help.

(Just ask Alexander).

.772T

Since 1979, IntelliTools has been helping people
use computers by providing intelligent tools for
specialeducation, early childirod, elementary education

and adults with disabilities.

To receive a free copy of our new 1994-95 Catalog,
featuring over 15 new products, call or write:

I NTEWTOOLS, INC.

5221 antral Avenue Suite 205

Ramcoci,CA 94804

800 899 6687
510 * 528 2225 FAX

Circle 0 42
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EXPRESS
Medical Supply, Inc.

UROLOGICAL
Bard Baxter Coloplast
Convatec Hollister Intermed
Mentor MMG Sherwood
Sierra Urocare United

INCONTINENCE
Attends Caring Depends
Medline Tranquility

OSTOMY
Coloplast Convatec Cymed
Hollister NuHope United

WHEELCHAIR
CUSHIONS
Roho Jay

SKIN & WOUND CARE
Bard Convatec Hollister
Sween United Urocare

FREE SHIPPING
for orders over $75.00 in the
continental U.S.

Call for a Free Catalog

800-633-2139

Circle 0 156
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Exceptional

Needs . . .

Exceptional

Outcomes

Crotched Mountain Foundation is

proud to announce its capacity to

facilitate community-based housing

and aftercare for students returning

from residential settings to cities and

towns in New York, Maine, and

New Hampshire.

Crotched Mountain can provide

your child with state-of-the-art

educational and rehabilitation services

in a preparatory school setting, followed

by a guided return to your community

housing, educational, and lifelong

planning resources.

For more information on these

services or those of our subsidiaries,

please contact our Admissions

Officer, Debra Flanders at

(603) 547-3311, ext. 235.

CROTCHED MOUNTAIN
\11(c's( 1\

A subsidialy of crotched Mountain Foundation

I VERN!) DRIvI, CWHAFIFII), 0301", (NW c 1-.3311
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The Foundation for Technology Access (FTA) began in
1987 as a joint project of a grass-roots organization
Disabled Children's Computer Groupand a major cor-

porationApple Computer
From a small group of parents, consumers and profession:-

als, FTA has grown into one of the nation's largest resources to
help adults and children with disabilities gain access to the
benefits of adaptive technology.

FTA's most important means of promoting technology access
may be its Alliance for Technology Access (ATA), a nationwide
network of community-based assistive technology resource
centers. ATA centers work with a wide variety of individuals
and organizations and have no eligibility criteria for determin-
ing who may receive services.

A description of services provided by individual cent6rs fol-
lows each listing. Numbers correspond to items listed in the
Key to Services.

This symbol (A) indicates an Intemet e-mail address.

ALABAMA

Birmingham Alliance for
Technology Access Center
Birmingham Independent Living Ctr
206 13th St S
Birmingham, AL 35233-1317
(205) 251-2223 (VTIN)
(205) 251-0605 (fax)
1,2,3,4,5,6,8,11,13,14,16,19,20;
Braille services, home visits

Technology Assistance for
Special Consumers
PO Box 443
Huntsville, AL 35804
(205) 532-5996 (MTV)
(205) 532-5994 (fax)

tascal@aol.com
1,2,3,4,5,6,7,8,9,10,11,12,13,
14,15,19,20

ALASKA
_ .

Alaska Services For Enabling
Technology
207 Moller Dr, PO Box 6485
Sitka, AK 99835
(907) 747-7615 (voice)

asetseak@aol.com
1,2,5,6,8,19; expertise in technol-
ogy for people with vision impair-
ments

ARIZONA

Technology Access Center
of Tucson
4710 E 29th St
PO Box 13178
Tucson, AZ 85732-3178
(602) 745-5588 (voice)
rEti tactaz@aol.com
1,2,7,8,9,10,11,12,13,14,15,19,

20; disability awareness sessions

ARKANSAS

T-echn-o-logy Resource Center
do Arkansas Easter Seal Society
3920 Woodland Heights Rd
Little Rock, AR 72212-2495
(501) 227-3600 (voice)
(501) 227-3601 (fax)
Iglatrce@aol.com
1,2,3,4,5,6,7,8,9,10,11,12,13,
14,15,16,17,18,19,20; District
Assistive Technology Service Plan

CALIFORNIA

Center for Accessible
Technology
2547 8th St, 12-A
Berkeley, CA 94710-2572
(510) 841-3224 AllTTY)
(510) 841-7956 (tax)

cforat@aol.com
1,2,3,4,5,6,7,9,10,11,12,13,14,
15,16,17,19,20

Computer Access Center
1807 Wilshire Blvd, #202
Santa Monica, CA 90403
(310) 829-6395 (voice)

cacofsmca@aol.corn
1,2,4,5,6,7,8,9,11,12,13,15,16.
17,19,20

Sacramento Center for
Assistive Technology
4370 Mather School Rd
Mather, CA 95655
(916) 361-0553 Nano
(916) 361-0554 (fax)

scatl@aoLcom
1,2,3,6,9,11,12,15,19,20

Special Awareness Computer
Center
Rehabilitation Unit North
2975 N Sycamore Dr
Simi Valley, CA 93065
(805) 582-1881 (voice)
(805) 582-2855 (fax)

sacca@aol.com
1,2,12,13,15

Special Technology Center
590 Castro St
Mountain View, CA 94041
(415) 961-6789 (voice)
(415) 961-6775 (fax)
1,2,6,8,9,10,11,12,13,15,16,20

Team of Advocates
for Special Kids
100 W Cerritos Ave
Anaheim, CA 92805-6546
(714) 533-8275 (voice)
(714) 533-2533 (fax)

taskca@aol.com
1,2,5,6,7,8,12,13,14,15,16,18,
20; consultations, Saturday open
labs

FLORIDA

Center for Independence
Technology and Education
215 E New Hampshire St
Orlando, FL 32804
(407) 898-248? (voice)
(407) 895-5255 (fax)
Alcite@applelink.apple.com
1,2,3,4,5,7,8,9,10,11,12,13,14,
15,16,17,18,19,20, parent sup-
port group

GEORGIA

Tech:Able
1140 Ellington Dr
Conyers, GA 30207-4323
(404) 922-6768 (voice)
(404) 922-6769 (fax)

tekablega@aol.com
1,2,3,4,5,6,7,8,9,10,11,12,13.
14,15,16,20; fabrication of adap-
tive devices and recycling of used
medical equipment: information
and referral

Key to Services

1. Hands-on computer demon-
strations

2. Guided exploration
and problem-solving

3. Formal technology-
needs.assessments

4. Assistance in obtaining
assistive technology funding

5. Software lending library
6. Loans of computers and

hardware
7. Toy lending library
8. Loans of assistive devices
9. Videotape lending library

10. Constructing/adapting
switches and devices

11. Technical assistance
to IEP teams

12. Teacher training
13. Parent/family training
14. Augmentative

communication training
15. Workshops
16. Early childhood/

preschool programs
17. Computer camps/

After-school programs
18. Transition training for

young adults
19. Technical assistance

to employers
20. Newsletter

HAWAII

Aloha Special Technology
Access Center
1750 Kalakaua Ave #1008
Honolulu, HI 96826-3725
(808) 955-4464 (voice/fax)

siachi@aol.com
1,2,3,4,5,6,7,8,9,10,11,12,13,
14,15,16,20

ILUNOIS

Northern Illinois Center for
Adaptive Technology
3615 Louisiana Rd
Rockford, IL 61108-6195
(815) 229-2163 (voice)
(815) 229-2120 (fax)

ilca@aol.com
1,2,3,4,5,6,7,8,9,10,11,12,13,
15,17,18,19.20

.114
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ALLIANCE FOR TECHNOLOGY ACCESS CENTERS

Technical Aids & Asestancc
for Persons with Disabilities
Center
1950 W Roosevelt

Chicago, IL 60608
(3121 ,21-3373 (V/TTY)
(312) 421-3464 (fax)
IgIta..'-.cnter@aoi.com
I 4311,12,13,15.19

MDIANA

Assistitre Technology Training
and Information Center
3354 Pine Hill Dr
PO Box 2441

Vincennes, IN 47591
(800) 962-8842 (V/M)
(812) 882-1128 (fax)

inattic1©aol corn
1.2,4,5,6.7,8,9,10,11,12,13,15,
18 19

KANSAS

Technology Resources and
Solutions for People
3023 Canterbury Rd

and 1710 W Schilling Rd
Salina, KS 67401
(913) 827-9383 (V/lTir)
(913) 827-0301 (V/TTY)
(913) 827-5446 px)

trsoks@aol.com
1,4,5. 7,8,11,12,13,14,15,16,18

KENTUCKY

Blue Grass Technology Center
169 N Limestone
Lexington, KY 40507
(606) 255-9951 CVIT T

(606) 255-0059 (fax)
bluegrass@aolcom

1,2,3,4.6,7.8,9,10,11,12.14,15,
.8,19; supported ernploymen !
services for rural Kentucky

Enabling Technologies
of Kentuckiana
Louisville Free Public Library
301 York St

Louisville, KY 40203-2257
(502) 574-1637 (voice)
(502) 574-1674 (TTY)
(502) 582-2448 (fax)
181entecky@aol.com
1,2,3,6,7,8,9,11 ,12,13.14,15,16,
17,18,19,20

Speciatink
36 W 5th St
Covington, KY 41011

(6061 491-2464 (voiceilax)
181spclinkky©aol.com

14,15,16,19,20,- software devel-
opment, regional center for SW
Ohio, N Kentucky & SE Indiana

LOUISIANA

CATER-Center for Adaptivu
Technology and Educational
Resources
731 Park Ave
Mandeville, LA 70448-4918
(504) 626-7058 (voice/fax)

cateria@aolcom
1,2,4,5.7,9,10,11,72,13,15,18,20

MARYLAND

Learning independence
Through Computers
28 E Ostend St
Baltimore, MD 21230
(410) 659-5462 (voice)
(410) 659-5469 (11Y)
(410) 659-5472 (fax)

lincird@aol.corn
1,2,5,10,12,13,15,17,19,20

MASSACHUSETis

Massachusetts Special
Technology Access Center
12 Mudge Way 1-6
Bedford, MA 01730-2138
(617) 275-2446 (voice)
1,2,5,7,8,9,10,11,12,13,14,15,
16.19,20

MICHIGAN_
Living & Learning Resource
Centre
Physically Impaired Association

of Michigan
601 W Maple St
Lansing, MI 48906-5038
(517) 487-0883 (WTTY)
(517) 487-1605 (fax)
Gt1 limn ii@aol.com

1 ,2,3, 5,6,8,9,11,12,13,14,15,19

MINNESOTA

PACER Computer Resource
Center
4826 Chicago Ave S
Minneapolis, MN 55417-1098
(612) 827-2966 (WM)
(612) 827-3065 (fax)

00w@wondecein.cdc.gov
1,3,4,5,6,8,9,11,12,13,15,20

MISSOURI
. _ _ _

Technology Access Center
12110 Clayton Rd
St Louis, MO 63131-2599
(314) 569-8404 (voice)
(314) 569-8400 (TTY)
(3141993-5937 (fax)

mostItac@aolcom
1.4,5,6,9,12,13,15,19.20
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MONTANA

Parents, Let's Unite for Kids
MSU Biliings SPE0267
1500 N 30th St
Billings, MT 59101-0298
(406) 657-2055 (V/TTY)
(406) 657-2061 (fax)

plukrnt@aol.com
1,2,3,4,5,6,7,8,9,10,11.12,13,
15,16,17,18,19,20; book-lending
library Medline searches, data-
base, Parent Training Center

NEW JERSEY

Center for Enabling
Technology
622 Route 10 W, #22B
Whippany, NJ 07981-0272
(201) 428-1455 (voice)

cetnj@aol.corn
1,2,3,12,13,15.16,17,20, open
resource times

Computer Center for People
with disAbilities
35 Haddon Ave
Shrewsbury, NJ 07702-4007
(908) 747-5310 (voice)
(908) 747-5936 (fax)

ccdap;@aol.com
1,2.5,6,7,9,10,12,13,14,15,16,
17,20; specialty groups: ADD
club, Kids Helping Kids, Creative
Writing

NEW YORK_
Techspress
Resource Ctr for Independent

Living

409 Columbia St
Utica, NY 13502-0210
(315) 797-4642 (voice)
(315) 797-5837 (1T{)
(315) 797-4747 (fax)

Ixprsny@aol.cern
1,2,3,6,7,8,10,11,12,13,14,15,
18,19,20

NORTH CAROUNA

Carolina Computer Access
Center
700 East Second St
Charlotte, NC 28202-2826
(704) 342-3004 (voice/fax)

ccacnc@aol.com
1,2,4,5,6,8,9.10,12,15,16,19,20

NORTH DAKOTA

Pathfinder Services
of North Dakota
1600 2nd Ave SW
Minot, ND 58701
(701) 852-9426 (voice)
(70 )) 838-9324 (fax)
182 pathfinder OaoLcom

1,5,7.9,11,12,13,14,15,1618,20

Key to Services

1. Hands-on computer demon-
strations

2. Guided exploration
and problem-soiving

3. Formal technology-
needs.assessrnents

4. Assistance in obtaining
assIsi.;ve technology funding

5. Software lending library
6. Loans of computers and

hardware
7. Toy lending library
8. Loans of assistive devices
9. Videotape lending obrary

10. Constructing/adapting
switches and devices

11. Technical assistance
to IEP teams

12. Teacher training
13. Parent/family training
14. Augmentative

communication training
15. Workshops
18, Early childhood/

preschool programs
17. Computer camps/

After-school programs
18. Transition training for

young adults
19. Technical assistance

to employers
20. Newsletter

OHIO

Technology Resource Center
301 Valley St
Dayton, OH 45404-1840
(513) 222-5222 (voice)
(5(3) 222-2101 (fax)

treclohigaol.com
1.2,4,5,6,7,8,9,10,11,12,13,14,
15,16,17,18,19,20

RHODE ISLAND
_

TechACCESS Center
of Rhode Island
300 Richmond St
Providence, RI 02903-4222
(401) 273-1990 (V/11Y)
(401) 831-1131 (tax)
cet accessri@aol.com
1,2,11,12,13,14,15,16 , 7.20

TENNESSEE

East Tennessee Special
Technology Access Center
3525 Emory Rd NW
Powell, TN 37849
(615) 947-2191 (voice)
(615) 947-2194 (fax)

etstactn@aol.com
1,2,3,4,5,6,7,8,9,10,11,12,13,
15,16,17,19,20



Emily Landau, 3, travels everywhere wi,01 her best
friend, "Puftg," safely ensconced in the basket of her
walker Emily, who has Larsen syndmme and cervical
kyphosis, is described by her mother as "bright, inquisi-
tive and talkative." She lives in West Babylc:9, New York.

Technology Access Center of
Middle Tennessee
2222 Metro Center Blvd, #126
Nashville, TN 37228
(615) 248-6733 (ViTTI)
(615) 259-2536 (fax)

tactn@aol.com
1,2,3,4,5,68,9,11,12,13,14.15,
19,20

West Tennessee Special
Technology Access
Resource Center
60 Lynoak Cove
Jackson, TN 38305
(901) 668-3888 (voice)
(901) 668-1666 (fax)

startn@aol.com
1,2,3,4,5,6,7.8,10,12,13,14,15.
16,11,18,19,20

UTAH

Computer Center for Citizens
with Disabilities
2056 S 1100 E
Salt Lake City, UT 84106
(801) 485-9152 (Vrtm
(801) 485-8675 (fax)
181cccdut@aol.com
1,2,8,9,12,14,15,20

VIRGIN ISLANDS

Virgin Islands Resource Center
for the Disabled
74-B & 75 Kronprindsen Gade
Box 1825
St Thomas, US)It 00803

(809) 777-2253 (voice)
(809) 774-5816 (fax)
1,3,4.7,9.11,12,13,14,15,16,17,
18,19,20

VIRGINIA

Tidewater Center for
Technology Access
Special Education Annex

Celebration Station
3352 Virginia Beach Blvd, #112
Virginia Beach, VA 23452
(804) 431-4095 (W1T()
(804) 431-4089 (fax)
gtcta@aol.com
1,2,3,4,5,8,9,10,11,12.14,15.16.
17

WEST VIRGINIA

Eastern Panhandle Technology
Access Center
110 Mordington, PO Box 987
Charles Town, WV 25414
(304) 725-6473 (WITY/fax)

eptac@aol.com
1,2,4,5,6,7,8,9,10,11,12,13.15,
16,17,18,19,20

Project GLUE
South Charleston Public Library
312 4th Ave
S Charleston, WV 25303
(304) 342-6501 (V/TfY)

glueata@aol.com
1,2,12,13,15
;:.

CANADA
Alliance Centre for Technology
360 George St N #202
Peterborough, Ontario K9J7E7
(705) 741-4214 (V/1111)

(705) 741-4581 (fax)
alliance@trentu.ca

1,2,3,4A1413,14,15.19.20

Make your child a star
in my CooperCar!

New and improved!
1) More power
2) Proportional joystick
3) More speeds

Hi!

Adaptable to any child,
any switch and...

_less than $1000!
EIEWAREi You may see ads with products that

00.4 hke mine. b,.1 they are simply more expensive

I'm RJ Cooper, inventor of the CooperCar, S AM,
and many special needs computer programs for your
child. I've been helping parents and professionals
for 10 years now, and I'm here to help you:

When you call me, I'll share with you my
experiences, methods, and materials that have
helped thousands of children become successful,
many for the first time in their lives!

.

1=) CZ) CI 0 DO 0.0:DODO pt
=ce a a acram ti pt

Ei a n Et*.

SAM
...my Switch-Adapted

Mouse device...

...lets you plug switches
into your computer!

CrossScanner
...lets one switch (or any

pointing device) do
everything on your Mac or

Windows computer!

I also make a variety of special needs software
for your Mac, Windows, or Apple II computer.

So, for a free catalog or advice, call me, RI, at...

1-800-FLICooper

RJ Cooper & Associates
24843 Del Prado #283 Dana PT, CA 92629
Voice: 714-240 4853 Fax: 714-240-9785

Email: rjcoop@aol.com

8 4
Circl # 80

ANUARY 1995 / EXCEPTIONAL PARENT 79



Special Auto
Insurance

for
Special People
OUR ABILITIES PLUS" PROGRAM IS DESIGNED

TO ADDRESS THE SPECIAL NEEDS OF PARENTS OF
CHILDREN WITH DISABILITIES BY PROVIDING EXPANDED
AUTO INSURANCE BENEFITS FOR MODIFIED VEHICLES,
AND VALUE-ADDED SERVICES.

CUSTOMIZED COVERAGE; FAST, FAIR CLAIM
HANDLING; AND CUSTOMER SERVICE 24 HOURS A DAY,
EVERY DAY OF THE YEAR.

FOR ADDITIONAL INFORMATION, INCLUDING A QUOTE,

1-800-222-2788
ASK FOR DEPARTMENT P
P.O. Box 51 t 98. Lulp4rwILLE. f4D21094.9719

go%

Prrsonal Insurance

COVERAGE AvAILABIL ITY VARIES BY STATE

Circle # 131

INCREASE YOUR BATTERY LIFE
2-3 TIMES!

A new innovation made possible by microelec-
tronics puts a battery management system at
your finger tips.

Never charge your battery again, unless you want
to replace it before its time, and worry yourself
silly in the process. Tend your batteries with the
amazing new InteliTender.

We carry a full line of replacement batteries and
battery tenders for motorized wheelchairs, scoot-
ers and tri-carts.

For fit; th2r information call:
1400-5724888 ext .113

MANUFACTURING AND SALES

890 W. 23rd ST. HIALEAH, FL 33010
Circle # 49
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Save up to 60% on Disposable Diapers

And We Will Deliver Right to Your Door

4.111
AVAILABLE

IN
BABY

YOUTH
SMALL

MEDIUM
LARGE

To order, call toll-free

1-800-777-1111
24 Hour Service

Ask about our complete catalog including Depend,
Attends, At Ease, Comfort Dry, Ultra Shield, Dri Pride,

Promise and No-Rinse Products

Woodbury Products, Inc.
4410 Austin Boulevard Dept. 250

Island Park, New York 11558

Circle # 72

WILLOW RIVER FARMS
An active organic farming and artisan community
meeting the special needs of men and women with
mental retardation.

At Willow River we offer...

C3 A family-based home environment that
incorporates traditional values

n A setting that fosters personal growth,
independence, and self respect

r1 Opportunities for productive work through
individualized programming

n A home for persons age 21 and older

Contact:
Jimmy R. Haskins,
Ed.D., Director
Willow River Farms

P.O. Box 450

San Felipe, TX 77473

Operated by:

Center fur the

Retarded, Inc. (CR))
Houston, TX

B.R. (Bill) Walker, Ph.D.
Executi4e Directu

CALL (409) 885.4121
45 Circle 0 91
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PRODUCT NEWS
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Lightweight Portability Solves
Transport Problem

Convaid's buggies are the answer for
moms and kids on the go. Long known
tor their patented folding design, they
told with all positioning .adaptations in
place. Moms can easily litt and store the
buggies in a car trunk. Great for indoor
or outdoor use.

Full Range of Accessories
A choice of up to twenty options on
Convaid's buggies includes a transparent
detachable tray, made ot unbreakable
Lexank , and a detachable canopy for
shade and protection from the elements.

New Bus/Van Ile-Down Models
Now available, the Cruiser Transports, a
neN bus/van tie-down buggy line from
Convaid, successfully crash teste] at 30
MPH, 20g decel in a forward-facing
configuration with up to 170 lb.
dummy, using a Q-Straint (with
positive lock) tie-down.

I

6'

Convaid continues to add to its broad
nuve of positioning,huggies to fit any age,

any size and most tight budgets. Choose
from the Cruiser line wiih its many
different positioniog accessotiis,Ahe EZ
Rider with its quick folding clesign;or any

of Convaid's comr.ct folding buggies. Plus

we offer the Cruiser Damon' line, a
busivo de.d.iwn successfully teattkris
up to a 170 lb. dummy.

All Convaid buggies feature our patented
iding design which eliminates slunip and

11;11a Ward of accidental foWing.

the,ponibdities.

Made a Fite Year Wananty

Ckde ft 126

Good Looks, and Custom
Comfort Make Kids Smile

Convaid's EZ Rider makes transport easy
and fun with six colors, several si:es and
extensive adjustability.

86

41 Convaid
PRODUCTS INC

POKA 245N Palo, \ A 00274 USA
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Helping Children Shape
Their Lives

Our caring staff is committed to helping
children shape their lives through personal
choice and a solid foundation of learning.

Specialized education and therccv programs
are tailored to meet your child's needs.

Working together, we can help them reach
their goals.

. . Right From The Start
Elwyn Inc. day and residential programs, include:

early intervention
pre-school for disabled and non-disabled
children together
elementary and secondary education

El post-graduation transitional services
vocational training and placement
award-winning therapeutic recreation facilities

RI 24-hour health care services
modem, home-like residential settings

Elwyn. caring for over 10,000 children and adults with
varying disabilities, has locations throughout Pennsylvania,

New Jersey, Delaware, Caly-ornia, and Jerusakm.

0
ELWYN INC. Admissions Office
111 Elwyn Road Elwyn, PA 19063-4699

.. (610) 891-2256 (PA) (800) 345-8111 (outside PA)

Circle # 79
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Bustop Alert
is a state-of-the-art
electronics school
bus to home
alerting system
that:

II0* gives parents that
precious extra
time to prepare
their chidren

lio gives children
the safety and
comfort of
waiting inside -
not outdoors in
bad weather

al gives children
who are
wheelchairbound
or use other
adaptive devices
a needed
advantage

101, gives children the
comfort of less
time spent on the
bus riding to and
from school.

"Here Comes The BUSSITM

For more information about this
unique system, call:
1-800-370-6406

87

254 Charlevoix
Grosse Pointe Farms
Michigan 48236
FAX: (313) 885-7075

Circle 0 60
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Television is. importantl or.

America's disability commurnty':

The network's.programming

helps Americans with disabili-,

ties nrov_e into mainstream life

by thanyill perceptions..

us

11 I II n.l!s( .

not only gives people with

disabilities a new mums of

COmmunication,.but television

gives all Arnericans,mi

ober tunity to maximiee
tii

SENAEOR 808 DOLE SENATOR TOM HARKIN

.A'S one Of 4.9 irsilhron

Ameriwns_who happens to

have a

. happen to have epilepsy,

1".rii.very excited about

k it I
uses. the bytt aoirdinar y power'

of television tO commUnicate

ideas and positive tole mgdels

for our complex society.
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Now DigiVox Gives You Even More Value.
Mary of you have told us how pleased you are

with all the portable power you've found in the DigiVox®
augmentative communication aid. In fact some of you
feel it offers such an extraordinary value that you've
asked for even more of a good thing.

Announcing 8 Full Levels. In response to
your requests, we've doubled the DigiVox's original
4 memory levels, to give you 8 full levels with up to
48 addressable message-areas on each. That means you
can now provide a user with as many as 384 single-
access mess'Ages. And if you want, just think what you
can do with sequencing.

Superior Sound Quality. DigiVox's advanced
digital technology lets you make high-quality recordings
and play them back in the clearest, most natural-
sounding speech available on a communication aid.

Easier Programming. With DigiVox, you
have a built-in electronic display window that gives you
step-by-step in- 6
structions, and
guides you through
the programming
process. This re-
dvces the need to
memorize program codes.

11111111111111111111

Your Own Message Library. DigiVox gives
you all the built-in
message time )rou
need (up to 35
minutes, fully
extended model).
But it doesn't stop
there. It also lets

you save an unlimited number of additional messages.
simply by copying them to a floppy disk. And you
don't have to buy a computer system to do it - just an
inexpensive DigiVox disk drive.

Personal Support. Plus, when you purchase a
DigiVox, you get personal training and direct access to
our experinced Customer Support staff to answer any
question you might have.

Unequalled Value. You'll find DigiVox gives
you more built-in capabilities and standard accessories
(such as overlays, shoulder strap, and 3 access methods)
than any other digitized aid. And it's surprisingly
affordable, too. So, when you compare feature for
fcaturc, we think you'll agree DigiVox is an unequalled
communication value.

If you'd like to know more about the DigiVox - or
our rental program - call us toll-free, at 1-800-3444778.

ausomima
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The following state assistive technology programs are
funded by the National Institute on Disability and
Rehabilitation Research (111DRR) under the Technology-

Related Assistance For Individuals With Disabilities Act of 1988
(and Amendments of 1994). For more information, contact the
RESNA Technical Assistance Project, 1700 North Moore St.,

Ste. 1540, Arlington, VA 22209-1903; (703) 524-6686,
(voice); (703) 524-6630, (7719.

A descnption of services provided by individual programs
follows each listing. Numbers correspond to items listed in the

Key to Services. a
This symbol (r-) indicates an Internet e-mail address.

ALABAMA

it-zit-a-wife Technology Access
and Response System for
Alabamians with Disabilities
2125 E South Blvd
PO Box 20/52
Montgomery, AL 36120-0752
(205) 288-0240 (voice)
(205) 281-2276 (1TO
(205) 288-7171 (fax)
1,2,4,5

ALASKA

Assistive Technologies of
Alaska
701 E Tudor Rd, Ste 280
Anchorage, AK 99503-7445
(907) 563-0318 (V/TTY)
(907) 563-0146 (fax)
1,2,3,4,5,6,8

AMERICAN SAMOA

Assistive Technology Project
Division of Vocational

Rehabilitation
Department of Human Resources
Pago Pago, American Samoa

96799
(684) 633.5010 (voica)
(684) 633-7874 (TTY)
(684) 633-2393 (fax)
1,2,3,4,5,7,8,9

ARIZONA
_

Arizona Technology Access
Program
2000 N Wyatt Dr, 2.id Fl
Tucson, AZ 85712
(800) 477-9921 (voice: AZ only)

(602) 324-3170 (voice)
(602) 324-3177 OTO
(6 324-3176 (fax)

demetras@ccit.arizona.edu
1,2,3,4,5,6,8 (some services still

under development)

ARKANSAS

Increasing Capabilities Access
Network
2201 Brookwood, Ste 117
Little Rock, AR 72202
(800) 828-2799 (WIN; AR only)
(501) 666-8868 (WM)
(501) 666-5319 (fax)
1,2,3,4,5,6,9

CAUFORNIA

California Assistive
Technology System
CA Department of Rehabilitation
830 K St
Sacramento, CA 95814
(916) 324-3062 (VRTY)
(916) 324-7386 (TTY)
(916) 323-0914 (fax)
1,7; newsletter

COLORADO

The Colorado Assistive
Technology Program
Rocky Mountain Resource and

Training Institute
6355 Ward Rd, Ste 310
Arvada, CO 80004
(800) 255-3477 (V/TTY; CO only)

(303) 420-2942 WHY)
(303) 420-8675 (fax)
1.2,3,4; technology-related
advocacy

CONNECTICUT
_ . _

Assistive Technology Project
Bureau of Rehabilitation Services
10 Griffin Rd N

Windsor, CT 06095

(203) 298-2042 (voice)
(203) 298-2018 (TTY)
(203) 298-9590 (fax)
1,2,5,7

DELAWARE

Delaware Assistive Technology
Initiative
University of Delaware

Al duPont Institute
1600 Rockland Rd, Rm 154
Wilmington, DE 19899
(302) 651-6790 (voice)
(302) 651-6794 (1TO
(3021 651-6793 (fax)
1,2,3,4,5,6,8

DISTRICT OF COLUMBIA

Partnership for Assistive
Technology
National Rehabilitation Hospital
801 Pennsylvania Ave SE, Ste 210

Washington, DC 20003
(202) 639-9510 (voice)
(202) 639-0477 (I1Y)
(202) 639-0478 (fax)
1,2,3,4,5,6,7,8

FLORIDA

Alliance for Assistive Service
and Technology
2002 Old St Augustine Rd, Bldg A
Tallahassee, FL 32399-0696
(904) 487-3278 (V/TTY)
(904) 488-8062 (fax)
1.3

GEORGIA

Tools for Life
Division of Rehabilitation Services
2 Peachtree St NW, Ste 23-411
Atlanta, GA 30303
(800) 497-8655 (voice; GA only)
(404) 657-3084 WY)
(404) 657-3085 (TI)
(404) 657-3086 (fax)
123,4,6,8,9; annual conference,
seven regional technolcgy demon-

stration centers

GUAM

System for Assistive
Technology
University Affiliated Program

Developmental Disabilities
University of Guam

UOG Station

Mangilao, Guam 96923
(671) 734-9309 (voice)

(#.734-5709 (fax)

sspencer@uog.edu

1,2,3,5
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Key to Services
1 Information and referral

setvices
2 Assistance in obtaining

funding for assistive
devices and services

3 Equipment demonstra-
tion center

4 Equipment loan program
5 Training in assistive

technology use
6 Equipment exchange

and recycling program
7 Financial loan program

for the purchase of
assistive technology and
services

8 Peer support groups
9 Mobile van outreach

service

HAWAII

Assistive Technology Training
and Services
677 Ala Moana Blvd, Ste 403
Honolulu, HI 96813
(808) 532-7110 (WITO
(808) 532-7120 fax
1,2,4,5,7,9; video loans

IDAHO

Assisive Technology Project
129 W Third St
Moscow, ID 83843
(800) 432-8324 (V/11Y; ID only)

(208) 885-3559 (voice)
(2 ) 885-3628 fax

fifield@uidaho.edu
12,3,5,6,7,8; regional resource
centers

ILUNOIS

isslstive Technology Project
110 Iles Park PI
Springfield, II. 62718
(800) 852-5110 (V/TTY; IL only)

(217) 522-7985 (V/I iY)
(*522-8067 (fax)

ilat@gteens.com

1,2,3,4,5,9
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STATE ASSISTIVE TECHNOLOGY PROGRAMS

AilikAccessing Technology
Through Awareness in Indiana
Project
PO Box 7083

402 W Washington St, Rm W453
Indianapolis, IN 46207-7083
(800) 545-7763 (WM)
(317) 232-1410 (//IT()
(317) 232-6478 (fax)
1,2,5.6,8,9

Iowa Program for Assistive
Technology
Iowa University Affiliated Program
University Hospital School
Iowa City, IA 52242
(800) 331-3027 (VITO
(319) 353-6386 (VTIT1)
(319) 356-8284 (fax)
1,2,5,6,8

Assistive Technology for
Kansans Project
2601 Gabriel
Parsons, KS 67357
(316) 421-8367 (voice)
(316) 421-0954 (TTY)
(316) 421-0954 (fax)
1,2,3,4,5,6,8

Asststive Technology Services
Network
427 Versailles Rd
Frankfort, KY 40601
(800) 327-5287 (voice)
(502) 573-4665 (VIMI
(502) 573-3976 (fax)
1,2,3,4,5,6: four regional centers

Louisiana Assistive
Technology Access Network
PO Box 3455, Bin #14
Baton Rouge, LA 70821-3455
(800) 922-3425 (voice)
(800) 256-1633 (TN
(504) 342-8821 (voice)
(504) 342-1970 (fax)
1,2,3,5; rural/low-income/minority
outreach

Consumer Information and
Technology Training Exchange
Maine CITE Crodinating Ctr
Education Network of Maine
46 University Dr

Augusta, ME 04330
(207) 621-3195 Nirro
(207) 621-3193 (fax)
5; Coordinates sub-grant activities
which provide direct services

Technology Assistance
Program
Governor's Office for Individuals

with Disabilities
; 300 W Lexington St, Box 10

Baltimore, MD 21201
(800) 832-4827 (VIM

i (410) 333-4975 (ViflY)
(410) 333-6674 (fax)
1,2,3,4,5,6,7; theatre audio
description, rural/minority out-
reach

Massachusetts Assistive
Technology Partnership Center
Children's Hospital
1295 Boylston St, Ste 310
Boston, MA 02215
(800) 848-8867 (V/T1Y; MA only)
(617) 735-7820 (voice)
(617) 735-7301 (TTY)
(617) 735-6345 (fax)
(800) 950-6287 (2400-baud BBS;

MA only)

(617) 267-5027 (2400-baud BBS)
1,2,5; newsletter, fact sheets, cur-
ricular and training materials,
needs assessments

Tech 2000
PO Box 30010
Lansing, MI 48909-7510
(517) 335-6874 (voice)
(517) 373-4035 ITTY)
(517) 373-0565 (fax)
1,8

Star Program
300 Centennial Bldg
658 Cedar St
St Paul, MN 55155
(800) 657-3862 (voice)
(800) 657-3896 (ITr)
(612) 282-6671 (fax)
1,2,5.6,8,9; regional resource
centers, graduate-student intern-
ships

Project Start
PO Box 1000

Jackson, MS 39205-1000
(800) 852-8328 (V/TTY; MS only)
(601) 987-4872 (Van')
(601) 364-2349 (fax)
1,2,3,4,5
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Assisbve Technology Project
4731 S Cochise, Ste 114
Independence, MO 64055-6975
(816) 373-5193 (voice)
(816) 373-9315 (TTY)
(816) 373-9314 (tax)
1,2,3,5,6,8: individual advocacy
trainirig

_

Montech
University of Montana, MUARID,

MonTECH

634 Eddy Ave

Missoula, MT 59812
(800) 732-0323 (ViTlY)
(406) 243-4730 (fax)
1,2,3,4,6,7,8; slv regional out-
reach centers

Assistive Technology Project
301 Centennial Mall S
PO Box 94987
Lincoln, NE 68509-4987
(402) 471-3647 (V/TTY)

n71-0117 (fax)

mschultz@nde4.nde.state.ne.us
1,2,3,4,5,6,8

Assistive Technology Project
Rehabilitation Division
Office of Community Based

Services

711 S Stewart St
Carson City, NV 89710
(702) 687-4452 (voice)
(702) 687-3388 (TTY)
(702) 687-3292 (fax)
Referrals to local resources

Assistive Technology
Partnership Project
University of New Hampshire
Institute on Disability/UAP
Ten Ferry St, Unit #14
Concord, NH 03301-5019
(800) 427-3338 (WTTY: NH only)
(603) 224-0630 (V/TIY)
(603) 226-0389 (fax)
1,2,3,4,5,6,7

Technology Assistive Resource
Program
135 E State St, CN 398
Trenton, NJ 08625
(800) 342-5832 (voice; NJ only)
(800) 382-7765 (TTY; NJ only)
(609) 292-8347 (voice)
(609) 292-4616 (fax)
1,2,3.6,8
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Key to Senices
1 Information and referral

services

2 Assistance in obtaining
funding for assistive
devices and services

3 Equipment demonstra-
tion center

4 Equipment loan program
5 Training in assistive

technology use
6 Equipment exchange

and recycling program
7 Financial loan program

for the purchase of
assistive technology and
services

8 Peer support groups
9 Mobile van outreach ser-

vice

Technology Assistance
Program
435 St Michael's Dr, Bldg D
Santa Fe, NM 87503
(800) 866-2253 (VMY)

41;827-3746 (fax)

stdvnmtap@technet.nm.org
1,2,3,4,5,6,7,8,9

Project
Office of Advocates for Persons

with Disabilities
One Empire State Plaza, Ste 1001
Albany, NY 12223-1150
(800) 522-4369 (V/TTY; NY only)
(518) 474-2825 (voice)
(518) 473-4231 (TTY)
(518) 473-6005 (fax)
1,2,3,4,5,6

Assistive Technology Project
Dept of Human Resources
Division of Vocational

Rehabilitation Services
1110 Navaho Dr, Ste 101
R2leigh, NC 27609

(800) 852-0042 (voice)
(919) 850-2787 (WM)

(94C50-2792 (fax)

atp@med.unc.edu
1,2,3 5,6,8



STATE ASSISTIVE TECHNOLOGY PROGRAMS

interagency Program for
Assistive Technology
PO Box 743
Cavalier, ND 58220

(701) 265-4807 (V/TIY)
(7 ) 265-3150 (fax)

ieej@warp6.cs.misu.nodak.edu

Assistive Technology Project
Governor's Developmental

Disabilities Council
PO Box 2565
Saipan, MP 96950
(670) 322-3014 (V/TTY)
(670) 322-4168 (fax)
1,2,6

TRAIN: Technology-Related
Assistance Information
Network
Ohio SuperComputer Ctr
1224 Kinnear Rd
Columbus, OH 43212
(800) 784-3425 (V/TIY; OH only)
(614) 292-2426 (11TIT1)
(614) 292-5866 (fax)
1,2,3,5,6,7,8; electronic network
on assistive technology with
school districts

Oklahoma! ABLE Tech
Dept of Rehabilitation Services
PO Box 36659
Oklahoma City, OK 73136
(800) 316-4119 (V/TTY; OK only)

(405) 427-3312 twn-Y)
40;427-3027 (fax)

willing@ix.netcom.com

1,2,3,4,5,8

Technology Access for Life
Needs Project
Chemeketa Community College
PO Box 14007
Salem, OR 97309-7070
(800) 677-7512 (V/TTY; OR only)
(503) 399-4950 (1/TITY)

;0392-6978 (fax)

susan.mcnaught
@p10.(99.n105.z1.fidonet
.org

1.2 3,4.6,6

Pennsylvania's Initiative on
Assistive Technology
Institute on Disabilities/IJAP

Temple University
Ritter Hall Annex 433 (004-00)
Philadelphia, PA 19122
(800) 204-7428 (V/TTY)
(215) 204-1356 (WTTY)
(2 204-6336 (fax)

piat@astro.ocis.temple.edu
1,2,3,4,5,6,8

Assistive Technology Project
University of Puerto Rico
Medical Sciences Campus
College of Health-Related

Professions

Dept of Communicological
Disorders

Box 365067
San Juan, PR 00936-5067
(800) 496-6035 (From US

mainland)

(800) 981-6033 (PR only)
(809) 764-6035 (voice)
(809) 754-8034 (TTY)
(809) 759-3645 (fax)
1,2,3,5

Assistive Technology Access
Project
Dept of Human Services, Div of

Community Services
Office ot Rehabilitation Services,

Voc Rehab

40 Fountain St, 5th Fl
Providence, RI 02903-1898
(800) 752-8088, ext 2608

(RI only)

(401) 421-7005 (voice)
001) 421-7016 OTY)
(401) 421-9259 (fax)
1,2,4

Assistive Technology Program
Vocational Rehabilitation Dept
PO Box 15, 1410-C Boston Ave
West Columbia, SC 29171-0015
(803) 822-5404 (V/TTY)
(803) 822-4301 (fax)
1,2,3,4,5,6,7,8,9

Dakota Link
1925 Plaza Blvd
Rapid City, SD 57702
(800) 645-0673 (V/TIY; SD only)

(605) 344-1876 (11/11Y)
(605) 394-5315 (fax)
1,2,3,4.5,6,9; six rural outreach

centers

A 1.

Technology Access Project
710 James Robertson Pkwy
Gateway Plaza, 11th Fl

Nashville, TN 37243-0675
(800) 732-5059 (voice; TN only)
(615) 532-6530 (voice)
(615) 532-6612 (TTY)
(615) 532-6964 (fax)
1,2,3,4,5,9

Assistive Technology
Partnership
University of Texas at Austin,

UAP of Texas

Department of Special Education,

EDB 306
P istin, TX 78712
'MD) 828-7839 (voice)
512) 471-7621 (voice)
(512) 471-1844 (11Y)
(512) 471-7549 (fax)
1,3,5,8,9

Utah Center for Assistive
Technology
2056 South 1100 East
Salt Lake City, UT 84106

(800) 333-8824 (V/M)
(801) 485-9152 (WITY)
(801) 797-2355 (fax)

Assistive Technology Project
103 S Main St, Weeks I
Waterbury, VT 05671-2305
(802) 241-2620 (WM)
(802) 241-3052 (fax)
123,4,5,6, i

Asi-st-TWTechnology System
8004 Franklin Farms Dr
PO Box K-300
Richmond, VA 23288-0300
(800) 435-8490 (ViTTY: JA only)

(804) 662-9998 (V/TTY)
(804) 662-9478 (fax)
Database BBS: (800) 238-7955

(VA only; 2400 baud)
Equipment exchange BBS

(804) 662-9477 (2400 baud)
1,3,6 (through BBS only)

Assistive Technology Alliance
DSHS/DVR

PO Box 45340
Olympia, WA 98504-5340
(206) 438-8051 (WM)
(206) 438-8644 (1TO
(2 ) 438-8007 (fax)

dhooks@wlu.com
1,2,3,6,9; legal advocacy, univer-
sal access to library systems

West Virginia Assistive
Technology System
Airport Office and Research Park
955 Hartman Run Rd
Morgantown, WV 26505
(800) 841-8436 (voice; WV only)
(304) 293-4692 (WM)
(3 293-7294 (fax)

reb@wvrwm.wynetedu
1,2,3,4,5,8; newsletter, advocacy

training

WisTech
Division of Vocational

Rehabilitation
PO Box 7852
1 W Wilson St, Rm 950
Madison, WI 53707-7852
(608) 266-1281 (voice)
(608) 266-9599 (1111
(6 ) 267-3657 (fax)

trampf@aol.com
1,2,3,4,5,6,8; advocacy legal
assistance

WYNOT: Wyoming's New
Options In Technology
Division of Vocational

Rehabilitation
1100 Herschler Bldg
Cheyenne, WY 82002
(800) 877-9975 (voice)
(800) 877-9965 (TTY)
(307) 777-7450 (voice)
(307) 777-5939 (fax)
1,2,3,4.5; community resource
team development and training

92
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Providing Quality Services for Children and Adults
with Autism and Related Developmental Disabilities

Early Intervention Age 22
Residential

Ages 6 22
Farmsteal

Age 18 Adulthoci

Twelve-Month Day Educational Programming

Specialized Community Residences

Early Intervention and Home Training

Community-Based Supportive Employment and Vocational Training

After-School Recreational Programs

Friendship Farms 'Adult Farm Living in the Heart of Cranberry Country

League School of Boston, Inc.
225 Nevada Street

Newtonville, MA 02160
(617) 964-3260

Herman T. Fishbein
Executive Director

Accrecmation Massachusetts Dept cl Education. 011:ce fOr Dnilaien. Dept of Social
Services Dept of Mental Retardation Dept of Menial Health. NY Dept of Education

Circle # 24

I New Expanded Catalog
More Therapeutic And
REcreational Products
To Help Everyone
Enjoy Success

Gross Motor Aquatics Active Play Manipulatives
Positioning Aids Adapted Toys/Games/Furniture

Plus SNOEZELEN...sensory stimulation products, introducing

KIOSK, an all-in-one new portable package.

Quality Products! Fully Guaranteed!

FLAGIIOUSE
150 No MacQuesten Pkwy., Dept. 96024 Mt. Vernon, NY 10550

CALL TOLL FREE (800) 793-7900
FAX TOLL FREE (800) 793-7922

FREE CATALOG OFFER
Circle 0 132
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Our prices make
everyone happy!

Send for a free catalog
of adaptive
equipment.

equipment

g'

IP.O. Box 33 Bedford, MA 01730
(617) 275-7681 Fax (617) 275-4094

Circle 0 123

Utte Innigem need
tmig Neysig

Introducing KID KEYS..
The keyboard for early learners.

Obi

A
M OP
U W Y

H I

KID KEYS is designed with the alphabet and numbers
in mind. It makes your computer more user friendly
and FUN for the earliest computer usersl

- BIG COLORFUL 1 inch alphabet and number
ordered keys are easy to find.

- Plug compatible with PC/XT and PC/AT computers.
Requires no additional software.

- "Co-Pilot" cable available. Allows simultaneous
use of two keyboaras. An ideal tutceing tool.

Key Concepts 1-800-293-5090
Box 21066 Charlotte, NC 28277

Circle 60



- Slim Line® Komfort Monitor® with Kairga441® Youth
Disposable Underpants are made of white, rustle-free
outer material with no baby designs. Kufguards, a fecal
barrier designed to contain body wastes, protects
clothing, linen and furniture against leakage.

Tranquility® Pad and Pant System offers extra small
and small Washable Pants that look like regular under-
wear but have a special inner moistvre barrier and leg
cuffs for double leakage protection. The Fiushable Core
High Capacity Pad secures easily in the pant's closure.

Slim Line® Fitted Liner is designed to be discreetly worn
in your child's own underwear; secured by an adhesive
strip. Lycra leg gathers offer greater containment.

TRANQUILITY PEACH MAT GUARANTEES
SKIN DRYNESS. ODOR REDUCTION

URINE NEUTRALIZATION ANO
INHIBITION OF BACTERIAL GROWTH.

Only Tranquility products have an imprinted Peach
Mat Guarantee on every product

All Tranquility disposable products are latex free.

© 1995 Principle Bpsiness Enterprises. Inc

A Complete Line of Environmentally Friendly Incontinence Products For Your Child

Free Trial Offer
.......anammass Order Now Call Toll-Free
Wm.. 1-804GO-PEACH or mail this form to:
Principle Business Enterpnses, Inc., Pine Lake Industrial Park, Dunbridge, OH 43414

Name Please send
me the items

Address circled to the
City right. Enclosed

State Zip
is $1.00 for
postage and
haTelephone ndling.

Regular
o! /

TrimShield° SuperPlus , - High Capacity

TrimShiel Just For Men 1 TrimShield° /, Pads / '

Pads Pads \
Washable Pants SlimLine° Disposabln

Underpants

-. i

Sliding° Booster SlimLine° Peach Sheet

Pads ( Care Pads4F,T-,;,,,,,,_.

Slimline° Adjustable Briefs
S+414,^9 StaPs

I

SlimLine° Fitted
Liner

OIRANQUILITY
ir_ ei 14 orI -1..wcaS

Circle 0 89



Let us help you and your child with friendly, high
quality materials:

picture communication
stickers and computer clip art

feeding and swallowing
language development
featuring the Hanen Program

toys and games to train
daily living skills

Pictures shown are
communication images from our
Pick 'n Stick on Disk.

Call or write for our free catalog:
Imaginart Communicathon Products

307 Arizona Street, Dept. EP 5, Bisbee, AZ 85603
(800) 828-1376 Fax: (602) 432-5134

Circle # 145

STROLL N.To
iVNEW.WoR.Lp.:

r_ so

Not only can you take your child to
place: you both would like to go, our

5171. ER
SPECIAL NEEDS STROLLER PACK
will give your child a whole new outlook. A Way of Life

Circle I/ 1M
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LIVING AND LEARNING
IN THE COMMUNITY

With its unique model, The Evergreen Center has a history of successfully
transitioning students to less intensive community settings.

Evergreen students live in actual community settings traveling to and from
school each day through the Blackstone Valley (MA) countryside. With
trained professionals, they learn basic skills in the classroom, in the
community and in their residence.

Students receive vocational training and experience real work opportuni-
ties. Students are supported with behavior development programs, medical
and family services, and physical, speech, or occupational therapy.

Our Students' Challenges
Autism Heanng/Sight Impairment
Mental Retardation Severe Maladaptive Behavior
Physical Disability

The Evergreen Center is a licensed, private, non-profit residential school
offering students and their families from across the country and abroad
residential programming 12 months a year. For more information call or
write Robert F. Littleton, Jr., Executive Director.

EVERGREEN CENTER
345 Fortune Blvd., Milford, Massachusetts 0175 i
1-508-478-5597
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It can be when you-use
our SPECIAL PURPOSE Equipment
and Supplies . . .

For Children and Adults.

See our New and
Expanded Catalog tor:

Mobility Aids

Do-it-Yourself
Supplies

Positioning
Furniture

Wheelchair
Accessories

Learning &
Communication
Aids

Consumer Care Products Inc.
110 N. Water St., P.O. Ilex 884 Tel: 414-4594353

Slme 19111 1trebeypa, W1 530824484 FAX: 4144594010
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At Devereux...

1-800- 345 -1292

In a nationwide network, Devereux
provides services to individuals of all
ages who have a wide range of
emotional disorders and/or
developmental disabilities.

Devereux services include:

residential treatment centers

community-based group homes

day treatment programs

transitional living

acute and partial hospitalization

foster care homes

family counseling and therapy

in-home services

aftercare programs

Locations: Arizona, California,
Connecticut, Delaware, District of
Columbia, Florida, Georgia, Maryland,
Massachusetts, New Jersey, New York,
Pennsylvania, Tennessee, Texas

For information and assistance,
contact National Referral Services
1-800-345-1292

Devereux
cfrci.96 Since 1012
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With maximum passenger seat
maneuverability, a new easy
off/on ground hugging plat-
form, plus reliable all-electric
operation.

The Crow River Industries VAN-
GATER'" fold-in-half lift is a timeless
classic When folded it offers half a
doorway of usable space for easy
loading/unloading, more usable in-
terior space, a clearer side view, and
allows the front passenger seat to be
almost fully reclined for maximum
comfort But we can't seem to stop
trying to improve on perfection

All-electric reliability
The enclosed non-hydraulic, all-

electric operating mechanism is
cleaner and quieter than hydraulic
lifts, especially in extreme tempera-
tures. (There's also no leakage or
unpleasant odor ) And our new
auxiliary electric override provides
emergency electrical lift powernot
to mention peace of mindwhen
you need it most

A flatter platform
We've made getting on and off the

VANGATERT"easier than ever with a
new 11.7tter platform that sacrifices
nothing in ruggedness and reliability.
And you'll find the improved side
entry option and exit access great in
tight parking situations'

RAPID RESPONSE LINE:
For more information and the name

ot )our closest dealer Lill today
1-800-488-7688
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RIVER"
Industries Incorporated

14800 28th Avenue North
Minneapolis, MN 55447 (U.S A )

(In Minnesota, 612-559-1680)



The disability-related bulletin board services (BBSs) listed
below can provide a wealth of helpful information. Use of
a;,' listed services is free, however, depending on where

one lives, calling a BBS may incur long-distance telephone
charges. A few bulletin boards charge fees for increased
access or membership; when applicable, these fees are men-
tioned in the notes following each entiy. Some boards chose to
list voice numbers where the coordinator of the BBS, known as
the system operator (sysop), can be reached for questions or

comments.
Unlike major commedcal online services, these services do

not provide special software. Instead, users must call the BBS
using the communications software that came with thek
modems. Users must be sure to stay within the given baud
rate per second for modems (bps)this figure is listed after
the BBS modem number (i.e., "up to 9,600 bps"). This is the
only aspect of the communications software that the user must
configure (set) differently for various BBSs; the other modem
settings are the same for all listed services-8 data bits, no
parity, 1 stop bit (8-N-1). (These are the default settings for
most communications softwareyou don't need to under-
stand what each means; you may not even need to change the
configuration of your software from the default.)

Once connected to a BBS, users can post and read mes-
sages, upload (post) and download (receive) files and leave
messages for the sysop. Certain boards are connected to larg-
er networks, such as Internet, Fidonet or ADAnet, which allow

files to be shared and messages to be posted among a large

number of bulletin boards.

ALABAMA

ADAnet
(205) 254-6050, up to 2,400 bps
All disability groups covered;
many BBSs are linked to this sys-
tem; many message areas, large
file area for downloading; users
get 30 free minutes daily; sub-
scriptions ($40/yr) allow increased
usage and unlimited downloading.

Assistive Technology of Alaska
BBS
(800) 770-1399 (AK only),

J 2,400 bps
(907) 277-1399 (out-of-state),

up to 2,400 bps
(800) 636-0138 (voice)
(907) 563-0140 (voice)
Forums on specific disabilities,
education, assistive technology,
legislation; files for downloadihg.

ARIZONA

Tucson Prologue
(602) 322-8014,

up to 14,400 bps
General disabilities, some empha-

sis on blindness; Internet e-mail,
Fidonet; message areas, files for
downloading; local issues; most
users are adults with disabilities.

CAUFORNIA

BayTalk
(415) 864-6430; up to 9,600 bps
Emphasis on computer-access
issues for persons with disabili-
ties; message/file areas concern-
ing Americans with Disabilities
Act, info for parents on local

issues.

Blink Connection
(510) 276-4121, up to 2,400 bps
Emphasis on visual impairments;
message areas; some Fidonet
access,' 6BS can be used by per-

sons with visual impairments.

.)

Disabled Children's
Computer Group
(510) 841-5621, up to 9,600 bps
(510) 841-3224 (voice)
Emphasis on children with disabil-
ities; conferences for adults, fami-
liesparents are welcome;
Fidonet; info on local resources,

hies for downloading.

KIRO Education BBS
(805) 324-2955,

up to 14,400 bps
Emphasis on blindness, education;
BBS use is free/$5.00 monthly fee
for Internet access; Rdonet,
Internet e-mail/newsgroups;
National Federation of the Blind
forums, publications online
helpful materials for parents.

LINCSBBS
(408) 294-6933,

up to 14,400 bps
(408) 277-0764,

up to 14,400 bps
(408) 288-5010 (voice)
General disabilities, emphasis on
children; Parents Helping Parents
(Pi-IP) members ($25 annual fee)
receive Internet e-mail; message
areas, "Parents Search" area,
resource directories, info on rare
conditions, local legislative
updates; files/games for down-
loading; PHP can provide techni-
cal assistance to resource centers
interested in starting their own
BBSs.

CONNECTICUT

Handicap News BBS
(203) 926-6168,

up to 14,400 bps
(203) 926-6187 (voice)
Wide range of disabilities-50-80
conference areas; Internet e-
mail/newsgroups, Fidonet; many
conferences helpful to parents,

local conference available,
although most callers are non
local; nearly 1000 files for down-
loading; sysop is parent of child
who has Down syndrome.
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DISTRICT OF COLUMBIA

ACB On-Line (American
Council of the Blind)
(202) 331-1058,

up to 14,400 bps
(202) 467-5081 (voice)
Emphasis on visual impairments;
files on braille literacy, resource
lists, archive of ACB literature.

IWNOIS

COPH 2 BBS
(312) 436-0559, up to 2,400 bps
General disabilities; message
areas, files for downloadihg.

INDIANA

The Special Needs BBS
(219) 659-0112,

up to 14,400 bps
General disabilities, some empha-
sis on hearing impairments;
Internet e-mail, Fidonet, Health
Care Net access; message areas
for parents, files/programs for
downloading; sysop is parent of

child who is deaf.

MAINE

Maine Meeting Place BBS
(800) 339-3845 (ME only),

up to 28,800 bps
(207) 324-5310 (Outside ME),

up to 28,800 bps
(207) 324-2337 (voice)
Wide range of disabilities, related
issues; BBS designed to accom-
modate computer novicesmany
parents are users; Internet e-
mail/newsgroups; local issues;

outreach to groups/individuals
who need low-cost computer
equipment.

MARYLAND_
ABLE INFORM
(301) 589-3563, up to 9600 bps
Emphasis on assistive technology
and rehabilitation/disability litera-
ture; Searchable databases,
resource guides, fact sheets.

Braille Inn BBS
(410) 893-8944, up to 9,600 bps
General disability issues; files in

and about braille; Fidonet.
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DISABILITY-RELATED ELECTRONIC BULLETIN BOARDS

Deaf New World BBS
(301) 587-2277,

up to 14,400 bps
(301) 588-0965 (fTY)
(301) 588-0548 (voice)
(301) 588-5261 (fax)
Emphasis on deafness; TTY-com-
patible; 30 minutes free access
dailysubscribers (varying rates)
receive more time and Internet e-
mail; Fidonet online shopping
areas for deaf-related products;
files for downloading.

HEX BBS

(301) 593-7357, up to 9,600 bps
General disabilities; TTY-compati-
ble; Fidonet; message areas, files
for downloading.

NFB Net (National Federation
of the Blind)
(410) 752-5011,

up to 14,400 bps
(410) 659-9314 (voice)
Emphasis on visual impairments;
NFB literature/publications online,
conferences for parents to discuss
issues with adults who are blind;
Fidonet, ADAnet; electronic
books/text files for downloading.

MASSACHUSETTS

Disabled Individuals
Movement for Equality
Network (DIMENET)
(508) 880-5412,

up to 14,400 bps
(513) 237-8360 (voice)
DIMENET is a coalition of

Independent Living Center (ILC)
BBSs working to obtain resources
for online computing for all ILCs.
The BBSs are based in Taunton,
MA; Dayton, OH and Tulsa, 01(
general disabilities, ILC related
issues; Internet e-mail/news-
groups; Fidonet; files for down-
loading.

Mass. Commission for
the Blind BBS
(617) 451-5327,

up to 14,400 bps
(800) 392-6450 (voice; MA only)
(617) 727-5550 (voice)
Emphasis on visual impairments;
message areas, conferences,
employment info, conference info
for parents; files for downloading.

VIBUG BBS (Visually
Impaired/Blind Users Group)
(617) 767-2909,

up to 14,400 bps
Emphasis on visua,' impairments;

conferences for parents; Fidonet;
files for downloading.

MICHIGAN

Blind Ambition BBS
(810) 651-4009,

up to 2,400 bps
Sponsored by Leader Dogs for the
Blind, Rochester Hills, MI; empha-
sis on viSual impairments; mes-

sage areas, files/programs for
blind users for downbading,

MINNESOTA

Blind Services BBS
(612) 642-0483, up to 2,400 bps
Sponsored by Minnesota Services
for the Blind; some emphasis on
visual impairments; Fidonet; mes-
sage areas, files for downloading

Disability Resources Affiliates
& Groups Network (DRAGNET)
(612) 753-1943,

up to 14,400 bps
(612) 827-2294 WM)
Wide range of disability issues;
free access, user guide available
for suggested $5 donation;
Internet, Fidonet, ADAnet; confer-
ences for parents, will put other
groups' newsletters online for
free; many non-local callers; files
for downloading.

MISSOURI

SSMART BBS
(314) 781-6397, up to 9,6)0 bps
(314) 768-5312 (voice)
Forums on brain injuries, stroke,
spinal cord injudes, other disabili-
ties; forum for parents; local
issues; files for downloading.

NEW JERSEY

Disabilities Electronic Network
(DEN)
(201) 342-3273,

up to 14,400 bps
(201) 342-6984 (voice)
Wide range of disabilities; Fidonet,
ADAnet; message areas on
specific disabilities, message area
for parents, files for downloading.

NEW YORK

Access BBS
(518) 885-4192,

up to 16,800 bps
General disabilities; Internet e-
mail, Fidonet, ADAnet. AEGIS

(AIDS Education General

Information Service); files speck'
to children with disabilities,
resource info, local conferences,
files for downloading.
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'At*,
Maxwell Monde, 18
months, enjoys sitting in
the jacuzzi with his dad,
David. Max developed a
grade IV intraventricular
hemorrhage and hydm-
cephatus before birth. As
a result, he has mild cere-
bral palsy and a visual
impairment. Max, who
loves any activity involv-
ing watem; enjoys batIWww
almost as muck as th,ose
father-son soaks in the
jacuzzi.

OHIO

Disabled Individuals
Movement for Equality
Network (DIMENET)
(513) 439-0557,

up to 14,400 bps
(513) 237-8360 (voice)
See DIMENET/Massachusetts.

OKLAHOMA

DisAbled Individuals
Movement for Equality
Network (MENET)
(918) 582-3622,

up to 14,400 bps
(513) 237-8360 (voice)
See DIMENET/Massachusetts.

OREGON

The DisAbility BBS
(503) 777-6561,

up to 14,400 bps
General disabilities; 42 confer-
ence/message areasLD, ADD
areas recommended for parents;
Fidonet, ADAnet tiles for down-
loading.
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PENNSYLVANIA

Sounding Board BBS
(412) 621-4604,

up to 14,400 bps
Emphasis on deaf-blind,
visual/hearing impairments; con-
ferences for specific disabilities;
Fidonet; files for downloading.

TEXAS

CCAD Online
(214) 647-5739, up to 2,400 bps
Emphasis on assistive technology,
education; BBS mostly accessible
for persons using assistive tech-
nology. message areas, files for
downloading.

Microtaik BBS
(903) 832-3722, up to 2,400 bps
General disabilities, local issues,
message areas, files for down-
loading.

VIRGINIA

Handiline BBS
(703) 536-4182, up to 9,600 bps
General disabilities, local issues;
message areas.

WEST VIRGINIA

Project Enable
(304) 759-0727, up to 9,600 bps
General disabilities; Fidonet,

ADAnet many message areas.

CANADA

ONTARIO

Abilities Online
(416) 650-5411,

up to 14,400 bps
(416) 650-6207 (voice)
Wide range of disabilities; mes-
sage areas mainly for kids, some
for parents; ADAnet, Internet e-
mail/newsgroups; resources for
parents; files for downloading.

Disability Access
(613) 837-5473, up to 9,600 bps
General disabilities; local issues;
resource information.

BRITISH COLUMBIA

TASH On-Line Disability
Resources
(604) 856-3661,

up to 14,400 bps
(604) 856-4778 (voice)
Wide range of disabilities,
health/education issues; Fidonet,
Health care net, Internet; local
resources; software for preschool-
ers/files for downloading; will pro-
vide assistance to anyone who
wants to start a BBS.



Life Planning
Should Be A Team Effort

Providing for the future needs of a family member with a disability

can be a complicated matter. Families often need the help of those

with specific knowledge and experience to be certain they are

making the best choices for their loved one. The Life

Planning Team shown here includes the

person with a disability, family
members, attorney and EPPD t

Representative.

Estate Planning for Persons with

Disabilities (EPPD) provides
essential information and guidelines

to hundreds of families every month.

Our national network of skilled and
experienced local attorneys and
estate planners can assist families

with a son or daughter who has a
disability to develop comprehensive life
plans including wills, special needs trusts,
guardianships, advocacy, balancing private

and government benefits. EPPD
representatives provide FREE initial inter\ Ns to

determine your needs and FREE group seminars for

parents. We have an office near you. EPPD is not a guardianship or

master trust plan, but assists parents in locating the services necessary

to provide a secure future for their loved one.

Read the following comments from just a few of our satisfied

clients:

"I appreciate the good service I received in planning for my
disabled daughter'sfuture. I liked the way you handled everything,

going through the many details with me thoroughly."

Marie G. Samrd, Glendale, CA

"Our EPPD Planner did a greatjob in helping us to finalize all the

essential areas ofplanning for ourdaughter's future. She stepped

in and helped fill in the gaps that wehad not considered. We are

confident and feel good that her future will be secure."

Jim and Michele Lee, Fort Collins, CO

"We are enormously pleased with all the work our EPPD planner

did for us. We are vety pleased with the results, as we know our

daughter's future is secure."
Lois and Carl Westlund. Ocean Shores. WA

"Your presentation was most informative on planning for the

f inancial security of ourdisabled loved one. We greatly appreciate

the knowledge you shared with us." Samlra J. Barcus, Scottsdale

Head Injury Support Group. Scottsdale, AZ

"The EPPD seminar was great. Aforepeople should take advantage

of this opportunity and learn how to preparefor the future." Pam

Weiner, Haverhill MA

"Our EFPD planner has been an invaluable
resource to our community. His knowledge,

experience and commitment has been a
blessing for many families."

Evelyn G. Johnson, Houston, 7X

"Your presentation on estate planning
was well received and we received a

lot of positive feedback. Information
on this topic can sometimes be over-

whelming, but you present the ma-
terial in a clear, concise manner."
Deborah Wilson. Missouri Head In-

jury Association, Jefferson City, MO

"The work our estate planner did
helped to put our minds at ease. It was

very thorough."
Karen Cockehan, New Orleans, LA

"Just the kind of planning I had been looking

for. The seminar helped me to understand just

what we needed to do in order toprovide for our son."

Connie Griffin, Athens, AL

"We found the process EPPD used worked well for us. They

brought together all the planningservices necessary to allow us to

reduce our concerns." Mr. and Mrs. S. Butler, Albuquerque. NM

Call today to receive a FREE brochure and the location of

your local EPPD representative.
EPPD would be pleased to do an educational seminar for your

group.

800-448-1071
Richard W. Fee,
Executive Director
National Office
12(X) Corporate Drive
Suite 330
Birmingham. Alabama 35242
TTY 800-934-1929
FAX 8(()-880-9327

ESTATE
PLANNING FOR
PERSONS WITH

DISABILITIES
A Division ot Protective Lite

Insurance Company
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Keep Your Child Buckled In
With Seat Keeper TM

Make
Every
Ride A

Safer Ride
Fur Your
Active
Child

1E'

Installs on seat belt to assist in
keeping children or special
needs people buckled up.

Easy to install and remove

need not be removed each trip

Presented in safety programs

Tamper resistant

Safety back-up emergency
release

$9.95 introductory offer

512-406-9551 or 1-800-Seatkeeper
A Product of Child Quest, Inc.

Austin, Texas
circle # se
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EYEGAZE COMPUTER SYSTEM
. . lets your child communicate

with the world using only the
FOCUS OF ONE EYE.

Eye-Controlled:

Speech Synthesis
Typing, Word Processing
Environmental Control
Telephone Access

NOTHING IS ATTACHFII TO THE USIM!
Call for more information, or to talk
with an RN about client evaluations.

LC Technologies, Inc. 100-733-5264
9455 Silver King CL Fairfax, VA 22031

703-385-7133 FAX 703-385-7137
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Now a child with physical disabilities can be 51
positioned in SITTING, SEMI-STANDING, z

or STANDING to optimize access 71
to the environment. 0

FeatUres
Electronic Speed Controls
Multiple Switch Options

Proportional Joystick Control
Radio Remote Control

Six Models Available

1-800-950-5185
INNOVATIVE PRODUCTS, INC.

Grand Forks, ND 58201

Circle a 110

The Baby Joggei®
Mobility and comfort combine for
both parent and child! The Baby
Jogger offers new models to suit a
variety of special needs. Go
anywhere with the ultimate
all-terrain stroller. Travel over
gravel, grass, curbs,even sand and
snow with "The stroller for runners."
Trips to the beach or park are easy
with the smooth-rolling three wheel
design. Models available for
children of all ages. Folds easiiy for
transport, adapts to seating inserts.
FREE BROCHURE,

Racing Strollers Inc.
POB 2189, Yakima, WA 98907

1400-241-1848
Safe, stabie, endorsed by pediatricians.

01990 RSI
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- helps keep an exceptional child's legs in
place and warm by completely wrapping
them comfortably. Two styles available.

Fully assembled In the
United States with U. S. materials.

Quality workmanship. Carefully inspected.

Oration Oreala ...more than a hug!
F.O. Box 178 Fort Jones, CA 96032

(916) 468-5475 FAX: (916) 468-5492

Circle 8 18

We feature Uttrashield11) Briefs. These
are all Super Ansa/bent and Pmnium
Qualify products, NOT IRREGULARS.

YOUTH
ADULT SMALL
ADULT MED.

ADULT LARGE

96 Count
96 Count
96 Count
72 Count

$45.00
$47.130
853.00
853.00

Prices include all Shipping and Handling in
the 48 connecting statee. Shipments are
made U.P.S. Ground Service directly to your
home. We amept MASTERCARD, VISAand
Personal Checks.

Call or write for a FREE SAMPLE and a
complete listing of our product offerings.

SpECIAL PROdUCTS
212 N. Market, Suite 315
Wichita, KS 67202-2016

(316) 265-4676

Toll Free 1-800-553-3492
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Now he has a place

for everything

like everyone else.

When he's at school with even one else.

the last thing he needs to worry about is

where to write and put his book: . With

the MYDESC" HipTop Storage Desk, he

has his own portable desk and a place to

put things too!

Its unique ball-joint movements and

sturdy supports put MYDESC in a dass of

its own. It tilts for reading. writing or

computing. then goes flat for lunch time

and breaks. A secret storage compartment

hides papers. books, pencils (and maybe a

few Milk' books). And when it's time for

transfers. the entire desktop swings down

to the side and out of the way.

It's simply designed for flexibility

and growth. so he ran use his MYDESC

for yeam to come!

For more information on tlw entire

NroEsc line, contact your local rehab

dealer and ask to see the MYDESC

demonst7ation video. Or call us directly

for a free brochure.

1-800-4-MYDESC

MINA., In. 16 I. lb. Stnmlam

111111.'1 1. a trad. marl ..1 . In.
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Augmentative Communication

Sensory Manipulation

Recreation Equipment

Positioning Systems

Mobility

Videos

Adapted Toys & Devices

Capability Switches

Language Software

Large Print Books

Audio Cassettes

. . . and more!

New &Expanded

Ltd.
AVery Special Catalogue

P.O. Box 17, Irvington, N.Y. 10533
Toll Free 1-800-443-4728 Fax 1-914-591-4320

A
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Nice chairs that work!

Highly adjustable Booster Seats, Tilt-n-Space, Transition
Chairs, Prone Slanders. Call for a color catalog.

Circle # 130

Kennedy Krieger institute...providing quality
services for youngsters of any age with:

Assistive Technology Needs
Motor and Language Delays
Metabolic & Degenerative Diseases
Learning Problems and Disabilities
Mental Retardation
Head Injury
Birth Defects
Cerebral Palsy
Feeding Disorders
Behavior Problems
Down Syndrome
Other Special Needs

Children's
laughter is
music to
our ears.
Our dedicated staff at the
Kennedy Krieger Institute
is devoted to helping chil-
dren and adolescents with
physical, mental or educa-
tional disabilities. Through
diagnosis, treatment and
education, we can help
find the key that unlocks
the future for your child
and your family.

Kennedy Krieger Institute
A craffprehensar lemma fir
children with disabilities

Coll us to talk about your concerns, slight
or severe. We can help.

(410) 550-9400 / 1-8004173-3377
707 North Broadway
Baltimore, MD 21205

Circle *70
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Positot for Tots
A unique positioning chair made
for the infant to toddler aged child.
Made of childproof plastic, the
Positot is completely washable,
making it ideal for feeding and

classrooms. Adjustable features
afford maximum growth and a
perfect fit, so Moms and therapists
have hands free for sonstructive
activities. The Positot encourages

the youngster to sit independently
securely and in correct position.
Available with a wheeled base and
tilt in space feature.

IMM1111111111111BNIIIIMMIIIIII
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Adaptive Design Labs, Inc.
15 'Standish Ave.

West Orange, NJ 07052
Phone (201) 736-4443
Fax (201) 736-3673

Circle #2



aBack and forth, in

and out of conven-

tional hospitals and treatment

programs. Because complex

behavioral issues frustrate

treatment of a young child's

neurological deficits. Our

unique medical and behavioral

approach can break the cycle

of multiple failures.
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Hospital for Children and Adolescents 9407 Cumberland Roads New Kent, Virginia 23124 1-800-368-3472
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FEDERAI FgPERALLY-Ft .NDED INFORMATION.-RF.SOURcES

The federal government supports many clearinghouses,
information centers and institutes that focus on specific
topics. In addition to publishing and distributing extensive

free material on disability-related subjects, many of the clear-
inghouses, centers and institutes also provide referrals to local
resources.

For more information on federal and federally-funded informa-
tion resources, contact:

NICHCY (National Information Center for Children and Youth
with Disabilities), 1875 Connecticut Ave NW, Washington, DC
20009, (800) 695-0285 (V/TTY), (202) 884-8741 (fax).
NARIC (National Rehabilitation Information Center), 8455
Colesville Rd, Ste 935, Silver Spring, MD 20910, (800) 346-
2742, (301) 588-9284 (V/17)), (301) 587-1967 (fax).
NHIC (National Health Information Center), PO. Box 1133,
Washington, DC 20013-1133, (800) 336-4797 (voice),
(301) 984-4256 (fax).

GENERAL

Clearinghouse on Disability
Information
Office of Special Education and

Rehabilitation Services
US Dept of Education
330 C St SW
Switzer Bldg, Rm 3132
Washington, DC 20202-2524
(202) 205-8241 (V/TTY)
(202) 205-9252 (fax)

National Center for Education
in Maternal and Child Health
2000 15th St N, Ste 701
Arlington, VA 22201-2617
(703) 524-7802 (voice)
(703) 524-9335 (fax)

National Health Information
Center
PO Box 1133
Washington, DC 20013-1133
(800) 336-4797 (voice)
(301) 984-4256 (fax)

National Information Center
for Children and Youth with
Disabilities (NICHCY)
1875 Connecticut Ave NW
Washington, DC 20009
(800) 695-0285 Krro
(202) 884-8741 (fax)

National Institute of Child
Health and Human
Development
PO Box 29111
Washington, DC 20040
(301) 496-5133 (voice)
(301) 496-7101 (fax)

National Maternal and Child
Health Clearinghouse
8201 Greensboro Dr, Ste 600
McLean, VA 22102
(703) 821-8955, ext 254, 265 or

317 (voice)
(703) 821-2098 (fax)

National Rehabilitation
information Center (NARIC)
8455 Colesville Rd, Ste 935
Silver Spring, MD 20910
(800) 346-2742 (VT1T()
(301) 588-9284 (V/TTY)
(301) 587-1967 (faxl

Office of Minority Health
Resource Center
PO Box 37337
Washington, DC 20013
(800) 444-6472 (voice)
(301) 565-5112 (fax)

AIDS

Centers for Disease Control
and Prevention National AIDS
Clearinghouse
PO Box 6003
Rockville, MD 20849-6003
(800) 458-5231 (voice)
(800) 342-AIDS (English hotline)
(800) 344-SIDA (Spanish hotline)
(800) 243-7012 fflY)
(301) 738-6616 (fax)
(301) 217-0023 (international

line)

National Pediatric HIV
Resource Center
15 S 9th St
Newark, NJ 07107
(800) 362-0071 (voice)
(201) 268-8251 (voice)
(201) 485-2752 (fax)

ALLERGY &
INFECTIOUS DISEASES

National Institute of Allergy
and Infectious Diseases
Office of Communication
Bldg 31, Rm 7A50
9000 Rockville Pike
Bethesda, MD 20892
(301) 496-5717 (voice)
(301) 402-0120 (fax)

ASSISTIVE TECHNOLOGY
& REHABIUTATION

ABLEDATA
8455 Colesville Rd, Ste 935
Silver Spring, MD 20910-3319
(800) 227-0216 ourro
(301) 588-9284 (WHY)
(301) 587-1967 (fax)

CANCER

Cancer Information Service
National Cancer Institute
Bldg 31, Rm 10A16
Bethesda, MD 20892
(800) 422-6231 (voice)

DEAF-BLIND_

National information
Clearinghouse on Children
Who Are Deaf-Blind
345 N Monmouth Ave
Monmouth, OR 97361
(800) 438-9376 (voice)
(800) 854-7013 (TTY)
(503) 838-8150 (fax)

DIABETES

Nationa-Iiiabetes Information
Clearinghouse
1 Information Wy
Bethesda, MD 20892-3560
(301) 654-3327 (voice)
(301) 907-8906 (fax)

DIGESTIVE DISEASES

National Digestive Diseases
information Clearinghouse
2 Information Wy
Bethesda, MD 20892-3570
(301) 654-3810 (voice)
(301) 907-8906 (fax)
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EDUCATION

ERIC Clearinghouse on
Disabilities and Gifted
Education
Council for Exceptional Children
1920 Association Dr
Reston, VA 22091-1589
(800) 328-0272 (voice)
(703) 264-9474 (voice)
(703) 620-3660 (11Y)

National Clearinghouse on
Postsecondary Education for
Individuals with Disabilities
HEATH Resource Center

1 Dupont Cir NW, Ste 800
Washington, DC 20036-1193
(800) 544-3284 NirrY)
(202) 939-9320 (V/TTY)
(202) 833-47560 (fax)

HEARING IMPAIRMENTS

National Information Center
on Deafness
Gallaudet University

800 Florida Ave NE
Washington, DC 20002-3695
(202) 651-5051 (voice)
(202) 651-5052 (MI
(202) 651.5054 (fax)

National Institute on Deafness
and Other Communication
Disorders Information
Clearinghouse
1 Communication Ave
Bethesda, MD 20892-3456
(800) 241-1044 (voice)
(800) 241-1055 (lTY)

HEART, LUNG & BLOOD
DISORDERS

National Heart, Lung, and
Blood Institute information
Center
PO Box 30105
Bethesda, MD 20824-0105
(301) 251-1222 (voice)
(301) 251-1223 (fax)

HOUSING

ilousing and Urban
Development User
PO Box 6091
Rockville, MD 20850
(800) 245-2691 (voice)
(800) 887-8339 (TTY)
(301) 251-5747 (fax)
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FEDERAL RESOURCES

KIDNEY & UROLOGIC
DISEASES

National Kidney and Urologic
Diseases Information
Clearinghouse
3 Information Wy
Bethesda, MD 20892-3580
(301) 654-4415 (voice)
(301) 907-8906 (fax)

MENTAL HEALTH

National Clearinghouse on
Family Support and Children's
Mental Health
Portland State University .

PO Box 751

Portland, OR 97207-0751
(800) 628-1696 (voice)
(503) 725-4040 (voice)
(503) 725-4165 (TTY)
(503) 725-4180 (fax)

National Institute
of Mental Health
Information Resources and

Inquiries Branch
5600 Fishers Ln, Rm 7C-02
Rockville, MD 20857
(301) 443-4513 (voice)
(301) 4.3-8431 (TTY)

MUSCULOSKELETAL
& SKIN DISEASLS

National Arthritis and
Musculoskeletal and Skin
Diseases Information
Clearinghouse
1 AMS Cir
Bethesda. MD 20892-3675
(301) 495-4484 (voice)
(301) 587-4352 (fax)

NEUROLOGICAL
DISORDERS

National !minute of
Neurological Disorders
& Stroke
PO Box 5801

Bethesda, MD 20824
(800) 352-9424 (voice)
(301) 496-5751 (voice)
(301) 402-2186 (fax)

ORAL HEALTH

National Oral Health
Information Clearinghouse
1 NOHIC Wy

Bethesda, MD 20892
(301) 492-7364 (voice)
(301) 907-8830 (fax)

OTHER FEDERAL RESOURCES
These federal resources can provide information on programs, services and related taws and regulations.

Administration on
Developmental
Disabilities
US Dept of Health and

Human Services
HHH Bldg, Rm 329D
200 Independence Ave SW
Washington, DC 20201
(202) 690-6590 (voice)
(202) 690-6415 (1T()
(202) 690-6904 (fax)
Develops and administers
programs protecting rights
and promoting indepen-
dence, productivity and
inclusion: funds state grants,
the Protection and Acfrocacy
programs, University Affiliat-
ed Programs and national
projects.

Division of Birth Defects
and Developmental
Disabilities
National Gtr for

Environmental Health
Centers for Disease Gontrol

and Prevention
4770 Buford Hwy NE
Mailstop F-45
Atlanta, GA 30341-3724
(404) 488-7150 (voice)
(404) 488-7156 (fax)
Piovides assistance to com-
munity organizations to
implement prevention pro-
grams.

Indian Health Service
Parklawn Bldg, Rm 2014
5600 Fishers Ln
Rockville, MD 20857
(301) 443-3593 (voice)
(301) 443-0507 (fax)
Counseling and referrals to
American Indian and Alaska
Native families with children
with disabilities.

National Library Service
for the Blind and
Physically Handicapped
Library of Congress
1291 Taylor St NW
Washington, DC 20542
(202) 707-5100 (voice)
(202) 707-0744 (TR)
(202) 707-0712 (fax)
Provides Braille and recorded
books and magazines on
free loan to anyone who
cannot read standard print
because of visual or physical
disabilities.

Office of Fair Housing and
Equal Opportunity
Dept of Housing and Urtan

Development
Office of Fair Housing and

Equal Opportunity
820 1st St NE, Ste 450
Washington, DC 20002
(202) 275-0848 (voice)
(202) 275-0772 (1Tf)
(202) 275-0779 (fax)
Provides information and
handles complaints about
discrimination in housing.

102 EXCEPTIONAL PARENT / JANUARY 1995

Office of Special
Education and
RehablEtative Services
(OSERS)
US Dept of Education
Switzer Bldg
330 C St SW
Washington, DC 20202
(202) 205-8723 (voice)
(202) 205-8241 (TTY)
(202) 205-9252 (fax)
Supports educational pro-
grams for children with spe-
cial needs, rehabilitation and
research.

President's Committee on
Employment of People
with Disabilities
1331 F St NW, 3rd Fl
Washington, DC 20004
(202) 376-6200 (voice)
(202) 376-6205 (1T1')
(202) 376-6219 (fax)
Publishes and distributes
free material on employment
of people with disabilities,
independent living, the
Rehabilitation Act and job
accommodation and place-
ment.

PRIMARY CARE

National Clearinghouse for
Primary Care Information
8201 Greensboro Dr, Ste 600
McLean, VA 22102
(703) 821-8955, ext 248 (voice)
(703) 821-2098 (fax)

SUDDEN INFANT DEAN
SYNDROME

National Sudden Infant Death
Syndrome Resource Center
8201 Greensboro Dr, Ste 600
McLean, VA 22102-3810
(703) 821-89..35 (voice)

(703) 821-2098 (fax)

1 VISUAL IMPAIRMENTS

National Eye Institute
Bldg 31, Rm 6A32
31 Center Dr, MSC 2510
Bethesda, MD 20892-2510
(301) 496-5248 (voice)

I (301) 402 1065 (fax)

President's Committee on
Mental Retardation
Wilbur J Cohen Bldg,

Rm 5325
330 Independence Ave SW
Washington, DC 20201
(202) 619-0634 (voice)
(202) 205-9519 (fax)
Advises the administration
on providing services for
people with mental retarda-
tion and on ways to prevent
this disability Publishes
annual reports, bibliogra-
phies, conference reports
and information on related
topics.

Senate Subcommittee
on Disability Policy
113 Hart Senate Office Bldg
Washington, DC 20510
(202) 224-6265 (voice)
(202) 224-3457 (11Y)
(202) 228-2923 (fax)
Has legislative jurisdiction
over the Americans with
Disabilities Act (ADA),
Individuals with Disabilities
Education Act (IDEA),

Rehabilitation Act,
Developmental Disabilities
Act and Techonology-Related
Assistance for Individuals
with Disabilities (TECh) Act.
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Social Security
Administration
6401 Security Blvd
Baltimore, MD 21235
(800) 772-1213

(voice hotline)

(800) 325-0778
(TTY hotline)

(410) 965-7700 (voice)
(410) 965-0695 (fax)
Provides information about
the Social Security and
Supplemental Security
Income (SSO programs, dis-
ability benefits and entitle-
ment to Medicare.



Tampa, FL.
_March 10-12

Elorida State.Fair Expo Park
Career Fair, Fri( lay, Starch 10, only

Anaheim-, CA,
April 21-23

Anaheim Convent-0'n Center

Edison, NJ . 4 Rosemont, IL
June 16:18 August 11-13

Raritan Center Expo Hall (Chicago)
Rosemont Convention Center

San Mateo, CA
September 29-October 1

(San Francisco Bay Area)
San Mateo E.xpo Center
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th care providers,
call (203) 2564700 ext. 131
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The entrance fee at each Show is $4 per person but you'll save $1 on a single admission when

you present this coupon. Name and address must be completed to make this coupon valid.

Name

Address

City State Zip
DS Abilithis Show
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Management Amociatcs. Inc. In conjunction with RCW Productions. I
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Functional Solutions For
Independent Living'

The free 1995 NCM Consumer
Products After Therapy.' Catalog
features hundreds of products
for independent living. The
Catalog features products that
allow for dressing and eating
without assistance and to bathe
more safely. Also included are
products that will assist in exer-
cise therapy and help improve
communication. You can now
conveniently order any of these
products directly from the
North Coast NCM Consumer
Products After Therapy' Catalog.

'lb receive a Free Consumer Products After Therapy- Catalog,
please return this reply card, give us a call, or fax us.

Toll Free 1-000-235-7054 FAX 408-277-6824
Ship to:

linir Name

Address

City State Zip

Area ( .ode Phone

RIC IVrnsurroerProducts Owosso

PO Box (Apo
San Jose, CA 95 Iso-oro

Circle # 68

For people with disabilities,

CAN
turn your computer into an open dom:

I

door opening to mac opportunities at uork, at school and at/none.
Thanks to IBM tedutology, persons with vision. mobility; speech/hearing
or attention /memory disabilities can do things once never thouglu
possible. Like monpete in the uorkplam and support finni1U,s.
independently of others. Find out mom by calling 1-800- 12O- 1832

OWE): 1-800-126-3383 (MD): in Canada. 1-1100-405-7W81.

lt 1111.11. We dO MIR' than 1111i think.

E IA INDEPENDENCE SERIES
tir114..q. I I Ind.,. oriel., rr. me or pt. of hortnonwall 101/1. thal

Circle # 92
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Just Two Bikes®, Inc.
Montage®

Comfortable, fun and safe cycling
for all ages and abilities

The Montage® by Just Two Bikes, Inc. joins cycling partners
together in a relaxed, side-by-side position, eliminating balance
concerns and allowing each rider an excellent view of the road
and scenery.

The adjustable seating positions accomodate riders of dif-
ferent heights. Either partner may steer, and each rider
has a separate drivetrain so they may pedal at their own
cadence. Stores vertically to save space and allow easy
maintenence.

Ideal for visually or physically challenged riders.

Contact JTB for details and a video brochure:
phone: 1-800-499-1548 fax: 1-612-426-1548

e-mail: 74771.2737@compuserve.com
4821 Washington Avenue, White Bear Lake, MN 55110

Circle # 140

Exceptional Programs
For

Exceptional Children.
titt St. Oletta Schools
we believe life is what
happens today. Our

goal is to provide the best
possible life experience for
your exceptional child.
Students here are not only
preparing for tomorrow,
they are living quality lives
everyday. Founded in 1947,
St. Coletta Schools offer a
wide range of programs for
children with mild to severe
developmental eisabilities.
Twelve-month Nsidential and
day programs for ages 6-22.

Extensive Vocational Raining

Functional Academics

Community Skills Training

Daily Living & Social Skills

Adapted Phys. Ed. & Recreation

Activity Program

Special Olympics

Behavior Management

Physical & Occupational Therapy

Speech Therapy

Music, Art & Computers

Prader-Willi Pmgram

Canikal Cushing School & Training Center
400 Washington Street, Hanover, MA 02339

Braintree St. Coktia Day School
85 Washington Street, Braintree, MA 02184

St. Coletta's
Contact e Goyuk
Tel: (61 826-6371
Fax:(61 826-6474

Of MASSACHUSETTS Sponsored by

John W. Shyne, Jr., President The Sisters of Si Francis of Assisi of Milwaukee,

10.9
Ord! # 162



Superior Quality--

Community Living
Opportunities
For more than 65 years, Martha Lloyd Community Services has provided superior quality
day, residential and vocational programs for adults with mental retardation. Located in the
scenic rural village of Troy, Pennsylvania, Martha Lloyd has a unique relationship with its
neighbors. Residents are valued members of the community and make full use of its
resources. Few other programs can offer such an open and productive relationship.

There are five programs for women (from semi-independent to supportive) including one
specifically designed for mature women. A new community-based program for men has
been added. The program offers training in home care and maintenance, budgeting,
household management, and participation in an established vocational program.

All Programs Offer These Advantages

Life skills and vocational training.

Employment opportunities at Martha
Lloyd and in the Troy community.

Easy access to nearby community
resources including retail shops,
restaurants, churches, and recreation.

A caring professional staff experi-
enced in working with developmental
disabilities.

44 MARTHA
orLLOYD
COMMUNITY
SERVICES

Our interdisciplinary team approach
assures continuity and consistency in
individual planning.

Unique leisure and recreational expe-
riences in a rural community setting.

Excellent health care provided by
on-staff health professionals and a
community medical center.

Annual fees among the lowest in
the nation.

Circle * 78 110

For Information Call

(717) 2974185
or write: Martha Uoyd Community Services

190 West Main St., Troy, PA 16947



"THEIR COMMUNITY...WITH OUR
HEIP" Residential, day, and evening
programs and services for adults
with developmental disabilities.

Paid Vocational Training
Visual and Performing Arts
Daily Living/Life Skills
Therapeutic Recreation

0 Case Management
Health Services
Off-Campus Activities
125-Acre Wooded Environment

Annandale at Suwanee, Inc.
3500 Annandale Lane
Suwanee, GA 30174
(404) 945-8381

THE ARBORWAY SCHOOL
A 24 hour learning experience
which provides individualized ser-
vices for multihandicapped students.

1:2 staff to student ratio
clinical consultants on staff
recreational and leisure activities
vocational training & on-site work
12 month program
ages 6 through 22

Contact: Carolyn MacRae,
Executive Director
Arborway School
147 South Huntington Avenue
Boston, MA 02130
617-232-1710

: -
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Annamiale
Village

"
...rho.

A rh( )r\Ala V-, i
School-

Private, 501(c)(3)
Nonprofit Community

A VERY SPECIAL CAMP FOR
SPECIAL NEEDS CAMPERS
A co-ed residential cam? for the:

Learning Disabled, ADD.
Neurologically Impaired.
Mild-Moderate MR.

Located in beautiful High Falls in
the Catskill Mts. of NY state.
2, 4, 8 wk. sessions. Highly qualifi ed
staff. 33rd year. Free brochure.

Contact: Maria K. Falik. Ph.D.
Camp Huntington
56 Bruceville Road
High Falls, :Y 12440
(914) 687-7840

CHILDREN'S CARE HOSPITAL &
SCHOOL (formerly Crippled
Children's Hospital & School) is a
private, nonprofit facility serving
over 1000 chiklren with disabilities
and their families each year. CCHS

programs through day school,

CHILDREN ARE

offers individualized, family-centered

outpatient, outreach, or res' lentialk,
s C services.

HOSPrTAL & SCHOOL
Contact: Nathan Anderson
Children's Care Hospital & S,:hool
2501 West 26th Street
Sioux Falls, SD 57105-2498
(605) 336-1840 or (800) 584-9294

1110.10
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Camp Huntington

33rd Year

-mmamizrNG INDIVIDUAL
POTENTIAL" Community-based,
positive learning environment for
difficult-to-place children, adoles-
cents and young adults with MR,
autism, communication disorders,
and challenging behaviors. A pro-
gram of the Protestant Guild for
Human Services, Inc.

12-mo. day/residential programs.
10 miles west of Boston.

.

A point of light

CHREDA HABILITATION lisign-
TUTE Educators for youths with
developmental disabilities. Residen-
tial treatment center provides com-
pkte training & intensive therapy for
children with severe mental & physi-
cal disabilities, closed head injuries
& challenging behaviors. Estab. 1973.

Intensive
Progressive
Specialized

- . .

_ -11IFT.--
-.7--.....

Chileda Habilitation Institute
1020 Mississippi Street
LaCrosse, WI 54601
(608)782-6480 / (608)782-6481 (Fax)

Contact: Admissions Director
The Learning Center
411 Waverley Oaks Road
Waltham, MA 02154
(617) 893-6000

OAK HILL SCHOOL
100 Yean of Compassion
Exceptional people deserve excep-
tional care. CIB/Oak Hill School enters
its second century of compassionate
care and ground-breaking education
for children and adults with severe
developmental disabil:ties.

Residential living
Day and vocational programs
Loving, supportie environment
Dedicated, highly-qualified staff

CIB/Oak Hill
120 Holcomb St.
Hartford, CT 06112
(203) 242-2274

Exciting Camping Opportunity
for Children with Developmental
and Learning Disabilities from:
YAI (Young Adult Institute) We
proudly announce openings for the
summer of 1995 to MesINSTREAM AT
CAMP(MAC). A nation*. recognized
award-winning (Except.(,.. Parent
commendation '93) residcntia, -amp
program for children and young
adults. One to four week sessions.

Iran Buckler
Young Adult Institute
320 West 13th Street
New York, NY 10014-1206
(212) 645-1616/fax (212) 645-3869

.471114(
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Berkshire
Meadows

Nestled in the serene beauty of western Massachusetts'
Berkshire Hills, Berkshire Meadows carefully designed
fifteen-acre campus offers a comprehensive, integrated

year-round residential program for children and adolescents who
are severely developmentally delayed and may be multiply
disabled.

L ike other children all over the
world, residents of Berkshire

Meadows attend "school" (our
Learning Center) five days a week.
Each follows his or her own curricu-
lum, designed to respond to individual
needs: physical development, cognitive
development (based on Piaget), the use
of basic living skills. Our program for
young adults also includes Applied
Academics: techniques such as the use
of money, and basic computing. And as
a corollary to the Total Communication
techniques we apply throughout our
program, all students participate in
Augmentative Communication
training, where individual methods of
communication are developed.

5 Co t
.

L -L-

The young people live in spacious
one-story homes, each with its own

lounge, visiting area , kitchen, dining
room, laundry and specially-equipped
bathrooms. Each youngster has a
bright, attractive bedroom, and is
encouraged to keep personal pictures
and toys. Here, in an atmosphere of
nurturing home life, each resident
learns about self-care and daily living
skills, and staff accommodate personal
needs with respect and tenderness.

ach resident of Berkshire Meadows
follovvs his or her own individual-

ized physical therapy program. We take
full advantage of all the tools and
techniques that research and modern
technology have provided to ease pain,
relax muscles, develop strength and
expand movement, including extensive
hydrotherapy. Specialists in the fields of
psychiatry and psychology work with
the young people to promote emotional
and mental well-being. Round-the-clock
nursing coverage ensures that each
child's physical needs are constantly and
consistently monitored.

Circi**10

Weekends and holidays are for fun.
We take full advantage of the

loveliness of our natural surroundings.
and of the receptive friendliness and
extensive activities of local
communities.

0 ur intent is to help "our"
young people to become more
independent, more self-

sufficient and empowered. For their
families we strive to offer education,
encouragement and support. We believe
that with thoughtful, cohesive integra-
tion of specialized education and
physical care, and family and commu-
nity support, each child has the
opportunity to achieve his or her
maximum potential, and, most
importantly. to experience satisfaction
and joy.

Berkshire Meadows
Gail Charpentier, Exec. Dir.

249 North Plain Road
Housatonic, MA 01236

(413) 528-2523
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Outcomes: Posture, function, and m improved.

Comments: Bobby shows greater endurance and activity in the
GS Cushion and Back.

Follow-up: Adjustments will be easy to make as Bobby continues to grow
and lop.

Jay'GP: Simples cost-effective children's seating.
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embership in many professional organizations is often
limited to professionals working in specific fields.
However, many organizations offer information and

resources to non-members. If interested in specific organiza-
tions, please contact them for further details

This directory was compiled with the help of NICHCY
(National Information Center for Children and Youth with
Disabilities), 1875 Connecticut Ave., NW Washington, DC
20009, (800) 695-0285 (11/TT}9, (202) 884-8441 (fax).

Academy of DENTISTRY
for Persons with Disabilities
211 E Chicago Ave, Ste 948
Chicago, IL 60611
Assists dentists, dental hygienists,
students and other dental care
providers in acquiring and main-
taining skills and knowledge to
provide comprehensive dental
care to people with disabilities.

American Academy
of PEDIATRIC DENTISTRY
211 E Chicago Ave, Ste 700
Chicago, IL 60611
(312) 337-2169 (voice)
(312) 337-6329 (fax)
Represents 3,700 members in
pediatric dentistry. Emphasizes
three-part approach to caring for
children: practice, teaching and
research.

American Academy
of PEDIATRICS
PO Box 927
Elk Grove Village, IL 60009
Represents 49,000 pediatricians.
Dedicated to the health, safety
and well-being of infants, children,
adolescents and young adults.
Committee on Children with
Disabilities studies the role of
pediatricians in the care of chil-
dren with chronic iffnesses and
disabilities.

American Alliance for HEALTH,
PHYSICAL EDUCATION,
RECREATION and DANCE
1900 Association Dr
Reston, VA 22091
(703) 476-3400 (voice)
(703) 476-9527 (fax)
Concerned with improving physi-
cal education, sports, health and
safety education, recreation and
dance programs in schools and
communities. Offers publications
in planning, organizing and con-
ducting programs for people with
disabilities.

American ART THERAPY
Association
1202 Allanson Rd
Mundelein, IL 60060
(708) 949-6064 (voice)
(708) 566-4580 (fax)
Approves graduate-level training
programs in art therapy and regis-
ters professional therapists.

American Association for
VOCATIONAL INSTRUCTIONAL
MATERIALS
220 Smithonia Rd
Winterville, GA 30683
(800) 228-4689 (voice)
(706) 742-7005 (fax)
Publishes instructional books,
videos and computer software on
agriculture, home economics, and
trade and industrial arts.

American Association
of CHILDREN'S RESIDENTIAL
CENTERS

1021 Prince St
Alexandria, VA 22314

(703) 838-7522 (voice)
(703) 684-5968 (fax)
Represents mental health facilities
that meet required standards in
therapeutic living, educational pro-
grams, group therapy and parent
or family therapy for children with
emotional problems. Provides
technical assistance for new resi-
dential treatment center pro-
grams.

American Association
on MENTAL RETARDATION
444 N Capital St NW, Ste 846
Washington, DC 20001
(800) 424-3688 (voice)
(202) 387-1968 (voice)
(202) 387-2193 (fax)
Seeks to improve services to peo-
ple who have mental retardation.
Offers professional v wkshops and
consultations for tra..1ing and

technical assistance.
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American Association of
UNIVERSITY AFFILIATED
PROGRAMS FOR PERSONS
WITH DEVELOPMENTAL
DISABILITIES
8630 Fenton St, Ste 410
Silver Spring, MD 20910
(301) 588-8252 (voice)
(301) 588-3319 (TTY)
(301) 588-2842 (fax)
Central office of the 54 university
affiliated programs (1.1AP5). IJAPs

offer training of professionals and
para-professionals dealing with
people with developmental disabil-
ities; screening, evaluation, treat-
ment, planning and educational
programming; technical assis-
tance to servke agencies and dis-
semination of research findings.

American COUNSELING
Association
5999 Stevenson Ave
Alexandria, VA 22304
(703) 823-6862 (voice)
(703) 823-0252 (fax)
Provides professional counselors,
counselor educators and related
human development specialists
with programs and services for
personal and professional growth.
Accredits counselor education
programs.

American DANCE THERAPY
Association
2000 Century Plaza, Ste 108
Columbia, MD 21044
(410) 997-4040 (voice)
(410) 997-4048 (fax)
Approves educational programs in
dance/movement therapy and
registers professional therapists.
Provides local professional con-
tacts, free information on educa-
tional programs and guidelines for
dance/movement therapy training
and lOternships.

American HORTICULTURAL
THERAPY Association
362A Christopher Ave
Gaithersburg, MD 20879
(301) 948-3010 (voice)
(301) 869-2397 (fax)
Consults to institutions interested
in establishing horticultural thera-
py programs. Registers profes-
sional therapists and sponsors
national and regional workshops.
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American MEDICAL
Association
515 N Dearborn St
Chicago, IL 60610
(800) 262-3211 (voice)
(312) 464-5000 (voice)
(312) 464-4184 (fax)
Represents physicians, academi-
cians, medical students and rep-
resentatives of organize(' medi-
cine.

Arnerican MENTAL HEALTH
COUNSELORS Association
5999 Stevenson Ave
Alexandria, VA 22304
(703) 823-9800 (voice)
(703) 823-6862 (TTY)
(703) 823-0252 (fax)
A division of the American
Association for Counseling and
Development. Provides support to
professional mental health coun-
selors. Sets service training stan-
dards and advocates on legislative
issues.

American Network
of COMMUNITY OPTIONS
AND RESOURCES
4200 Evergreen Ln, Ste 315
Annandale, VA 22003
(703) 642-6614 (voice)
(703) 642-0497 (fax)
Represents. about 500 private
service provider companies for
people with developmental dis-
abilities, mental illness and other
disabilities. Provides training and
educational opportunities for its
members.

American NURSES Association
600 Maryland Ave SW, Ste 100W
Washington, DC 20024-2571
(202) 651-7000 (voice)
(202) 651-7001 (fax)
Represents more than 210,000
registered nurses. Advances nurs-
ing by upholding high standards of
practice, promoting the economic
and general welfare of nurses in
the workplace and projecting a
positive and realistic view of nurs-
ing. Lobbies on health care
issues.
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PROFESSIONAL ORGANIZATIONS

American OCCUPATIONAL
THERAPY Association
4720 Montgomery Ln
PO Box 31220
Bethesda, MD 20824
(800) 377-8555 (IT()
(301) 948-9626 (voice)
(301) 652-7711 (fax)
Accredits educational programs,
certifies practitioners and advo-
cates on programs related to
national health care issues.
Distributes professional informa-
tion packets on many subjects.

American ORTHOTIC and
PROSTHETIC Association
1650 King St, #500
Alexandria, VA 22314
(703) 836-7116 (voice)
(703) 836-0838 (fax)
Represents manufacturers of
orthotic and prosthetic devices
and facilities providing prosthetic
patient care. Provides a list of
schools offering a curriculum in
orthotics and/or prosthetics.

American PHYSICAL THERAPY
Association
1111 N Fairfax St
Alexandria, VA 22314
(800) 999-2782 (voice)
(703) 684-2782 (voice)
(703) 684-7343 (fax)
Accredits academic programs in
physical therapy, assists in com-
posing state certification exams
and offers educational courses
and workshops. Refers people
with disabilities to physical thera-
py facilities.

American PSYCHOLOGICAL
Association
750 First St NE
Washington, DC 20002
(800) 336-4980 (voice)
(202) 336-5500 (voice)
Works to advance psychology as a
science, a profession and a
means of promoting human wel-
fare. Promotes policy, research
and standards of ethical conduct
and education.

American REHABILITATION
COUNSELING Association
5999 Stevenson Ave
Alexandria, VA 22304
(703) 823-9800 (voice)
(703) 823-0252 (fax)
Division of the American
Counseling Assochation (ACA).

Seeks to improve rehabilitation
counseling services to people with
disabilities. Supports and partici-
pates in ACA's accreditation.

American SCHOOL COUNSELOR
Association
5999 Stevenson Ave
Alexandria, VA 22304
(703) 823-9800 (voice)
(703) 823-6862 (TTY)
(703) 823-0252 (fax)
Provides support to counselors,
counseling and guidance direc-
tors, supervisors, administrators
and counselor educators.

American SCHOOL HEALTH
Association
7263 State Rt 43
PO Box 708
Kent, OH 44240
(216) 678-1601 (voice)
(216) 678-4526 (fax)
Promotes comprehensive school
health programs. Offers free publi-
cation catalog.

American SPEECH-LANGUAGE-
HEARING Association
10801 Rockville Pike
Rockville, MD 20852
(800) 638-8255 (WM)
(301) 897-5700 (NIITIY)
(301) 571-0457 (fax)
Certi6fing body for professionals in
speech, language and hearing
therapy. Accredits graduate, clinic
and hospital programs in speech-
language pathology and audiology.
Provides free information, refeirals
and consumer-oriented publica-
tions through toll-free (800) phone
number

Association for CHILDHOOD
EDUCATION international
11501 Georgia Ave, Ste 315
Wheaton, MD 20902
(800) 423-3563 (voice)
(301) 942-2443 (voice)
(301) 942-3012 (fax)
Concerned with development,
growth and education from infan-
cy through early adolescence.
Sponsors annual conference.
Offers about 100 books, pam-
phlets, videos and audiotapes
through publication catalog.

Association for DRIVER
EDUCATORS for the Disabled
PO Box 49

Edgerton, WI 53534
(608) 884-8833 (voice)
(608) 884-4851 (fax)
Seeks to improve driver education
and evaluation for people with dis-
abilities. Provides information on

teaching techniques, assessment
methods and technological devel-
opments.
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Association of Schools of
AWED HEALTH Professionals
1730 M St NW, Ste 500
Washington, DC 20036
(202) 293-4848 (voice)
(202) 293-4852 (fax)
Represents health care profes-
sionals and educators in wide
range of fields including correc-
tive, occupational, physical and
recreational therapies. Provides
information on allied health, innov-
ative projects and individual
expertise. Sponsors annual con-
ference, leadership workshops,
fellowships and a world congress.

Association of Specialized and
Cooperative LIBRARY Agencies
American Library Association
50 E Huron St
Chicago, IL 60611
(800) 545-2433 (voice)
(312) 944-6780 (voice)
(312) 944-7298 (TTY)
(312) 280-3255 (fax)
Represents librarians serving
communities and special popula-
tions, including people with physi-
cal and mental disabilities.
Provides printed information to
libraries interested in developing
services for people who are blind
or who have mental retardation.

Association on HIGHER
EDUCATION and Disability
PO Box 21192
Columbus, OH 43221
(614) 488-4972 (WITY)
(614) 488-1174 (fax)
Committed to full participation in
higher education for people with
disabilities. Sponsors annual con-
ference and publishes material for
service providers. Maintains
resume databank of people with
disabilities seeking employment.

Council for
EXCEPTIONAL CHILDREN
1920 Association Dr
Reston, VA 22091
(703) 620-3660 (voice)
(703) 264-9494 (fax)
Monitors and analyzes policies
concerning children and youth
with disabilities and children and
youth who are gifted. Offers publi-
cations on special education, dis-
ability awareness, child abuse,
recreation, parent-professional

cooperation, career and vocational
education and public policy.
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National Association
for MUSIC THERAPY
8455 Colesville Rd
Silver Spring, MD 20910
(301) 589-3300 (voice)
(301) 589-5175 (fax)
Approves university curricula for
music therapy programs, approves
clinirol facilities for training music
therapists, certifies and registers
professionals and provides techni-
cal assistance to researchers.

National Association for
PERINATAL ADDICTION
Research and Education
200 N Michigan Ave, 3rd Fl
Chicago, IL 60601
(312) 541-1272 (voice)
(312) 541-1271 (fax)
Addresses perinatal addiction and
the long-term outlook for children
exposed in utero to illicit drugs.
Provides national network for
exchange of information, provides
education, coordinates research
and translates current research
into public education programs
and public health policy.

National Association
for the EDUCATION
OF YOUNG CHILDREN

1509 16th St NW
Washington, DC 20036-1426
(800) 424-2460 (voice)
(202) 232-8777 (voice)
(202) 328-1846 (fax)
Represents 90,000 early child-
hood professionals and others
dedicated to improving the quality
of early childhood education pro-
grams for children birth through
age eight. Accredits early child-
hood programs. Offers books,
brochures, posters and videos.

National Association of
DEVELOPMENTAL DISABILITIES
COUNCILS

1234 Massachusetts Ave NW,
Ste 103

Washington, DC 20005
(202) 347-1234 (voice)
(202) 347-4723 (fax)
Promotes development of public
policy for community integration
and services to people with devel-
opmental disabilities through
developmental disabilities councils
in states and territories.
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PROFESSIONAL ORGANIZATIONS

National Association
of MEDICAL EQUIPMENT
SERVICES

625 Slaters Ln
Alexandria, VA 22314-1176
(703) 836-6263 (voice)
(703) 836-6730 (fax)
Represents more than 2,000
home medical equipment and
rehabilitation technology suppliers.
Promotes access to quality home
medical equipment services and
rehabilitation/assistive technology

National Association
of PRIVATE SCHOOLS
for Exceptional Children
1522 K St NW, Ste 1032
Washington, DC 20005
(202) 408-3338 (voice)
(202) 408-3340 (fax)
Promotes the role of private spe-
cial education. Serves as national
voice regarding policies that
affect children and youth with
disabilities.

National Association of
REHABILITATION FACILITIES
1910 Association Dr
Reston, VA 22091
(800) 368-3513 (voice)
(703) 648-9300 (voice)
(703) 648-0346 (fax)
Advocates on behalf of rehabilita-
tion services to people with dis-
abilities. Provides field services
and technical assistance to mem-
bers and others. Conducts
research, sponsors educational
forums and develops policy

National Association
of SOCIAL WORKERS
750 First St NE, Ste 700
Washington, DC 20002
(800) 638-8799 (voice)
(202) 336-8310 (fax)
Proposes and promotes sound
public policies and programs
aimed at meeting human needs
and improving quality of life.

National Association of STATE
DIRECTORS OF DEVELOPMEN-
TAL DISABIUTIES SERVICES
113 Oronoco St
Alexandria, VA 22314
(703) 683-4202 (voice)
Facilitates exchange of informa-

tion among its 53 state/territorial
mental retardation program direc-
tors on providing care and treat-
ment for people with mental retar-
dation.

National Association
of STATE DIRECTORS
OF SPECIAL EDUCATION
1800 Diagonal Rd, Ste 320
Alexandria, VA 22314
(703) 519-3800 (voice)
(703) 519-7008 (iTY)
(703) 519-3808 (fax)
Represents personnel from state
education agencies who have
legal responsibility for the admin-
istration and supervision of special
education programs in public
schools. Assists local, state and
national communities in promoting
and enhancing special education.

National EDUCATION
Association
1201 16th St NW
Washington, DC 20036
(202) 833-4000 (voice)
(202) 822-7767 (fax)
Informs its members about the
Individuals with Disabilities
Education Act (IDEA). Members

receive a teacher's guide to IDEA
and information on training to help
regular teachers integrate stu-
dents with and without disabilities.

National THERAPEUTIC
RECREATION Society
2775 S Quincy St, Ste300
Arlington, VA 22206
(703) 820-4940 (voice)
(703) 671-6772 (fax)
Committed to recreation and
leisure services for all. Offers pro-
fessional assistance, publications
and conferences.

Registry of INTERPRETERS
FOR THE DEAF

8719 Colesville Rd, Ste 310
Silver Spring, MD 20910
(301) 608-0050 (V/17Y)
(301) 608-0508 (fax)
Certifies interpreters (American
Sign Language/Spoken English)
and transliterators (Signed
English/Spoken English).

Maintains and promotes code of
ethics and operates grievance
system. Sells annual directory list-
ing certified interpreters and
transliterators. Provides informa-
tion on finding and using inter-
preters, careers in interpreting
and professional development.

RESNA
1700 N Moore St, Ste 1540
Arlington, VA 22209
(703) 524-6686 (voice)
(703) 524-6639 (111()
(703) 524-6630 (fax)
Represents rehabilitation profes-
sionals. Seeks to transfer science,
engineering and technology to the
needs of people with disabilities.
Sponsors annual conference and
publishes books and a video.

SCIENCE Association for
Persons with Disabilities
do Dr Janet Davies
Colorado Christian University
180 S Garrison St
Lakewood, CO 80226
(303) 238-5386 (voice)
(303) 274-7560 (fax)
A division of the National Science
Teachers Association. Promotes

science and encourages the
development of curricula for peo-
ple with disabilities. Provides
information about teaching sci-
ence to people with disabilities.

World Association for
INFANT MENTAL HEALTH
ICYF

Kellogg Ctr, #27
Michigan State University
East Lansing, MI 48824
(517) 432-3793 (voice)
(517) 432-3694 (fax)
Concemed with optimal develop-
ment of infants and caregiver-
infant relationships. Holds world
congress every four years.

Zero to Three/National
Center for CLINICAL INFANT
PROGRAMS
2000 14th St N, #380
Arlington, VA 22201-2500
(703) 528-6848 (voice)
(703) 528-0419 (17Y)
(703) 528-6848 (fax)
Dedicated to improving the
chances of healthy physical, cog-
nitive and social/emotional devel-
opment of infants, toddlers and
their families. Distributes free
publication catalog upon request.

AMOY. *AMMO.

Our Toilet Supports are
so adjustable toddlers
thru adults can use the
same one. We have High
Back and Low Back
versions. Pommels, urine
deflectors, foot rests and
smaller seats for young
children are available.

Our NEW Bath/Shower
Chairs are the most
adjustable ones made. We
have 3 models - an
Elevated, a Standard, and
a Roll-In Shower chair.
Each model has 6 sizes to
maximize the time of its
use. Your child and you

For a free brochure call or write:

The Adaptive Design Shop
12847 Pt. Pleasant Drive

Fairfax, VA 22033
703-631-1585

11 6 Circle # 32
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'Attends
Quality Incontinent Care Products

Help keep skin dry
and provide outstanding leakage

protectionl

Protection For All Your Needs
from

Mend, Washcloths

ARC Homo Health Products

Full line of products in stock
UPS deliveries to your door

No add-on shipping & handling charges
Personal. knowledgable service

VISA/Mastercard accepted

Your satisfaction is our concern!
Call Usl

1-800-278-8595
for mom information

Ultra Mends Bork

Mcrae*** LItlergreffro

ARC Home Health Products
RR#4 Box 161 Oneonta, New York 13820

Auends.finth

MI6* In Youth

An Affirrnetive Enterprise,
providing Jobs (or people with disabilities.

SAVE BUY BULK

Auends.Msat Pads

Circle # 75

Gus! Multimedia Speech System
for Windows pro luCtenlintge WCOrki,

All howl
Version 5

Converts any Windows compatible computer into an
UNBEATABLE dynamic display communication device.
Simplicity and sophistication at a great price. Compare!

Music

Tood

6.10011

Multiroedia Speech System-

2772 buttons per page
Unlimited layers!.
1 and 2 Switch scanning
Digitized or synthetic.speech
Built-in phone dialer

Also included...
Gusl Abbroviations

Add "AE" tgsny program
Gus! Horne Control

Environmental control (X10)

Gus! Symbol Selector
Locate, view & resize plctures

Gusl Mouse (shown)

7j, L. MN.
Type anyllting and SPEAK In

word and planes peedklion
-abbrevialed expansion

scanning

a' 0 0 . .1.

4abeclCghlJklmnopqrs..tuvwxy

siossoi
312111=1

Talking "Keyboard (included).

Superb text-to-speech tool
includes speech synthesizer!
(Engl,Fren,Ger or Spanish-LA).
I and 2 Switch Scanning
Learns new words automatically!

2 Built-in Switches
(teft & Right mouse buttons)

\s.Oust Mouse
Waded FINEI

Connect to
Serial Port

$795
Complete!

Attach I or 2
Sssiiches

Gus Communications Inc., P.O. Box 4362, Blaine, WA 98231-4362
Phone:(604) 279-0110 Fax:(604) 279-8474

Circle 0 36

112 EXCEPTIONAL PARENT / JANUARY 1995

Ct.), yi'rsa I i orj Sty Ware for,
(2011, mutt ii"atio?L.-:

Talk:Abour
AAC solution for your macintosh®

New Era for Non-Speaking Persons

conversation foundation

fast & efficient

share opinions and stories

800.999.4660 USA CANADA
=I 708.5262682 USA GLOBAL
Call for a demonstration disk.
DON JOHNSTON

. l) r P 0 I. C .11 t, ,
F xjer.ic si etiaci

Circle #141

FUN WHEELER
Take your child for a DELIGHTFUL, effortkss ride on the beach, through
the woods, over nature trails, and all those places a wheelchair can not go.
With the special patented soft plastic pneumatic wheels en the FUN
WHEELER, sand or uneven terrain is as EASY to traverse as concrete!
WE GUARANTEE IT !!

Carrie Sat by Tutnabkforms- easily attaches for added postural support
Adjustable, detachable handle
Adjustable length
Disassembles simply w/o tools for convenient tran,port

Inquire about our Sport Wheeler for teens and adults!

1-800-3891 390
Office 804-461-1122 Fax 804-461-0383

Reprinted By perms&on of .J.A. Prestcn

Corperahon 1993. Bisset Healthcare Corporatton

l 1

otasvs4.7

5711A Sellger Drive. Dept. E.
Nato*, VA 23502
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Therapy Ball Specialist
Fit Balim Video-fltness &
conditioning exercises.

For all ages & most abilities
1 hour vida $30

BENEFITS: Safe& Effective.
Low-impact aerobics
Stretching
Strengthening
Improve Postural Control
Improve Balance Skills

7 Educational Ball
Videos for Therapists

BOOKS
4 on Ball Exercises

2 on Ball Therapy

Med lcIn:gyso) Balls

Sway Balls w/bumps
3-Sizes

Best Prices in the USAI

1-800-PLA-BA11

6-1-ballfree shOping

Swiss Balls &
Physlo-Rolls

Gymnic Balls support 660
lbs. Sizes from 30cm-
120cm $10-$80 Used by
therapists for 30 yrs.

Movin'Slt Air Cushion
Dynamics of a ball while
sitting in any chair! Use
for balance exercises or
comfort. $30

Rody Horse $40

*Ball Dynamks
NTERNATIONAL4

1616 Glenatm Pi, Ste C 1900
Denver, CO 80202

Circle # 111

AWESOME!
...just begins to describe kids reactions
to riding the STEP 'N GO" Cycle.

There's never been a
cycle like it!

Here are three great reasons why a
STEP 'N GO- is ideal for your child:

Patented Tredl Transmission"
responds to your child's natural
range of motion. They pedal up and
down instead of 'round & 'round!

Easy Balance" Design
provides maximum stability by
placing your child within the
"Triangle of Safety."
They'll feel safe & in control!

One Size Fits All! No need
for complicated sizing and
measuring. Kids from 60
pounds and up can easily ride
STEP 'N GO." The rugged
design and affordable adapta-
tions mean they'll never
outgrow the fun of a
STEP 'N :Xi" Cycle!

30 Day At Home Trial

Call Us Today for
Complete Information

by I" Class Mail
1-800-648-7335
(802) 425-2264 Ext. 254

You Gotta
Try It!

STEP INT Gam Cycles
Treadle Power, Inc., P.O. Box 180, Cedar Beach Rd., Charlotte, VT 05445

a

0

Circle # 125

A community' of alternatives for children,
adolescents and adults who may be physically,
mentally, or medically challenge&

A

Approved Private School
(Extended School Year)

Summer Activity Program

Adult Vocazional and Day
Programs

Physical and Speech Therapies

Occupational Therapy

Aquatic Therapy

Therapeutic Horsemanship

24-Hour Nursing

Personal Care Homes

Residential Cottages

Respite Care

Center For Independent Living

Home of "The Country Garden Guild"
and "The Joybells"

Wayland Road, Berwyn, PA 19312
Phone (610) 353-1726

Fax (610) 353-8528

1 1
Circle 69
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This is an index of articles which
appeared in 1994 monthly issues

of E cceptional Parent. Although all arti-
cles are of interest to both educators
and health care professionals, those
articles of special interest to these two
groups of readers have been marked
(arc = educators; i. = health care pro-
fessionals; 0 = both)

ABLEDATA (See also: New Products)
The ABLEDATA Database

of Assistive Technology Mar 56
Accessibility

Buying and Converting:
Vans and lifts Dec 45
Environmental Controls Nov 51

Special Bathrooms Aug 45
Step by Step: Creating no-step

entrances Oct 59
ADA (See: Americans with Disabilities Act, The)
ADD (See: Attention Dificit Disorder)
Adolescence (See: Teens)

Advocacy (See also: National Parent Network
on Disabilities)
From Rage to Reform: What Parents

Say About Advocacy May 49
+ The Parent and Professional Alliance

Program Aug 26
Adrenoleukodystrophy (See: Leukodystrophy)

Agenesis of the Corpus Callosum
If I Could Give the World a Gift Dec 68

Angelman Syndrome
Crying Can Make You a Better Man May 47

Alliance for Technology Access
(See also: Technology)

t Alliance for Technology Access
Centers Nov 26

tt Alliance For Technology Access
Update Nov 26

it Computer Resources for People
with Disabilities Sep 61, No 29

ft Real People, Real Technology,
Real Solutions Nov 20

Americans with Disabilities Act, The
Loving Justice: The ADA and

the Religious Community Dec 43
Arts, The
it The Arts and Disability May 33
It The Sky is the Limit May 36
Ask The Doctor
+ Flu & Pneumonia Vaccines Nov 19
+ Incontinence Jul 50
+ Irritability Oct 16
+ Nutrition and Growth Aug 18
+ Respiratory Problems Sep 22
+ Transition to Oral Feedings;

Felbamate Dec 50
Assistive Technology (See: Technology)

Attention Deficit Disorder
(See also: Learning Disabilities)

it Listening to Learn Apr 46

Augmentative and Alternative
Communication Devices
(See also: Communication, Technology)

O Augmentative and Alternative
Communication Devices Jun 51

O Augmentative and Alternative
Communication Devices,
Manufacturers of Jun 51

O HEALTH INSURANCE TROUBLESHOOTER:

Coverage for Augmentative
Communication Devices Nov 68

tc Real People, Real Technology,
Real Soiutions Nov 21

It ROLE MODELS: Walsh, Robert
A journey to communication with
assistive technology Nov 37

Toc Few Exceptions to the Rule Nov 31

Autism
+ Brain Differences in Autism Mar 66

An Exceptional Visit to Disney Apr 25
it The First Day of School Sep 35

Not For a Nickel and a Dime Jul 42
Oh Brother! Jul 68
Song of Light Nov 45

Bathrooms
O Bathroom Access Aids,

Manufacturers of Aug 47
Special Bathrooms Aug 45

Bereavement
Remembering Daniel Jun 68
Remembering Jordie Oct 4
Blindness (See: Visual Impairments)

Books (See also: Media)

Count Us In: Growing up
with Down syndrome Apr 17

Honor Thy Son Jul 44
SIBSHOPS: Workshops for

Siblings of Children with
Special Needs Sep 47

O When Young Children are Injured Dec 56
Brooks, Garth

Standing Outside the Fire
music video Sep 72

Camps, Summer
Selecting a Mar 55

Cargnel, Stefano (see ROLE MODELS)

Cerebral Palsy
All in the Family Apr 22
The Biggest Game Oct 55
A Date to Remember Jul 24
Dear Timmy Sep 53

+ A Few Miles on the 01' Rocker Dec 18
Grieving a Dream Oct 26

O I'm Bryan's Dad and Part
of His Team Feb 28

Real People, Real Technology,

Real Solutions Nov 20
lot ROLE MODELS: Rousso, Harilyn

Sex, Lives and Disability Oct 23

latt ROLE MODELS: Walsh, Robert

A journey to communication
with assistive technology Nov 37

it Too Few Exceptions to the Rule Nov 31
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Child Care
What Happens Next? Sep 80
Who Cares for the Chilaren with

Chronic Illness and Disability? Sep 77
A Working Together Checklist (Provider,

Family & Early Intervention) Sep 80
Children's Page

Friends and Classmates Feb 61

Having a Sister with a Disability Apr 68
If I Could Give the World a Gift Dec 68
Joseph Nov 76

+ Living with Moebius Syndrome Aug 68
My Brother May 68
My New Brother Oct 84
My Twin Sister Mar 78
Oh Brother! Jul 68
Remembering Daniel Jun 68

Chronic Illness and Disability,
Center for Children with

+ Cnildren's Health Notes Mar 51

+ Children's Health Notes Sep 77
Coffin-Lowry Syndrome

My Brother May 68
College Education

ROLE MODELS: Kemp, John
Part II: Meeting the public Aug 34

tc Roil Moms: Neumann, Judy
Part I: Growing up with
a disability Feb 30

'at ROLE MODELS: Carrie

Harvard student-athlete talks
about growing up deaf Jun 18

SR ROLE MODELS: Nemeth, Abraham
Creator of Nemeth code
for Braille mathematics Sep 31

tot ROLE MODELS: Walsh, Robert
A journey to communication
with assistive technology Nov 37

Communication (See also: Technology)
O Augmentative and Alternative

Communication Devices Jun 51
O Augmentative and Alternative

Communication Devices,
Manufacturers of Jun 51

O HEALTH INSURANCE TROUBLESHOOTER:

Coverage for Augmentative
Communication Devices Nov 68

Real People, Real Technology,

Real Solutions Nov 21

l!ft ROLE MODELS: Walsh, Robert
A journey to communication
with assistive technology Nov 37

Too Few Exceptions to the Rule Nov 31

Computers (See: Technology,
Telecommunications)

Cushions (See: Seating and Positioning)
Cycling (See: Recreation)

Dating
A Date to Remember Jul 24

Deafness (See Hearing Impairments)
Death (See: Bereavement)

Dental Care
+ Growth and Development

Checklist Sep 5u



+ Part I: Preventing Dental Disease
with Daily Oral Care Aug 38

+ Part II: Brushing, Flossing and
Rinsing Sep 57

+ Part III: A Visit to the Dentist Oct 61

+ Part IV: Common Pediatric
Dental Problems Nov 53

+ Special Children are at
Greater Risk Aug 39

Directories
it Alliance for Technology Access

Centers Nov 26

O Augmentative and Alternative
Communication Devices,
Manufacturers of Jun 51

O Bathroom Access Aids,
Manufacturers of Aug 47

Commercial Online Services Jun 37
Cycle and Cycle Accessory

Manufacturers Apr 52
Disability-Related Electronic Bullitin .

Boards Jun 43

O Disability-Related Internet
Mailing Lists Jun 42

Early Intervention Contact Persons,
State-by-State Feb 21

Faith Group Resources Dec 38
+ Incontinence Products,

Manufacturers of Aug 50
Lekotek and Compuplay Sites Oct 48
Racing Wheelchairs for Children,

Manufacturers of May 52
Recreation Resources May 54

.+ Seating and Positioning Equipment
Manufacturers Feb 46

Special Olympics State Chapters May 57
Travel Resources Apr 28

+ Wheelchair Manufacturers Mar 37

Disability Awareness
All Children Belong Jul 36
Friends Who Care May 63, Oct 33
In Defense of My Daughter Mar 47

Down Syndrome
Cut From the Same Bolt of Cloth Sep 55

In Defense of My Daughter Mar 47

it A Graduation for Two Feb 25

Honor Thy Son Jul 44
Kate's Song Jun 22

c Making Inclusion Work Sep 43

Mimi, My Friend Aug 23
My New Brother Oct 84

tit Kingsley, Jason and Mitchell Levitz:
Young authors challenge stereotypes
and misconceptions Apr 17

Sense of Humor Required Apr 32
Standing Outside the Fire music

video Sep 72

Early Intervention
it A Graduation for Two Feb 25

it National Overview Feb 18

it Parent-professional perspectives Feb 23
lt State-by-State Directory Feb 21

Editorials
+ Health Care Reform Feb 33

it Inclusion: Rhetoric and Reality Apr 39
lit Too Few Exceptions to the Rule Nov 31

Education (See also: College Education,
Educational Choice, Inclusion)

/ft 1994 Educational Program
Awards Sep 36-44

itr All Children Belong Jul 36
-tr Court Backs Private School Choice Feb 59
trit Department of Education Upholds

Right to Privacy Apr 51

it Disabilities, Opportunities, Internetworking
& Technology=DO-IT Nov 33

/it Friends Who Care Oct 33
-11_,N Inclusion and Ideology Sep 39

Inclusion: Rhetoric and Reality Apr 39
-tr Inclusion: What It Is, What It's Not,

and Why It Matters Sep 36
Listening to Learn Apr 46

faMr
IVO
Mama

- 1:`;,-9

,

Making Inclusion Work Sep 43
A National Agenda For Achieving

Better Results Sep 41

-ft Options Jul 55
lot RESEARCH: Are They Ready to Teach

Our Kids? Dec 54
ROLE MODELS: Heumann, Judy

Part II: OSERS chief discusses

her vision for the future Mar 59
-Lott Riding the Bus May 42
-et Senate Adopts Dole Amendment

to GOALS 2000 Bill Mar 80
Students With Disabilities In Regular

Classes Feb 59

Educational Choice
Court Backs Private School Choice Feb 59
Inclusion: Rhetoric and Reality Apr 39

-Pt Options Jul 55
Employment

Career Planning for People with

Visual Impairments Jun 63
Disability Really Isn't That Romantic Jul 46

Environmental Controls (1xe: Accessibility)
Epilepsy (See: Seizures)

Fathers' Voices
The Biggest Game Oct 55
Crying Can Make You

a Better Man May 47

Dear Tirnmy Sep 53

I

Dreams Iv 44
+ Fathers are Caregivers, Too! Aug 43
+ A Few Miles on the 01' Rocker Dec 18
o I'm Bryan's Dad and Part of

His Team Feb 28

Not For a Nickel and a Dime Jul 42
Rachel, Say "Hi" Mar 62
What's a Tough Guy to Do? Jun 45
A Whole New Ballgame Nov 55

Feminism
Int ROLE MODELS: Rousso, Harilyn

Sex, Lives and Disability Oct 23

Gardening (See: Recreation)
Grief

Crying Can Make You a Better Man May 47
Dreams Apr 44

+ Grieving a Dream Oct 26
Remembering Daniel Jun 68

Health Care, Education
+ The Parent and Professional Alliance

Program Aug 26
+ A Bit of Teenage Savvy Aug 30
Health Care, Funding
+ Do You Know Who Pays the Bills? Mar 52
Health Care, Policy
* Collaborating to Influence the

Health of Children Mar 51

Health Care, Reform
+ Action Alert Feb 35

+ Editorial Report Feb 33

+ Empowering People with Disabilities
and Their Families Jun 47

+ Health Care for AllNow or Never! Apr 56
+ Health Care Reform Misses Persons

with Disabilities Feb 41

+ Home Stretch for Health Care
Reform Jun 56

+ One Child's Profile Feb 42
* Riding the Health Care Roller

Coaster Feb 36

+ A Window of Opportunity Mar b4
Health Care, Services
+ A Bit of Teenage Savvy Aug 30
+ Collaborating to Influence the Health

of Children Mar 51

+ Developing a Service Provision
Report Card Jul 56

+ The Hassle Factor Mar 53
+ The Parent and Professional Alliance

Program Aug 26
Health Insurance (See also: HEALTH INSURANCE

TROUBLESHOOTER)

+ Do You Know Who Pays the Bills? Mar 52
Wain bisuwwcE THOUBLEswana
o Coverage for Augmentative Communication

Devices Nov 68
* Funding Power Wheelchairs Oct 20
+ Insurance coverage for Incontinence

Products Aug 57
+ Introducing the Troubleshooter Jul 16
+ Finding Your Way Through the

Medicaid Maze Sep 26

+ Medicaid and HMOs Dec 52

Hearing impairments
"It ROLE MODELS: Miller, Carrie

Harvard student-athlete talks
about growing up deaf Jun 18

1 20
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Voice Output Keyboard
Innovations for Beginners

T-TO-MICH
MUSA= STORAGE
PORTA= I JUITGADABIS

OCCo0CoarC)C.CC.Cp
E41 11 ca tit n cf) L2 e

FA 13 le) II cc]. n -111 MI De
t4 IN Esi IM CI a GM

ala 0 0 .11000M

Franklin Electronic Publishers'

Language Master 6000
SPECIAL EDITION: $490.00
Designed for Special Needs Users
Keyguard $30.00 Pouch $25.00

Picture Communication Book: $85.00

TB mil Hipmqn /emu limo

lig3
Communication System

155 East Broad St. S-325
Rochester, NY 14604

(800) 724-7301 for video loan

Circle # 40

The Guided Tour's

CAMP LEE MAR
SUMMER CAMP AND SCHOOL

FOR PERSONS WITH LEARNING
AND DEVELOPMENTAL

CHALLENGES

43rd year of camp leadership in beauti-
ful Pocono Mtns. Co-ed 5-21. balanced
program geared to individual needs of
campers. Academics, speech & lan-
guage therapy, social, motor & percep-
tual training, daily living skills, plus
innovative recreational & athletic activi-
ties. Call or write for BROCHURE
describing unique program acclaimed
by parents and educators.

Mr. Ariel J. Segal, MSW, LSW
Ms. Lee Morrone, MA, MS

and
YEAR-ROUND travel and vacation
experiences since 1972 for persons
17 years and older with developmental
challenges.

THE GUIDED TOUR, Inc.
7900 Old York Rd., Suite 114-B

Elkins Park, PA 19027-2339
(215) 782-1370 FAX: (215) 635-2637

1-800-783-5841

Circle # 136

Haverich Ortho-Sport, Inc.
67 Emerald Street

Keene, NH 03431 (603) 358-0438

avericil
Europe's leading line of specialized
fiicycles, tricycles and tandems
.tiOw available in North America.
'$Lteel frame. Duel caliper, drum
and coaster brakes available.
'Parking brakes standard.
Latest styling and wide
choice of colour
combinations.

. More than 30 specially
signed accessories to

,M4Set every need.

1994 INDEX
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Neumann, Judy (see ROLE MODELS)

Humor
The Dangerous Yew Jul 20
The Helmet Feb 39
Lost In the Mall! Mar 45
Sense of Humor Required Apr 32

Inclusion (See also: Education, Religion)
-it All Children Belong Jul 36

The First Day of School Sep 35
.et Friends and Classmates Feb 61

-elt Friends Who Care May 63, Oct 33
Inclusion and Ideology Sep 39

tc Inclusion: Rhetoric and Reality Apr 39
it Inclusion: What It Is, What It's Not,

and Why It Matters Sep 36
it Making Inclusion Work Sep 43

A National Agenda For Achieving
Better Results Sep 41

Options Jul 55
l!C ROLE MODELS: Kemp, John

Part I: Growing up with inclusion Jul 34
-ft Students With Disabilities In Regular

Classes Feb 59

Income Tax
Guide to Preparing Feb 55

Incontinence
4. ASK THE DOCTOR: Questions About

Incontinence Jul 50
+ Incontinence Resources Aug 50
+ Incontinence Products,

Manufacturers of Aug 50
4. HEALTH INSURANCE TROUBLESHOOTER:

Insurance coverage for
Incontinence Products Aug 57

Insurance (See: Health Insurance)
Initability (See: ASK THE DOCTOR)

Kemp, John (See: ROLE MODELS)

Kingsley, Jason (See: ROLE MODELS)

Learning Disabilities
int RESEARCH: Are They Ready to Teach

Our Kids? Dec 54

-at Listening to Learn .Apr 46
Legislation (See also: Health Care, Reform;

National Parent Network on Disabilities)
Crime Bill Jun 55
Family Support Jun 55, 56
Reauthorization of the Individuals

with Disabilities Education Act Jun 55
Senate Adopts Dole Amendment

to GOALS 2000 Bill Mar 80
Lennox-Gastaut Syndrome
+ Ask the Doctor: Felbamate Dec 50
Leukodystrophy
+ ALDBalancing Hope Against

Reality Feb 53
What's a Tough Guy to Do'? Jun 45

Levitz, Mitchell (See: ROLE MODELS)

It articles of interest to educators:
+ articles of interest to health care professionals:
o articles of interest to both



1994 INDEX

Limb Anomalies
'SS ROLE MODELS: Kemp, John

Part I: Growing up with inclvion...Jul 34
Part II: Meeting the public Aug 34

Media
t!Et Computer Resources for People

with Disabilities Sep 61

Honor Thy Son Jul 44
Loving Justice: The ADA and the

Religious Community Dec 43
That All May Worship Dec 43

Medicaid (See: HEALTH INSURANCE

TROUBLESHOOTER)

Miller, Carrie (See: ROLE MODELS)

Minorities
Parent Case Management for

People of Color Aug 56
Mobility (See also: Wheelchairs)

Buying and Converting: Vans
and lifts Dec 45

+ Doing What Works Best Mar 18
Lost In the Mall! Mar 45

+ Powered Mobility for Your Child? Mar 33
+ Wheeled Mobility Selection: A Guide

for Parents Mar 23
Moebius Syndrome
+ Living with Moebius Syndrome Aug 68

National Parent Network on Disabilities
(NPND)
Networking Feb 41

Networking Apr 55
Networking. Jun 55
Networking Aug 55
Networking Oct 77

Nutrition (See: ASK THE DOCTOR)

Opinion (See: Editorials, POINT OF VIEW)

Parent-Professional Relationships
+ Developing a Service Provision

Report Card Jul 56
+ I'm Bryan's Dad and Part of

His Team Feb 28

4. Fathers are Caregivers, Too! Aug 43
+ The Parent and Professional Alliance

Program Aug 26
Parenting (See also: Father's Voices)

All in the Family Ppr 22
Cut From the Same Bolt of Cloth Sep 55
The Dangerous Yew Jul 20

it Disability Really Isn't That Romantic Jul 46
+ Doing What Works Best Mar 18

An Exceptional Visit to Disney Apr 25
A Father's Gift May 19

it The First Day of School Sep 35
+ The First TIM° Jul 31

For the Love of i--'?ter Dec 41

Forrest Pumps: A sood-activated
water gun needs no adaptations .0ct 40

A Graduation For Two Feb 25

Grieving a Dream Oct 26
The Helmet Feb 39

In Defense of My Daughter Mar 47

Kate's Song Jun 22
Listening to Learn Apr 46
Lost In the MaIll Mar 45
Mimi, My Friend Aug 23
Peter's Garden May 22
Riding the Bus May 42

+ Riding the Health Care
Roller Coaster Feb 36

Sense of Humor Required Apr 32
Song of Light Nov 45

Play (See: Toys)

Point Of View
Disability Really Isn't That Romantic...Jul 46

Our Civil War Over Residentiai Care..Mar 72
Positioning (See: Seating and Positioning)
Products, New
O New Products Apr 54
O New Products May 65
O New Products Jun 65
O New Products Jul 65
O New Products Aug 64
O New Products Sep 76
O New Products Oct 80
O New Products Nov 73
O New Products Dec 47
O New Products: Toys Oct 52

A child's well-being is
a sacred trust.

We work to earn that trust by providing a pediatric team
which includes board certified pediatricians in almost

every known specialty. That is one reason why we were
designated by the State of New Jersey as the Children's Hospital
for Bergen, Morris, Passaic, Sussex, and Warren counties.

Our Pediatric Services include...
Adoltscent Medicine
Apnea Center
Bronchopulmonary
Dysplasia Treatment
Child Development
Center
Child Life Specialist
Service
Children and Youth
Program
Craniofacial Center
Diabetic Care
Early Intervention
Program (EIP)
Genetics
Maternal/Infant
Transport Service

Myelomeningocele
Treatment
Neonatal Intensive Care
Neonatology
Pediatric/Adolescent
Psychiatry
Pediatric Allergy/
Immunology
Pediatric Anesthesiology
Pediatric Cardiology
Pediatric Dialysis
Pediatric Endocrinology
Pediatric Gastroenterology
Pediatric Infectious
Diseases
Pediatric Intensive Care
Pediatric Nephrology

Pediatric Neurology
Pediatric Nutrition
Program
Pediatric Ophthalmology
Pediatric Pulmonology
Pediatric Residency
Program
Pediatric Rheumatology
Pediatric Subspecialty
Clinics
Pediatric Surgery
Pediatric Urology
Perinatology
Regional Perinatal
Center
Swallowing Center

. Nip dccept most,
insurance plans.

Easily accessible via
'most major roadways.

WC offer both an on-
'site as well as
valet arhing.

.) di \ 4r: 14RL:111% I II Ina Vil11:1,
; \ I' Ill 1.111,.\ I .1) -NIL; .
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A SPECIAL SERVICE FOR EXCEPTIONAL PARENT

READERS! This Reply Card enables you to receive

FREE information about products and services seen
in Exceptional Parent.

How to use this service:

1. Locate the number at the bottom of each ad or
Product & Service listing or refer to tne Directory of
Advertisers.

2. Circle the numbers on the Reply Card that corre-

spond to the companies or products about which you

would like to receive free tarature.
3. Fill in your name and address on the card and mail

the postage-paid card. You will receive free literature

from each company for which you circled a number.
4. If both Reply Cards have been removed from this

issue, just call or write to the cor anies directly. Be

sure to tell them you saw their ad in Exceptional

Parent!

EXCEP11ONAL PARENT

P.O. BOX 3000, DEPT. EP

DENVILLE, NJ 07834

(8OO) 247-8080
New subscriptions only

(8OO) 582-1973
Customer Service, U.S. only.
For international customer service,
call 201-489-0871

Exceptional Parent magazine has accepted product and

service advertising since 1973 because advertising pro-

vides important informatio for consumers. The accep-
tance of advertising in Exceptional Parent does not con-

stitute nor imply endorsement by Exceptional Parent

magazine, its editors or its Editorial Advisory Board.

Readers need to consult with trusted clinicians to deter-

mine the appropriateness of products or sc.rvices for

their specific needs.

EDITORIAL INFORMATION: Contact Dr. Stanley Klein,

Exceptional Parent, 209 Harvard Street, Suite 303,
Brookline MA 02146-5005. Return postage must
accompany all manuscripts, drawings and photographs

submitted. Publisher assumes no responsibility for

unsolicited material.

PHOTOCOPYING: Nothing may be reprinted in whole or

in part without written permission from the publisher.

Authorization to photocopy items for internal or persona!

use, or the internal or personal use of specific clients, is

granted by Psy-Ed Corporation for users registered with

the Copyright Clearance Center (CCC) Transactional

Reporting Service, provided that the base fee of $1 per

copy, plus $.50 per page is pald directly to CCC, 27

Congress St., Salem, MA 01970. For the organizations

that have been granted a photo copy license by CCC, a

separate system of payment has been arranged. The tee

code for users of the transactional Reporting Service is:
0046 9157/89/$1.00 + .50.

MICROFILM: Microfilms of all Issues are available from

University Microfilms, 300 North Zeeb Road, Ann Arbor,

MI 48106

.----nsslesourank
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Circle Advertiser

I I

Page

1

Ckde Advertiser Page

103 AccessAble Environments 74 Kaleidoscope 83
2 Adaptive Design Labs 98 70 Kennedy Krieger 98

32 Adaptive Design Shop 111 50 Key Concepts 88
175 American Standard 45 48 Keystone City Residence 71

Apple Computer 97 98 Kid-Kart/Kid Care 12

118 Aquatic Therapy 42 177 kidTECH/SoftTouch 42

75 ARC/Otsego 112 133 Kimberly-Clark 14

62 Assoc. for Birth Defect Children 71 18 Kotton & Koala 96
111 Ball Dynamics 113 163 L.C. Technologies 96
39 Barrier Free Lifts 44 45 Laureate Learning 52

10 Berkshire Meadows 107 24 League School 88
84 Bethesda Lutheran Home 132 117 Lubidet 122
112 Braun Corp. 9 1 M.J. Markel! Shoe 56
113 Braun Corp. 11 16 Marblesoft 42

6 Bruno Independent Livings Aids 76 78 Martha Lloyd Community Services....105
60 Bustop Alert 82 131 Maryland Insurance Group 80
61 Carol Nesper Studios 39 93 Med Group C3

25 Charles C. Thomas 66 83 Meeting Street Center 44

38 Child Quest 96 69 Melmark 113
11 Children's Specialized Hospital 51 NARIC 52

146 Chrysler 47 76 New England Ctr for Autism 46
151 Columbia Medical 12 21 New England Villages 39
150 Columbia Medical 121 68 North Coasta! Medical 104

138 Consumer Care 90 139 NR Labs 40

126 Convaid 81 165 Olsten Kimberly OualityCare 4

73 Crotched Mountain Rehab 75 184 Oralgiene 13

119 Crow River Industries 92 12 Plum Enterprises 3

124 Crystal Springs School 72 59 Prentke Romich 52

74 Cumbei land Hospital 99 89 Principal Business Enterprises 89
107 Devereux Foundation 91 49 Pro Battery Specialists 80

105 Diestco Manufacturing 71 80 R.J. Cooper & Assoc 79

141 Don Johnston 112 63 Racing Strollers 96

109 Edmark 10 37 Rhamdec 97

79 Elwyn 82 85 Ricon 53
123 Equipment Shop 88 41 Rifton 52

31 Estate Planning 95 171 Rock NI' Roll 41

106 Evergreen Center 90 47 Roleez Wheel System 112

Expucon Management Association....103 161 Sentient Systems Technology 84

156 Express Medical Supply 74 51 Snug Seat 57

5 Finn Strong Designs 55 104 Sony Electronics 100

132 Flaghouse 88 130 Special Design od

135 Ford C2 167 . Special Products 96

168 Freedom Designs 124 22 Sportime 10

General Motors 73 162 St. Colette (MA) 104

13 GMR Labs 54 17 St. Joseph's Hospital &

36 Gus Communications 112 Medical Center 117

44 Hard Manufacturing 42 4 Stewart Home School 56

166 Haverich Ortho sport 116 164 Stroller PacK 90

14 HDIS 67-70 134 Taylor Made 72

3 Heartspring 54 121 Temasek Telephone 40

77 HMS School 136 Guided Tour, The 116

101 Homecare Products 134 40 TigPr .communications 116

90 Humanicare International 46 20 TMI 39

92 IBM-Special Needs Systems 104 19 TMI 43

145 Imaginart 90 160 Toys for Special Children 48

122 In Touch Systems 56 125 Treadle Power 113

110 Innovative Products 96 46 Triaid 72

42 Intellitools 74 33 Vail Products 40

26 JA Preston C4 102 Vantage Mini Vans 58

56 James Leckey Design 39 43 Visible Ink 72

147 Jay Medicai 108 108 Voorhees Pediatric Facility 56

176 Jesana 97 91 Willow River Farms 80

140 Just Two Bikes 1.23.104 72 Woodbury Products 80
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EXCEPTIONALTARENT January 1995 Free product & service information order card*
FAX this card to 413-631-4343 for quicker response

Please answer the following questions.

A. Are you a subscriber to Exceptional Parent?

Yes ._. No (If no, please see the subscription card in this issue

C. AT you a HEALTH CARE PROFESSIONAL involved in the care of cnildren or young

aoults ei disabilities or special health care rieeos9 Yes if7.7: No
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1994 INDEX

Pyruvate Dehydrogenase Deficiency
Remembering Daniel Jun 68

Recreation (See also: Arts, Vacation)
tai The Arts and Disability May 33

Cycling Apr 52
Gardening is for Everyone! May 24
A Father's Gift May 19
Fishing Has No Boundaries Mar 80

it Meeting the Challenge: The President's
Council on Physical Fitness May 38

Peter's Garden May 22
Racing Wheelchairs for Children May 52
Racing Wheelchairs for Children,

Manufacturers of May 52
Recreation Resources May 54

'at ROLE Mooas: Cargnel, Stefano:

Becoming a contender May 28
Inc ROLE Mooas: Miller, Carrie

Harvard student-athlete talks
about growing up deaf Jun 18

Selecting A Summer Camp Mar 55
Special Olympics State Chapters May 57

-it The Sky is the Limit May 36
Standing Outside the Rre

music video
Religion

Advocating for Access
Catholic Life for Children

with Disabilities
Faith Group Resources

For The Love of Peter

Sep 72

Dec 33

Dec 26
Dec 38
Dec 41

it A Jewish Education For Every Child Dec 29
Loving Justice. The ADA and the

Religious Community Dec 43
Religious Participation For All Dec 22

ROLE MODELS: Mike, Jimmy

A dream of meeting the Pope
comes true Dec 35

That All May Worship Dec 43
it Toward a More Inclusive Protestant

Sunday School Dec 31

Vignettes: Stories of individual children's
religious participation Dec 23-40

Research
+ AdrenoleukodystrophyBalancing Hope

Against Reality Feb 53
tit Are They Ready to Teach Our Kids? Dec 54
* Brain Differences in Autism Mar 66

From Rage to Reform: What Parents

Say About Advocacy May 49
Residential Care (See also: Educational

Choice)

Our Civil War Over Residential Care Mar 72
Respiratory Prdiems (See: Ask the Doctor)
Role Models

Cargnel, Stefano: Becoming
a contender May 28

it Neumann, Judy
Part I: Growing up with
a disability Feb 30

Part II: OSERS chief discusses
her vision for the future Mar 59

Kemp, John
Part I: Growing up with inclusion...Jul 34
Part II: Meeting the public Aug 34

Kingsley, Jason and Mitchell Levitz:
Young authors challenge stereotypes
and misconceptions Apr 17

Miller, Carrie: Harvard student-athlete talks
about growing up deaf Jun 18

Mulzet, Jimmy: A dream of meeting
the Pope comes true Dec 35

Nemeth, Abraham: Creator of Nemeth
code for Braille mathematics Sep 31

Rousso, Harilyn: Sex, Lives and

Disability Oct 23
-toK Walsh, Robert: A journey to communication

with assistive technology Nov 37

Rousso, Harilyn (See: ROLE MODELS)

Rubinstein-Taybi Syndrome
Having a Sister with a Disability Apr 68

School (See: College Education, Education,
Educational Choice, Inclusion)

is% articles of interest to educators;
4. articles of interest to health care professionals;
co articles of interest to both

Super Light, Super Strong,
Super Safe, Super Simple...the
Columbia Car Seat has been the
#1 choice since 1986 Thousands of Columbia Car
Seats are now in use, and we have received some amazing crash stories. One
grateful father in Louisiana sent a picture of his badly crumpled van and said,
"My 4-year-old son escaped without a scratch, did not even break his glasses."
One mother in Colorado wrote, "Thank you for making such a wonderful car
seat! I really like how comfortable [my son] is in it. On Dec. 5, 1991, we were
hit extremely hard on the passenger side. My 6-year-old son, a healthy 65
pounds, was not hurt at all because your car seat held him so securely."

Our years of real world
experience give you
peace of mind
knowing your child is
comfortable and
secure in our seat!

PLUS it's light-
weight, easy to use,
good-looking and
easy to care for!

Ask for our FREE
Full Color Catalog

of convenient,
helpful products

The Columbia Car Seat is your best value!
The LIGHTEST special car seat-easy to handle!
Fits easily into ALL vehicles, no matter how compact!
EXCEEDS all Federal safety standards!
Approved for car, school bus and even airplane travel!
Fits your choice of 4 stroller bases!

arch, 160
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1994 INDEX

Schools, Private (See: Educational Choice,
Residential Care)

Seating and Positioning
+ Cushions, Directory of

Manufacturers Mar 41

+ Purchasing Seating Equipment:
Tips for Parents Feb 45

+ Seating and Positioning Equipment,
Directory of Manufacturers Feb 46

Seizures
+ Ask the Doctor: Felbamate Dec 50
+ The First Time Jul 31

Sexuality
.filt Charting the Course Jul 53
1RC Living the Course Jul 54

RoLE Moms: Rousso, Harilyn
Sex, Lives and Disability Oct 23

Sibling, Death of
Remembering Daniel Jun 68

Siblings
Having a Sister with a Disability Apr 68
If I Gould Give the World a Gift Dec 68
Information Needs of Siblings Dec 49
Joseph Nov 76
Mimi, My Friend Aug 23
More Sibling Concerns Nov 49
My Brother May 68
My New Brother Oct 84
My Twin Sister Mar 78
Oh Brother! Jul 68
Remembering Daniel Jun 68
SIBSHOPS: Workshops for Siblings

of Children with Special Needs Sep 47
Sibling Concerns Oct 53

Social Skills
A Date to Remember Jul 24

-ft Living the Course Jul 54
lit ROLE MODELS: Rousso, Harilyn

Sex, Lives and Disability Oct 23

Special Olympics
(See: Directories, Recreation)

Spina Bifida
+ Doing What Works Best Mar 18
+ One Child's Profile Feb 42

Sports (See: Recreation)
SSI Benefits
-E% Disability Really Isn't That Romantic Jul 46

Positive SSI Stories Aug 55

Step-Families
My New Brother Oct 84

Technology (See also: Telecommunications)
The ABLEDATA Database of

Assistive Technology Mar 56
It Alliance for Technology Access

Centers Nov 26
ft Alliance For Technology Access

Update Nov 26

Computer Resources for People
with Disabilities Sep 61, Nov 29

..rt Disabilities, Opportunities, Internetworking
& Technology=DO-IT Nov 33

O HEALTH INSURANCE TROUBLESHOOTER:

Coverage for Augmentative
Communication Devices Nov 68

Real People, Real Technology,

Real Solutions Nov 20
ROLE MODES: Walsh, Robert

A journey to communication
with assistive technology Nov 37

i!fc Technology Resources Nov 70
Too Few Exceptions to the Rule Nov 31

Teens
* A Bit of Teenage Savvy Aug 30

A Date to Remember Jul 24
Charting the Course Jul 53
Disabilities, Opportunities, Internetworking

& Technology=DO-lT Nov 33
A Father's Gift May 19

..aL Living the Course Jul 54
RoLE MODELS: Cargnel, Stefano:

Becoming a contender May 28
RoLE Mooas: Miller, Carrie

Harvard student-athlete talks
about growing up deaf Jun 18

Youth Connections Jul 53
Telecommunications (See also: Technology)

Commercial Online Services Jun 37
Cruising the Internet Jun 39
Disability-Related Electronic Bulletin

Boards Jun 43
O Disability-Related Internet Mailing

Lists Jun 42
It Disabilities, Opportunities, Intemetworking

& Technology=DO-IT Nov 33

Exceptional Parent eWorld forum Jun 36

Make Life Easier! -
.-,->

NATIONAL 1ST PLACE WINNER! '

1 -800-582-4338
Wee brochure)

`Null Appreciate the INDEPENDENCE!

Lubidet
Easy to Install(loo-be.day: a toilet attachment)

Gentle, effective, nonintrusive personal cleansing. f.,
Warm water wash. Warm air dry.

Lubldet USA Inc: Dedicated to Healthy Ltfestyleal Right or Loft Hand Us*

Easy to Us*

Clrcia# 117
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Getting Started with
Telecommunications Jun 30

Parents Online Jun 27
Vignettes: Stories of individual

online parents Jun 28-44
Theater (See: Arts, The)
Toys

The Battery Interupter Oct 38
Forrest Pumps: A sound-activated water

gun needs no adaptations Oct 40
Lekotek Puts Possibilities into Play Oct 46
Lekotek and Compuplay Sites Oct 48
New Products: Toys Oct 52

-eyc Ordinary Toys for Kids with Special Needs
Part I Oct 42
Part II Nov 42

Toy catalogs Nov 71

Toys For Every Child Oct 36
USA Toy Library Association Oct 49

Transition (See also: Teens)
Charting the Course Jul 53

'Travel (See: Vacation)
Trisomy 18

Joseph Nov 76
Tuberous Sclerosis
+ Tuberous Sclerosis Gene Identified Feb 53

Vacation
Accessible Orlando Apr 26
All in the Family Apr 22
An Exceptional Visit to Disney Apr 25
Travel Resources Apr 28

Visual Impairments
The Dangerous Yew Jul 20
Peter's Garden May 22

1B1 ROLE MODELS: Nemeth, Abraham:

Creator of Nemeth code for
Braille mathematics Sep 31

Walsh, Robert (See: ROLE MODELS)

Wheelchair Sports (See also: Recreation)
Cycling Apr 52
RoLE MODELS: Cargnel, Stefano:

Becoming a contender May 28
Wheelchair Tennis Charnpionships Dec 57
Racing Wheelchairs for Children May 52

Wheelchairs (See also: Mobility)
+ Choosing a Mar 23
+ Cushion Manufacturers, Directory of Mar 41

Halloween Magic: Making a wheelchair
part of a costume Sep 50

+ HEALTH INSURANCE TROUBLESHOOTER:

Funding Power Wheelchairs Oct 20
+ Manufacturers, Directory of Mar 37
+ Powered Mar 33

Racing Wheelchairs for Children May 52
Racing Wheelchairs for Children,

Manufacturers of May 52

Youth with Disabilities, National Center for
.er Youth Connections Jul 53

-tmc articles of interest to educators;

4. articles of interest to health care professionals;
+ articles of interest to both



\1994 SEARCH AND RESPOND INDEX
Topic Search Respond
ADHD, Community involvement and Sep Nov
Adoptive parents Aug Oct
Angelman syndrome Jul
Aniridia, bilateral May Sep
Arnold-Chiari malformation Aug
Arteriovenous malformation, Cerebral May
Arthrogryposis multiplex congenita Mar
Asperger's syndrome/

Landau-Kleffner syndrome (Nov/Dec 93). Mar
Augmentative communication aids Oct Dec
Autism, Puberty and (Sep 93) Feb
Autism/PDD, Muscular dystrophy and Feb
Autism, Rita lin and May Jul
Band heterotropia Aug
Benign congenital hypotonia Apr Aug
Blind, Down syndrome and Nov
Bloom syndrome Mar
Books for parents Apr
Brain stem, Low Aug
Camps, Accessible May
Catheterization9 Sep
Catheterization help Mar
Celiac sprue Mar Jun
Cerebral arteriovenous malformation May
Children, two non-ambulatory Feb Jun
Chondrodysplaysic punctata May Jul
Chromosome 7 deletion Dec
Chromosome 8, Partial deletion of Oct
Chromosome 10 inversion Feb
Chromosome 22, Ring Jun
Chromosome 48,XXXX Mar
Chromosome 48,XXXY Oct
Chromosome translocation Mar Jul
Chromosome XXXXX Aug
Cochlear implants (Oct 93) Feb
Cogan syndrome Jul
College with personal attendant Feb Apr, May
Conununication, frustration with Nov
Community involvement, ADHD and Sep Nov
Cytomegalovirus, Congenital Mar
Darrow syndrome Jul
Daycare Apr
Deafness, motor impairments and Dee
Di George syndrome Jun Aug
Disabilities, Multiple, Unsure about future Sep
Disabilities, Parents with (Nov/Dec 93). . Mar
Disabilities, Single parent with (Sep 93) Apr
Disabilities, Severe Sep
Disabilities, Three children with Feb May, Jun
Disability awareness in public schools Oct
Down syndrome and blind Nov
Down syndrome and feeling "different" Jun'
Down syndrome and non-verbal Oct
Down syndrome, Two children with Apr
Drooling Jul
Dystonia, Generalized Mar
Early myoclonic encephalopathy syndrome,

Nonoxynol-9 spermicide and (Oct 93) Feb
Encephalocele and Meckel syndrome Apr
Epidermal nevus syndrome, lipomas and Apr
Failure to thrive, Non-organic Nov
Fiber-type disproportion, Congenital Dec
G-Thbe (Oct. 93) . Feb
G-Tube with internal disk May
Gull lain-Barre syndrome, Chronic Dec
Herpes encephalitis, neonatal Sept
lioloprosencephaly, Semi lobar (Nov/Dec 93). Feb
Hypotonia, Benign congenital Apr Aug
Inclusive school districts ( New England) Mar Inn
Inclusion, Feeling "different" Jun Aug
Increased activity Episodes of Iul
Infantile spasms Aug
Insurance Nov
Ischemic strokes Apr Jul
Jacobsen's syndrome Mar

Johanson-Blizzard syndrome Sep
Kabuki makeup syndrome Aug
Klinefelter syndrome/48,XXXY Oct
Landau-Kleffner syndrome/Asperger's

syndrome (Nov/Dec 93)... Mar
Langer-Giedion syndrome Feb
Learning disabilities, Dealing with the system. Feb
Learning disabilities, Parents with Mar
Leber's congenital amaurosis (Nov/Dec 93).. . Mar
Lennox-Gastaut syndrome Mar Jun
Lipomas. Epidermal nevus syndrome and Apr
Lipomyelomeningocele Aug
Loud noises in public Dec
MacroglossiL Mar
Meckel syndn ne, Encephalocele and Apr
Monsomy 5 /flrisomy 4p Sep
Motor impairments, Deafness and Dec
Multiple disabilities, Unsure about future Sep
Muscular dystrophy, Autism/PDD and Feb
Myotubular myopathy, X-linked Mar
Nail-patella syndrome Apr Sep
Necrotizing enterocolitis Jul
Neurological disorder, Progressive Sep
Nonoxynol-9 spermicide, Early myoclonic

encephalopathy syndrome and (Oct 93) Feb
Norrie disease and cataplexy Apr
Obsessive-compulsive disorder Jul Oct
Panic attacks9 Jun
Parent, Single, with disabilities (Sep 93) Apr
Parents, adoptive Aug Oct
Parents with disabilities (Nov/Dec 93).. . Feb
Parents with learning disability Mar
Pen pal for sibling Feb
Personal attendant, College with Feb Apr, May
Pfeiffer syndrome Nov
Prader-Willi syndrome with normal DNA test . May Jul, Aug
PTO activities Feb
Puberty, Autism and (Sep 93) Feb
Rasmussen syndrome Feb May
Recreation, Therapeutic Dec
Rhizotomy May Sep
Ring chromosome 22 Jun
Ritalin, Autism and May Jul
Robinow syndrome Jun
School bus, Riding the Feb May 42
Scoliosis Jun
Seizures Jul
Seizures, Bleeding during Apr lul
Seizures, Uncontrollable Feb
Semilobar holoprosencephaly (Nov/Dec 93)... Feb
Service dogs Feb
Shaking, Severe Jul

Aug Shoes, Wide (Sep 93) . . Feb, May
Dec Single pvent with disabilities (Sep 93) Apr

Skeletal anomalies Jun Sep
Spastic paraparesis Apr
Spina Bifida, Two children with Aug Oct
Stepparenting Nov
Strokes, Ischemic Apr Jul
Teeth grinding Jun Aug
Therapeutic recreation Dec
Thinsporting two non-ambulatory children Feb Jun
Trisomy 4p/Monsomy 5p Sep
Trisomy 8, Partial Jul
Trisomy 19Q Feb
Twins, Identical, One with a disability Oct Dec
Umbilical cord sampling May
Undiagnosed (Nov/Dec 93). Mar, Apr
Indiagnosed Aug Nov

I Ind iagnosed Sep
Ventilator, Cart for Mar
Ventilator dependence Aug Nov
Voice amplification equipnwnt Oct
Vomiting problem Jun Oct
Werdnig-Hoffman disease Sep Nov
Werdnig-lloffman disease? Mar

-128
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Freedom Designs, Inc.

114

TILT IN SPACE
Our tilt in space feature
is easy to operate.

RECLINE
74 So latioa offers

X an incremental recline.

TILT AND RECLINE
The frame can be reclined
and tilted simultaneously.

om Designs, Inc. 2241 Madera Road Simi Valley, CA 93065

ne (800) 331-8551 (805) 582-0077 Fax (805) 582-1509

Circle *168 129
FREEDOM DESIGNS

INCOMMATED



The listings In this directory were purchased by the listed
companies or organizations. Representatives from each
company selected the category or categories under

which they are listed.

Augmentative
Communications
Equipment
Consultants for
Comm Technology
508 Bellevue Terr
Pittsburgh, PA 15202
(412) 761-6062
(412) 761-7336 (fax)

Don Johnston Incorporated
1000 N Rand Rd, Bldg 115
Wauconda, IL 60048
(800) 999-4660/(708) 526-2682
(708) 526-4177 (fax)
Circle #141
See our ad on page 112.

GMR Labs
1030 E El Camino Real, #308
Sunnyvale, CA 94087
(408) 985-7200
(408) 243-3731 (fax)
Circle #13
See our ad on page 54.

Gus Communications, Inc.
PO Box 4362
Blaine, WA 98231-4362
(604) 279-0110
(604) 279-8474 (fax)
Circle #36
See our ad on page 112.

IBM Special Needs Systems
1000 NW 51st St
Boca Raton, FL 33432
(800) 426-4832
(407) 982-6059 (fax)
Circle #92
See our ad on page 104.

Imaginart Communication
Products
307 Arizona St
Bisbee, AZ 85603
(800) 828-1376
(602) 432-5134 (fax)
Circle #145
See our ad on page 90.

Jesana Ltd.
PO Box 17
Irvington, NY 10533

(800) 443-4728
(914) 591-4320 (fax)
Circle #178
See oar ad on page 97.

LC Technologies
9455 Silver King Ct
Fairfax, VA 22031

(703) 385-7133
(703) 385-7137 (fax)
Circle #163
See our ad on page 96.

Passy-Muir, Inc.
4521 Campus Dr, Ste 273
Irvine, CA 92715
(714) 833-8255
(714) 833-8299 (fax)

Prentke Romich Company
1022 Heyl Rd
Wooster, OH 44691

(800) 262-1933
(216) 263-4829 (fax)
Circle 09
See our ad on page 52.

Sentient Systems Technology Inc.
2100 Warburton St
Pittsburgh, PA 15203-1942
(800) 344-1778
(412) 381-5241 (fax)
Circle #161
See our ad on page 84.

Temasek Telephone, Inc.
21 Airport Blvd #G
SoSan Francisco, CA 94080
(415) 875-6666
(415) 875-7608 (fax)
Circle #121
See our ad on page 40.

Tiger Communication
System, Inc.
155 E Broad St, Ste 325
Rochester, NY 14604

(800) 724-7301
(716) 454-3631 (fax)
Circle #40
See our ad on page 116.

WortLink
2452 Armstrong St
Livermore, CA 94550
(510) 606-3763
(510) 606-3769 (fax)

. I

Bathroom Equipment
AccessAble Environments
& Products
111 Cedar St
New Rocheile, NY 10801
(800) 285-2525
(914) 632-1357 (fax)
Circle #103
See our ad on page 74.

Adaptive Des19n Shop
12847 Pt Pleas.,nt Dr
Fairfax, VA 22033
(703) 631-1585
Circle #32
See our ad on page 111.

American Standard (Pressalit)
One Centennial Ave

PO Box 6820
Piscataway, NJ 08855
(800) 524-9797 ext. 469
Circle #175
See our ad on page 45.

Barrier Free Lifts, Inc.
PO Box 4163
Manassas, VA 22110
(703) 361-6531
(703) 361-7861 (fax)
Circle #39
See our ad on page 44.

Clarke Health Care Products
PIIP/ICM Bldg
1003 International Dr
Oakdale, PA 15071-9223
(412) 695-2122
(412) 695-2922 (fax)

Columbia Medical Mfg. Corp.
PO Box 633
Pacific Palisades, CA 90272
(800) 454-6612
(310) 305-1718 (fax)
Circle #152
See our ads on pages 12 & 121.

H.D.LS. Company, Inc.
1215 Dielman Industrial Ct
St. Louis, MO 63132
(800) 538-1036
(314) 997-0047 (fax)
Circle #15
See our insert on pages 67-70.

Lubidet USA, Inc.
950 S Cherry St, 506
Denver, CO 80222
(800) 582-43381(303) 757-3031
(303) 757-3868 (fax)
Circle #117
See our ad on page 122.

130

NCM Consumer Products
Division
PO Box 6070
San Jose, CA 95150
(800) 235-7054
(408) 277-6824 (fax)
Circle #68
See our ad on page 104.

Ortho-Kinetics, Inc.
W220 N 507 Springdale Rd
Waukesha, WI 53187
(800) 558-7786
(414) 542-0625 (fax)

Tumble Forms
744 W Michigan Ave
Jackson, Ml 49203
(517) 789-3377
(517) 789-3333 (fax)
Circle #27
See our ad on back cover.

Bedding
Hard Manufacturing Co., Inc.
230 Grider St
Buffalo, NY 14215-3797
(800) USE-HARD/(716) 893-1800
(716) 896-2579 (fax)
Circle IM4
See our ad on page 42.

Bicycles/Bicycles
Just TWo Bikes, Inc.
4821 Washington Ave
White Bear Lake, MN 55110
(800) 499-1548
(612) 426-1548 (fax)
Circle #140
See our ad on page 104.

Rock N'Roll Cycles
PO Box 1558
Levelland, TX 79336
(800) 654-9664
(806) 894-9646 (fax)
Circle #171
See our ad on page 41.

Step'n Go Cycles
PO Box 180, Cedar Beach Rd

Charlotte, VT 05445
(800) 648-7335
(802) 425-2264, ext 254
(802) 425-3007 (fax)
Circle #12.5
See ow ad on page 113.

Triald
PO Box 1364
Cumberland, MD 21502
(800) 306-6777/(301) 759-3525
(301) 759-3525 (fax)
Circle #46
See our ad on page 7Z
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PRODUCT & SERVICE DIRECTORY

Clothes/Footware

eSpecials (Down
Syndrome/PW)
PO Box 1177
Larkspur, CA 94977
(415) 924-7960
(415) 927-9043 (fax)

1-2 Kids Clothes
100 Springdale Rd A-3, Ste 164
Cherry Hill, NJ 08003
(609) 770-8474
(609) 427-9560 (fax)

Kotton & Koala
PO Box 178
Fort Jones, CA 96032
(916) 468-5475
(916) 468-5492 (fax)
Circle #18
See our ad on page 96.

M.J. Markel! Shoe Co.
504 Saw Mill River Rd
Yonkers, NY 10701

(914) 963-2258
(914) 963-9293 (fax)
Circle #1
See our ad on page 56.

Moonbeams-Carol Nesper
Studios
2026 Murray Hill Rd
Cleveland, OH 44106
(216) 721-4100
Circle #61
See our ad on page 39.

Special Clothes
PO Box 4220
Alexandria, VA 22303
(703) 683-7343
(703) 549-2640 (fax)

Wheelin' Wear
(Children's Gloves)
PO Box 545
Cobourg, ON Canada K9A 4L3
(800) 488-2638
(905) 373-4941 (fax)

Computer Hardware
& Accessories

Apple Computer, Inc.
20525 Mariani Ave, MS 36-SE
Cupertino, CA 95014
(800) 600-7808/(408) 996-1010
(800) 755-0601 (TTY)
(408) 362-5260 (fax)
See our ad on page 97.

Don Johnston Incorporated
1000 N Rand Rd, Bldg 115
Wauconda, IL 60048
(800) 999-4660/(708) 526-2682
(708) 526-4177 (fax)
Circle #142
See ow ad on page 112.

EKEG Electronics Co. Ltd.
PO Box 46199, Station D
Vancouver, BC Canada V6J 5G5
(604) 273-4358
(604) 273-1148 (fax)

h3M Special Needs Systems
1000 NW 51st St
Boca Raton, FL 33432
(800) 426-4832
(407) 982-6059 (fax)
Circle #92
See our ad on page 104.

In Touch Systems
11 Westview Rd
Spring Valley, NY 10977
(800) 332-MAGIC
Circle #122
See our ad on page 56.

IntelliTools, Inc.
5221 Central Ave, #205
Richmond, CA 94804
(800) 879-6687/(510) 528-0670
(510) 528-2225 (fax)
Circle #42
See our ad on page 74.

Key Concepts
PO Box 21066
Charlotte, NC 28277
(800) 293-5090
Circle #50
See our ad on page 88.

RJ Cooper & Associates
24843 Del Prado, #283
Dana Point, CA 92629
(800) RJCOOPER

(714) 240-9785 (fax)
Circle 4491

See our ad on page 79.

Synergy
68 Hale Rd
Walpote, MA 02032
(508) 66P-7424
(508) 663-4134 (fax)

Worklink
2452 Armstrong St
Livermore, CA 94550
(510) 606-3763
(510) 606-3769 (fax)

Driving Aids
Adiptive -0;1-ving Systems
21050 Superior St
Chatsworth, CA 91311
(818) 998-1026
(818) 882-0812 (fax)

Crow River industries
14800 28th Ave N
Minneapolis, MN 55447
(800) 488-7688
(612) 557-8310 (fax)
Circle #120
See our ad on page 9Z
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GM Mobility Assistance Center
PO Box 9011

Detroit, MI 48202
(800) 323-9935
(800) 833-9935 (ITY)
(313) 974-4383 (fax)
Circle #94
See Our ad on page 73.

Monmouth Vans, Access
& Mobility
5105 Rte 33/34
Farmingdale, NJ 07727
(800) 221-0034
(908) 919-0256 (fax)

Ricon Corporation
12450 Montague St
Pacoima, CA 91331
(818) 899-7588
(818) 890-3354 (fax)
Circle #86
See our ad on page 53.

Educational Material
Attainment Company, Inc.
PO Box 930160
Verona, WI 53593-0160
(800) 327-4269
(800) 942-3865 (fax)

Bo Peep Productions
Videotapes
PO Box 982

Eureka, MT 59917
(800) 532-0420
(406) 889-3225 (fax)

Don Johnston Incorporated
1000 N Rand Rd, Bldg 115
Wauconda, IL 60048
(800) 999-4660/(708) 526-2682
(708) 526-4177 (fax)
Circle #143
See our ad on page 112.

Gemma B. Publishing, Inc.
Box #713-740 Corydon Ave
Winnipeg, MB Canada R3M 0Y1
(204) 452-7566
(204) 475-9903 (fax)

Mind Play
160 W Ft Lowell
Tucson, AZ 85705
(800) 221-7911
(602) 888-7904 (fax)

River Tank Systems
PO Box 445
Exeter, RI 02822

(800) 808-8822
(401) 294-9510 (fax)
Circle #5
See our ad on page 55.

Voicing!
3857 Birch, Ste 194
Newport Beach, CA 92660
(714) 833-2710
(714) 833-1005 (fax)

131

Environmental Controls
Jesana Ltd.
PO Box 17
Irvington, NY 10533
(800) 443-4728
(914) 591-4320 (fax)
Circle #179
See our ad on page 97.

Finance/Estate
Pianningfinsurance
Abilities Plus Program
Special Auto & Home Insurance
PO Box 5198
Lutherville, MD 21094-9719
(800) 222-2788, Dept 0
Circle #137
See our ad on page 80.

Assoc for Special Kids (ASK)
107 W Hill St
Baltimore, MD 21230
(800) 832-0467/(410) 727-2118
(410) 727-3266 (fax)

Estate Planning (EPPD)
1200 Corporate Dr, Ste 330
Birmingham, AL 35242
(800) 448-1071
(800) 880-9327 (fax)
Circle #31
See our ad on page 95.

Food & Nutrition
Medical Innovations
Corporation
12050 Lone Peak Pkwy
Draper, UT 84020
(801) 572-6800
(801) 572-6869 (fax)

Furniture
Columbia Medical Mfg. Corp.
PO Box 633
Pacific Palisades, CA 90272
(800) 454-6612
(310) 305-1718 (fax)
Circle #155
See our ads on pages 12 & 121.

Equipment Shop
PO Box 33
Bedford, MA 01730
(617) 275-7681
(617) 275-4094 (fax)
Circle #123
See our ad on page 88.

Headgear

iirtho-KInalcs, Inc.
W220 N 507 Springdale Rd
Waukesha, WI 53187
(800) 558-7756
(414) 542-0625 (fax)
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PRODUCT & SERVICE DIRECTORY

Plum Enterprise% Inc.
9 Clyston Cir/PO Box 283
Worcester, PA 19490
(800) 321-PLUM
(215) 584-4151 (fax)
Circle #12
See our ad on page 3.

Heating Aids/Equipment
Odeon, Inc.
29 Schoolhouse Rd
Somerset, NJ 08875
(800) 227-3921
(908) 560-0029 (fax)

Hobbles & Toys

The Dragonfly Toy Company
291 Yale Ave
Winnipeg MB Canada R3M 0L4
(204) 453-2222
(204) 453-2320 (fax)

InvoTek Corporation
700 W 20th St, ENRC
Fayetteville, AR 72701

(800) 576-6661
(501) 575-7446

River Tank Systems
PO Box 445
Exeter, RI 02822
(800) 808-8822
(401) 294-9510 (fax)
Circle #5
See our ad on page 55.

Rock N'Holl Cycles
PO Box 1558
Levelland, TX 79336

(800) 654-9664
(806) 894-9646 (fax)
Circle #172
See our ad on page 41.

Sony Electronics, Inc.
2 Van Riper Rd
Montvale, NJ 07645-0406
(201) 476-8160
(201) 476-8071 (fax)
Circle #104
See our ad on page 100.

Switch Kids, Inc.
8507 Rupp Farm Dr
West Chester, OH 45069

(513) 860-5475
(513) 860-5475 (fax)

TFH (USA)
Fun and Achievement
4537 Gibsonia Rd
Gibsonia, PA 15044

(412) 444-6400
(412) 444-6411 (fax)

Toys for Special Children
385 Warburton Ave
Hastings-on-Hudson, NY 10706
(800) 832-8697
Circle #160
See our ad on page 48.

Voicing!
3857 Birch, Ste 194
Newport Beach, CA 92660
(714) 833-2710
(714) 833-1005 (fax)

Home Adaptilion/Design
AccessAble Environments
& Product
111 Cedar St
New Rochelle, NY 10801
(800) 285-2525
(914) 632-1357 (fax)
Circle #103
See our ad on page 74.

Homecare Products, Inc.
15824 SE 296th St
Kent, WA 98042
(800) 451-1903
(206) 630-8196 (fax)
Circle #101
See our ad on page 134.

River Tank Systems
PO Box 445
Exeter, RI 02822
(800) 808-8822
(401) 294-9510 (fax)
Circle #5
See our ad on page 55.

Home Health Cam
Services
Kennedy Krieger Institute
707 N Broadway
Baltimore, MD 21205
(800) 873-3377/(410) 550-9400
(410) 550-8217 (fax)
Circle #70
See our ad on page 98.

Olsten Kimberly QualltyCare
175 Broadhollow Rd
Melville, NY 11747
(800) 66-NURSE
(508) 383-7514 (fax)
Circle #165
See our ad on page 4.

Vail Products, Inc.
(Bed Systems)
235 First St
Toledo, OH 43605
(800) 235-8245
(419) 698-1174 (fax)
Circle #35
See our ad on page 40.

Incontinenco Products
All tbe Best
(Reusables Only)
6846 19th Ave NE
Seattle, WA 98115
(206) 523-1725

ARC Home Health Care
Products
RR #4 Box 161
Oneonta, NY 13820
(800) 278-8595
(607) 433-6745 (fax)
Circle #75
See our ad on page 112

Direct Delivery
Promise Products
PO Box 79603
Houston, TX 77279-9603
(800) 659-8037
(713) 869-5586 (fax)

Express Medical Supply
PO Box 1164
Fenton, MO 63026
(800) 633-2139/(314) 349-8448
(314) 349-8469 (fax)
Circle #157
See our ad on page 74.

G. Hirsch & Co. Inc.
1815 Rollins Rd
Burlingame, CA 94010
(415) 692-8770
(415) 692-1874 (fax)

H.D.I.S. Company, Inc.
1215 Dielman Industrial Ct
St. Louis, MO 63132
(800) 538-1036
(314) 997-0047 (fax)
Circle #14
See our insert on pages 67-70.

Humanicare International, Inc.
1471 Jersey Ave
North Brunswick, NJ 08902
(800) 631-5270
(908) 214-0666 (fax)
Chyle #90
See our ad on page 46.

Kimbedy-Clark Corporation
PO Box 2020
Neenah, WI 54957-2020
(800) 544-1847
See our ad on page 14.

Mentor Urology
5425 Hollister Ave
Santa Barbara, CA 93111

(800) 328-3863
(805) 967-7108 (fax)
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Principle Business Enterprises
Pine Lake Industrial Pk
Dunbridge, OH 43414
(419) 352-1551
(419) 352-8340 (fax)
Circle #89
See our ad on page 89.

Special Products
212 N Market, Ste 315
Wichita, KS 67202-2016
(800) 553-3492
Circle #167
See our ad on page 96.

TAGA
PO Box 313
Somerset, NJ 08873

TMI (Technomarketing, Inc.)
307 Bacon Rd
Rougemont, NC 27572

(919) 477-1387
(919) 477-2294 (fax)
Circle #19
See our ad on page 43.

Woodbury Products
4410 Austin Blvd, Dept 250
Island Park, NY 11558
(800) 777-1111
(516) 431-6793 (fax)
Circle #72
See our ad on page 80.

Medical Equipment
Haden;
MED Codified Repair Centers
3223 S Loop 289, Ste 600
Lubbock, TX 79423
(800) 477-6272
Call for location near you.
Circle #93
See our ad on inside back

cover.

Passy-Muir, Inc.
4521 Campus Dr, Suite 273
Irvine, CA 92715
(714) 833-8255
(714) 833-8299 (fax)

Vail Products, Inc.
(Bed Systems)
235 First St
Toledo, OH 43605
(800) 235-8245
(419) 698-1174 (fax)
Circle #34
See our ad on page 40.

Personal Care/Duda
NR Labs, Inc.
900 E Franklin St
Centerville, OH 45459-5620
(513) 433-9570
Circle #139
See our ad on page 40.
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Oraigiene USA, Inc.
421 N Rodeo Dr, Ste 15114
Beverly Hills, CA 90210
(800) 933-ORAL (6725)
Circle #184
See our ad on page 13.

Publishers/Catalogs

Alexander Graham Bell Assoc
fIt Deaf
3417 Volta PI, NW
Washington, DC 20007
(202) 337-5220
(202) 337-8314 (fax)

Attainment Company, Inc.
PO Box 930160
Verona, WI 53593-0160
(800) 327-4269
(800) 942-3865 (fax)

Charles C. Thomas Publishing Co.
2600 South St
Springfield, IL 62794
(217) 789-8980
(217) 789-9130 (fax)
Circle #25
See our ad on page 66.

Communication Skill Builders
3830 E Bellevue
Tucson, AZ 85716
(800) 866-4446
(602) 325-0306 (fax)

Don Johnston, inc.
1000 N Rand Rd, Bldg 115
Wauconda, IL 60048
(800) 999-46601(708) 526-2682
(708) 526-4177 (fax)
Circle #144
See our ad on page 112.

Edmark Corp.
PO Box 97021
Redmond, WA 98073-9721
(800) 362-2890
(206) 556-8430 (fax)
Circle #109
See our ad on page 10.

Express Medical Supply
PO Box 1164
Fenton, MO 63026
(800) 633-2139/(314) 349-8448
(314) 349-8469 (fax)
Circle #158
See our ad on page 74.

Interax Training, Inc.
PO Box 473106
Garland, TX 75047-3106
(800) 242-5583

Jason & Nordic Publishers
PO Box 441

Hollidaysburg, PA 16648
(814) 696-2920
(814) 696-4250 (fax)

NCM Consumer Products
Division
PO Box 6070
San Jose, CA 95150
(800) 235-7054
(408) 277-6824 (fax)
Circle #68
See our ad on page 104.

The Prader-Willi Forum
40 Holly Ln
Roslyn Heights, NY 11577
(800) 358-0682
(516) 484-7154 (fax)
Circle 443
See our ad on page 71.

Special Needs Project
3463 State St
Santa Barbara, CA 93105
(800) 333-6867

Sportime Abilitations
One Sportime Wy
Atlanta, GA 30340
(800) 850-8602
(800) 845-1535 (fax)
Circle #22
See our ad on page 10.

Tumble Forms
744 W Michigan Ave
Jackson, MI 49203
(517) 789-3377
(517) 789-3333 (fax)
Circle #29
See our ad on back cover.

Voicing!
3857 Birch, Ste 194
Newport Beach, CA 92660
(714) 833-2710
(714) 833-1005 (fax)

Woodbine House
6510 Bells Mill Rd
Bethesda, MD 20817
(800) 843-7323

Ramps/Lifts
Adaptive Driving Systems
21050 Superior St
Chatsworth, CA 91311
(818) 998-1026
(818) 882-0812 (fax)

Aquatic Access, Inc.
411 Dorsey Wy
Louisville, KY 40223
(502) 425-5817
(502) 425-9607 (fax)

Barrier Free Lifts, Inc.
PO Box 4163
Manassas, VA 22110
(703) 361-6531
(703) 361-7861 (fax)
Circle #39
See our ad on page 44.
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The Braun Corporation
1014 S Monticello St
Winamac, IN 46996
(800) THE-LIFT

(219) 946-4670 (fax)
Circle #112
See our ads on pages 91411.

Bruno Independent Living Aids
1780 Executive Dr/PO Box 84
Oconomowoc, WI 53066
(800) 882-8133
(414) 567-4341 (fax)
Circle #7
See our ad on page 76.

Crow River Industries
14800 28th Ave N
Minneapolis, MN 55447
(800) 488-7688
(612) 557-8310 (fax)
Circle #119
See our ad on page 92

GM Mobility Assistance Center
PO Box 9011
Detroit, MI 48202
(800) 323-9935
(800) 833-9935 (MI
(313) 974-4383 (fax)
Circle #95
See our ad on page 73.

Homecare Products, Inc.
15824 SE 296th St
Kent, WA 98042
(800) 451-1903
(206) 630-8196 (fax)
Circle #101
See our ad on page 134.

Monmouth Vans, Access
& Mobility
5105 Rte 33/34
Farmingdale, NJ 07727
(800) 221-0034
(908) 919-0256 (fax)

Ricon Corporation
12450 Montague St
Pacoima, CA 91331
(818) 899-7588
(818) 890-3354 (fax)
Circle #85
See our ad on page 53.

Rehabilitation
Centers/Hospitals

Children's Seashore House
3405 Civic Center Blvd
Philadelphia, PA 19104
(800) 678-3733/(215) 895-3600

Children's Specialized Hospital
150 New Providence Rd
Mountainside, NJ 07092-2590
(908) 233-3720
(908) 233-4176 (fax)
Circle #11
See our ad on page 51.
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Cumberland Hospital
9407 Cumberland Rd
New Kent, VA 23124
(800) 368-3472
Circle #74
See our ad on page 99.

Kennedy Krieger Institute
707 N Broadway
Baltimore, MD 21205
(800) 873-3377/(410) 550-9400
(410) 550-8217 (fax)
Circle #70
See our ad on page 98.

Olsten Kimberly QualityCare
175 Broadhollow Rd
Melville, NY 11747
(800) 66-NURSE

(508) 383-7514 (fax)
Circle #165
See our ad on page 4.

The Children's Hospital
at St Joseph's
703 Main St
Paterson, NJ 07503
(201) 977-2500
(201) 684-5025 (fax)
Circle #17
See our ad on page 117.

Voorhees Pediatric Facility
1304 Laurel Oak Rd
Voorhees, NJ 08043
(609) 346-3300
(609) 435-4223 (fax)
Circle #108
See our ad on page 56.

Repair ServicesMedical
Equipment Dealers

MED Certified Repair Centers
3223 S Loop 289, Ste 600
Lubbock, TX 79423
(800) 477-6272
Call for location near you.
Circle 493
See our ad on inside ba. k

CONT.

Sch9ols/Camps/
Residences

Annandale at Suwanee, Inc.
3500 Annandale Ln/Box 7
Suwanee, GA 30174
(404) 945-8381

Berkshire Meadows
249 N Plain Rd
Housatonic, MA 01236
(413) 528-2523
Circle #10
See our ad on page 107.

Camp Huntington
PO Box 3789
Poughkeepsie, NY 12603
(914) 687-7840
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Camphill Special School
1784 Fairview Rd
Glenmoore, PA 19343

(610) 469-9236
(610) 469-9758 (fax)

Children's Care Hospital
& School
2501 W 26th St
Sioux Falls, SD 57105
(800) 584-92941(605) 336-1840

CIB/Oak Hill
120 Holcomb St
Hartford, CT 06112
(203) 242-2274
(203) 242-3103 (fax)

Crotched Mountain
1 Vemey Dr
Greenfield, NH 03047

(603) 547-3311
Circle #73
See our ad on page 75.

Crystal Springs School
38 Narrows Rd, Box 372
Assonet, MA 02702

(508) 644-5537
(508) 644-3101, ext 372 (fax)

Circle #124
See our ad on page 72.

Dr. Gertrude A. Barber Center
136 East Ave
Erie, PA 16507
(814) 453-7661
(814) 454-2771 (fax)

Elwyn, Inc.
111 Elwyn Rd
Elwyn, PA 19063-4699
(800) 345-8111/(610) 891-2000
Circle #79
See our ad on page 82.

Evergreen Center
345 Fortune Blvd
Milford, MA 01757

(508) 478-5597
(508) 634-3251 (fax)
Circle #106
See our ad on page W.

Headspring
2400 Jardine Dr
Wichita, KS 67219
(800) 835-1043
(316) 262-0170 (fax)

Keystone City Residence
& Camp
c/o 406 N Wash. Ave
Scranton, PA 18503

(800) 232-1753
(717) 342-3461 (fax)
Circle #48
See our ad on page 71.

LARC School, Inc.
Creek Rd & Park Dr
Bellmawr, NJ 08031

(609) 933-3725
(609) 933-3158 (fax)

League School of Boston
225 Nevada St
Newtonville, MA 02160

(617) 964-3260
Circle #24
See our ad on page 88.

Martha Uoyd Community
Services
190 W Main St
Troy, PA 16947
(717) 297-2185
Circle #78
See our ad on page 105.

Meeting Street Center
667 Waterman Ave
East Providence, RI 02914

(401) 438-9500
(401) 438-3690 (TDD)
(401) 438-3760 (fax)
Circle #83
See our ad on page 44.

Melmark
Wayland Rd
Berwyn, PA 19312
(610) 353-1726
(610) 353-8528 (fax)
Circle 49
See our ad on page 113.

Nati Christian Resource
Ctr on MR
700 Hoffman Dr
Watertown, WI 53094

(800) 369-INFO
Circle #84
Sea our sd on page 132.

New England Villages
664 EP School St
Pembroke, MA 02359

Stewart Home School
Box 20
Frankfort, KY 40601

(502) 875-4664
Circle #4
See our ad on page 56.

The Devereux Foundation
19 S Waterloo Rd, PO Box 400

Devon, PA 19333
(800) 345-1292, ext 3045
(610) 971-4600 (fax)
Circle #107
See our ad on page 91.

The Guided Tour's
Camp Lee Mar
7900 Old York Rd, Ste 114-8
Elkins Park, PA 19027-2339
(215) 782-1370
(215) 635-2637 (fax)
Circle #136
See our ad on page 116.

The Learning Center
411 Waverly. Oaks Rd
Waltham, MA 02154

(617) 893-6000

The New England Center
for Autism
33 Turnpike Rd
Southboro, MA 01772

(508) 481-1015
Circle #76
See our ad on page 46.

Willow River Farms
PO Box 450
San Felipe, TX 77473

(409) 885-4121
Circle #91
See our ad on page 80.

Scoothrs

Bruno independent Living Aids
1780 Executive Dr/PO Box 84
Oconomowoc, WI 53066

(800) 882-8133
(414) 567-4341 (fax)
Circle #9
See our ad on page 76.

Child Quest, Inc. Seatkeeper
PO Box 18595
Austin, D( 78760
(800) 732-8533
(512) 385-6178 (fax)
Circle #38
See our ad on page 96.

Columbia Medical Mfg. Corp.
PO Box 633
Pacific Palisades, CA 90272

(800) 454-6612
(310) 305-1718 (fax)
Circle #153
See our ads on pages 12 & 121.

Consumer Care Products, Inc.
PO Box 684
Sheboygan, WI 53082-0684
(414) 459-8353
(414) 459-9070 (fax)
Circle #138
See our ad on page 90.

Convald Products, Inc.
PO Box 2458
Palos Verdes, CA 90275
(800) 552-1020/(310) 539-6814
(310) 539-3670 (fax)
Circle #127
See our ad on page 81.

Express Medical Supply
PO Box 1164
Fenton, MO 63026
(800) 633-2139/(314) 349-8448
(314) 349-8469 (fax)
Circle #159
See our ad on page 74.

Freedom Designs, inc.
2241 Madera Rd
Siml Valley, CA 93065

(800) 331-8551/(805) 582-0077
(805) 582-1509 (fax)
Circle #169
See our ad on page 124.

James lackey Design, Inc.
360 Merrimack St

Bruno Independent Living Aids
1780 Executive Dr/P0 Box 84
Oconomowoc, WI 53066

(800) 882-8133
(414) 567-4341 (fax)
Circle #8
See our ad on page 76.

Ortho-Kinetics, Inc.
W220 N 507 Springdale Rd
Waukesha, WI 53187

(800) 558-7786
(414) 542-0625 (fax)

Circle #3
See our ad on page 54.

HMS School for Children
with CP
4400 Baltimore Ave
Philadelphia, PA 19104

(215) 222-2566
Circle #77
See our ad on page 51.

(617) 293-5461
Circle #21
See our ad on page 39.

St Colette's of Mass.
400 Washington St
Hanover, MA 02339

(617) 826-6371
(617) 826-6474 (fax)
Circle #162
See our ad on page 104.

Sooting & Positioning
Riverwalk Bldg 5
Lawrence, MA 01843

(508) 691-5220
(508) 691-5230 (fax)
Circle #57
See our ad on page 39.

Adaptive Design Labs
15 Standish Ave
West Orange, NJ 07052
(201) 736-4443
(201) 736-3673 (fax)
Circle #2
See our ad on page 98.
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PRODUCT & SERVICE DIRECTORY

Jay Madir-1 Ltd.
PO Box 18656
Boulder, CO 80202

(800) 648-82821(303) 442-5529
(303) 442-3855 (fax)
Circle #148
See our ad on page 10&

Jesana LW.
PO Box 17

IMngton, NY 10533
(800) 443-4728
(914) 591-4320 (fax)
Circle #180
See our ad on page 97.

Kennedy Krieger institute
707 N Broadway

Baltimore, MD 21205

(800) 873-3377/(410) 550-9400
(410) 550-8217 (fax)
Circle #71
See our ad on page 98.

Meeting Street Center
667 Waterman Ave
East Providence, RI 02914
(401) 438-9500
(401) 438-3690 (TDD)
(401) 438-3760 (fax)
MCI° #83
See our ad on page 44.

Mulholland Positioning
Systems
PO Box 391, 215 N 12th St
Santa Paula, CA 93061
(800) 543-4769
(805) 933-1082 (fax)
Circle #64

Ortho-Kinetics, Inc.
W220 N 507 Springdale Rd
Waukesha, WI 53187
(800) 558-7786
(414) 542-0625 (fax)

Bitten
PO Box 901
Rifton, NY 12471-0901
(800) 374-3866
(914) 658-8065 (fax)
Circle #41
See our ad on page 52.

Snug Seat
1081 Independence Point Pkwy
Matthews, NC 28106
(704) 847-0772
(704) 847-9577 (fax)
Circle #52
See our ad on page 57.

Special Designs, Inc.
PO Box 130
Gillette, NJ 07933
(908) 464-8825
(908) 464-8251 (fax)
Circle #130
See our ad on page 98.

Taylor Made Healthcare
10 W 9th Ave
Gloversville, NY 12078
(800) 258-0942
(518) 773-9375 (fax)
Circle #134
See our ad on page 72.

Tumble Forms
744 W Michigan Ave
Jackson, MI 49203
(517) 789-3377
(517) 789-3333 (fax)
Circle #28
See our ad on back cover.

Software
Articulate Sys. Voice
Recognition
600 W Cummings Pk, Ste 4500
Wobum, MA 01801
(800) 443-7077
(617) 935-0490 (fax)

Edmark Corp.
PO Box 97021

Redmond, WA 98073-9721
(800) 362-2890
(206) 556-8430 (fax)
Circle #109
See our ad on page 10.

KidTECH/SoftTouch
3204 Perry PI
Bakdrsfield, CA 93306
(805) 873-8744
(805) 871-9679 (fax)
Circle #177
See our ad on page 42

Laureate Learning Systems, Inc.
110 E Spring St
Winooski, VI 05404
(800) 562-6801/(802) 655-4755
(802) 655-4757 (fax)
Circle #45
See our ad on page 52.

Marblesoft
12301 Central Ave NE, Ste 205
Blaine, MN 55434
(612) 755-1402
(612) 755-1402 (fax, call first)
Circle #16
See our ad on page 42.

RJ Cooper & Associates
24843 Del Prado, #283
Dana Point, CA 92629
(800) RJCOOPER

(714) 240-9785 (fax)
Circle #82
See our ad on page 79.
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Sports/Recreation/Family
Aquatic Therapy
1903 E B Ave
Plainwell, MI 49080
(616) 349-9049
(616) 349-9049 (fax)
Circle #118
See our ad on page 42

Ball Dynamics Intl, Inc.
1616 Glenarm PI., Ste #1900
Denver, CO 80202
(800) 752-2255
(303) 893-0524 (fax)
Circle #111
See our ad on page /13.

Flfighouse, Inc.
150 N MacQuesten Pkwy
Mt. Vernon, NY 10550
(800) 793-7900/(914) 699-1900
(800) 793-7922 (fax)
Circle #132
See our ad on page 88.

Jay Medical Ltd.
PO Box 18656
Boulder, CO 80202

(800) 648-82821(303) 442-5529
(303) 442-3855 (fax)
Circle #149
See our ad on page 108.

Jesana Ltd.
PO Box 17
Irvington, NY 10533
(800) 443-4728
(914) 591-4320 (fax)
Circle #181
See our ad on page 97.

River Tank Systems
PO Box 445
Exeter, RI 02822

(800) 808-8822
(401) 294-9510 (fax)
Circle #5
See our ad on page 55.

Rock N'Roll Cycles
PO Box 1558

Levelland, TX 79336
(800) 654-9664
(806) 894-9646 (fax)
Circle #173
See our ad on page 41.

Roleez Wheel System
5711A Sellger Dr/Dept E
Norfolk, VA 23502

(800) 369-1390/(804) 461-1122
(804) 461-0383 (fax)
Circle #47
See our ad on page 112.

Top End by Action
4501 63rd Cir N
Pinellas Park, FL 34665

(800) 532-8677/(813) 522-8677
(813) 522-1007 (fax)
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Standing Equipment
James Leckey Design, Inc.
360 Merrimack St
Riverwalk Bldg 5
Lawrence, MA 01843
(508) 691-5220
(508) 691-5230 (fax)
Circle #58
See our ad on page 39.

Mulholland Positioning
Systems
PO Box 391, 215 N 12th St
Santa Paula, CA 93061
(800) 543-4769
(805) 933-1082 (fax)
Circle #65

Ortho-Kinetics, Inc.
W220 N 507 Springdale Rd
Waukesha, WI 53187
(800) 558-7786
(414) 542-0625 (fax)

Snug Seat
1081 Independence Point Pkwy
Matthews, NC 28106
(704) 847-0772
(704) 847-9577 (fax)
Circle #55
See our ad on page 57.

Strollers
Columbia Medical Mfg. Corp.
PO Box 633

Pacific Palisades, CA 90272
(800) 454-6612
(310) 305-1718 (fax)
CIA* #154
See our ads on pages 12 & 121.

Convaid Products, Inc.
PO Box 2458

Palos Verdes, CA 90275

(800) 552-1020/(310) 539-6814
(310) 539-3670 (fax)
Circle #128
See our ad on page 81.

Jesana Ltd.
PO Box 17

Irvington, NY 10533
(800) 443-4728
(914) 591-4320 (fax)
Circle #182
Soe our ad on page 91
Kid-Kart
732 Cruiser Ln
Belgrade, MT 59714
(800) 388-5278
(406) 388-1081 (fax)
Circle #99
See our ad on page 12.
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Mulholland Positioning
Systems
PO Box 391, 215 N 12th St
Santa Paula, CA 93061
(800) 543-4769
(805) 933-1082 (fax)
Circle of 6

Racing Strollers, Inc/
Baby Jogger
PO Box 2189
Yakima, WA 98907-2189
(800) 241-1848
(509) 453-7732 (fax)
Circle 163
See our ad on page 96.

Snug Seat
1081 Independence Point Pkwy
Matthews, NC 28106
(704) 847-0772
(704) 847-9577 (fax)
Circle #54
See our ad on page 57.

Sire lier-Pack
PO Box 20707
Juneau, AK 99802
(800) 487-96521(907) 463-4843
(907) 463-4889 (fax)
Circle #164
See our ad on page 90.

Tumble Forms
744 W Michigan Ave
Jackson, MI 49203
(517) 789-3377
(517) 789-3333 (fax)
Circle #30
See our ad on back cover

Telephone Equipment

InvoTek Corporation
700 W 20th St, ENRC
Fayetteville, AR 72701

(800) 576-6661
(501) 575-7446

Uitratec, Inc.
450 Science Dr
Madison, WI 53711
(800) 482-2424 (V111Y)
(608) 238-3008 (fax)

'bevel/Leisure/Hotels
The Guided Tour
Adult Travel
7900 Old York Rd, Ste 114-B
Elkins Park, PA 19027-2339
(215) 782-1370
(215) 635-2637 (fax)

Vans

The Braun Corporation
1014 S Monticello St
Winamac, IN 46996
(800) THE-LIFT
(219) 946-4670 (fax)
Circle #114
See our ads on pages & 11.

Chrysler Automobility Program
PO Box 3124
Bloomfield Hills, MI 48302-3124

(800) 225-9877
Circle #146
See our ad on page 47.

Ford Mobility Motoring
Program
PO Box 529
Bloomfield Hills, MI 48303-9857

(800) 952-2248
(810) 621-3082 (fax)
Circle #135
See our ad on inside front

cover.

GM Mobility Assistance Center
PO Box 9011
Detroit, MI 48202
(800) 323-9935
(800) 833-9935 (TTY)
(313) 974-4383 (fax)
Circle #96
See our ad on page 73.

Rican Corporation
12450 Montague St
Pacoima, CA 91331

(818) 899-7588 .

(818) 890-3354 (fax)
Circle #87
See our ad on page 53.

Vantage Mini Vans
5214 S 30th St
Phoenix, AZ 85040

(800) 348-8267
(602) 243-9843 (fax)
Circle #102
See our ad on page 58.

Van Conversions
Adaptive Driving Systems
3534 Empleo St, Ste B

San Luis Obispo, CA 93401

(805) 549-7996
(818) 882-0812 (fax)

Arcola Mobility
51 Karo Rd
Carlstadt, NJ 07072
(800) ARCOLA-1/(201) 507-8500

The Braun Corporation
1014 S Monticello St
Winamac, IN .16996

(800) THE-LIFT
(219) 946-4670 (fax)
Circle #115
See our ads on pages 9 & 11.

Drive-Master, Inc.
9 Spielman Rd
Fairfield, NJ 07004

(201) 808-9709

Forward Motions
214 Valley St
Dayton, OH 45404
(513) 222-5001

GM Mobility Assistance Center
PO Box 9011
Detroit, MI 48202
(800) 323-9935
(800) 833-9935 (TTY)
(313) 974-4383 (fax)
Circle #97
See our ad on page 73.

Handicap Vehicle
Specialists, Inc.
3306 E Washington, #106
Phoenix, AZ 85034-1624
(602) 275-3325
(602) 275-1536 (fax)

independent Mobility Systems
4100 W Piedras
Farmington, NM 87401

(800) IMS VANS

(505) 326-4846 (fax)

Lift Aids, Inc.
2381 Pecan Ct
Fort Worth, TX 76117
(817) 429-7141 (metro)
(817) 834-3881
(817) 831-7842 (fax)

Monmouth Vans, Access
& Mobility
5105 Rte 33/34
Farmingdale, NJ 07727

(800) 221-0034

New Era Transportation
810 Moe Dr
Akron, OH 44310
(800) 638-8267/(216) 633-1118
(216) 633-0330 (fax)

Ricon Corporation
12450 Montague St
Pacoima, CA 91331

(818) 899-7588
(818) 890-3354 (tax)
Circle #88
See our ad on page 53.

Vantage Mini Vans
5214 S 30th St
Phoenix, AZ 85040

(800) 348-8267
(602) 243-9843 (fax)
Circle #102
See our ad on page 58.

Van Rentals
Wheelers, A-C-cessible Van

Rentals
6614 W Sweetwater
Glendale, AZ 85304

(800) 456-1371
(602) 878-0501 (fax)

1 3

Wheelchair Getaways, Inc.
PO Box 605
Versailles, KY 40383

(800) 642-2042
(606) 873-8039 (fax)

Walking Aids

Jesana Ltd.
PO Box 17
Irvington, NY 10533
(800) 443-4728
(914) 591-4320 (fax)
Circle #183
See our ad on page 97.

Wheelchair% Manual
Convaid Products, Inc.
PO Box 2458
Palos Verdes, CA 90275

(800) 552-1020/(310) 539-6814
(310) 539-3670 (fax)
Circle #129
See our ad on page 81.

Freedom Designs, Inc.
2241 Madera Rd
Simi Valley, CA 93065

(800) 331-8551/(805) 582-0077
(805) 582-1509 (fax)
Circle #170
See our ad on page 124.

Kid-Kart
732 Cruiser Ln
Belgrade, MT 59714

(800) 388-5278
(406) 388-1081 (fax)
Circle #100
See our ad on page 12.

MED Certified Repair Centers
3223 S Loop 289, Ste 600
Lubbock, TX 79423

(800) 477-6272
Call tor location near you.

Circle #93
See our ad on inside back

cover.

Mulholland Positioning
Systems
PO Box 391, 215 N 12th St
Santa Paula, CA 93061

(800) 543-4769
(805) 933-1082 (fax)
Circle #67

Ortho-Kinetics, Inc.
W220 N 507 Springdale Rd
Waukesha, WI 53187

(800) 558-7786
(41J) 542-0625 (fax)

Rock N'Roll Cycles
PO Box 1558
Levelland, TX 79336

(800) 654-9664
(806) 894-9646 (fax)
Circle #174
See our ad on page 41.

JANUARY 1995 / EXCEPTIONAL PARENT 131



PRODUCT & SERVICE DIRECTORY

Snug Seat
1081 Indepndence Point Pkwy
Matthews, NC 28106
(704) 847-0772
(704) 847-9577 (fax)
Circle #53
See our ad on page 57.

TMI (Technomarketing, Inc.)
307 Bacon Rd
Rougernont, NC 27572
(919) 477-1387
(919) 477-2294 (fax)
Circle #20
See our ad on page 39.

Top End by Action
4501 63rd Cir N
Pinellas Park, FL 34665

(800) 532-8677/(813) 522-8677
(813) 522-1007 (fax)

Wheetchahs, Powered
The Braun Corporation
1014 S Monticello St
Winamac, IN 46996
(800) THE-LIFT

(219) 946-4670 (fax)
Circle #116
See our ads on pages 9 & 11.

Innovative Products, Inc.
830 S 48th St
Grand Forks, ND 58201

(800) 950-5185/(701) 772-5185
(701) 772-5284 (fax)
Circle #110
See our ad on page 96.

MED Certified Repair Centers
3223 S Loop 289, Ste 600
Lubbock, TX 79423
(800) 477-6272
Call for location near you.
Circle #93
See our ad on inside back

cover.

Did I Hear You
National Christian
Resource Center on
Mental Retardation

a service ot

Bethesda
LUTHERAN HOMES
ANO SEPVICES. INC.
700 Hoffman Dr.
Watertown, W153084

A.L. Napolitano
Executive Director

Call 1-800-369.INF

Say Help?
0 Are you looking for

appropriate services
for yourself, your family
member or client?

0 Would you like to
obtain information on
religious services and
materials offered by
specific faith groups
and Bethesda?

Then call our toll-free hotline 1-800-369-INFO.

We offer:

Lists of services in specified geographic areas.
Referrals to advocacy and support groups.
Referrals to religious edtcation programs.
Lists of religious materials.

Bethesda offers workshops and resources to help
you build parish ministries which fully include
persons with disabilities and their families. For
more information call 1-800-369-INFO.

Circle #84
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Other

AssoC of Birth Defect Children
827 Irma Ave

Orlando, FL 32803
(800) 313-ABDC
Circle #62
See our ad on page 71.

Bustop Alert
254 Charlevoix

Grosse Pointe Farms, MI 48236
(313) 885-8961
(313) 885-7075 (fax)
Circle #60
See our ad on page 82

Dlestco Manufacturing
PO Box 6504
Chico, CA 95927
(800) 795-2392
(916) 893-2635 (fax)
Circle #105
See our ad on page 71.

Melmark
Wayland Rd

Berwyn, PA 19312
(610) 353-1726
(610) 353-8528 (fax)
Circle Mi9
See our ad on page 113.

Mentor Urology
5425 Hollister Ave
Santa Barbara, CA 93111
(800) 328-3863
(805) 967-7108 (fax)

Pro Battery Specialists
890 W 23rd St
Hialeah, FL 33010
(800) 572-4888
(305) 884-3483 (fax)
Circle 649
See our ad on page 80.

Rhamdec, InciMydesc Division
476 Ellis St
Mountain View, CA 94043-2240
(415) 965-3251
(415) 965-2240 (fax)
Circle #37
See our ad on riga 97.

Sportime Abilitations
One Sportime Wy
Atlanta, GA 30340
(800) 850-8602
(800) 845-1535 (fax)
Circle #23
See our ad on page 10.

EXCEPTIONAL PARENT'S

1995 RESOURCE GUIDE

Sold separately for $9.95
Call 800-535-1910

Put Your Honey in a Gunny
. The

GUNNY SAW
Lap, Leg and Feet Cover

Fleece llned for warmth
100% waterproof

To Order Gall

800-795-2392
r DIESTCO Manufacturing
r P.O. Box 6504 Chico, CA 95927

Remenzber to *tell them you saw it
in EXCEPTIONAL PARENT!
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Market Place

Bibs

Ross' Bibsilaco, Inc.
PO Box 5642, Asheville, NC 28813
Call (704) 274-0075
Bibs are made of machine wash-
able, heavy duty vinyl. Large child
size is $13.95; small adult size is
$15.95; plus $2.00 shipping. Call
for more information.

Clothing

Richman Cotton Company
100% Cotton Clothing & Blankets
Easy to dress. Easy to see.
FREE Catalog. 800-992-8924.

Consulting'

Poynter Educalional Partners
P.O. Box 42829-1001
Houston, TX 77242-2829
(713) 568-7954
Call for FREE Guide for parents &
FREE 20 minute consultation for
education/social skill problems or
write for FIEE copy of Guide.

HARD Mmiutacbaring
230 Grider Street
Buffalo, NY 14215
(800) USE-HARD
The #1 mfg. sets the standard for
safety in hospitals. 216 colorful
models available. HARD will adapt
products to meet your special
requirement.

Equipment Dealers

National

Amedcan Discount Medical
Pediatric Equipment Specialists.
Hundreds of major brands of equip-
ment & supplies discounted to
50%Tumbleforms, Jay, Roho,
Kaye, Snug Seat, Columbia,
Convaid, Guardian, E&J, Invacare &
others. Call for FREE BROCHURE.
1 -800-877-9100.

Health Science, Inc.
418 Wall Street, Princeton, NJ 08540
(609) 924-7616 & (800) 841-8923
Authorized Dealer for:
Ablenet Abovo Ability Research

Canon Franklin Innocomp
IntelliTools Mayer-Johnson
MultiVoice by IAT Tash Tiger
Toys for Special Children

Take advantage of our loaner,
leasing and discount program.

Massachusetts

AUanUc Relsob., inc.
81 Rumford Ave.
Waltham, MA 02254-9055
(617) 894-0069
Atlantic Rehab. specializes in
Pediatric Mobility and Seating.
Sales and Service. Please call for
more information.

Incontinence

Acme Medical Supply
2006 Crown Plaza Drive
Columbus, OH 43235
(800) 242-2460
ATTENDS YOUTH BRIEFS fits chil-
dren 35-75 lbs. $51.95/cs (96),
Free Delivery. AlsoDepend,
Serenity, other items. Manufacturer's
coupons accepted. Free Catalog!

H.D.I.S.
1215 Dielman Industrial Court
Olivette, MO 63132
(800) 538-1036
See our ad in this issue.

Summers Laboratories, Inc.
Collegeville, PA 19426
(800) 533-SKIN (7546)
Triple PasteTM for diaper rash and
chronic irritation. Used at leading
children's hospitals. Available with-
out prescription. Call now kr free
treatment information.

Monitoring Systems

Care Electronics
5741 Arapahoe Rd., Suite 2A
Boulder, CO 80303
(303) 444-CARE (2273)
WanderCARE Systems notify care-
givers when their wanderer leaves
home. Locate them up to ONE
MILE away. FREE catalog!

Software

UCLA Microcomputer Project
1000 Veteran Avenue/Rm 23-10
Los Angeles, CA 90024
(310) 825-4821
Catalog of dev. appropriate software
for children w/disab. 18 mths-5 yrs.
Apple, Mac, IBM, cause/effect,
game foimat, basic preschool
concepts

BOOKS, AUDIO/VIDEO

& EDUCATIONAL:MATERIAL.;

huge Books
Approved by the American
Academy of Pediatrics. These
upbeat stories with warm, colorful
illustrations address real issues
found in the lives of real children
with disabilities. Provide a bridge of
understanding for your children with
disabilities, siblings & friends. FREE
Brochure. Jason and Nordic
Publishers, PO Box 441,
Hollidaysburg, PA 16648.
FAX (814) 696-4250

7,7

%Catalogs"

FreeThe NEW Special Needs
Projed Book Catalog
The best books from all publishers
about disabilities. Comprehensive
resources for parents, children &
profeasionals. Special Needs
Project, 3463 State Street, Santa
Barbara, CA 93105, (800) 333-
6867.

Educational Materials

FreeThe 1995 Woodbine
House/Spedal-Needs
Collection, a catalog of excellent
books for parents, children, and
professionals on autism, CP, Down
syndrome, Tourette syndrome, men-
tal retardation, visual impairment,
physical disabilities, special educa-
tion, and more. Woodbine House,
6510 Bells Mill Road, Bethesda,
MD 20817, (800) 843-7323.

Videotapes

Carwash Video
for Soociat Kids

No talking. Visual voyage thru
water-filled action of working
carwash. Hours of educational,
CLEANfunl Ages 3+ Color HiFi
25 min. For Home & Schools.
$1995401 1-800-383-8811

Interax Video
Sign Language Come
Illustrates 1200+ signs based on
ASL. Six videos with 6.5 hrs.
Graphics provide reference of equiv-
aient English word. Free Brochure.
$199 (+$4.50 s&h). Interax
Training, Inc., PO Box 473106,
Garland, TX 75047-3106, (800)
242-5583.

Publications

Parent Pro Publicatons
Educational "know-how" for parents.
Effective, easy to use materials.
HOMEWORK Troubleshooter $14.00
Power CLASSROOM OBSERVA
TION $12.00. Free catalog.
5374 Linda Vista Road, Suite D
San Diego, CA 92110
(619) 688-1323
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-, VAN CONVERSION

DEALERS

Ddve-Mastor,
9 Spielman Road
Fairfield, NJ 07004
(201) 808-9709
Full service mobility center: raised
tops/doors; drop floors; custom dri-
ving equipment; distributors for
Mobile Tech., Crow River lifts,
Ricon, IMS, EZ Lock, and EMC
touch pad systems. 41 yrs. of ser-
vice to the disabled community.
Please call for more information.
NMEDA membe,

Illinois

C & C Ford-Mercury
5th & Monroe Streets
Sturgis, KY 42459
(800) 332-6696
New/used van conversions, raised
roof & doors, Braun lifts & tie-downs
installed by certified technicians.
NMDEA n leinber.

Indiana

Forward Motions
214 Valley Street
Dayton, OH 45404
(513) 222-5001
Full-size/Mini-Van modifications,
new/used lifts, drop floor, raised
roof, lockdowns, driving equip.
NMEDA member. Owned by person
with disability.

C & C Ford-Mercury
5th & Monroe Streets
Sturgis, KY 42459
(800) 332-6696
New/used van conversions, raised
roof & doors, Braun lifts & tie-downs
installed by certified technicians.
NMDEA member.

Kentucky

C & C Ford-Mon:try
5th & Monroe Streets
Sturgis, KY 42459
(800) 332-6696
New/used van conversions, raised
roof & doors, Braun lifts & tie-downs
installed by certified technicians.
NMDEA member.

Famed Warn
214 Valley Street
Dayton, OH 45404
(513) 222-5001
Full-size/Mini-Van modifications,
new/used lifts, drop floor, raised
roof, lockdowns, driving equip.
NMEDA member. Owned by person
with disability.

(Listings continued on next page)
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Massachusetts

lisodicap liellMty,
81 Pond Street
Norfolk, MA 02056
(508) 384-1220
Handicap Mobility, Inc. is the pre-
mier installer and service center for
vehicles with adaptive equipment in
Southern New England.

New Jersey

rc& Mobility
51 Karo Road
Carlstadt, NJ 07072
(201) 507-85001(800) ARCOLA-1
New-Used-Trade-Lease-Buy. Full
sized, mini, rear and side entry. We
carry products from the following
manufacturers: Braun, KneeKar,
Vantage, Ricon, and Pick-A-Lift. If
we don't have it, we'll find it!
Financing is available. NMEDA
Member. Please call for more ;nfo.

Ddve-Mestsc ki
9 Spielman Road
Fairfield, NJ 07004
(201) 808-9709
Full service mobility center, raised
tops/doors; drop floors; custom dri-
ving equipment, distributors for
Mobile Tech., Crow River lifts,
Ricon, IMS, EZ Lock, and EMC
touch pad systems. 41 yrs. of ser-
vice to the disabled community.
Please call for more information.
NMEDA member.

New York

kola Moblifty
51 Karo Road
Carlstadt, NJ 07072
(201) 507-8500/(800) ARCOLA-1
New-Used-Trade-Lease-Buy. Full
sized, mini, rear and side entry.
We carry products from the follow-
ing manufacturers: Braun, KneeKar,
Vantage, Ricon, and Pick-A-Lift. If
we don't have it, we'll find it!
Financing is available. NMEDA
Member. Pleass call for more info.

DrIve-Mester, In
9 Spielman Road
Fairfield, NJ 07004
(201) 808-9709
Full service mobility center, raised
tops/doors; drop floors; custom dri-
ving equipment; distributors for
Mobile Tech., Crow River lifts,
Ricon, IMS, EZ Lock, and EMC
touch pad systems. 41 yrs. of ser-
vice to the disabled community.
Please call for more information.
NMEDA member.

Ohio

Form! Motions
214 Valley Street
Dayton, OH 45404
(513) 222-5001
Full-size/Mini-Van modifications,
new/used lifts, drop floor, raised
roof, lockdowns, driving equip.
NMEDA member. Owned by person
with disability.

C & C Ford-Mercury
5th & Monroe Streets
Sturgis, KY 42459
(800) 332-6696
New/used van conversions, raised
roof & doors, Braun lifts & tie-downs
installed by certified technicians.
NMDEA member.

Pennsylvania

Drive-Mader, km
9 Spielman Road
Fairfield, NJ 07004
(201) 808-9709
Full service mobility center, raised
tops/doors; drop floors; custom dri-
ving equipment; distributors for
Mobile Tech., Crow River lifts,
Ricon, IMS, EZ Lock, and EMC
touch pad systems. 41 yrs. of ser-
vice to the disabled community.
Please call for more information.
NMEDA member.

Tennessee

C & C Ford-Mercuty
5th & Monroe Streets
Sturgis, KY 42459
(800) 332-6696
New/used van conversions, raised
roof & doors, Braun lifts & tie-downs
installed by certified technicians.
NMDEA member.

EZ-ACCESC

eLea _gN ein
Po ble eekh Ramps

Raltup/3' Curb Ramp, 5' Step Ramp
and 8' AU Pmpase Ramp

Anodized Aluminum
Non-skid Surface
Telescopic Design
Catch Buttons
Onc Ycar Warranty

l'antump R2000 7' er R6000 10'

Look for this Seal of Quality

R1000 5 Potable Ramp

Overcome life's obstacles with EZ-ACCESS'
Portable Ramps for Wheelchairs and Scooters.

reit
/

R3000 8' Scooter &Imp

Years of Quality Manufacturing by the Physically Challenged

HOMECARE PRODUCTS, INC
Kent, WA 98042
206-631-4633 1-900-451-1903
FAX 206-6304196
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,DISAOILITY, GENERA"

Library
You can order
any of the

books listed here
with the coupon
below or by calling
(800) 535-1910

ATTENTION DEFICIT DISORDER

Hue TIM KID'S DRIVING ME CRAZY!
The Young Child with Attention Deficit Disorder

L ADKINS & J. CADY

Information about
typical behavior char-
acteristics; sugges-
tions on how to foster
the development of
appropriate behavior.

$5.00
$89.00

IIELPI IIRS KIDS

ORRIS'S NE !RAM

71.

PEO4OAD (book)
KM (tape)

AUTISM

\APOOMPION*OVIR

raikwirm.kri.

Acnvrrus FOR
DEVELOPHVG PRE-SIULL
CONCEPTS IN CHILDREN
WITH Amax
TONI FLOWERS

Each activity is designed to
tell educators what they are
doing, why they are doing it
and what materials they will
need to teach the activity. The

activities are adaptable for children of all levels.

P103500 $29.00

OUT OF SILENCE
Ajourney into language
RUSSELL MARTIN

A heartfelt account of an
autistic child struggling to
gain the gift of speech, expos-
ing the depth of the mind and
heart.
HHOWSAM $22.50

REACHING THE
Aurisnc Cow
MARTIN KOZLOFF

Focuses on a parent training
program that shows how to
improve the environment of
the autistic child.
91.06300

111 %I /ormihAnies tbre414

Computer
Wanes tor
People with
Disabditles

Fble lo krill74/0
EuRive worm11
IMINM.1.11

THE BEST Toys_iBooxs,
& VIDEOS FOR KIDS
JoANNE OPPENHEIM

& STEP/WHE OPPENHEIM

A guide to over 1000 kid-
tested, classic and new prod-
ucts with features on products
for kids with special needs.
114;08200 $12.00

Csprr YouE Cmth SEE?
A Guide for Parents of
Visually Impaired Children
E. Sem, H. JAN & R. Amami
Practical guidelines for help-
ing visually impaired children
reach their full potential
PE04100 $23.00

THE CHILD WHO
NEVER GREW
PEARL BUCK

Brings back into print Buck's
inspiring account of her strug-
gle to help her daughter with
mental retardation.
W1100814R $14.95

CHILDREN WITH
DISABILMES: A Medical
Primer
M. BATSHAW

For parents and professionals.
Over 200 detailed illustra-
tions, an extensive glossary,
and section on syndromes.
P907100 $29.00

COMTUTER RESOURCES
FOR PEOPLE WITH
DISABILITES: A Guide
to Exploring Today's
Assistice Technology
THE ALLIANCE FOR

TECHNOLOGY ACCESS

Provides user-friendly
support, information, and
up-to-date answers.
HP08700 $14.95

THE CONQUEST OF
MENTAL RETARDATION
BURTON Roar
Basics of the fieldhistory,
classification, and defini-
tionsbut also discusses con-
troversies: nature vs. nurture,
deinstitutionalization vs.
institutionalization, and the
educability hypothesis.
PEp$7MR Mord) $36.00
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AlitaNIZODOOTIO'p;NA sonuAN,

z ktoibms-KDA,D
'The PurPMe ef this booklet ia

to tir tokents, fsbillY Sad

eartheen°firPitIterildprrniewit
spina bifida.
MOOS

LEARNINHDISABILTIIES
& PERSON WITH
SPRik BIFIDA

Mims, Fo.D
The infoptudion ()emptied in.
this booklet Is for parents and.
teachers, to help in the
ma which hss affected ill those.
SODOM DU*

NU.. try
ael me Mt.. 100

SEXUAUTY &
PERSON WMI MN& '
BIFIDA

fitAA
This book waswritten to
answer the questions that
families and potions with
spina bifida ms/ have about
their sexualliq.
5114112$11 $9.96

ThE
EARLY

INTERVENTION
MI-WNW(

COPTNG MTh CEREBRAL
PAISY: Answers to Ques-
tions Parents Often Ask
JAY SCHLIECHKORN

Provides answers to more
than 300 questions that have
been carefully researched.
PE037P9 $24.00

THE EARLY INTERVENTION
Dionowy
A Multi-disciplinary Guide
to Terminology
JEANINE COLEMAN, M.En.

Defmes and clarifies tering
used by the many different
medical, therapeutic, and
educational professionals who
provide early intervention
services.
WI103011 $16.95

THE ILLUSTRATED
DIRECTORY OF DISABILITY

PRODUCTS
MONTE MACE

Shows hundreds of products
along with names, addresses
and phone numbers so con-
sumers can get more
information.
TP02600 $12.95



lusi.ilt4i4d.

I THE

LANGUAGE
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THE LANGUAGE OF TOYS
narking Communicatkm
Stills to Special-Needs
Children
S. SMARM & J. MILLER
Teaches parents how to
improve their child's conunu-
nication skills at home with
fun, easy-to-follow exercises.
WB02000 $14.95

LITTLE CHILDREN,
BIG NEEDS: Parents
Discuss Raising Children
with Eveeptional Needs
DON WEINHOUSE, PH.D. AND

MARILYN WEINHOUSE, MA.

What are the concerns of
parents who raise disabled
children? Contains candid
interviews with 50 families
of children with a wide range
of disabilities.

UP08800 $12.95

PHYSICIANS' GUIDE
TO RARE DISEASES
PORTED BY J.G. THOENE

Over 1,000 pgs. Contains
information on approximately
700 disorders.
0P02100 $75.50

PLANNING FOR
THE FUTURE
Providing a Meaningfid We
for a Child with a Disability
titter Your Deatls
MARK HUS.SELL

AP02400 $24.95

TEACHING THE YOUNG
CHILD van Mama
DELAYS: A Guide for
Parents and Professionals
M. HANSON & S. HARRIS

Provides information to par-
ents on how motor develop-
ment influences other areas
of development.
PE049P0 $27.00

You, You CHILD AND
"SPECIAL" EDUCATION
A Guide to Making tke
System Work
BARBARA COYNE Curtail

Shows parents how to obtain
the educational services their
child rightfully deserves.
P005300 $22.00

SIBLINGS

Mtn., In1(7.0.1.1l
n Wm/ 1 Mann%rr isir
FAIR!

SIBLINGS OF
CIULDRIN WITH

DISABILITIES

iseeke

Topics is Autism

SIBLINGS of
CHILDREN

with AUTISM
A Golds AR Faseam

rawsmois,

IT ISN'T FAIR!
Siblings of Children with

EDITED BY SD. KLEIN

& M.J. SCHLEIFER

Features chapters by parents,
siblings and professionals.
EPOO1EP $14.95

SIBLINGS OF CIDIDREN
WITH AUTISM
A Guide for Families
S.L. HARRIS, PH.D.

Understand sibling relation-
ships, how autism affects
them and what families can
do to support their other
children.
W0096AM $12.95

Mail to: Exceptional Parent, Dept. EP9501, P.O. Box 8045, Brick, N.J. 08723
Or call (800) 535-1910

-ofy: _1-TITLES & ORDER NO.

-
-1

1

SHIPPING & HANDLING CHARGES: U.S. - MO for I item; Me for each additional
item. Foreign - $6.50 for I item; 756 for each additional Item.

Name

Address

City State Zip

1 UNIT PRICE 7TOTAL

Sub-Totai
1.
i NJ Residents
I add 6% Seib, Tex '

I Shipping__

TOTAL
. . _ .

u a funds only. These prices ere
subject to change. Please allow 4-6
weeks foe delivery. RefvmS must be

made within 4 weeks of delivery
No overseas returns

Telephone

I have enclosed my check payable to Exceptional Parent or charge to my: U Visa U Mastercard

Account Number: - - - Exp. Date /

Signature

Circle a300 to receive a brochure of the complete library
1 4 1

&SWOPS
Workshops forSiblings of
Children with Spedal Abed.
Dorian J. MEYER
How to provide peer support
and educational opportunities
for sisters and brothers of
children with special needs.
P009600 $32.00

INJURY

,;'1%.111;x.a.;: Li,

WHEN YOUNG CIEHDREN
ARE INJURED: Families
as Caregivers in Hospitals
and at Home
J. BALTIWANGER & M. LASH

A book about the family's role
in caregiving when a young
child is injured.
EP065MI. $7.50
(Ancindes shipping charges)

WHEN YOUR CHILD GOES
TO SCHOOL AFTER AN
INJURY
MARILYN LASH

Issues parents need to con-
front about their child's
future schooling, health care
and social needs.
EPOOMAL $7.50
(Includes shipping charges)

WHEN YOUR CHILD IS
SERIOUSLY INJURED
The Emotional Impact
on Families
MARIL1N LASH

Topics include preparing for
hospital visits, reaction to
loss, helping siblings, and
coping.
EPOO5PAL $4.50
(Includes shipping charges)

CHILDREN'S BOOKS.

JOEY AND SAM
I. KATZ & E. Brivo, M.D.

A heartwarming storybook
about autism, a family, and
a brother's love.
M.099AM $9.95

MY BUDDY
A. OSOFSKY

Buddy is the best dog
a boy could have. Fully
illustrated, this book
demonstrates the
desires of the disabled
to be independent.
H009001 $5.95



TRUST
In some relationships it comes naturally,

in others it has to be earned.

triede
rillikk

I Ili

At MED Certified Repair Centers. we know

we have to earn your trust. We're conf

dent your trust will be earned once you ve

experienced our rapid turn-around time. our

courteous and highly talented repair technicians.

and our guaranteed repairs af. fair prices

I MED Certified Repair Centers are a nation-

wide neilwork of independently owned and

operated rehabilitation rlri home medical

equipment retailers and repair centers that are

e

4
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OU R PERSONAL
GUARANTEE To You

Our staff will be courteous

to you at all times.

They will only do work

that you have authorized.

Our labor will be guaranteed for

30 days from date of repair.

We will warranty replacement

parts for 90 days front installation.

We will make available to

you, for your inspection,

all parts we replace.

MED Certified Repair Centers

3

dedicated to keeping active people active.

Through a series of graduated levels of train-

ing and education, our technicians are instructed.

tested. and certified to competenth assess and

repair your manual and power drive wheelchairs

MED certified techs are 'Simply the Best

Trained Techs' in the industry We would like

the opportunity to earn your trust and invite you

to visit your nearest MED Certified Repair Center

the next lime you need service

Keeping Active People Active

CALL 1-800-477-6272

for the MED Certified Repair Center nearest you.
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Presenting Problem: 1979
18 months old, 6 weeks Post-Near Drowning Insult
Severe spasticity with extensor posturing
High risk for the development of contractures

1992: Unsupported
Abnormal posturing is evident, but has not
developed into severe fixed deformities

7

1.1V. r44, 1

f

6 Months Post Accident
Excellent postural support of the pelvis, trunk and
head
.Reduction of muscle tone while positioned

A

1992: 14 Years Post Injury

Symmetrical alignment
Total cost (2 seating systems) $6,110.00

These results are not unique. . ..We are proud of our history!

For More Information on the Growth Guidance SystemTM (GGS') please contact:
Mulholland Positioning Systems, Inc. (800) 543-4769 (KID-GROW)
P.O. Box 391 (805) 525-7165
Santa Paula, CA 93061 FAX (805) 933-1082

CIrcf 47`. 145



Comm: Dana Reed and son Kyle,
shown on the cover in a 1987 photo-
graph (by Natalie Fobes/ffis SEAME

Taws), and above in a 1994 photo
(by James May), live in Monroe,
Hisshington with mom Debbie and

brothers B.J., 10, and Jason, 6. Kyle,
who has Down syndrome, is now

eight years oki
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We have come a long way from the days when parents of infants with special
needs were given but two choicestake your baby home and "accept," or
"place" your child. Neither choice served the needs of families or offered

hope for the future. lbday, there are far more positive choices and
opportunities. For many infants, young children and their families,
participation in early intervention and preschool daycare pro-
grams are essential beginnings.

As parents and professionals work to provide optimal opportu-
nities for children to thrive, they need to determine the best ways
to utilize resources to meet a child's special needs. This is a never-
ending, challenging and complicated process requiring respectful,
ongoing collaboration between parents and professionals
another challengmg and complicated process! But because we, as

humans, wish our lives and decisions were less burdensome, we are attracted to
quick and easy answers. This is true of our efforts in early childhood programs; we
want to know exactly what to do (assessment), get on with doing it (intervention),
and move on to next step (transition)! It is as if we believe everyone knows how to
help children grow into empowered, productive and joyful adults, or that we believe
we need not be concerned because some automated teller will deliver whatever is
necessary.

With the help of creative, energetic parents and professionals from Texas to Nova
Scotia, this issue illustrates the beauty of inclusive early childhood programs that
are carried out with careful assessment, collaboration, training and appropriate
interventions. At the same time, articles on assessment and transition, along with
positive and negative stories of real children in real programs, demonstrate that
while nurturing all children is hard work, nurturing children with special needs is
even harder. Accordingly, when our efforts are not as successful as we wish, let us
not blame a child's disability, parents' perceived inadequacies or even professionals'
lack of training. Instead, caring parents and professionals can learn from one
another and from the children and move forward.

Our goal is to help parents become better consumers and to allow them, along
with health and education professionals, to benefit from existing know-how and to
work to improve current options and to create new and better choices for children
and families.

Mixed messages

Although most of this issue is up-beat, the Guest Editorial and Networking from the
NPND are wake-up calls to all. Thoughtful public policy leaderspeople with
disabilities and parentswarn that the mood in Washington may be dangerous to
children and young adults with disabilities and their families. Once again, it is time
to educate political leaders so they can appreciate that the opportunities and
choices for parents and children described in this issue have an important history
and have evolved because dedicated parents and professionals have insisted that
public attitudes change and barriers be removed.

Unfortunately, these messages have forced us to postpone our December promise
to report on the failed congressional health care reform proposals that reflected the
concerns of people with disabilities, family members and professionals.

Remembering Iry Zola

In February 1994, we initiated a new regular departmentRo/e Models. In each
subsequent issue, adults with disabilities have shared their personal stories, hopes
and dreams. In this issue, we mourn Irving Zola's recent death while honoring his
distinguished life by sharing a small sample of his powerful writings. Readers
throughout the world can learn from his model.
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Outcomes: Posture, function, and m improved.

Comments: Bobby shows greater endurance and activity in the
GS Cushion and Back.

FolloVi-up: Adjustments will be easy to make as Bobby continues to grow
and-develop.

Jay GS: Si t cost-effective children's seating.



A Few Miles on the 01' Rocker
Thanks to Edward Sample for his
Fathers' Voices piece, "A Few Miles on
the 01' Rocker" (December 1994) I am
one of those people who call needing
mformation about children. The other
day I made a call and a father
answered. I scheduled the appomtment
for the family interview with him. He
was very clear about mtending to be a
part of the process.

Why do we ask for the mother when
we call or visit? Probably because she
is the one who usually is there; proba-
bly because that's the way we've
always done it; probably because if we
regularly include dads, we have to
work overtime and thus take away
from our own families. The prnbabili-
ties could go on forever, depending on
the individual caller and family.

Please know that most of us under-

Correction: The phone number listed for
the Episcopal Chusch's Diocesan Office on

Ministry with Persons with Handicaps
was incorrect in the December 1994 issue.

The number is (612) 721-1103. EXCEP-

TIONAL PARENT apologizes for the error.

7b reach out to parents
qf children with disabilities
and special health care 'needs

7b empower mothers and
fathers try providing practical
information and emotional
support

ESITORIAL ADVISORY Soul

LISA BLUMBERG, ID., Corporate
Attorney, Aetna, Hartford, CT

'I'. BERRY BRAZELTON, M.D., Clinical
Professor Emeritus of Pediatrics,
Harvard Medical School, Boston, MA

FRANCES P. CONNOR, Ed.D.,
Professor Emerita, Special
Education, Columbia University
Teachers College, New York, NY

ALLEN C. CROCKER, M.D., Director,
Developmental Evaluation Center,
Children's Hospital, Boston, MA

stand the importance of an "intact"
family We appreciate the moral, physi-
cal and financial support that fathers
and mothers give to each other and,
therefore, are better able to give to
their children

Thank you again for calling our
attention to our need to be ever sensi-
tive to each fanuly situation.

Patste L. Willtams, LCSW-C
Chief, Div. of Developmental

Disabilities, Baltimore County,
Dept. of Public Health, Maryland

Religious Participation
How encouraging it was to read your
December (1994) issue focusing on
"Religious Participation for All." Your
selection of authors covered a wide
spectrum, and the clarity of their mes-
sage is just right for us to share with
religious leaders who are uninformed.

I particularly like the title of one arti-
cle, "Catholic Life for Children with
Disabilities." It implies more than ser-
vices provided; our spirituality
influences every aspect of life. Parents
and siblings are renewed in their own
faith when they see a person with a dis-

ELI FACTOR, D.M.D., Parent,

President, Wheelchair Motorcycle

Association, Brockton, MA

MURRAY FEINGOLD, M.D., Physician-

in-Chief, National Birth Defects
Center, \Witham, MA

SANDRA B. FLEISHMAN, Parent,
Project Director, A WORLD OF

DIFFERENCE Institute, Anti-

Defamation League, Boston, MA

BRUCE M. GANS, M.D., President,
Rehabilitation Institute of Michigan,

Detroit, MI
SOL GORDON, Ph.D., Professor

Emeritus, Child and Family Studies,

Syracuse University, Syracuse, r.Y

STANLEY I. GREENSPAN, M.D.,

Clinical Professor of Psychiatry and

Behavioral Pediatrics, George

Wallington University Medical
School, Washington, DC

HERBERT J. GROSSMAN, M.D.,
Professor of Pediatrics, Neurology,

and Psychiatry, Univ. of Michigan

Medical Center, Ann Arbor, MI

DAVID HIRSCH, M.D., Phoenix

Pediatrics, Phoenix, AZ

GOODWIN D. KATZEN, Former

Executive Director, Rockland County

Center for the Physically

Handicapped, Pomona, NY

4 EXCEPTIONAL PARENT / FEBOARY 1995

Tell us about...

...talking to your child
about his or her disability.

Write to: Readers Thlk, EXCEPTIONAL

PARENT, 209 Harvard St., Suite 303,
Brookline, MA 02146, (617) 730-8742
(fax). A sampling of muter responses
to this question will appear in a future
issue.

ability welcomed into their religious
community. You have provided a vital
service to families by encouraging
them to see religious experience as an
important part of all their lives.

Sister Rita Baum
Ministry With People With Disabilities,

Diocese of Palm Beach, Florida

D Congratulations for your courage in
taking a great step forward and assert-
ing the importance of "faith" as we
attempt to address all areas of a per-
son's life! What a beautiful link your
magazine's issue on religious participa-
tion (December 1994) will be to educat-

SUSAN M. KLEIN, Ph.D., Professor

of Special Education, School of

Education, Indiana University,

Bloomington, IN

DINA LOEBL, Ed.D., OTR,

Associate Professor, Department

of Occupational Therapy, School

of Education, New York University,

New York, NY

EDWIN W. MARTIN, Ph.D., President

Emeritus, National Center for

Disability Services, Albertson, NY

JAMES MAY, MA, M.Ed., Project

Director, National Fathers' Network,

Bellevue, WA

JEAN B. McGREW, Ph.D.,

Superintendent, Glenbrook School

District #225, Glenview, IL

EDWARD NEWMAN, Ph.D., Professor,

Temple University School of Social

Administration, Philadelphia, PA

BETrY PENDLER, M.S., Parent,

Member, New York State

Developmental Diaabilities Planning

Council, New York, NY

STEVEN P. PERLMAN, D.D.S.,

M.Se.D., Assistant Clinical Professor,

Boston University School of

Dentistry, Boston, MA
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HARVEY PRESSMAN, President,

Corporation for Opportunity
Fapansion, Newton, MA

SIEGFRIED M. PUESCHEL, M.D.,
Parent, Prof. of Pediatrics, Brown
Univ. School of Medicine,

Providence, RI
PEGGY MANN RINEHART, BA,

Parent, Director of Communications,

Centzr for Children with Chronic
Illness and Disability, University of
Minnesota, Minneapolis, MN

JEROME ROSNER, O.D., Professor

of Pediatric Optometry, University of
Houston, Houston, TX

HAMLIN ROUSSO, A.C.S.W., Director,

Disabilities Unlimited Counseling &
Consultative Service, New York, NY

BARBARA J. SEABURY, M.A.,
Director, Child Life Dept., Rhode
Island Hospital, Providence, RI

HOWARD SHANE, Ph.D., Director,

Communications Enhancement
Center, Children's Hospital.
Boston, MA

CAROL TINGEY, Ph.D., Parent,
Psychologist, University of Utah

Hospital, Salt Lake City, Ur
HAROLD TURNER, D.D.S., Associate

Professor, Retired, School of

Graduate Dentistry, Boston

University, Boston, MA
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Ford Mobility Motoring
Adds More To Life's Rewards!

Ford Motor Company understands that a physical

disability doesn't mean life can't be rewarding. For

many, there's no greater reward than the feeling of

freedom and independence that comes from driving.

That's why your Ford and Lincoln-Mercury dealers

want your active life to include a new 1994 or 1995

Ford or Lincoln-Mercury car or van or Ford light

truck. And thars why the Mobility Motoring Program

was created ... to make adapting your new Ford or

Lincoln-Mercury product easier and more rewarding!

A SMOOTHER ROAD TO TRAVEL
Mobility Motoring starts with a toll-free call. You'll

know you've arrived when your Ford or Lincoln-

Mercury dealer hands you a check for up to $750

toward the installation of adaptive driving or passen-

ger equipment. There's nothing for you to send in ...

and there's no waiting for your check!

You'll also receive a complimentary Ford Cellular

Telephone' and Roadside Assistance 2 for the

duration of the bumper-to-bumper limited warranty.

MOBILITY
MOTORI

PROGRAM

INFORMATION YOU NEED ...
FOR INFORMED DECISIONS
The Ford Mobility Motoring Program also provides ...

friendly toll-free and special "MD" information

lines to answer your questions.

a list of nearby assessment centers authorized to

provide a 'prescription" for your vehicle's adap-

tive equipment.

a list of local adaptive equipment dealers and

installers.

sources of funding which may be able to provide

assistance in addition to the amount you receive

from the Mobility Motoring Program.

Best ol all, you get Ford Motor Company's pmducts

and services. A Company where quality and service

are always 'Job 1!"

So whether your life demands a new Ford or

Lincoln-Mercury car or van, or Ford light truck ...

just call 1400-952-2248 (for TDD users:
1-800480-0312). You'll discover that Mobility

Motoring is your kind of reward!

This video shows how easy it is to open the door to

Mobility Motoring rewards. You'll meet people who

have learned that the process is really simple. You'll

also see how Ford products adapt ... tor versatility,

convenience and just plain motoring tun. Just ask for

your frm video when you call us.

PROGRAM PERIOD
October 1, 1994 September 30, 1995

' Cuslomer is responsible lot a 121-day minimum activation on Me

Ford Cellular ,S)stern. Some 1=1 individual carriers my require
a longer agreement as sell as other related service and usage

charges, so xceptanct is optional. To be eligible tor Me
complknentergold Cellular Telephone, die customer must also
live in an area cowed by the Ford Cellular Spar; at Me time of

be porches. or lease

z k your dealer la a copy of Me roiled warranty and coinpiete
details of the Roadside Assistance Plan. Vehicles covered by gle

Lincoln Commitnent F-Series Preferred Care or Red Caibet

Lease pkns have acklitionel benefits

A NEW CAR, VAN OR LIGHT TRUCK ... ADAPTIVE EQUIPMENT ... AND ON-THE-SPOT CASH!

*MO [Ionrgolinn!IMercury Divisions

150C1140 0 135



Unique designs allow
for maximum positioning
and flexibility

Both designs:

Lift users directly from
wheelchair. No transferring
is necessary from chair to
lift. Requires less space.

Have no shearing or added
pressure points as with
solid seat designs.

Offer complete
hip extension/
contracture
control.

HANDSTAND°
Designed so users

easily litt them-
selves into stand-

ing position

II F

Are completely adjustable

Ship via UPS for
convei hance.

Pediatric models also available

For more information
1-800-82-STAND

#209-278-0991 FAX 209-276-3544

4838 W. JACQUELYN *105

pmszE
DIAGOVIMECRORIGFRESNO. CA 93722

DIVISION OF MOO NOUSTFUES. NC

Circle # 183

Haverkh Ortho-Sport, Inc.
67 Emerald Street
Keene, NH 03431 (603) 358-0438

ing professionals, parents, consumers
and the community alike to the holistic
needs of each person.

Kucks also to the committee chaired
by the Rev. Bill Gaventa for taking the
initiative to present the topic of religion
with excellence.

As a parent of a beautiful 16-year-old
daughter with disabilities (and also a
professional), religion is the most inte-
gral part in my family's stability and
growth.

Thank you on behalf of my family
and the families we represent.

Grace Bapst
Director of Church & Community

Development, Agape Parents'
Fellowship, New York

EDITOR'S NOTE: Agape Parents' Fellow-
ship, based in Blasdell, NY, is an
inter-denominational organization
dedicated to parents and families of
people with disabilities.

rope's leading line of specialized
cycles, tricycles and tandems
w available in North America.
eel frame. Duel caliper, drum

siand coaster brakes available.
erking brakes standard.
test styling and wide
Oice of colour

,10 than 30 specially
.1114signed accessories to
04eleet every need.

4

DO-IT
The DO-IT program, as described by
Dr. Sheryl Burgstahler (November
1994), certainly seems to be an exciting
program. However, missing from the
program, or the article, is a description
of the steps being taken to link these
children with adaptive/assistive tech-
nology-related serviee providers in
their communities.

In these times of shrinking federal
programs, some sort of continuity must
be ensui ad so these children have
options when grant funding expires. It
seems a bit cruel to turn these kids on
to possibilities and then shut the door
in their faces when federal funding is
no longer available. This is particularly
true for children in rural areas where
technology exposure is minimal.

I certainly hope these issues are being
considered by DO-IT as well as other
disability-related federal programs.

C.B, Washington

DO-IT RESPONDS: DO-IT scholarls are
provided with adaptive computer tech-
nology as long as they are active in the
program (which can be many years
because many "graduate" and become
mentors and leaders in other DO-IT
acti vities). nen additional technolo-
gies are needed by scholars and non-
scholars, DO-IT makes appropriate
referrals to service providers.

Circle # 168
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Got a Computer?

Don't know
what to do with it?

We can help.

Just ask Alexander!

Since 1979, IntelliTools has been helping people use computers by
providing intelligent tools for special education, early childhood,
elementary education and adults with disabilities.

To receive a free copy of our new 1994-95 catalog
\7\featuring over 15 new products, call or write:

INTELLITOOLS, INC
55 Leveroni Court, Suite 9

Novato, CA 94949
Phone: (800) 899-6687

Fax: (415) 382-5950

0;)

®

Circle # 42

AccessAble. Makes bat ime child's play.
I

1 ADAM/USK washchair:
sensible back-saver. Safe.
wet shower or bath fun.
Can go to the beach or pool.

Accesshower + AdjustEase.
Working hard for parents and and caregivers!

Call about our 400+ access products. including new

child-size VERTICALBACK WASHCHAIRS and a unique

and wonderful POWER-REMOTE DOOR SYSTEM. Next

month: our new Euro-design Tilt-back Washchair and the

exciting All-terrain IkinChair. Coining soon: RolFlor, an

easy. affordable roll-in conversion for "step-in" showers!

AccessAble.
For Even, Body.

Right, ait of the box!

Clice103

1 800 285 2525
To information

AccEsseowsni
TOP ANC COTTON! 00711 CLOSED

152

ExpREss
Medical Supply, Inc.

Mail Order

UROLOGICAL
Bard Baxter Coloplast
Convatec Hollister Intermed
Mentor MMG Sherwood
Sierra Urocare United

INCONTINENCE
Attends Caring Depends
Medline Tranquility

OSTOMY
Coloplast Convatec Cymed
Hollister NuHope United

WHEELCHAIR
CUSHIONS
Roho Jay

SKIN & WOUND CARE
Bard Convatec Hollister
Sween United Urocare

FREE SHIPPING
for orders over $75.00 in the
continental U.S.

Call for a Free Catalog

800-633-2139

Circle # 156
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EncephaloceleiMicrocephaly
Our two-year-old daughter, Emily, was
born with microcephaly and an
encephalocele on the top of her head.
At three months, she had surgery to
close the encephalocele. At seven
months, she developed hydrocephalus
and needed a VP-shunt Emily also has
a seizure disorder and bilateral optic
nerve hypoplasia.

We are looking for a family who has
a child like Emily or anyone else with
information on this rare form of
encephalocele.

J.H & T.H., Missouri

Krabbe Disease
My 16-month-old son, '11.oy Nathaniel,
died in December 1992. He was diag-
nosed with Krabbe disease. All his
genetic tests were normal. The doctors
could not prove he had this disorder.
They can't tell me if children I might
have in the future will be affected by
the same condition.

I want to know if anyone has had
any experience with this condition I
don't trust the doctors' diagnosis and
feel like they just gave up on my son.

RM., North Carolina

EDITOR'S MITE: The United Leuicodys-
trophy Foundation (2304 Highland
Dr., Sycamore, IL 60178, 800/728-
5483) and the National Thy-Sachs and
Allied Diseases Association (2001 Bea-
con St, Ste. 204, Brookline, MA 02146,
617/277-4463) can provide informa-
tion about Krabbe disease and can put
you in touch with other families.

Goldenhar Syndrome
I am the parent of a 14-month-old son,
who has been diagnosed with Golden-
har syndrome, a cranio-facial disorder.
Jordan was born with one eye, one ear,
a mid-line cleft lip and palate, congeni-
tal heart defects, imperfections of the
spine and skull malformations.

I am having trouble getting Jordan
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Children's

One size
does
not

fit all.
hildras Specialized Hospital is dedicated exclusively to
serving the special needs of children and adolescents.

Child Study Team
Learning Disabilities
Attention Deficit Disorder
Early Intervention/Pre-School
Speech and Hearing
Psychological Services
Rehab Technology

Occupational Therapy
Physical Therapy
Cognitive Remediation
Day Hospital
Recreational Therapy
Augmentative Communication/
Computer Evaluation
Nutritional Counseling

Specialized
Hospital

MOUNTAINSIDE FANWOOD TOMS RIVER
{tzar For information in North krsey call (908) 233-3720 Ent. 8429 or 8439
er.N For information in Central and South Jersey call (908) 914-1100 EM.706

Children's Specialized Hospital was among 5 ofthe nation's hospitals last year

awarded "Accreditation with Cortunendation" the highest distinction awarded
ots,7ta by the loin( Commission on Accreditation of Healthcare otganizations.
qgq..
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services, for example, he needs to be
fitted with a glass eye. People are very
cruel I would like to correspond with
a parent who has a child with Golden-
har syndrome or similar problems.

D.R., Saskatchewan, Canada

EDITOR'S NOTE: The 1995 EXCEPTIONAL
PARENT RESOURCE GUIDE liStS the fol-
lowing US group dealing with your
son's condition: The Goklenhar Syn-
drome Research & Information Fund,
8829 Gleneagles Lane, Darien, IL
60561, (708) 910-3939.

In Canada, AboutFace (99 Crowns
Lane, 3rd FL, Thronto, ON M5R 3P4,
800/225-3223), a support group for
individuals and families dealing with
cranio-facial disorders, may be able to
put you in touch with local resources.

AVM of the Vein of Galen
Our seven-year-old daughter was diag-
nosed at birth with a cerebral arteriove-
nous malformation (AVM) of the vein

nrs,
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Obviously, a computer program

can't take the place of a good teacher.

But the Early Learning series from
Marblesoft is a tool that helps

teachers keep learning fun for early
elementary and special education

students.

The software is easy to use -- for

both the student and the teacher. And

when used with a speech synthesizer.

there's the added advantage of a

human-sounding voice that praises

right answers and gently encourages

the student after wrong ones.
For more information and a

complete product catalog, please call

(612) 755-1402 .

MARBLESOFT

12301 Central Ave N E . Blame MN 55434
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of Galen. We want to hear from parents
who have dealt with this type of AVM.

M.E. & O.E., Teras

Down Syndrome and ADHD?
Our four-and-a-half-year-old son,
James, has Down syndrome. His teach
ers and other professionals consider
him very high-functioning. At the same
time, they say he may have attention
deficit hyperactivity disorder (ADHD)
because he is very active and always
full of energya typical "class clown."

A psychologist who evaluated James
six months ago thought he was too
young to be put on Rita lin, but should
be reevaluated in a year. We agree that
James is active, but are not sure Rita lin
or other drugs are appropriate. We are
afraid of trading James' playful person-
ality for a better-behaved child.

We are looLing for anyone who has
experience with a Down syndrome
child who has also been diagnosed
with ADHD. We have read everything
we can iind on ADHD, but as we all
know, the rules change when the child
also has Down syndrome.

J.G. & J.J., Ontario, Canada

EDITOR'S NOTE: Editorial Advisory
Board member Siegfried M. Pueschel,
M.D., Ph.D., M.PH., responds: "My col-
leagues and I are following a number
of children with Down syndrome who
also have attention de,ficit hyperactiv-
ity disorder (ADHD). There is no rea-

Search and Respond is an opportunity for readers
to exchange information about their experiences
meeting the everyday challenges of life with a
child or young adult with a disability. I* also
expect parents to ask approprialepnfessional&

Please indicate whether the letter is a
search or response. If a response, be sure to note
in which Issue the original Search letter
appeared. All responses are forwarded to the
writers of the Search letters; some are published.
Published letters may be edited tor pwposes of
space and clarity.

Write orfax :
Search or Respond, Evceptional roma,
209 Halliard Street, Suite 303, Brookline,
MA 02146-5006, Fax (617) 730-8742

For information about specific disabilities, con-
tact the National Organization for Rare Disorders
(NORD), 100 Rt 37, P.O. Box 8923, New Fairfield,
Cr 06812, (800) 999-NORD, (203) 746-6518. Also,
see "National Resourees for Specific Disabilities
and Conditions" in Exceptional Parera's 1995
Refource Guide (Januaty 1995).

son why these two conditions cannot
co-arist. Howeven it is important to
make sure that environmental condi-
tions, family stressors and/or emo-
tional problems are not causing the
observed problems. tf not, and if
behavior management approaches are
not effective, one may consider "stim-
ulant" medication, such as Ritalin or
Dexedrine. A number of children with
Down syndrome and true ADHD have

responded well to Ritalin.
"In children with mental retarda-

tion, a diagnosis of ADHD should be
made only V the child's attention skills
and/or activity level are clearly inap-
pmpriate for his or her developmental
level. If the decision is made to use
Ritalin, one should start with a low
dose and gradually increase the dosage
if needed. It is important to monitor
the child's behavior closely."

One of our most

effective operating procedures

requires the skillful

use of these instruments.

Many of the children who come to Health Hill Hospital for rehabili-
tation have feeding problems in addition to other serious medical
complications. They may be unable to drink from o bottle or eat from

a spoon. So we've developed a program where a team of special-

ists in nursing, nutrition, occupational therapy, speech pathology and
psychology work with a physician. Together. they devise a plan to
teoch the child to eat again. And because we believe the parents'
involvement is vital, we teach them the skills needed as well.
It's just one of the programs that help our children. And move
them closer to going home. Health Hill Hospital For Children, 2801
Martin Luther King Jr. Drive. Cleveland, OH 44 104. 216-721.5400.

HEALTH HIU. HOSPITAL FOR CHILDRETI
Helping children feel better while they're getting better
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Self-Catheterization
D.R. (October 1994) was looking for
help for a friend whose 10-year-old
daughter with spina bifida needed to
learn how to catheterize herself Her
inability to self-catheterize limits her
participation in spontaneous activities
with friends and family.

I am all 11-year-old girl with spina
bifida. I started doing self-catheteriza-
tion when I was six or seven years old.

At first, I felt a little bit nervous. It
was kind of embarrassing because I
had to do it in front of the nurses, but it
wasn't that hard. It did not take very
long to learnonly two days!

A child's well-being is
a sacred trust.

We work to earn that trust by providing a pediatric team
which includes board certified pediatricians in almost

every known specialty. That is one reason why we were
designated by the State of New Jersey as the Children's Hospital
for Bergen, Morris, Passaic, Sussex, and Warren counties.

Our Pediatric Services Include...
Adolescent Medicine
Apnea Center
Bronchopulmonary
Dysplasia Treatment
Child Development
Center
Child Life Specialist
Service

.Children and Youth
Program
Craniofacial Center
Diabetic Care
Early Intervention
Program (EIP)
Genetics
Maternal/Infant
Transport Service

Myelomeningocele
Treatment
Neonatal Intensive Care
Neonatology
Pediatric/Adolescent
Psychiatry
Pediatric Allergy/
Immunology
Pediatric Anesthesiology
Pediatric Cardiology
Pediatric Dialysis
Pediatric Endocrinology
Pediatric Gastroenterok
Pediatric Infectious
Diseases
Pediatric Intensive Care
Pediatric Nephrology

11°80611
at St. Joseph'.

(>1 I t' I

Pediatric Neurology
Pediatric Nutrition
Program
Pediatric Ophthalmology
Pediatric Pulmonology
Pediatric Residency
Program
Pediatric Rheumatology
Pediatric Subspecialty
Clinics
Pediatric Surgery
Pediatric Urology
Perinatology
Regional Perinatal
Center
Swallowing Center
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I felt very happy to be able to do the
catheterization by myself. I felt a lot
better because I could go out and do
more things. I did not have to stay
home. Your friend's daughter can do it,
too. I know she will do fine.

C.D., New York

El I want to recommend a wonderful
booklet called Moine: A Self-Cath Col-
oring Book for Boys & Girls. English
and Spanish versions are available free
from Mentor Umlogy, 5425 Hollister
Ave., Santa Barbara, CA 93111. Write to
them or call their customer service
number, (800) 258-3480.

B.M.K, New Jersey

EDITOR'S Nm.s: In addition to the free
coloring book recommended above,
Mentor Urology produces and sells
other educational materials on inter-
mittent seif-catheterization. These
include videotapes, flash cards and a
parent guidebook.

Stepparent Seeks
Insurance Information
M.S. (November 1994) has a five-year-
old stepson with cerebral palsy, spina
bifida and multiple, congenital, physi-
cal anomalies. Because Chris' father
has left the military, Chris is no
longer covered under the US military
medical plan. Despite the fact that
Chris' birth problems have all been
corrected to the extent that they can
be, his parents have been unable to
ftnd insunince companies that will
cover him because of his Vre-existing
conditions." M.S. wanted information
on insurance plans that cover children
with disabilities for the 'normal"
childhood illnesses and injuries. M.S.
also wanted to correspond with par-
ents who have a child with similar
conditions, or other stepparents of
children with any disability.

I, too, am the stepmother of a child
with special needs. My nine-year-old
stepdaughter, Robin, was born with a
number of problems including severely
clubbed feet, no anus, no bladder or
urethra and a tethered spinal cord.

Being a stepparent is difficult in and
of itself, let alone when there are com-
plexities such as a child with disabili-
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ties. There are few role models for stepparenting and I think
the stepparent's role depends a lot on family circumstances.
In our case, Robin travels back and forth between her par-
ents' houses every few days, a schedule initially necessitated
by her intense medical needs. My role is not as active as is it
would be if Robin was with us full-time.

It has been a struggle for me to find my place. Robin has
been very ill for about three of the four years since our mar-
riage. She has had four major, unanticipated surgeries. There
was a period when she was totally incapacitated with pain
and no one could find a reason. All of these circumstances
have put stress on my relationship with my husband and
made it difficult for me to establish a relationship with Robin.

On the insurance front, I do have a couple of suggestions.
The state of Wisconsin, where we live, runs a risk-sharing
pool for hidividuals denied coverage by a commercial carrier.
The premium is high, as is the deductible, but it provides cov-
erage even for medical problems associated with a disability.
Other states may have similar programs. Also, HMOs often
accept individuals without a pre-existing condition limitation
or medical certification, if coverage is part of a group policy.

C.M.E., Wisconsin

D As the parent of a child who has cerebral palsy, asthma
and gastrointestinal problems, I also had difficulty finding
insurance after his group policy expired. Like M.S., I live in
California I was fortunate to find the California Major Risk
Medical Insurance Program, 818 K St., Ste. 200, Sacramento,
CA 95814, (916) 324-4695 (voice), (916) 324-4878 (fax).

This program gave me a choice between five carriers with
varying deductibles, benefits and pre-existing condition
clauses (usually a three-month waiting period). Eligibility is
based on proof that you or your child has been denied insur-
ance coverage.

M.K, California

Disability Awareness in Public Schools
M.G. (October 1994) has a 10-year-old son, Allan, with
Asperger syndrome (a type of "high-functioning" autism)
and some neuromuscular problems. He does well in regular
science and social studies classes. M.G. wanted to hear about
disability-awareness programs that have been used success-
fully in public schools to teach kids about disabilities.

I am involved with an organization called Kids On The
Block (KOTB). The "kids" are a troupe of almost life-size
puppets, with and without disabilities, designed to teach
school-aged children what it is like to have a disability or to
be different.

Most KOTB troupes are manned by volunteer, community-
based organizations. The program includes a teacher's man-
ual, pre-performance activities for the children and follow-
up. Some troupes offer performances dealing with a specific
disability; others cover a range of topics.

KOTB troupes perform throughout the US, Canada and 20
other countries. You can obtain more information and a list
of troupes in your area from the KOTB national office, 9385-C
Gerwig Lane, Columbia, MD 21046, (800) 368-5437 (voice),
(410) 290-9095 (voice), (410) 290-9358 (fax).

N.M., Ontario, Canada
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!GUEST EDITORIAL

All Together, Now!
E WHO HAVE DISABILITIES and our loved ones
are in grave danger of losing otir fragile,
hard-won beachhead on the mainland of
American life. There is an escalating cho-
rus of assaults on the Americans with
Disabilities Act (ADA), the Individuals

with Disabilities Education Act (IDEA), Medicaid and SSI
supports for children with disabilities. The new congres-
sional leadership has announced their agendaa "Con-
tract with America"that, if implemented literally, could
drastically cut virtually all the programs that empower us,
They speak of "erasing" key economic and social pro-
grams of the last three decades, and "reasserting American
culture as it has existed for the last
300 years"a culture in which peo-
ple with disabilities were outcasts.

I cannot believe that the leaders
of our nationRepublican or
Democratare scheming to destroy
our rights. But when I see the cur-
rent eruption of public frustration
with the growing pains of democ-
racy, I remember history. I am
terrified that the hysteria for instant
solutions and easy scapegoats could
result in a move to pull the plug on
our progress, our rights, the pro-
grams that empower us and, in
some cases, our very lives.

Republican leaders have
announced a blitz to pass their

and to groups representing minorities, women and older
Americans.

There are many ways to deliver our messagesface-to-
face or by telephone, fax, computer or mail. Use the
media. Be visible at public events with signs and ques-
tions. Flood talk shows and newspaper letter columns.
Communicate personal stories illustrating the necessity of
the ADA and IDEA and their positive effects.

These are the messages we must deliver
Disability impacts everyone. Sooner or later, every

family will experience disability. Public policy that fails
people with disabilities fails every family. We who have
disabilities form one fifth of the population-49 million

Americans. Add in our families and
service providers. We all vote.

The ADA is good for America. The
ADA is not a costly, unfunded man-
date. It is a civil rights law that extends
equal constitutional protections to
Americans with disabilities. The ADA
will not bankrupt anyone. It
specifically provides that no business
or public entity can be required to do
anything resulting in undue hardship.
The ADA will open the doors of oppor-
tunity, enabling us to get off welfare
and into the productive mainstream.
The ADA will pay for its tiny cost a
hundred times in terms of reduced
welfare and increased productivity.

No ADA amendment! We will cooper-
ate fully to ensure that ADA implemen-
tation is sensitive to the needs of

Justin Dart (left) speaks with President

"Contract" agenda during the first Bill Clinton about health care reform at
the100 days. We must act quickly, while mate House in May 1994.

basic positions are still being
formed.

Reach out to all of your state's representatives and sen-
ators. Nearly half of the current members of Congress
were not present during the ADA debate in 1990. In too
many cases, their perceptions of disability-related laws
and programs have been formed during the recent
avalanche of negative propaganda. Many Capitol Hill vet-
erans, including old friends in both parties, have also been
influenced by these messages.

Don't discount the potential support. of new conserva-
tive members of Congress. Many are people of profound
conscience, who share our passionate determination to
emancipate all prisoners of dependency and empower
them in the mainstream of free-enterprise democracy.

Our messages, our power
We have messages to deliverto the Congress, but also to
state houses, to the White House, to business, to labor

12 EXCEPTIONAL PARENT / FEBRUARY 1995

individuals, businesses and communi-
ties. But we will fight any weakening amendment. We will
fight for our right to be fully equal citizens.

Contract with America, Contract of the people, by the peo-
ple and for the people all the peopleyes! Contract on
Americans with disabilities, no! Social and economic pro-
grams need improvement. No group is more aware of this
than people with disabilities. But let us be careful that in our
haste to change things, we do not create more welfare, more
paternalism, more costs and more misery.

Let us ensure that changes protect and enhance all the
programs and laws that empower people with disabilities
of all ages to be productive participants in the main-
stream. Let us ensure that changes empower people with
very severe disabilities to be free from the fear of rationed
life, to be emancipated from expensive, prison-like institu-
tions and to live with dignity in their communities.

The American heritage at its bestthe power of Amer-
lea's .suceess, since 1776has been the aggressi ve
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Dart (seated, third from left, wearing hat) joins other dis-
ability-rights activists heading toward the Lincoln Memor-
ial as part of the "Bridge to Freedom March" for health care
rights in May 1994.

empowerment of oppressed people to be fully equal par-
ticipants in the mainstream of free-enterprise democ-
racy. Nothing could be more Republican, nothing could
be more Democratic, nothing could be more in harmony
with family values, nothing could be more profitable,
nothing could be more positively American than the
empowerment of Americans with disabilities.

Unity
We have the ultimate weapons to win this battle for a just
society. We have the moral and the economic arguments.
We have people who have created miracles of indepen-
dence and justice. We have each other.

If we can use the coming policy debate to establish
principles of empowerment, if we can exploit the coming
power struggles to create new political clout, if we can
survive the coming test of fire with our principles and our
passion intact, we will have established a foundation on
which future generations in this and every country can
build the edifice of democracy for people with disabilities.

We must set aside politics as usual, and unite in
actionpeople with disabilities, family members and
professionals. This will not be easy. Funding cuts invite
cutthroat competition among us. The polarization of
mainstream politics invites us to attack each other.
Divide and conquer will be the strategy of our oppo-
nents. We must master the art of complementary unity,
playing different roles in total harmony for the same
goa1sequality, independence and empowerment in the
mainstream.

America is watching. The world is watching. Will our
movement unite in action? Will we increase our advocacy
enough to keep the dream alive? If we fail, God help our
children in the 21st century when leaders say, "America
tried equality for people with disabilities, and it didn't
work. Why try it again?"

ustin Dart hos founded and served as CEO of three sue-
ces.sful businesses. A long-thne, human-rights advocate, he
has served jive presidents in the area of disability policy.
He recently resigned as chairman of the President's Com-
mittee on Employment of People with Disabilities to
become a full-time advocate for the civil rights and empow-
erment of people with disabilities.
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ew on
by Bob Maier

I feel so confused, hurt and utterly sad.
The child I thought was mme is gone.

I want to cry
Cry for the child who will never ask, "Why?"
"Why do the leaves turn red in autumn?"
"Why do I have to go to bed right now?"
"Why are you crying, Daddy?"

Son, what will you be when you grow up?
I once thought you might be a zoologist,
traveling to exotic places,
studying the rare and wonderful animals

you've always loved.

When you were less than a year old, sitting
motionless,

listening to Mommy's choir sing,
I dreamt that someday you would be a

creator of beautiful music.

My child has been taken from me!
But that can't be.
He's here with me now.
He hasn't changed.
Yet still, I feel as though

he's gone.
My child has somehow

died.
The child of my dreams

and hopes is no
more.

Oh, I still visit the cemetery from time to time.
I put Cub Scout caps and grade-school science projects at

his grave.
But I don't spend so much time there anymore.

I know these feelings are
normal and helpful,

that I shouldn't feel guilty
for having them.

All the experts tell me this.
But it doesn't help the pain.

Things are getting better now.
The funeral for the child of my expectations is over

now.

f From top to bottom] Bob enjoys a hike in the Cascade
mountains near the family's home with two-year-old
Kari. Bob and Debwvh Maier lwld their sons (from
left) Kari, 5, and Keitil, 3. One 0' Kari's favorite pas-
times is throwing rocks into the water of local streams
and ponds.

I have another son to love.
The one they call "autistic."
He's such a sweet boy.
He's never mean to anyone,

and he squeezes so
tight when he hugs me.

He loves to dance with his
daddy,

and he gets such a cute
smile on his fa.ce when
he says, "I did it!"

He's still the same boy who
loves monkeys,

Peter Pan, kiwi fruit and
throwing rocks in the
water.

I'm learning to love my new
son,

and he has always loved
me.

Bob Maier woWcs as a fisheries biol-
ogist for the federal government. He
lives with his wife, Deborah, and
two sonsKari, 6, and Keith,, 4, in
Edmonds, Washington. Bob wrote
this poem soon after Karl was diag-
nosed with autism at age three.

Kari is now fully included, with
the help of an aide, in a regular
kindergarten class at his local ele-
mentary school. Recently, to his
father's surprise and delight, he
has started asking his first "why"
questions.

Bob's favorite activity is picking
blueberries with his family in the
early autumn sun of the Cascade

mountains near their home. Karl's favorite activity is
bouncing on his trampoline while watching Disney
videos.

1-6-2-
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Comfortable, secure
support anywhere!

Use the Columbia Positioning Commode
freestanding or over any toilet

ww
FOR

The choice is easy when
you have a choice! That's
why we offer 5 different
commodes to suit your
child's support needs

Adjust height, tilt, seat
depth, footrest for ideal fit
Adjust pelvic, chest belts
Removable padded
abductor/splash guard
Non-slip padded child-
sized seat

Ask for our FREE Full Color Catalog
of Convenient, Helpful Products

-
A

It includes the unique
Columbia Car Seat,
now crash-tested for
children 20 to 102 lbs.,
up to 5 feet tall!

Handsome, durable and
convenient to use!

Contact us for your
nearest dealer

1400-434-6612

Circle *150

18 EXCEPTIONAL "ARENT / FEBRUARY 1995

WHEN YOUNG CHILDREN ARE INJURED: PAAHLIES AS CARE-

GIVERS IN HOSPITALS AND AT HOME by Marilyn Lash, M.S.W
and Jane Haltiwanger, M.A., Ed.M, is published by
EXCEPTIONAL PARENT magazine and is available through
Exceptional Parent Library
(800/535-1910). It is the third in
a series developed by the
Research and Training Center in
Rehabilitation and Childhood
Trauma, Department of Rehabil-
itation Medicine, Tufts Univer-
sity School of Medicine, New
England Medical Center.

The guide has many examples
that demonstrate that the family
is the major support in a child's
life before and qfter an injury.
The following is an excerpt from
Chapter 3, Helping Siblings:
Needs and Reactions.

Suggestions for helping siblings
Stay in touch. If hospital visits prevent you from see-

ing your other children daily, set up regular times to talk
on the phone. If they are being cared for by others, send
tape recordings of songs, bedtime stories or messages to
them...

Make time for questions. Siblings will have many
questions, but they may not always ask them directly.
They need someone to explain what has happened. It
helps to repeat information, since changes are confusing
and unsettling...

Keep explanations honest, simple and concrete.
When children ask questions that you don't know how to
answer, let them lolow that you will find out. Then go
back and explain in words they can understand. A good
rule of thumb is to give descriptions, not interpretations.

For a child in a coma, instead of saying he is "peaceful"
or "sleeping" or "can't hear," try saying, "His eyes are
closed and he breathes very quietly. When I talk to him, he
does not answer me." If a child asks, "Can he hear me?"
you can answer honestly, "I'm not sure."

Conununicate with teachers of siblings at school'
or day care. Siblings need the support of their teachers
and friends. Teachers will be more understanding and
responsive when they are aware of the situation.

Include siblings in care. You can teach siblings how
to help... Even very young children can hand objects
needed for care or open/close the curtains. Use actions
and words that show a quiet, confident approach to
touching, loving and caregiving. This helps siblings over-
come their fears, reluctance or embarrassment.



FAMILIAR FACES
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"Isn't it ready yet?" A hungry Theresa Marie Stevens, 21
months, waits patiently for Mom to finish preparing her
lunch. Theresa, who has cerebral palsy and epilepsy, lives in
Port Royal, Virginia.
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Ole Sorensen (right), 12, shares a mft with Victoria and
Erika BOule as the friends enjoy a summer day on Lake
Superior at a beach near their Washburn, Wisconsin
homes. Ole and Erika first met as HemdStart classmates;
now Erika's mom is Ole's respite care provider. Ole has
autism.

It must be puppy love! Rachel Blecha, 3, takes all the kisses
she can get from her beagle puppy, Rose. Rachel, who has
cerebral palsy, lives with her mom, dad and baby bmther,
Kyle, in Kewaskum, Wisconsin.

WNW yom Mks Is show limmils condi sorpshot v Ale of your child and/or
famity with other readers of Exceptional Parent?Send it to: Readers Photos, Exceptional

Parent, 299 liarvard Street, Sulie 303, Brookline, MA 02146. (Sony, photos cannot be

returned.) On a separate sheet of paper, write your child's full name, age at the time photo

was taken, address and daytime phone number, and identify everyone In the photo. 11 you

like, you can also write a few sentences about your cNId. Then look for a famNiar face In an

upcoming issue!

BEY MOM!
/n7 Ready To Go Outside!

The

The

aUNNYSACIr

The weather doesn't always care if you need to get to school or
run errands. So, when there's no break in the weather, The
WeatherBreaker protects against downpours and sunburns. And,
for keeping legs and feet warm and dry, nothing beats The
GunnySack ... for the one you lovel For more information,
contact your local medical supplies dealer, or call:

800-795-2392
IDIESTCO Mfg. Co., P.O. Box 6504, Chico, CA 95927
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New Expanded Catalog
More Therapeutk And
Recreational Products
To Help Everyone
Enjoy Success

Gross Motor Aquatics Active Play Manipulatives

Positioning Aids Adapted Toys/Games/Furniture
Plus SNOEZELEN...sensory stimulation products, introducing

KIOSK, an all-in-one new portable package.

Quality Products! Fully Guaranteed!

FLAG/MUSE
150 No. MacOuesten Pkwy., Dept. 96024 Mt. Vernon, NY 10550

CALL TOLL FREE (800) 793-7900
FAX TOLL FREE (800) 793-7922

Circle 132
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During early childhood, children
first confront challenges they
will work on for the rest ef their

livesinteracting with the world,
learning new things and getting along
with others All children, in all cul-
tures, with or without disabilities, face
the same devekipmental tasks. At the
same time, each child draws on his or
her individual strengths to meet these
challenges. The stories and articles in
this special section emphasize these
two important messages all kids
need the same things, and all kids need
different things.

lb reach their full potential, all chil.
dren need stimulating, caring environ-
merits where they can experience
success and mastery Many preschool-
ers will spend large amounts qf time in
a group cane setting. Some articles in
this section focus on child care options
and the chameteristics shared by suc-
ceslful programs. As each shows, nur-
turing caregivers are essent* but not
sufficientchildren also have individ-
ual needs tyquiring individual atten-
tion, even within a group care setting.

Meeting the specific needs qf indi-
vidual children means paying atten-
tion to issues qf assessment and
transition. "A New Vision for Assess-
ment" and "Making the Transition to
Group Care" provide guidelines and
suggestions for these ongoing processes
Sidebars illustrate the succesefil
results of careful attention to individ-
ual needsinclusive child care that
works for children with and without
disabilities. (Fib are grateful to Spe-
ciatink, the Canadian network qf
inclusive child care providers, for
sharing these stories with us. For more
about SpeciaLink, see page 35) "The
Kindness qfStrangers," demonstrates
inelusive child care is important for
parents, too. These stories also remind
us that young children have much to
teach adults

This section includes an article
about the Americans with Disabilities
Act (ADA). People tend to think of the
ADA as a civil rights and equal
employment law for adults with dis-
abilities The ADA also benefits very
young children,

The Kindness of Strangers
by Betty Vanfloogtnoed

()
h, this has got to stop! I had
just picked up my son from
daycare and as the ,;.mter's

supervisor began to brag about
how well Jake was doing, my eyes
welled up with tears. Again. But I
just can't help it. The focus ou my
son used to be so negative. These pos-
itive, happy stories overwhelm me.

Undiagnosed
Jake has some sort of developmental
problem, as yet undiagnosed. When
he was a baby, do. '-ors told us he
was blind. Since then, although med-
ical professionals still don't know
why, hLs vision has gradually and
miraculously improved. Jake is now
two and a half years old; his visual
acuity is much better, but he still
does not walk or talk. He has some
fme motor problems, too.

Understandably, Jake's problems
have been a major focus for us, as
well as for many medical experts,
social workers, friends and relatives.
In his short life, Jake has been exam-
ined by ophthalmologists, neurolo-
gists, genedcists, metabolics eXperts,
dermatologists and audiologists.

My husband and I have filled out
endless forms and repeatedly
answered the same questions. My
nine months of pregnancy have come
under scrutiny, as has the past cen-
tury of our relatives' health. Jake has
been photographed, videotaped and
examined some more.

Though we worried that Jake's
many encounters with poking and
prodding medical professionals
would traumatize him in some way,
the search for a diagnosis could not
wait. Some conditions, especially
metabolic disorders, could be suc-
cessfully treated if diagnosed early.

With every test, we hoped we
would get an answer. Once we had a
diagnosis, we could do more for our
son. We could read the literature on
Jake's condition. Contact other fami-
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lies who have lived with it. Answer
questions. Educate others. Get a
glimpse into the future. The moment
parents are given the name Of a
child's disorderno matter how ter-
rifying that diagnosis may be -they
begm to deal with it

A "negative" focus
During the first two years of our
child's life, it seemed that every inter-
action involving our son emphasized
only the things he was unable to do.
This negative focus came not only
from doctors and social workers, but
also from well-meaning strangers,
relatives and friends"What's wrong
with him? Is he doing this yet? Have
you tried this? When is he going to
walk?" The questions and comments
stemmed from concern, bu;.. theyas
much as Jake's puzzling disorder
robbed us of the joy a new baby
should bring to a home.

It was such a sad timethose first
two years. We knew Jake had a prob-
lem but we didn't know what it was.
We didn't know where to turn. We
didn't know what to tell people.
Access to services was often depen-
dent on a diagnosis, which we obvi-
ously didn't have. We wanted an
answer but we hated putdng Jake
through the testing. We needed help
but resented the fact that we couldn't
just close our front door and be a
family. Living far from a major metro-
politan center, support systems were
minimal. I kept looking for people to
help us, but nobody knew how. I
wanted to talk about our experi-
encesbut nobody understood.

In the midst of this swirling mass
of questions was a little boy who
puzzled, frightened or saddened
those around him. Few people
seemed able to enjoy him. Even I
was obsessed with getting him to the
next developmental phase. I loved
my son and I played with him often,
litAeaching was always my motive.

t5



Most people fell into one of two
gyoupsknowledgeable profession-
als whose time, and often compas-
sion, was extremely limited, and
people who cared deeply about our
little family but really didn't know

AM,

seemed like a good solution, but I
was nervous about it

Jake didn't trust many people
probably a result of all the medical
testing he had endured. And he
would be the first "special needs"

er10.,40-
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[Above] One-year-okl Jake enjoys the
outdoors with his parents, Betty and
John. [Left] On Jake's first day of school
in October 1993, he wodced on a craft
project with daycare supervisor Gwen

how to help. The first ray of sunlight
came last yean Jake's new physical
therapist was the first professional
who had ever seemed able to enjoy
and help our son without being so
bewildered about the nature of his
disability. She accepted Jake just as
he was, complimenting his wobbly
stance while working on ways to
improve it. As I watched her praise
and play with him, I fought o control
my tears. It was the first time I had
seen professionalism meld with com-
passion, and the sight awed me.

Beginning daycare
The second ray of sunlight turned out
to be Jake's three-mon t;ng-a-week
enrollment in daycare. The role of
teacher/therapist/new mom had
become too much for me. I felt so
inadequate as the primary source of
stimulation and guidance for my two-
year-old son. Part-time daycare

1/4.,4411" 1

child to be integrated into the small
daycare center. Jake would have his
own resource teacher, I liked her, but
I was just as worried about Jake
being treated differently as I was
about him being treated the same.

I refused an assessment. I even
withheld medical dataafter all, he
had no conclusive diagnosis. I just
told his resource teacher to get to
know him. She would discover the
extent of his limitations soon enough.

In the beginning, Jake became very
upset when I dropped him off. Once I
could peel myself away from my sob-
bing child, I often stayed and
watched through the one-way Wass.
And I liked what I saw.

Learning to trust
Before Jake started daycare, I cried
many tears of frustration, rage and
raw hurt. My tears had less to do
with Jake than with my being thrust
into such a new, frightening world
and taking on the unfamiliar and very
challenging role of teaching a child
with disabilities.

Now, however, I am feeling

166

stronger. The future looks more
hopeful, and these days, the tears I
shed are tears of happiness. The love
of so many people for my son has
softened my heart, and my tears. The
kindness expressed toward him is so
positive, so hopeful and so new.

I find myself overwhelmed by
things most people take for granted.
Witnessing the "real world" of child-
hood is so very touchingplaYing
with toys, coloring, sharing, dressing
up. All these common elements of
childhood were, until now, so alien to
my son, and to me. On the other side
of the one-way glass, I often get
teary-eyed when I see the children
play. Not because my son isn't part of
the activitybut because he is.

Give me an incompetent expert, an
insensitive question or a tactless doc-
tor and I'm ready I've become quite a
good fighter over the past two years.

But give me paper with paint
splashed all over it and Jake's name
at the top and I dissolve into a moist-
eyed display of gratitude and won-
derment Tell me my son fed himself
10 french fries at lunch. Share a
funny story about his participation in
a game. gell me how much the other
children enjoy his company, and I
can't hold back the tears.

My son is loved and cared for by
people who were strangers just a few
months ago. But what touches my
heart the mostand gives me faith
about the futureis that my son has
finally learned trust.

And, looking back, I realize he isn't
the only one.

Betty VanRoogmoed lives in north-
ern Ontario, Canada with her hus-
band, John, and their three children..
Although you won't catch her baking
cookies or trying to get her "whites
even whiter," Betty describes her
primary role as "mom" since hang-
ing up a checkered career in media.

Jake, now three and a half,
attends daycare five full days a
week. He walks and is learning to
communicate through sign lan-
guage and some speech. His family
and friends consider his lack of
diagnosis secondary to everything
else happening in his life.
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The choice
is easy . . .

A Columbia Toilet Support
gives your child independence,

privacy and secure support

The choice is easy -
when you ha ie a choice!
That's why we offer 5
models to suit your
child's support needs.

Easy mount, easy off!
Adjustable height
Fits any toilet: school,
home or institutional

Ask for our FREE Full Color Catalog
of Convenient, Helpful Products

A

It includes the unique
Columbia Car Seat,
now crash-tested for
children 20 to 102 lbs.,
up to 5 feet tall!

Handsome, durable and
convenient to use!

Contact us for your
nearest dealer

cliti.# 151
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A Special Care Facility
Exclusively for Children

At Voorhees Pediatric Facility we provide comprehensive and progressive
subacute health care for medically fragile children ages birth to 21 years.

Here's why Voorhees Pediatric Facility is the right choice:

An alternative to acute care hospitalization with dramatic
cost savings
Largest pediatric ventilator unit in the country (including pressure vents)

Strong medical and rehabilitative interdisciplinary team approach

In-house developmental pediatrician and medical resident program

Board certified pediatric pulmonologists

Affiliated with St. Christopher's Hospital for Children and
Cooper Hospital's Child Development Center

Respite care available at our 105-bed facility

Future programs - Pediatric specialized medical day and home
health care

Caring for children from the Mid-Atlantic states siece 1982

WarheesPediatric
Facilit

Carl Underland, Administrator
1304 Laurel Oak Road Voorhees. New Jersey 08043-4392

(609) 346-3300 FAX (609) 435-4223
Brochure or video available upon request.

"Accreditation with Commendation"
Joint Commission on Accreditation of Hospital Organizations

Member: National Association of Children's Hospitals and Related Institutions

Circle # 108
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MAttends
Quality Incontinent Care Products

Help keep skin dry
and provide outstanding leakage

protection!

Protection For All Your Needs
from

Acer.beUrdminvenu

Auends Wahcloihi

ARC Home Health Products

Full line of products in stock
UPS deliveries to your door

No add-on shipping & handling charges
Personal, knowledgable service

VISA/Mastercard accepted

Your satisfaction Is our concern!
Call Usl

Amiend, Bnek

1)
1-800-278-8595 J,"

for more information '
Auer4.101.1s Unirronners

ARC Home Health Products
RR#4 Box 1131 Oneonta, Now York 13820

Attend% Briefs

MIL& l Youlh

An Affirmativ Enterprise,
providing Jobs for people with disabilities.

SA/F2 MN MAX

1---6 7 Circle # 75



A New Vision for Assessment
Choices about the best ways to
serve the needs of young chil-
dren and their families are
made on the basis of a process

called "assessment." The purpose of
assessment is to learn about and
understand the unique needs of each
child "in context"within his or
her family, community and culture.
In practical terms, this means
deciding how to use resources most
effectively to help each child grow
and develop and to help his or her
parents plan for the future.

ZERO TO THREE/National Cen-
ter for Clinical Infant Programs,
with the support of the A.L. Mail-
man Foundation, hos convened a
distinguished group of clinicians,
researchers and parents to develop
basic principles of assessment that
can guide practicing professionals
and enable parents to become more
knowledgeable consumers. This arti-
cle, written by Stanley I. Greenspan,
M.D., Samuel Meisels, Ed.D. and the
ZERO TO THREE WU?* Group, has
been adapted with permission.

Developmental assessment is a
process designed to deepen under-
standing of a child's abilities, and of
the caregiving and learning environ-
ments most likely to help a child
make fullest use of his or her devel-
opmental potential. Assessment
should be an ongoing, collaborative
process of systematic observation
and analysis. It involves for-
mulating questions, gathering
information, sharing observa-
tions and interpreting infor-
mation and observations to
come up with new questions.

An assessment consists of
a "snapshot," or series of
snapshots (samples), of a
child's lmowledge, skills, abil-
ities or personality character-
istics. These snapshots are
taken at a particular time,
from a particular vantage
point and with a particular

instrument or recording device. An
assessment approach that does not
represent a child's day-to-day life will
not be meaningful. This is particu-
larly important with very young chil-
dren, because the first three years of
life are a period of such inmiense
change, growth and development.

Limitations of current
approaches

Under pressure to act quickly, profes-
sionals may approach assessment in
a fragmented manner, rather than
performing assessments that reflect
full understanding of a young child
and his or her relationships within
the family, community and culture.

Under pressure to produce quick
"scores," professionals may use pro-
cedures that were developed for
older children. These can often yield
misleading information. They are not
built on a model of how the infant
and young child develops within the
family and do not reflect an under-
standing of the specific types of
difficulties and developmental chal-
lenges that children and families face
in the first three years.

There has also been a tendency
to assess abilities easiest to mea-
surethose for which there are
tests already in existence. Assess-
ments have traditionally put less
emphasis on aspects of develop-
ment that are hard to measure and
have under-emphasized the social

contexts within which a young
child develops.

Assessments often overlook some
abilities. This is especially true when
a child has difficulties that may inter-
fere with his or her demonstration of
seemingly hidden strengths.

An assessment will be useful and
accurate only if a child can demon-
strate optimal abilities. This means
allowing parents or other familiar
adults to work with the child, using
what they already know to discover
more about the child's abilities and
the challenges he or she is facing.
Parents and professionals must
observe the range of the child's skills
in different contexts. The goal of
assessment is not to test or to grade
a child, but to learn how to best help.

Assessment should involve multi-
ple sources of information and multi-
ple components including:

parents' description of a child's
abilities in the different areas of
development and discussions of their
questions and concerns;

parents' detailed description of a
child's history;

direct observation, including the
child interacting with a caregiver

observations and discussions with
the family about ways they have
found to support the child's develop-
ment and about family patterns that
are of concern to them; and

focused observations to assess
specific abilities and disabilities.

This approach begins with
information from family mem-
bers, and then adds sources of
information to help answer
questions. This is very differ-
ent from some approaches, in
which professionals use a
series of structured assess-
ment tools (tests) to examine
specific areas of development
with only brief attempts to
obtain a picture of the "whole"
child by using information pro-
vided by family members or
others.

ZERO TO DIKE Is the only national non-profit organization
dedicated to improving the chances for healthy physical,,
cognitive, and social development of infants irons birth to age
three. Established In1.977, ZERO TO THREE Is committed to:

exercisingleadorship in communicating the koportanceuf the
first tree years of ilfe.;
focusing attention on Infhnts and toddlers' major relationships
and ofi children's dapt&day experiences; and
promoting training that helps service providers become and
remain competent, trustvforthy allieS for families.
For more information about ZERO TO THREE's publications

on assessment, early intervention and other topics, Contact
ERO TO 'THREE, 2000 14th St. N, Ste. 380, Attington,
VA 22201-2500, (800) 888-4301,
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Appropriate approaches
The child's relationship and inter-

actions with his or her most trusted
caregiver(s) should form the corner-
stone of any assessment. A child's
abilities should always be assessed in
the context of interactions between
child and caregiversituations in
which the child is most likely to feel
secure and motivated and most likely
to bring out the child's abilities.

Occasionally, the clinician may
need to use his or her own interac-
tions with the child as the basis for
observations. But before the clinician
interacts directly, he or she must take

time to get to know the child and be
sure the child feels comfortable.

Understanding the sequences and
timetables of typical development is
essential. The period from birth to
three is one of rapid physical growth
and change. While maturation gener-
ally proceeds in an orderly and pre-
dictable sequence, there is a
considerable range in what can be
regarded as normal or typical. There
may be considerable variation in the
characteristics of a particular skill
and the age at which it first appears.

To understand where a child is in
his or her development, clinicians

(and parents) need to have a broad
sense of the sequence (what pre-
cedes what) and timetable (the age
range during which one can expect
to see an ability emerge) for different
areas of development. Understanding
where a child is in terms of sequence
and expected timetable enables
adults to predict what will come next
and to determine whether a skill is
emerging more slowly than expected.
This is better than using a "score" or
"quotient" to describe a child's abili-
ties because it allows the use of
many sources of information in for-
mulating an intervention plan.

Including Kaylee
Increasingly, children with special health care needs are
lattending regular daycare centers. Staff members must learn
new skills to care for these childrenfrom monitoring food
intake to more complicated medical procedures like catheteri-
zation, administering oxygen or changing a colostomy bag.

At the Burquitian Childcare Centre, we first faced the chal-
lenge of including a child with special health care
needs when we met Kaylee.

Kaylee was a three-year-old child with a tra-
cheGstomya breathing tube through her trachea
that ended with a hole in her neck, covered with a
removable cap the children called a "nose."

We've always felt that when a family arrives at
your doorstep, you do your best to help them. Kaylee
was a child who needed exactly what we had to
offera good daycare setting. But her tracheostomy
was one need we had not been trained to deal with. ,

The daycare center is far from a sterile hospital
setting. It's fl111 of messy, active activitiessand,
water, paint and a lot of outdoor play. Kaylee was a very mobile
child who was physically able to participate in all the usual
activities. Compounding the challenge were the other children
who were sure to be curious; we worried that another child
might pull Kaylee's "nose" just to see what would appen.

Including Kaylee meant more than simply dealing with the
child. We knew we would have to deal with staff training and
concerns, parental expectations, liability issues and the, eurios-
ity of the other children. It took a lot of reassurance from
Kaylee's parents and doctors and the Alberta nursery school
she had previously attended to give us the courage we needed.

For example, no second-hand knowledge was allowed. That
meant one staff member would not train another to care for
the trach. Training always meant going back to the sourceto
medical professionals.

Parents and children
Kaylee's parents wanted her to feel like atypical child with a
trach, not like a "trach child." Their attitude had a lot to do

with her attitude, and with our attitudes as well.
We thought about what we should tell the other

children before Kaylee arrived. We fmally decided
that it was like "Johnny wears glasses"you don't
warn kids ahead of time that Johnny's glasses can
break. We decided they only needed to know that
the tube doesn't hurt Kaylee, but that they
shouldn't touch it and had to be careful when play-
ing with her in the sandbox. Kaylee wore a ban-
danna over the "nose" when she played in the
sandbox. Soon, all the kids wore bandannas in the
sandbox.

Kaylee's trach had to be cleaned several times a
day, first instilled (using a saline solution from a syringe to
loosen mucus) and then suctioned. Staff did these procedures
in the daycare office.

Suctioning is noisy and messyit's just like blowing any
child's nose. At first Kaylee didn't want anyone to watch. But
soon she was comfortable enough to have her friends accom-
pany her to the office. They would continue their conversations
while we cleaned her trach. It wasn't long before all the kids
were suctioning their dolls.

Staff members agree that the extra work it took to include
Kaylee was well worth it. Kaylee is currently in kindergarten.
She has age-appropriate social skills because she had typical
childhood experiences. And because an inclusive daycare pro-
gram was available, her parents were able to keep up their
careers.

Staff training
Kaylee's parents and doctors insisted that non medical person-
nel could handle routine trach procedures. As an introduction,
her mother demonstrated the procedures to our staff. A nurse
came to the center for a more in-depth discussion. Then we
went to the hospital to observe and learn the procedures.

We decided on some fundamental rules for quality practices.
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Trudy Norton and Aly Prins

Trudy Norton and Aly Prins am co-directors of the Burquit-
tan Childcare Centre in Coquitlam, British Columbia,
Canada
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Professionals assessing a child
must have sufficient experience with
observing a wide range of infants and
toddlers and their families. Only pro-
fessionals with an excellent under-
standing of early development should
be given responsibility for assess-
ments that will lead to a determina-
tion of a ciald's developmental status
and/or a plan for intervention.

The assessment process should
identify the child's current abilities
and strengths, as well as abilities
the child needs to develop to attain
landmarlcs further along the devel-
opmental mad map. Development
proceeds in a stepwise fashion; one
capacity builds on another. Our
knowledge of the typical timetable
for skill development can be useful.
It can never be useful, however, to
describe a child as being a certain
number of "months behind."

Assessment should be an ongoing
collaborative process between pro-
fessionals and parents. Participa-
tion should be open to everyone
who is substantially involved in sup-
porting the child and family. Parents
and significant caregivers, members
of a family's support networks and
professionals with spedal expertise
all have important roles to play.

The process of assessment should
be viewed as the first step in a
potential intervention process. A
working alliance between parents
and professionals who agree about
the child's strengths, vulnerabilities
and challenges is essential to identi-
fying and planning ways to support a
child's continuing development.

The rapid changes that typically
occur in tne first three years of life
make ongoing monitoring and fre-
quent reassessment important. Care-
ful observation of the child in
multiple but familiar contexts and on
multiple occasions will provide a rich
picture of the child's current
strengths and challenges.

When a child and family are
involved in early intervention, profes-
sionals and parents should meet reg-
ularly to compare observations of
their day-to-day experiences. These
discussions will help team members
identify new goals and promising

Inclusive Child Care Benefits All Children

WIen my son, Scott, was four years old, he met a new friend at daycare. Quickly,

SIcott and James became inseparable best buddies. Although Scott talked a lot
about James at home, we didn't realize James was blind until we went to a parents'
meeting two months later.

I guess we should have known something was different. Scott, has always been a
rough-and-tumble type of kidnot terribly interested in quiet, indoor play. His
interests had always been physicalrunning faster, jumping higher, throwing fur-
ther. But now, Scott was coming home and talking about listening picking up the
sounds of squeaking hinges or ofjuice being poured. He told us it was neat to use
sounds to try to guess what was happening when you closed your eyes. He said
James could do that real well. Scott said James wanted to be an air conditioner
repairman when he grew up; now, so did Scott.

At the end of that year, James moved away. It's been four years since the boys
were together. But we continue to be amazed at the combination of "tough guy" in
Scott, and the care and interest he shows for people with disabilities. It's as though
he very naturally sees past their disabilities, as though he sees the inner person
right away. We think we have James to thank.

Having experienced the benefits of inclusive child care, we now participate in
protests and letter-writing campaigns to get children with disabilities into the.
classrooms and summer recreation programs our children attendwe now know
that experience is valuable for everyone.

Inappropriate approaches
Some current practices have no
place in an ongoing, collaborative
assessment process:

Young children should never be
challenged during assessment by
separation from their parents or
familiar caregivers.

Young children should never be
challenged by assessment by a
stranger-Unfortunately, in many set-
tings where assessments take place,
very young children are introduced
to strangers and, after only a brief
"warm-up" period, are expected to
demonstrate their "best abilities."
This is highly unlikely to yield mean-
ingful information.

Formal tests should not be the
cornerstone of an assessment.
Many assessments are conducted
using tests that have been chosen
only because they are available, or
because available staff have been
trained in their use. Structured
tests look at what an infant can
and cannot do in relationship to
defined procedures. The abilities
tested by formal tests are only
approximations of skills the child

ways to approach them. - needs to use in real-world situa-
t, fa.

Edward Roberts

tions; natural observations are
more useful.

Many tests were developed with
children who were not experiencing
developmental challenges. These
tests are not designed to bring out
the unique abilities and potential of
children with disabilities.

Conclusions drawn from mislead-
ing scores may lead to inappropriate
recommendations. Compared to
complete assessments of infants and
toddlers with disabilities, test results
often seriously underestimate chil-
dren's true capacities.

Summary
The cornerstone of assessment
should be observations of the child
with trusted caregivers. Assessment
involves multiple sources of informa-
tion, organized and integrated to
obtain a picture of the "whole" child.
Appropriate assessments_should help
parents and professionals deepen
their shared understanding of a
child's competencies, and of the care-
giving and learning environments
most likely to help the child make
full use of his or her developmental
potential.
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"It takes one
look into

if

their eyes to

,

1 understand. Medically

fragile children

need a special kind of love.

Right at Home."
Olsten Kimberly QualityCare Pediatric

8c. Perinatal Services is committed to

setting the standard of care for medical-

more about Olsten Kimberly

QualityCare's Pediatric & Perinatal

Services:

ly fragile infants and children. All of Make The Sure" call: 1-800-66-NURSE

our nurses, therapists and support per-

sonnel are specifically trained in neona-

tal, pediatric and perinatal care. Every

one of them is dedicated to providing Opiten
home care that meets the unique needs I Kimberly QualityCare-
of these special patients. To find out America is coming home with us-

0 1994 Olsten Kimberly OualityCare, 175 Broadhollow Road, Melville. iiY 11747.
Olsten Kimberly ClualityCare does not discriminate in employment or services based on age. sex, sexual preference, national origin, reco, religion, color, creed,

marital, veteran or disability status.
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Daycare for Children

Who are Medically Fragile
By Wanda Monical

Here's a typical morning for Ellen
and her family. Her parents are
up at 5:30 a.m. Her mother
packs the diaper bag and other

essentials for daycare. She wakes
Ellen at six for bathing and dressing.
Ellen slept fitfully last night. So did
the rest of the family.

Meanwhile, Ellen's father starts
breakfastmaking a special one for
Ellenand wakes Jenny, Ellen's
older sister.

What makes this typical morning
different are the "other essentials" in
Ellen's diaper bag. There's not only a
change of clothes, but her feeding
pump, tubing, syringes, medications
and a special formula. Ellen's "day-
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care" is staffed by
nurses and thera-
pists, as well as
teachers.

Two-year-old
Ellen has cerebral
palsy and gastroe-
sophageal reflux.
She has difficulty
eating and is unable
to hold her head up
by herself. Until six
months ago, nurses
and theropists were
in and out of the
family's home on a

Photo courtesy Olsten Kmberly
OualityCare, Auburn, MA.

constant basis.
The family lost a needed second

income and insurance benefits for
Ellen when her mother had to quit
her job to care for Ellen. The family
felt isolated and powerless.

Ellen's family is not alone. There
are more than three million children
with chronic illnesses and disabilities
who need complicated care. This
number is growing as major medical
advances increase the survival rate of
high-risk infants.

Families struggling to meet the
needs of these children often find
themselves overwhelmed. Homes
become makeshift hospitals and par-
ents become nurses. Parents never
leave the kids, and often lose sleep
because of the around-the-clock care
the children require. The physical
drain, financial pressure and isolation
can have devastating effects on a
family.

An alternative
for families

Medical daycare or day-treatment
centers offer an alternative for these
children arid their families. Although
only a handful of these centers are
now hi operation in the country,
interest is growing.
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Typical centers operate
Monday-Friday from 7
a.m. to 7 p.m. Some offer
after-school, weekend
and respite services.
Most feature indoor and
outdoor play areas, sepa-
rate infant and toddler
sleeping rooms, educa-
tional activities and ther-
apies. Decors are bright,
friendly and resemble
typical daycare settings.
Nursing stations and
treatment rooms are the
only obvious indications

of a controlled, clinical environment.
Most centers accept children with

a developmental age of less than six
years who are considered medically
complex, require skilled nursing
interventions and are technology
dependent Diagnoses may include
failure to thrive, multiple congenital
anomalies, respiratory conditions,
cancer, cardiac disease or other con-
ditions.

Some centers offer care to chil-
dren with less complicated medical
conditions such as those requiring
only cardiac-respiratory monitoring.
Additionally, "typical" children may
also be integrated into the program
to promote peer relationships and
acceptance.

Medical models
These centers are medical models,
meaning they are staffed by nurses
specializing in pediatric and neonatal
care; physical, occupational and
speech therapists; child-life special-
ists and medical social workers.
Some centers also include respira-
tory therapists.

An average 3:1 child-to-staff ratio
is typical, depending on a particular
child's needs. Many high-tech thera-
pies can be provided on-site with
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some centers housing their own
pharmacy. Medical equipment
designed for home and alternate site
use can also be accommodated.
Developmental therapiesincluding
physical, occupational and speech
therapiescan be provided in group-
based, day-to-day activities and indi-
vidualized sr.sions.

Centers are licensed by state day-
care licensing authorities or PPEC
(Physician Prescribed Extended
Care, licensing agencies recognized
in some states, including Florida and
Delaware). Most centers are located
in community-based settings, making
transportation more convenient.
Some centers can arrange transporta-
tion to and from home or school.

Self-confidence
and acceptance

Early childhood education and/or
child-life services are all a part of car-
ing for the child. These centers pro-
mote self-confidence and acceptance,
and prepare children for a smoother
transition into the community school

4'41,

Photo courtesy Child Health &stems. Westwood, MA

system by emphasinng social, emo-
tional and intellectual development
as well as normal growth and devel-
opmental tasks such as toilet train-
ing, feeding and motor skills.

Cost-effective care
As managed rare gains momentum,
hospital stays are shortened and
more care is shifted to families and
community-based providers. The
need for more cost-effective alter-

nate-care settings is growing. A
child can attend one of these cen-
ters at a cost that is about 25-30
percent less than traditional
home-care nursing (which already
is a fraction of the cost of hospi-
talization). This does not include
the savings from decreased rehos-
pitalizations, earlier hospital dis-
charges and the fact that children
who are medically complex
progress more rapidly in a stimu-
lating, clinically-structured envi-
ronment

For parents of children who
are considered medically fragile,

the struggle to find special daycare
services is extremely difficult. This
exciting new model gives families
and children not only a sense of con-
trol, but a sense of normati7ation.

Wanda Monical has worked in the
health care field for 15 years and is the
founder of Home Care Solutions, an
Atlanta-based consulting finn special-
izing in new business development
and alternate site delivery centers.

Transport your child
safely & securely

1111( The E-Z-ON VEST
The E-ZON VEST is a dynamically tested safety restraint designed for any kind of
physical or behavioral need

Used with our mounting straps, it is easily installed in any family vehicle, bus, or
wheelchair Available in 8 sizes toddler through adult
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The Modified
E-Z-ON VEST
Children with certain physical condi-
tions (body cast, long leg cast or hip
spica) have to nde in a prone or
supine position The new modified
E-Z-ON VEST (Model #101M-2)
enables these children to be transported securely No special installation is

required.. the Modified E-Z-ON VEST adapts to the vehicle's existing seat belts.

Transport children "lying down"

To order or for morc information, call toll-free
1-800-323-6598 or FAX (407) 747-8779

EZON. VEST
E-Z-ON PRODUCTS, INC. OF FLORIDA 500 Commerce Way West Jupiter, FL 33458

Circle # 11,84
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Making the Transition to Group Care
by Mary M. Donegan, Dale B. Fink, Susan A. Fowler and Michael W. Wisclmowski

A
nimportant milestone in any
young child's life is the start of
attendance in a group care set-
ting. In earlier generations, this

step was usually associated with the
beginning of first grade or kinder-
garten. In North America in the
1990s, this is no longer the case; most
children now attend some kind of
half- or full-day daycare prior to
kindergarten.

Families as well as staff working in
early childhood and early interven-
tion programs have come to recog-
nize the entrance into such programs
as a period of adjustment for many

young children and their parents.
This article presents stratees that
may ease adjustment problems and
decrease the amount of time required
for a young child to make a success-
ful adjustment to the new setting:

Begin early: Advance planning
allows parents enough time to pre-
pare the child as well as themselves.
This also assures there will be ade-
quate time to search for a setting that
is the least restrictive and most
appropriate.

Talk about the new setting in
positive ways: Equating transition
with getting to be a "big boy" or "big

Orr and showing pride in the child's
increasing maturity and indepen-
dence helps the child focus on the
positive aspects of this change.
Sometimes referred to as positive
forecasting, this helps the child
begin to anticipate what to expect in
the near future. Another way of pre-
senting the new setting in a positive
light is to spend time with the child
looking at a copy of a brochure
from the new program, particularly
if it contains photographs of the
buikling, the classrooms, smiling
children and affectionate teachers.
Some programs have produced

Joey Gave Us tha Tools

D
aycare workers who are committed to inclusion have

plenty of experience facing tough challenges. We learn

sign language. We adapt physical settings to accommodate

wheelchairs. We take on medical responsibilities not typically

considered part of daycare work.
But Michael, a child with autism/PDD (pervasive develop-

mental disorder), brought a whole new set ofchallenges to the

University of Winnipeg Students' Association Daycare.

Compared to Michael, adapting our program for a child with

cerebral palsy or Down syndrome had been easy. Michael made

limited eye contact, fixated on toys or other objects for hours

and had difficulty coping with even small changes in his envi-

ronment. Just moving a table could cause him to scream and

flap his arms a 4 withdraw for days.
We wanted to include Michael but knew we needed some

help. Fortunately, we found Joey Kaeisz, a psychiatric nurse

with Preschool Consultation, part of the Manitoba-based
Autism Services program. Joey gave us thetools to help

Michael learn to anticipate, make choices and participate in

activities. Stressing the importance of structure, routine and

repetition, Joey recommended specific strategies:
I. Have a written scriptliterally, a plan for every period in

Michael's day.
2. Use a "routine minder"a photographic guide to Michael's

daily schedule.
3. Carefully prepare Michael for each transition or change.

4. Integrate Michael into highly predictable activities one at a

time and let him learn each one well.
5. Slowly bring other children into the routines of Michael's

day.
6. Build on Michael's comfortable activities to broaden his

horizons.
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I began by working one-to-one with Michael in a quiet area.

Every morning, Michael's mother reminded him he would see

me and showed him my picture. Then, in the privacy of the
quiet area, using the same words and pictures everyday, his

mom WI would prepare him for her leaving.
Soon, we were able to take the first steps to include Michael

with other children. We started with morning Sing-Song time.

Since we wanted Michael to be part of Sing-Song, we had to

plan songs in advance. Now, we always start the day with the

same "Good Morning" song, followed by the same alphabet

song and then a song we call "Michael, Michael, Woo, Michael."

After three songs, Michael leaves and has asnack. % discov-

ered the other children also erijoy the predictability of the first

three songs.
Our next goal was to bring another child into Michael's pri-

vate day. After snack, Michael and I always worked together on

a puzzle while other children played nearby. One child, who

was interested in the activityand seemed to have skills that
would help Michael, was invited to join. I helped Michael

rehearse for this child's inclusion by tellinghim the girl's name

and showing him her picture. After several days of her partici-

pation, Michael showed interest in her when she appeared.

Now, other children have also been recruited to join Michael's

activities. And by carefully adding components of the unfamil-

iar to tne familia; Michael's participation in regular daycare

activities has increased.
Difficulties remain. Events sometimes counter attempts to

make Michael's day predictable. The fire alarm may go off

unexpectedly or another child may be absent. But by using

scripting, rehearsal and routine, Michael has been reached

and is gaining a repertoire for social interaction.
Merilyn Renaud

Merilyn Renaud is a special needs facilitator in IfInnipey,

Manitoba, Canada.
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videos that can be shared.
Helping the child shop for a new

book bag, backpack or lunch box
which will not be used until the first
day of the new programcan pre-
sent another opportunity for positive
forecasting.

Encourage the child to ask
questions and express fears: Be
accepting of a child's worries, rather
than dismissing or making light of
these feelings. For example, if a child
says he won't go to the new program
unless his brother or sister also goes,
an adult can say something like, "We
will miss you, too. We will be waiting
for you when school is over."

Use dramatic play and storybooks
to anticipate upcoming changes. Pre-
tend play can help children deal with
fears as they pretend to take a bus or
find their cubby at the new school.
Parents and children can share story-
books in which a child starts school
or goes to daycare for the first time.
Such books can help children under-
stand that it is all right to feel sad and
afraid, but also that things usually
work out just fine.

Engage the child in group expe-
riences: Children who have had no
previous large-group experiences,
will benefit from exposure to groups
of children in new environments.
Activities such as story hour at the
local library can provide good large-
group experiences.

It may also be possible to arrange
play dates in advance with one or
two of the other children who will be
attending the program. Knowing at
least one other child's name and face
before entering the new environment
will help the child look forward to
the experience.

Arrange visits to meet teachers
and to observe or join in classroom
and playground activities. Plan the
first visit for a time when fewer chil-
dren will be there so the child can
explore the classroom and become
familiar with staff.

Help the child identify similarities
and differences between current sur-
roundings and the new program. For
example, an adult may point out that
the new school has a slide just like
the one at the park. If possible, video-
tape activities and be sure to include
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close-ups of staff members. Show the
video at home.

Whenever possible, give your child
the opportunity to make some real
choices. For example, if the transi-
tion involves leaving another pro-
gram, let the child choose a special
treat to bring for the staff and the
other children in that program.

In preparing for the new pro-
gram, let the child choose a toy or
other object that can travel back
and forth from home with him and
sit in his cubby during the school
day. A favorite toy or family photo-
graph is familiar and comforting to
the child; it also gives the child
something to talk about with his
new caregivers.

Teach useful skills and routines:
Children can benefit from opportuni-
ties to learn and practice independent
skills that are considered important
in the new environment. Observa-
tions of the classroom routine and
discussions with staff members can
help parents and therapists determine
skills the child will need to function
as independently as possible.

Practice selected classroom "sur-
vival skills" throughout the year or a
few months before the transition. For

30 EXCEPTIONAL PARENT / FEBRUARY 1995 er t A

example, putting toys away after
playing with them can be taught all
yeir long However, skills more
specific to the new pr -;gramfor
example, sitting on a carpet square
for circle timemay be introduced
shortly before the transition.

It is very helpful to find out in
advance how daily routines such as
bathroom, nap time and transitions
between activities are handled. For
example:

Are children taken to the bathroom
as a group? Are they expected to tell
the teacher on their own when they
need to go?

If there is a nap time, is 1+... child
expected to recognize his own blan-
ket or find her own name on a cot? Is
the child expected to carry a cot to a
designated spot?

How does the teacher indicate that
it is time to come inside when chil-
dren have been out on the play-
ground? Do they form a line? Are the
same cues used for transitions before
or after other ?grtivities?

Before the tquld enters the pro-
gram, it is important to inform the
staff about the child's progress in
mastering skills needed to function
independently. This is especially
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hnportant if the new environment is
a regular early childhood setting in
which the child will be one of only a
few children with special needs To
ensure continuity and success for the
child, it will be important to arrange
for program staff to support and con-
tinue instructing the child in these
skills.

Communicate and share infor-
mation in advance: Parents or ther-
apists may be able to demonstrate
positioning, handling or feeding tech-
niques. They may also be able to
inform the child's new teachers
about Ways to prevent or deal effec-
tively with difficult behaviors.

It is also useful to discuss rules
regarding privacy and confidentiality
(see sidebar on page 30). How much
information should be shared with
staff members? How much informa-
tion should be eiven to parents of
other children?

Working together, parents, mem-
bers of the child's team and staff of
the new program ca., assist children
and families in developing a sense of
comfort and trust in the new setting.

This article was adapted from a pubh-
cation of FACTS/LRE (Family and
Child Transitions into Least Restric-
tive Environments), a federally-
funded outreach project of the Office of
Special Education Programs, US
Department of Education. Susan A
Fowler, Ph.D. is project directoi; Dale
B. Fink is project coordinator, and
Mary M. Donegan and Michael W
Wischnowski are associates. Fink,
Donegan and Wischnowski are doc-
toral candidates in the Department of
Special Education, University of Illi-
nois at Urbana-Champaign; Fowler is
department head.

The booldet from which this article
MIS adapted, ENTERING A NEW
PRESCHOOL: How SERVICE PROVIDERS

AND FAMILIES CAN EASE THE TRANSI-

TIONS oF CHILDREN TURNING TIMER WHO

HAVE SPECIAL NEEDS, can be ordered
from 1RHD Publications, 61 Chil-
dren's Research Center, 51 Gerty Dr.,
Champaign, IL 61802. The cost is
$2.50; make cheeks out to "University
of Illinois." You may also write for
more information about FACTS/LRE
and an order form listing ell project
publications.

Brandon was once filled with rage He pinched, kicked, bit, and
scratched the people he loved, often hurting himself in the process.

His anger was understandable Blind since birth, having
cerebral palsy, and other developmental disabilities, Brandon had
great difficulty perfmming e,en the simplest tasks He wanted
independence, but could barely communicate even his most
basic needs

After making limited progress at a school for the visually
impaired, Brandon came to Heartsprmg. An interdisciplinary team
of Heartspring specialists explored his specific challenges and began
the process of helping Brandon to learn more acceptable ways of
expressing his wants and needs

Rather than angrily acting out his frustration, Brandon learned
to ask for help with the assistance of a communication device
when necessary. He was given positive reinforcement with each step
forward. He was given love always

Before long, a wonderful young man began to develop
Embracing the new possibilities in his life, Brandon learned new
orientation and mobility skills so he can go by himself from hts
classroom to lunch everyday and many other places at home and on
campus. He now takes the school bus home on Fridays to spend time
with his family. Down the road, Brandon will return home and to his
public school. We want to help him with that journey.

If you know a child with multiple disabilities who needs help
finding the road to independence, call Heartspring today. Together
we can make a difference.

IIMKTSPRJNCSTM

A lifeskills learning center
2400 JARDINE DRIVE WICHITA, KANSAS 67219-4699

1-800- 835-1043
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Readers Talk About: CHILD CARE

A few months ago, we a9ked readers to tell us about their experiencesfinding child care for young

children with disabilities. Here are some of the stories they shared...

"Friends, Mummy. Friends"

O
ur third child, Joey, who has Down syndrome, began daycare

at a center for children with disabilities when he was 10

weeks old. When Joey was almost two, astaff member suggested

that he move to a regular daycare center. I thought any center

would beg to accept my son in order to enrich the lives of the

other children. Ten phone calls later, I realized it wasn't that sim-

ple. Most were not interested in "the challenge." Others promised

to call back, but never did.
Finally, I called the area director of the Discovery Schools.

immonw I told him a little about Joeyhe
signed more than he spoke, was
physically awkwar6. Ind had not yet

_

Joey (left) participates in a
Halloween costume parade at the
Discovery School daycare center

mastered the art of feeding himself
with a spoon.

I waited for the inevitable silence,
but there was none. Instead, I was
assured that the chain had a policy
of non-discrimination and would be

happy to accept Joey.
We had cleared the first hurdle,

but how would the actual tlaff
respond? Starting with our first visit,
the teachers who would be working
with Joey were eager and interested.

Because they did not know sign language, they asked to have his

speech therapist teach them the signs he used.

As Joey moved from the infant to the toddler class, we watched

him bloom. Eating lunch with other children did more to encour-

age him to feed himself than everything we'd tried at home. The

teachers labored with Joey over his attempts to paint and hold

scissors and facilitated his interactionwith the other children.

Last September, at age four, Joey advanced to the preschool

class. Although potty-training was a prerequi-

site for this classa milestone Joeyhad not

yet achievedthe staff recognizedhis need

to be with his peers.
A few weeks ago I arrived at the center to

pick Joey up. The children were outside on
the playground, so I went in to collect Joey's

things. In his cubby, under the day's artwork,

lay a small, white envelope. Heart pounding, I

opened it to find an invitation to a classmate's

birthday party.
Outside, I found Joey climbing the monkey

bars with two other boys. He greeted me, then
motioned enthusiastically to his companions.
"Friends, Mommy. Friends," he said happily.

And I thanked God for Discovery School.
Thresa L. Nelson

Mechanicsburg, Pennsylvania

Surprise Visits
A lthough my husband and I were uncomfortable placing our

.nfour-year-old son with Lennox-Gastaut syndrome, intodaycare,

we had no choice. I had to work and my motherwho had been

caring for Craighad passed away.
We knew it wouldn't be easy finding an appropriate program.

We finally decided on a center where he would be the only child

with special needs. I chose this program because it was very small.

Within a month, I had become quite unhappy with many

aspects of the program. The staff complained about Craig messing

his pants everydayit turned out nobody was remembering to put

him on the toilet. The staff made no efforts to include Craig in

activities with the other children; he spent most of the day aim-

lessly walking around with his lunch box.
I called a meeting with the director. I

explained that Craig had autistic charac-
teristics and tended to fixate on objects. I
suggested they put the lunch box out of
his reach and offer him the chance to par-
ticipate in more beneficial activities.

I hoped this meeting would make
things better, but things became worse.
I walked into the center one day and, to
my horror, found Craig restrained in a

chair with a belt. A staff member told me
she was "trying to teach him something."

I called another meeting and
demanded they stop using restraints with
my son. I told them Craigwould sit still if Craig interacts with a friend

he was involved in an interesting activity, at daycare.

But the staff continued to restrain
Craig. I called his case manager at the state mental retardation

board. We met with the center director and her immediate supe-
rior. The center director and her boss kept
referring to "Craig and the kids."

I explained that Craig is one of the kids.

"You wouldn't strap a typical child to achair,-

would you?" I asked.
I decided to go straight to the top. I called

another meetingthis time with the pro-
gram's regional director. I explained my rea-

sons for choosing the program and told her

how badly I wanted it to work. I reminded her

that Craig had a legal right to participate.
Eventually, local director was fired; since

then, the situation has Improved. And to
make sure it continues to be a good environ-

ment for Craig, his case manager makes fre-

quent surprise visits.
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Readers talk ,ibout

We invite you to the discussi V in future issues
of Excenomi. PARINI In upcoming months,

readers will be talking about:
facilitated cornmunicatkin (May; deadline

March 15, 1995)
talking with a child about his or her disabil-
ity (June; deadline April 1, 1995)
helping a child make fnends (July; deadline

May 1, 1995)
experiences with genetic counseling
(August: deadline June 1, 1995)
educational optionsspecial schools or
inclusion (September; deadline July 1,

1995)

Writs to: Readers Talk ETEP1104$1. PARENT;

209 Harvard St, Ste. 303, Brookline, MA

02146, (617) 730-8742 (two.

177
--Colleen Nowolka

7bledo, Ohio



Wet, But Happy

My five-year-old son, Ben, has multiple, severe disabilities asthe result of a rare genetic disorder. He is very social andloves to be with otherchildren. This year; for the first time, Ben isattending a regular daycare programa district-
operated after-school program for school-age
children; Ben is the only child with a disability I
chose this program because it is the one his
brother attends and because it is my intention
that Ben be fully included for lemdergarten next
year at the neighborhood s- c.ol where this pro-
gram is housed.

The staff expressed some concern, but no
actual resistance to including Ben. After two
months, everyone seems pleasantly surprised at
how easy the transition has been and how well
Ben fits into the program. The staff loves him; he
loves the program; and I am thrilled to see the
other children treating him like just another kid.

The one huge wart on this otherwise pretty
picture has been thedistrict administrator to
whom the program director reports. She has instructed the staffthat they are not to assist Ben with toileting. Ben still wears dia-
pers, stays dry for long periods of time, and almost never has a
bowel movement in the afternoon, so this has not yet become a
practical problem. It is inevitable, however, that Ben will someday

have a bowel movement while at daycare. The administrator'ssolution is that a staff member will call me at work and I will stop
whatever I am doing and come to change his diaper.

An even greater problem is that Ben is in the process of becom-
ing toilet trained. He is not physically able to pull down his pants

or to move from his wheelchair onto the toiletfor
him, toilet training means learning to ask to use the
toilet. We are pleased that he has started to commu-
nicate his need to use the bathroom. However, if and
when he communicates that need at daycare, the
staff have been instructed to tell him, "Sorry kid,
you're on your own." My efforts to tell the adminis-
trator how devastating this could be to Ben's self-
esteem has been met onlywith sympathy for my
"situation."

Ben's next IEP meeting is coming up and I intend
to include his participation in this program as part of
his IEP. At that point, if the district administrator
still refuses to accommodate his toileting needs, I
intend to file a complaintwith the Office of Civil
Rights.

In the meantime, Ben is happyalbeit wet. Thestaff is doing a great job despite the constraints placed on them by
their administration, and the other kids in the program are learn-ing that kids with disabilities are more like them than different.

Marcia C. 7bdhunter
San Francisco, Catifornia
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SPECIAL INTRODUCTORY
SAVINGS OFFER!

Pie44
"REAL" underwearjust like

"Mommy's A Daddy's"
but with

special moisture-proof
"Dri-Gard Barrier"

with
Pads that Gel to

keep wetness
inside the pad!

PREvEktio
Bladder Protection

<tor S aod Girt

TRAINING SYSTEM
Panties & Briefs plus
"T" Shaped Pad for

custom fit

'Da pro ffihOi

gifer # I ...
Package includes:
One (I) Girls or Boys Training Pants
One (1) Bag 20 Training Pads

Normal Retail Price of these items.. $16.50

Offer # 2 ...
Package includes:
Three (3) Girls or Boys Training Pants
T'hree (3) Bags 60 Training Pads

Normal Retail Price ofthese items.. $49.50Special introductory savings Special introductory savings - 6.00You Pay Only fx .00 You Pay Only t43.50

Name
Address
City
State/Zip

Please, Rush My Introductory
Offer of Prevent Plus.
(Please check the offeryou desire)

Offer #1 - $15.00 + $3 ship.
Ej Offer #2 - $43.50 + $3 ship.

Pant SIZE CHART Waist Hips Weight
Boys 4T 20-21" 19-20" 28-38 lb.Boys 6 21-22" 21-23" 39-49 lb.Boys 8 22-23" 24-26" 50-59 lb.
Girls 4T 21% 22" 19-20" 28-38 lb.Girls 6 22%-23" 21-23" 39-491b.Girls 8 23%-24" 24-26" 50-59 lb.

(Please check the style and size required)
Style: Boys Girls
Size: 4T 6 8

Enclosed please find a check or
Money Order in the amount of $
Sorry no COD's. payable to:
HUMANICARE INTERNATIONAL

1471 Jersey Avenue,
North Brunswick, New Jersey 08902L..

dP191.1

arch' # 90
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Child Care and the ADA
by Rita D. Siegle

Tlie Americans with Disabilities
Act (ADA) is apowerful state-

ment of civil rights for persons

with disabilities. 'Title III of the

ADA prohibits discrimination on the

basis of a disability for many private

businesses; this explicitly includes
daycare centers. All child care pro-

grams, including family daycare

homes, must comply with the ADA.

Defining discrimination
The ADA defines a person with a dis-

ability as someone:
with a physical or mental impair-

ment that substantially limits one or

more of the major life activities"
(caring for oneself, performing man-

ual tasks, walking, seeing, speaking,
breathing, learning orworking),

with a history of such an impair-

ment (for example, a child who had

cancer but is now in remission), or
regarded as having such an impair-

ment (for example, a child with a

cranio-facial condition who "looks

different").
The ADA prohibits child care pro-

grams from discriminating against

any child in one of the above cate-

gories. It also prohibits discrimina-
tion against a child who has a family

member with a disability.
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"Reasonable modifications"
The ADA requires child care
providers to make "reasonable
modifications" for equal access to

program partieipation. These may

include: revision ofpolicies and pro-

cedures, removal ofphysical barri-

ers, provision of adaptive equipment,

curriculum adaptations and changes

in staffing patterns and training.

Some exceptions
A provider isallowed to exclude a

child with a disability if he poses a

"direct threat" to himself or others,

which cannot be overcome by rea-

sonable modifications. But before a

child can be excluded for this reason,

the provider must document efforts

made to include the child.
The provider may also exclude a

child if accommodating the child:

requires changes that fundamentally

alter the nature of the program, and

there are no reasonable alternatives.
requires provision of equipment or

services that would be an "undue

burden" (significantdifficulty or

expense) on the provider, and there

are no alternative accommodations.
requires architectural changes that

are not "readily achievable" (easily

accomplished without significant
difficulty or expense), and there are

no readily achievable alternatives.
"Undue burden" and "readily

achievable" can have different mean-

ings depending on a program's

resources. For example, a large chain

of child care programs that typically

provides transportation services may

be able to buy a wheelchair lift for a

van; for a family daycare home, this

would create an "undue burden."
Denying care to a child under an

allowable exception does not mean a

provider may excludeothers with the

same disability. Each child's needs

must be assessed individually.

Grey Areas
Cost: Even ifaccommodating a

child results in additional exunses,
I y9
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t
Ian Keith (in stander) enjoys art class at

Rainbow Station Child Development Cen-

ter in Richmond, Virginia. Ian has cere-

bral palsy and is hard of hearing.

the facility may not charge his or her

parents extra fees. However, these

costs may be passed on to all partici-

pants in the program.
Disclosure: Parents are not

required to disclose a child's special

needs. But if not disclosed, a

provider cannot be expected to

accommodate those needs.
Religious entities: The ADA

exempts programs opereefl by reli-

gious organizations unless they

receive any type of federal funding.

Rita D. Siegle, MEd., works at

Dependent Care Management
Group, a consulting company in

San Antonio, Texas, where she

supervises a child and elder care

resource and referral program.
This article has been adapted

with permissionfrom CHILD CARE

FOR ALL Clawn.E.v: A REFERRAL

COUNSELOR'S GUIDE TO RCM 'SIVE

CARE. (See CHILD am RrISOURCES on

page 35.) Funding for the book was
provided by the Texas Employment

Commission Work and Family
Clearinghouse through a Dependent

Care Block Grant. The hook was

written by Rita with support from

Nancy Hard, president of Dependent

Care. Management Group and pro-

ject manager ofthe Inclusive Child

Care Project of Texas.



Child Care Resources

ADA-REIATED
PUBUCATIONS

The ABA atd Child Care Providers
Answers questions providers may have

about ADA requirements. Froe.
Action for Better Child Care, United

Cerebral Palsy of Greater Atlanta, 1776

Peachtree St NW, Ste 522 S. Atlanta, GA

30309, (404) 892-2252

Ail Kids Count
For caregivers and parents. Lists

resources. 89 pp, $12.512
The Arc, PO Box 1047, Arlington, TX

76004-1047

Caring for Children with Special
lJeeds flwAOA and ClWd Care
For child care providers. Addresses legal

concerns. 40 pp, $10
CNN Care and the ADA Highlights
kr Parents
For parents of children without disabili-

ties. 16 pp, a
mod Caw and the NM: Highlights for
Parents of Chia= with Bambinos
Ovennew of ADA requirements; actions
to take if a program does not comply
with ADA. 19 pp, $5.

The Child Care Law Center, 22 Second

St, 5th FI, San Francisco, CA 94105,

(415) 495-5498

Understanding the ADA: infonnstion
for Early Childhood Programs
For child care providers. Free.

National Association for the Education

of Young Children, Box ADA, 1509 16th

St NW, Washington, DC 20036

GENERAL PUBLICATIONS

Caring for Children with HIV o r AIDS
ki Child Care
For chiki care providers. Legal issues,

practical concerns. 36 pp, $10.
The Child Care Law Center, 22 Second

St, 5th FI, San Francisco, CA 94105,

(415) 495-5498

Child Core for All Children:
A Referral Counselor's Guide
to Inclusive Care
Comprehensive guide for referral coun-
selors. Shows how parents, providers

and counsekvs can work together to
make inclusion viork. 80 pp, PA

Dependent Care Management Group,

130 Lewis St, San Antonio, TX 78212,

(210) ?25-0276

Child Cam for Children
with Special Needs
Helps parents assess how well child care

providers address children's needs.

Outlines key questions to ask.

Free to MN pawn* $2 for othas.
PACER, 4826 Chicago Ave S. Min-

neapolis, MN 55417, (612) 827-2966

A Great Place W Be Me: Selecting
a Child Care Program When Your
Child Has a Disability
kllonnation guide forparents. 20 pp; $7.5a

Child Care Plus, Rural Institute on Dis-

abilities, The University of Montana, 52 N

Corbin Hall, Missoula, MT 59812, (800)

235-4122

including Ali of licAn Earty child-
hood Curriculum Ab..iut Mobility
Guide to devekving a classroom that is
nonsexist, multicultural and accessible.
Pub. 1984,144 pp, $10.95.

Gryphon House, 3706 Otis St, PO Box

275, Mt Rainier, MD 20712

including Children with Special
Needs kr Early Childhood Programs
Research monograph. Practical tips.

230 pp, $8.
A Place For Me: Including Children
with Spada! Needs in Early Care
and Education Settings
General guide fa providers. Addresses

questions twically-developing children
may have. 85 pp; $4.58

National Association for the Education
of Young Children, 1509 16th St NW,

Washington, DC 20036

In the MainstreamFrom the
Beginning?
Final report of a statewide (NY) study of

child care far children with &abilities.
Includes descriptions of programs and

quotes from parents. Free.
New York Staie Developmental Disabil-

ities Planning Council, 155 Washington
Ave, 2nd FI, Albany, NY 12210, (800)

395-3372

integrating Children with Special
Weds Into Pre-School Settingx
A Room. Handbook
Extensive bibliography of resources.

87 pp, $5.
Child Care Careers Institute Infonna-

tion Clearinghouse, 71 Summer St, 3rd

FI, Boston, MA 02110, (617) 338-6420

MITCH-JModel of interdisciplinary
Veining for Chia= with Handicaps
Series of 13 easy-to-read mafivals cov-
ering all aspects of canng for children
with &abilities in inclusive settings.

80-130 pp, $5-7 each.
MITCH, Go FDLRS/South, 5555 SW

93rd Ave, Miami, FL 33615, (305) 274-

3501

More Alike Than Differat Indudag
Children with Special Needs in
School-Agt Settings
Curriculum for a series of 12 wvrkshops

to train child cam providers. Includes
instructions and handouts. Film

New Jersey Department of Human

Services, 222 S Warren St, CN 700,

Trenton, NJ 08625, (609) 984-0879

Ounalons and Arita= Choosing
CNN Care for Chid= with Special
Needs
Answers parents' questions about
choosing child care for children with &-
abilities. LisN resources. 16 pp, $3.

Question and Annus:
Working nith Pens* of Chilawr
with Special Needs
For chid care providers. Lists resources
for more infonnation. 32 pp, $3 I

Community Coordinated Child Care,

225 Long Ave, Bldg 14, Hillside, NJ

07205

The SpeciaLink Book: On the Road
to Maktstream Child Care
Reference guide to inclusive child care in

Canada and a record of the SpeciaLink
Symposium. 178 pp, $18 (US or Can.).

SpeciaLink, 186 Prince St, Sydney, NS

Canada B1P 5145, (902) 562-1662

VIDEOTAPES

ABC's of Inckrave Child Care
Shaw a variety of child care settings in
which children with disabilities have
been included; 14 min. Free.

Texas Council for Developmental
Disabilities, Attn: Lucy Walker, 4900 N

Lamar Blvd, Austin, TX 78751-2399

(512) 483-4093

Jus t a Kid Like Me
Demonstrates lliree environmentsa
family daycare home, a child care center

and a school-age programintegrating
children with disabilities. 28 min., $25
purchase; $15 nada.

Child Care and Family Services, 155 N

Occidental Blvd, Los Angeles, CA

90026, (213) 427-2700

The Mainstream is the Right Stream
Shows methods for inciuding children

with disabilities. One segment gives an
overview; four segments show children

with blindness, a medically-tiagile condi-
tion, cerebral palsy and autism being
included. Available in English or French.

60 min., $40 (US or Can.).
Specialink, 186 Prince St, Sydney, NS

Canada B1P 51(5, (902) 562-1662

Same Time, Same Place
Shows children with different types of
&abilities in three different child care
settings. 15 min , $18.

Continuing Education Administration
Business Office, 1586 Stewart Ctr, Rm

110, Purdue University, W Lafayette, IN

47907-1586, (800) 359-2968

AUDIOTAPES

Action fcr Better Chlid Care Audio
Newsletters
Quoted), audio newsletters offer
information to providers on general child

care and ADA question. 7-14 min.
each, $2.

Action for Better Child Care, United

Cerebral Palsy of Greater Atlanta, 1776

Peachtree St NW, Suite 522 S. Atlanta,

GA 30309, (404) 892-2252
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homily a viska isob-
ars AIN cm le Came
OpeclaLlnk, Canada's National
egIChild Care Mainsteam Network,
Is a non-profit organization that grew
out of 15 years of front-line work In
an inclusive child care center tirat
became a national model. The orga-
nization alms to Increase the quan-
tity and quality of Inclusive child care
In Canada and to bring children who
are currently excluded Into the main-

stream. Speciallnk does research
on successful, ir4iusive cnild care
programs, develops reaources for

child care workers and parents and
promotes changes In government
poilc

SpeciaLink works tward full
inclusien in a milieu very different

than the United States. In the U.S.,
laws mandate a 'free, appropriate,
public education" for children with
disabilities (the IndNiduals with Dis-
abilities Education Act) and outlaw
discrimination on the basis of dis-
ability (the Americans with Disabili-
ties Act), In Canada, however, the

inclusion of children with disabilities
In child care and educational set-
tings is strictly voluntary. Nonethe-
less, hundreds of Canadian child
care programs are finding ways to

Include ail children.
Based on the best elements

shared by these programs, Spe-
clalink has developed a vision of
what Canadian child care will look
like when It realty includes all chil-

dren. That vision presupposes a
high-quality, afforrlable, accessible,
comprehensive national child care
systemit doesn't make senso to
include a child wiih spacial needs In
a poor-quality program; and It
doesn't make sense to offer Inclu-
sive child care if the price, hours or
1r:cation of that care make it Inac-

cessible to families who need it. This

vision Implies many assumptions

about fundng, training, consultation,
inowledge and commitment

To promote the goal of inclusive

child care, Speclatink creates pubil-
cations and videos (see "Child Care

Resouroas: this page), and offers
conferences and presentations spot-
lighting innovative, Inciusive pro-

grams. U.S. readers who share the
Speclatink vision are Inted to
become "International members" of
the network to receive the newslet-
ter and other mailings (US
$151year). For more Information,

contact Specialink, 186 Prince St.,
Sydney, NS Canada B1P 51(5, (902)

562-1662.
Sharon Hope In*, Diactor
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ROLE MODELS
Irving Kenneth Zola

January 24,1935 - December 1,1994

.111111m.

Rereading In) Zola's writings in EXCEPTIONAL PARENT, I
again realized the magnitude of his lossjust as I hod
when sharing his menwrial service at Brandeis Univer-
sity in mid-December with hundreds of others whose
lives he had touched.

Below, we reprint an excerpt from an article by Irv,
"A Story Difficult to Hear and Tell," originally published
in EXCEPTIONAL PARENT in January 1979, a year before
he joined our Editorial Advisory Board. Since this piece
discusses serious topics, I want readers who did not
have the privilege of knowing Irving Zola to know that
he was a joyful person with a wonderful sense of humor.
He was a loving husband, father and grandfather and a
brilliant scholartruly a role model.

Exactly 10 years agoFebruary 1985we reported
the death of Burton Blatt, another long-time member of
our Editorial Advisory Board. Burt was another great
leader, tireless advocate for human rights and personal
friend. Knowing how Burt's influence has lived on
helps me mourn now for In; Zola.r---S.D.K

Jam by professional training both a
social observer and a psychological coun-
selor. Yet, for more than two decades, I
have succeeded in hiding a piece of

myself from my own view. Given the obvi- i
4--ousness of my physical disability, this has

taken some doing.
Between the ages of 15 and 20, I

suffered two major traumasfirst
polio and then, four years later, an
automobile accident. Each resulted
in a year's confinement and each was
severely debilitating...

As a result of these "medical inci-
dents," I wear a long leg brace on my
right leg, a steel-reinforced back sup-
port and I use a cane. My children, when very young,
described me as "walking funny." To t he rest of the world,
I limped. To me, all of it was just something that got in the
way, another difficulty to be overcome. For 20 years, I
devoted more psychological and physical energy to this
task than I have ever realized. Overcoming is not the same
as integrating. This is one ef the bittersweet lessons...

For a long time, myself and many other "successful
mainstream adapters" have not numbered among our
close friends and acquaintances any handicapped peo-
plea remarkable "alienation" from our disability.

Achievement syndrome
Written accounts about "successful" handicapped per-
sons, as well as every "success" that I have met (including
myself), almost always make this statement: "1 never

think of myself as handicapped." Yet the degree to which
this is true may have made it virtually impossible to tell
anyone what it is like to be disabled in a world of normal.
In a real sense, we do not know. Thus, what the public
learns from our example is decidedly limited...

So, too, with the other folk-heroes of diseasenot the
little people, not the millions, but the few who are so suc-
cessful that they "pass." They are all so good that no one
knows or has to be aware of their "handicap," and therein
lies part of their glory...

I have come to realize how distorted and unrepresenta-
tive such "success" stories really are. The wish to disbe-
lieve this is gmat. And we allable-bodied and
disabledcontinually seduce ourselves into thinking oth-
erwise. The media is particularly helpful in this task and a
specific example sticks painfully in my mind.

I am a sports fan and, as such, an avid watcher of major
events. The 1976 Olympics found me glued to my TV set

and I was pleasantly surprised by a documentary which
related to me quite personally... It told how six ath-
letes had overcome some problem and gone on to
win Olympic gold medals.

One story really grabbed me. It
was about Wilma Rudolph, a
woman who'd had polio as a
child... Through exercise and hard
work, she started to walk slowly

with crutches. Then she aban-
doned them to begin to

run. And there in the
final frames she was

s springing down the
track straining every
muscle. With tears
streaming down my
face, I shouted, "Go on,
Wilma! Do it! Do it!"

And when she did, I collapsed, too exhausted and exhila-
rated.

But 90 minutes later I was furious. A basic message of
the film had sunk in. In each case, the person overcame.
But overcame what? Wilma's polio was not my polio! All
my hard work could never have allowed me to win a run-
ning race, let alone compete in one.

My point is that in almost all the success stories that get
to the public, there is a dual message. The first one is very
importantjust because we have polio, cancer or multi-
ple sclerosis, or have limited use of our eyes, ears, mouth
and limbs, our lives are not over. We can still learn, be
happy, be lovers, spouses, parentseven achieve great
deeds. It is the second message which I have recently
begun to abhor. It states that if a Wilma Rudolph could
overcome her handicap, so could and should all people

In; Zola (left) with children Amanda(standing
Kyra (center) and Warren
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with disahilities. If we fail, it is our problem, our personal-
ity, our weakness...

Keeping a distance from the disability
...Achievement syndrome blinds not only the general pub-
lic, but also the achievers. We are paid the greatest of
compliments when someone tells us, "You know, I never
think of you as handicapped." And we gladly accept it. We
are asked, "How did you make it against such great
odds?" And we answer the question. Yet, in both the being
and the answering, we further distance ourselves from the
problems of having a h...ndicap. In a
sense, they become both emotionally
and cognitively inaccessible...

Let me illustrate with a personal
example. I do a great deal of long-dis-
tance traveling and often find my flight
leaving from a distant gate... Adjusting
to this, I had ordinarily allowed myself
an extra 20-30 minutes to get there. I
regarded this as a minor inconve-
nience. And if, perchance, you had
asked me then if I experienced any
undue tiredness or avoidable soreness,
I would have firmly and honestly

Whatever world the physically disabled and chronically
ill inhabit, it is difficult enough to integrate into one's own
experience, let alone communicate to others. There is a
certain inevitable restraint, for what comes out seems like
a litany of complaints. No oneat least not in my soci-
etylikes a complainer...

Chairs without arms to push myself up from; showers
and toilets without handrails to maintain my balance;
staircases without banisters to help hoist myself; build-
ings without ramps, making ascent exhausting, if not dan-
gerous; every curbstone a precipice. With such trivia is my

In) (right) with daughter Kgra and
grandson Sucky."

answered, "No."
In 1977, piqued that I should continue to inconvenience

myself, I began to use a wheelchair for all such excursions
I thought the only surprise I would encounter would be
the dubious glances of other passengers when after reach-
ing my destination, I would rise unassisted and walk
briskly away... But much more disconcerting, was that I
now arrived significantly more energetic, more comfort-
able, freer from cramps and leg sores than in my previous
decades of traveling. The conclusion was inevitable. I had
always been tired, uncomfortable, cramped and sore after
a long journey. But with no standard of comparison, I did
not "experience" the tiredness and discomfort...

The very process of successful adaptation not only
involves divesting ourselves of any identification with
being handicapped, but also denying the uncomfortable
features of that life. The denial of discomfort has made
many success stories possible. But this process has a
cost. One may accept and forget too much.

No Special World
There is no special world of the disabled person, and
herein lies another major problem... Most minority
groups grow up in some special subculture, and thus form
a series of norms and expectations; the physically dis-
abled are not similarly prepared. Born for the most part
into normal families, we are socialized into that world...
The very vocabulary we use to describe ourselves is bor-
rowed from that society. We are deformed, diseased, dis-
abled, disordered, abnormal, and most telling of all,
invalid. Almost all of us share, deep within ourselves, the
hoped-for miracle to reverse the processa new drug or
operation which will return us to a life of validity...
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life plagued...

Sharing
With whom can I share the satisfaction
that I did not trip, that my brace did
not break, that I did not have difficulty
with toilet facilities, that I made it by
myself? When hospitalized with polio,
I was tearful when I first defecated
without the aid of a laxative. Even
more exciting, after months of impo-
tence, was my first erection.

My first steps in walking I could
share, but not excessively, with my

parents and friends. My bowel movements were at least
acknowledged by the medical and nursing staff.

However, my sexual issues were kept achingly to
myself. Even amongst my fellow residents, socialized as
they were into the world of the normal, there was only
limited access to any sharing... I gradually learned that no
one, including myself, really wants to hear the mundane
details of being sick or handicapped, neither the triumphs
nor the hardships.

I am sure the specific details and hardships of having a
handicap or chronic disease vary from person to person
but not the core problem. The story is inevitably difficult
to both hear and tell... As such, the only defense, the only
way to live, is to deny it. But then it becomes socially
invisible to all. Weboth those with physical disabilities
and those withoutare sadly left deprived of the very
knowledge, skill, resources and motivation necessary to
promote change.

IRVING KENNEIII ZOLA SCHOLARSHIP FUND

As a founding member of the Society for Disability Studies and a concep-

M tual architect of the field, Iry played a unique role in weaving together a

community of scholars. He was personally Involved In nurtuting the work and

lives of thousands of colleagues, students and advocates. We will miss his

thoughtfulness and energy, his warmth and humor, and his courage and car-

ing. Iry embodied what so many of us seekthe combination of Intellectual
Insight and a life committed to humane values and social justice.

We have created the Irving Kenneth Zola Scholarship Fund to support the

professional development of graduate students In disability studies.

Richard K. Scotch, Preskient, Society for Disability Studies

Contributions may be made to "Irving Kenneth Zola Memorial Fund" and sent

to Fred Hafferty, Treasurer, Society for Disability Studies, 3109 E. Superior St.,

Duluth, MN 55812.
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Proper Seating and Positioning
To participate in the everyday
activities of life while using
their maximum abilities, chil-
dren with disabilities must be

seated in a comfortable position.
Proper seating and positioning
allows children to use their bodies
and minds to the best of their abili-
ties without worrying about balanc-
ing and personal safety.

"A seating system is the center of
all other activities," says Elaine
Tref ler, M.Ed., OTR, an assistant pro-
fessor in the School of Health and
Rehabilitation Sciences at the Uni-
versity of Pittsburgh and expert on
seating and positioning. "If a child is
well seated and comfortable, the
child will be able to participate at his
or her optimum."

When to start
Although premature babies have
been fitted for positioning equipment,
parents are likely to begin the
process when their child is
about six months old
because of the increased
need for and use of car
seats, highchairs and
strollers. This is also about
the time vtrhen a diagnosis is
clear and the child may
start to fall behind on motor
skill development.

The most important step
for ensuring a child is fitted
with a proper seating and
positioning system is a thor-
ough evaluation and pre-
scription by a qualified team. KISS (Keep It Simple Simu-
The team should include tation) Simulator by Pin Dot
physical or occupational ther- Products, Northbrook, IL.
apists, a physician specializ-

_

ing in rehabilitation medicine or
orthopedics, a rehabilitation technol-
ogy supplier and parents.

Other members of the team may
include school therapists and class-
room teachers if the child is in
school, and a rehabilitation engineer
if the child has severe disabilities and
needs a custom-designed system.

Finding the right team
Not every therapist or health care
provider is properly trained to evalu-
ate and prescribe the proper compo-
nents for seating and positioning.

There is no formal t raining or test-
ing to accredit health care providers
who speCialize in seating and posi-
tioning. RESNA, an organization of
rehabilitation professionals, is devel-
oping guidelines that may be used to
certify specialists in this area

Parents need to ask about their
tearn's experienceWhat seating and
positioning equipment have they
worked with, how many years have
they worked in the seating and posi-
tioning field, and what type of confer-
ences and training programs do they
attend?

Although some professionals may
be offended when asked about their
expertise, these questions are impor-
tant. "Why do we feel comfortable
asking the qualifications of the TV

repair man but
not the people
looking after our
health?" asks
Trefier, adding,
"If the profes-
sional is not
willing to
shareor if they
become
offendedthe
parent might
need to go else-
where."

A qualified
team will make
sure the parents
are involved
with the evalua-

tion and the choice of seating and
positioning equipment. Trefier
advises parents to ask themselves,
"Are they (the parents) just going to
a clinic and being told what's right or
are they truly being included as one
of the team members?"

A qualified evaluation team should:
Ask parents about the child's

3 11 EXCEPTIONAL PARENT / FEBRUARY 1995

lifestyle, his or her environment at
home and school and overall commu-
nity involvement. Ideally, the team
would be able to observe the child in
these different environments.

Use techniques to simulate differ-
ent positioning options. This can be
done with a seating simulator, a
device that simulates different sys-
tems by changing seat and back
angles and positions. Simulators help
determine the correct size of the sys-
tem and its different accessories.

If a simulator is not available, the
team should use various mobility
bases, such as wheelchairs, and posi-
tioning components, which may
include different seats and backs, to
simulate different options.

Use a pressure mapping system to
help avoid pressure sores, known
technically as decubitis ulcers. Chil-
dren who are unable to shift weight
independently in a system or lack
sensation in parts of their body are
prone to sores. Sores can lead to dan-
gerous infections, discomfort and
costly treatment. Many cushions
have been developed for pressure
relief.

Consider the child's use of technol-
ogy, such as computers, augmenta-
five communication devices or any
other devices that improve the child's
quality of life. The child should be
positioned in order to take full
advantage of these technologies.

When possible, ask the child what
he or she is comfortable with. This
includes questions about the differ-
ent angles and equipment arrange-
ments and color and fabric
preferences.

Help parents find funding.

Standers and bed positioners
Parents can also want to ask about
therapeutic positioning devices such
as standers or bed positioners. Again,
parents will want to make sure they
are revolved with the evaluaticn and
selection process and that the team
is qualified to evaluate their child.
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What to buy
There is no one formula that can be
applied to every child to determine
proper seating and positioning.
Because of the ever-growing com-
mercial availability of different equip-
ment, customized systems (those
created specifically for a particular
child) may not be necessary. Instead,
parents may be able to purchase dif-
ferent components that could be
used together to create a suitable

..

-4

The Chameleon, a three-in-one infant
stander, by J.A. Preston, Jackson, MI.

system recommended by the team.
When possible, a child can txy out

the equipment before a purchase is
made. Although customized systems
usually cannot be tried out before
purchase, dealers can loan parents
different pieces of equipment for the
child to try at home overnight.

Stand back and look
Most children will have to be inevalu-
ated every two to five years for a new
seating system. Cushions in the sys-
tems may need to be replaced more
often because of wear and tear and
the loss of --essure-relieving quali-
ties. If the total system design is not
being changed, parents can buy new
cushions direct,y from dealers with-
out consulting the evaluation team.

The system may need to be
changed if the child:

Is unable to maneuver objects as
easily as in the past.

Looks uncomfortable or complains
of discomfort.

Has gained substantial weight.
"If there's anything we can teach

therapists and parents, it is to stand
back and look," Trefler says. "Look at
the child and how she is functioning.
They'll spot problems."

Fitting the bill
Seating and positioning equipment
costs range from hundreds to thou-
sands of dollars depending on the
child's needs. Most health insurance
companies or Medicaid will pay
someif not mostof the cost

Insurers are likely to pay if the evalu-
ation team justifies the cost. If par-
ents need additional funding after
insurance benefits are used, they can
ask equipment dealers and/or contact
local service organizations.

Marc S. Malkin

Thanks to Elaine D.qfter, M.Ed., OTR,
FAOTA (Fellow of the American Occu-
patianal Therapy Association) for her
help in compiling this article.

roori
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The Pediatric
ChairMan MiniStander
From Perrnobil

The Benefits Are
Numerous

Front Wheel Drive And
The Fact ThatYou Can
Stand Up Are Just Two Of
Many

But Then Again,
We Were Never
Famous For Making
Compromises

0

184
CIrcli 196

,

FEBRUARY 1995 / EXCEPTIONAL PARENT 31



Transfer in'and Out of the
Bathtub Safely and Easily

Pill CLARKEI REAMan
PIROINICTS WK.

PuP - ICM Building 1003 International Drive
Oakdale, PA 15071-9223

Phone: (412) 695-2122 Fax: (412) 695-2922

Circle * 180

Our software can help
your special child!

Laureate's award-winning software is designed by
clinical experts to meet the unique needs of special
infants and children. Our FREE book, Sequential
Software fir Language Intervention, tells how
Laureate's talking programs can help your child
build critical language and cognitive skills.

Call today for your FREE copy
of Sequential Software firr
Language Intervention.

Call for a FREE
catalog and book.

1-800.562-6801

Laureate
110 East Spring Street
Winooski, VT 05404
1-802-655-4755

Circle # 45

"Now I can see my
beautiful daughter
flourishing and making
progress that I never thought
possible! Thank goodness for
a place like this schooL"

-Parent
latgagg Program

"When you fed that there isn't any answer,
when you fed there are no other options
available, DON'T GIVE UPI Our Intensive
Program makes a differtnce for students
with serious, chalienging behaviors.
We accept students who require the
specialized care that °tiler schools just
cannot provide We give our students
stated-theart educational and residential
programs free d aversives and
excessive medication.

Many d our students arrive at the New
England Center for Autism after having
had a long history of rejection and failure.
With us they receive intensive, positive,
behaviorally onented treatment that focus-
es on developing the coping skills and
appropthte behaviors which enable them
to live and work successfully with mini-
mum support Intensive Program students
participate in the full range d academic,
community, and recreational actvities pro-
vided for all d our students.

.
Let The New England Center for
Autism make a positive difference in
your child's life.

For more information on our
Intensive Program, please contact
Catherine M. Welch, MEd, Director of
Admission&

*ew

it0

61 4
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Por
The Mew England Center for Autism
33 Turnpike Rood, Seuthbotn, MA 01772

(508) 4811015
Just 20 miles florn Boston

awe4 71.
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CENTER FOR CHILDREN WITH CHRONIC ILLNESS AND DISABILITY

Project Resilience:

What Are We Learning?
After two interviews conducted
approximately 18 months apart with
the 120 families that make up the
Minnesota infant cohort, the
research team wanted to know:
Does family functioning change
following the diagnosis of a
child's chronic condition?

It turns out that most
families continue to do
well within two years of
diagnosis. Some 76
percent of the families
report there is no change
in family functioning.

However, a
significant number of
families say they struggle
with the effects of
providing care for their
child with a disability. At

INSIDE

1,

the time of the
second
interview,
21 percent of
families
report they are
experiencing a
change in their
family's ability to
function. This change in
their ability to
successfully accomplish
tasks and roles and with
their success in

-

tO

-e. 100148'0,

-prolowasocatioiotikmoo''-.
-Quit iti'r

communicating with one
another can also be seen
in the way beth the father
and the mother interact
with their child. Parents
may be a little distant,
engaging less in playful
communication.

Mothers in this group
report that characte-istics
of the chronic coneition
contribute to the stress in
their lives. Thi3 is
particularly true when
their children have
cognitive, respiratory,
sensory and mobility
disorders. Fathers report
that marital adjustment,
characteristics of the
chronic condition, and

186

DEFINITION

Resilience
The tendency

for a child,
adult or

f y to
rebound from

stressful
circumstances
or events and
resume usual

aciivity and
success.

Resilience
is the power

of
recovery.

_J

the father's depression
contribute to a decline in
the way the family
functions.

The analysis of this
data show child behavior
problems are not
determined by the
chronic condition only.
Mentally and physically
healthy parents and the
healthy functioning of
families are "protective"
factors that enhance
resilience in the first 18
months after diagnosis.
These changes might
indicate an overall
change in functioning,
but that conclusion
requires further study.
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What Kinds of Activities, Behavior &
Relationchips Promote Resilience in Families?
More and more, we find examples of children and youth
who seem to thrive despite what appear to be
overwhelming odds.

And it's not just
those like Mar lee Mat lin
who becomes an

r.ademy Award-
winning actress despite
being deaf, or Judy
Heumann who becomes
a teacher and then
Assistant Secretary of the
Office of Special
Education &
Rehabilitative Services
(OSERS) despite her
quadriplegia and need to
use a wheelchair.

S It's the 10-year-old
who, after several
amputations, writes the
humorous short story,
"The Leg with an Ego."

It's the plucky 8-year-
old with cerebral palsy
who goes to school with
your son or daughter and
is getting A's!

What makes these
children and youth able
to accomplish the
"developmental tasks of
childhood," to allow
them to "fit in" and
thrive?

Most physicians and
therapists, teachers and
social workers spend
their time diagnosing and
treating what's wrong
with a child who has a
chronic illness or
disability. Rather than
dwell on the weaknesses,
we wanted to know
"What are the strengths

of children and families?"
So we began asking these
questions more than five
years ago as part of
Project Resilience, a
longitudinal study of
factors predicting
competence in children
with chronic illness. This
study is designed to
investigate, over time, the
risk and protective
factors associated with
optimal psychological,
behavioral, and social
functioning and
development of the child
with chronic conditions
and his or her family.
Included here is a
preview of some of the
earliest findings.

Project Resilience, the Center's lonsitudinal study of children with chronic conditions, seeks to
learn what kinds of activities, behavior, and relationships promote resilience in families.

187
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Project Resilience
involves 330 children
with chronic conditions
and their families. By
design, the children who
are participating are
affected with a range of
conditionsfrom heart
disease to juvenile
arthritis, epilepsy to
blindness. That's because
we, like others, believe
that the impact of chronic
illness and disabilities on
a child's development is
more similar across
conditions and
disabilities than different.
Families respond to
questionnaires, and
trained interviewers ask
standardized questions,

Background

Just What Is A
Longitudinal Study?
The purpose of longitudinal
research is to study the lives of
children (or any group of people)
over timea long time
sometimes a generation. Researchers
at C3ID propose to study the
growth and development of
children, in some cases, from the
diagnosis of a di sability within the
first year of life zhrough to
adulthood.

conduct and record
interviews, and
videotape interactions
between children and
parents. What we learn
could influence program
and policy development.

C3ID isn't the first to
conduct a longitudinal
study of children. Many
of our assumptions come
from a 30-year study of
the roots of resiliency and
the sources of strength
and vulnerability found
in a multiracial group of
children who grew up in
poverty on the Hawaiian
Island of Kauai. These
researchers, Emmy E.

Werner and Ruth S.
Smith, show that a
balance between risk
factors, stressful life
events, and protective
factors within the child
and the environment
accounts for the range of
adaptive (and
maladaptive) outcomes
in human development.

Approximately half
of the families C3ID are
studying were recruited
within the first 18 months
of their child's diagnosis.
With this infant cohort,
research staff are
examining the course of
development from the
first year of life. The other
participants were
recruited when the
children were between 8
and 10 years of age.
These preadolescents will
help us understand the
added challenges of
adolescence. About half
of all participants live in
the Twin City area; the
other half live in and
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RESEARCHERS
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RobertWilliani Blum,
Ni.D.;Thp.;JOart
Patterstin, Ph.D.;
Randy Stinclifield,
PhD.; Mid'Ann
Garwi4;Ph.D., were-
:co-presenters at a
symposium,
"Underatanding
ResilienceAri Families
of Children With-.
Chronic Cohaifions,"
during the Annual
Meeting of the.
National 05uncil on
Family Relations held
in Minneapolis, MN,
on Nov. 8:7-13, 1994..:
The information
presented here is
based ian that
preeentat,'on.
Stinchfield and
Carwick are nrAnbers
of the DiVision Of
General Pediatrics
AdolescentHealth in
the Uniyersity of
Minnesota Medical
SChool, ahd Patterson
is in theDepartment.
of Maternal & Child.
Health, School of
Public Health,* the
University of
Minnesota. Their
research is supported,
in part, by the.
National Institute on
Disability 'and
Rehabilitation Grant
40133340019.,

around Seattle,
Washington. Our goal is
to understand what
distinguishes the child
with a chronic illness or
disability who grows up
to work well, play well,
love well and expect
good things.
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When Physicians First Talk to Parents:

Heading Families in the Right Direction
Families vividly remember the time when they learned
about their child's condition.

That's why C3ID
interviewers tape record
families' responses to
these questions:

Would you go back to
the time when you
first learned about
your child's condition
and talk about what
happened?

What were you told?

Who told you?

What were your
reactions?

Drawing on the
responses of families with
children diagnosed with

Down syndrome, families
with children diagnosed
with congenital heart
disease, and families with
children diagnosed with
both, researcher Ann
Garwick discovered most
talk about the sensitivity
of the health care
professional and the
quality of information
that person provides.

Families learning to
accept their child with
Down syndrome worry
about the future and talk
a great deal about the
future when their child
will be a young adult.
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However, parents
whose children are born
with life-threatening
heart disease recall the
fear and anxiety about
the immediate outcomes.
They describe coping one
day at a time with little
vision of the distant
future.

Interestingly, when a
child was born both with
Down syndrome and
congenital heart disease,
the issues overlap.
Sometimes what is first
on their minds depends
on the particular issue
with which they are
dealing.

This qualitative study
concludes that how
parents are informed that
their child has a chronic
illness or disability affects
how the family functions
in the first 18 months of a
child's life. Parents'
responses indicate that
health providers need to
really evaluate how they
talk to families.

Families had
negative readions to first
learning of a child's
diagnosis in the presence
of strangers or by
telephone. Many
indicated that they had
received outdated or
inadequate information.
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Families had positive
reactions to health care
professionals who were
supportive and sensitive
to their feelings, kept
them informed about
their child's condition,
and focused on their
child as a whole person.

Before talking to
families, the professional
should consider an
individual family's
backgro!md, including:
pregnancy, labor and
delivery experience,
expectations for a healthy
child, condition of the
child and parent(s),
beliefs about chronic
illness and disability,
knowledge and
experience with the
child's type of condition,
awareness of media
portrayals of the child's
condition, and the
relationship between the
family and physician.

The Center for
Children with Chronic

Illness and Disability
was established in

October, 1989, and is
housed at the
University of

Minnesota. The
organization is a

research and training
center dedicated to the

study and promotion
of psychological and
social well-being of

children with chronic
conditions and their

families.



"THEIR COMMUNITY...WITH OUR
HEIP" Residential, day, and evening
programs and services for adults
with de'elopmental disabilities.

Paid Vocational Training
Visual and Performing Arts
Daily Living/Life Skills
Therapeutic Recreation
Case Management
Health Services
Off-Campus Activities
125-Acre Wooded Environment

Annandale at Suwanee, Inc.
3500 Annandale Lane
Suwanee, GA 30174
(404) 945-8381

- ...

. .-,
.ar-

.. .

Annandale
P Village

Private, 501(c)(3)
Nonprofit Community

THE ARBORWAY SCHOOL
A 24 hour learning experience
which provides individualized ser-
vices for multihandicapped students.

1:2 staff to student ratio
clinical consultants on staff
recreational and leisure activities
vocational training & on-site work
12 month program
ages 6 through 22

Contact: Carolyn MacRae,
Executive Director
Arborway School
147 South Huntington Avenue
Boston, MA 02130
617-232-1710

CHILDREN'S CARE HOSPITAL &
SCHOOL (formerly Crippled
Children's Hospital & School) is a
private, nonprofit facility serving
over 1000 children with disabilities
and their families each year. CCHS
offers individualized, family-centered
programs through day school,

01//am's cARE outpatient, outreach, or residential
services.

HOSPITAL & SCHOOL Contact: Nathan Anderson
Children's Care Hospital & School
2501 West 26th Street
Sioux Falls, SD 57105-2498
(605) 336-1840 or (800) 584-9294

1
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A VERY SPECIAL CAMP FOR
SPECIAL NEEDS CAMPERS
A co-ed residential camp for the:

Learning Disabled, ADD.
Neurologically Impaired.
Mild-Moderate MR.

Located in beautiful High Falls in
the Catskill Mts. of NY state.
2, 4, 8 wk. sessions. Highly qualified
staff. 33rd year. Free brochure.

Camp HuntingWn Contact: Bruria K. Falik, Ph.D.
33rd Year Camp Huntington

56 Bruceville Road
High Falls, NY 12440
(914) 687-7840 s y

WI 0 A

Crystal Springs School I

A PROGRAM OF THE
INSTITUTE FOR DEVELOPMENTAL DISABILTIES, INC.

Providing quality residential, special education and treat-
ment services in a professionally caring, homelike environment
since 1953.

30 acre campus in Southeast Massachusetts, close to
Boston, Cape Cod, Providence and Newport, R.I.
Programs for severely and profoundly multiply handi-
capped children and young adults from birth - 22, Including
those young people characterized as medically fragile.
365 day programs providing 24 hour nursing availability.
Licensed by the Massachusetts Office for Children.
Approved by the Massachusetts Department of Education.
Member of the Massachusetts Association of Approved
Private Schools.

For inforrrgtion, Please Call:
Admissions Coordinator

1-800-840-8087 (508) 644-3101
Circle # 124

WILLOW RIVER FARMS
An active organic farming and artisan community
meeting the special needs of men and women with
mental retardation.

At Willow River we offer...

O A family-based home environment that
incorporates traditional values

O A setting that fosters personal growth,
independence, and self respect

O Opportunities for productive work through
individualized programming

O A hume for persons age 21 and older

Contact:
Jimmy R. Haskins,
Ed.D., Director
Willow River Farms
P.O. Box 450

San Felipe, TX 77473

go

WILLOW MU MIVAS

Operated by:
Center for the

Retarded, Inc. (CRI)
Houston, TX

B.R. (Bill) Walker, Ph.D.
E i Dxecut ve irector

CALL (409) 885-4121
CIrclo # 91
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FREE! .Re...as.soi-Q.. Filef...aottnOliet..

Refbas.suret,

available only
through HDISI

MAT ITOTECTION! Our Gel-Dry Polymer.. absorbs
30 times its own weight in wetness making
embarrassing leaks a thing of the past!

MAT Fill Our Back-Guard Elastic-. creates a
snugger fit in the waist and puts an end to nighttime
leakage!

NEAT FEW Our Skin-Sofi Lining- feels silky
smooth against your skin! You'll forget you're
wearing an absorbent product!

To receive a FREE sample of Re.as.sure- send your name, address and phone number
along with $1 for shipping and handling to: FIDIS, 1215 Dietitian Industrial Court,
Olivette, MO, 63132. Please check what size brief you need:

0 Small 22-32" waist, U Medium 33-41" waist, U Large 42-54" waist.

ft
MIDIS

Question?
OaH 1-100-5311-1036

Coppight 1995. HMS. 24/42

Name

Address

City. State. Zito

Phone (

Circle e 14mall HEADGEAR ADAPTIVE TOYS

0

A
0
A

c
I

Can you
see it ?

The 6611 Clear
Chest Support

L-71

The Anterior Head Support

Soft Frontal and Lateral
Support

Please Call: Danmar Products, Inc. (800) 783 -1998
MO, i82
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Nos Product & Sunk* hdorsolloa
A SPECIAL SERVICE FOR ErCEPTIONAL PARENT READERS!

Thls Reply Card enables you to receive FREE information about
products and services seen in &motional Parent

HOW to use this service:
1. Locate the number at the bottom of each ad or refer to the

Directory of Adiertisers.
2. Crete the numbers on the Repty Card that correspond to the

companies or products Mout which y011 would like to receive free
literature.

3. M in your name and address on the card and mail the Postage-
paid card. YOU Will rOCeiVe free literature from each company for
which you circled a number.
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Please answer the following questions.

A. Are you a subscriber to Exceptional Parent?

0 Yes 0 No (If no, please see the subscription card in this issue.)

February 1995

Name
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Address

City State Zip

Phone Fax

B. Are you the PARENT or MEMBER OF THE FAMILY of a child or young adult with a

disability or special health care need? 27; Yes 0 No

Free product & service information order card*
FAX this card to 413-637-4343 for quicker response

C. Are you a HEALTH CARE PROFESSIONAL involved in the care of children or young

adults with disabilities or special health care needs? Yes 0 No

If Yes. =T_21 Physician 0 RN C Physical Therapist

we you a 0 Occupational Therapist 0 Speech Patho'ogist. Audiologist

0 Other please indicatei
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opment of children with disabilities? 0 Yes 0 No

If yes, please explain

F. Have you ever bought or recommended a product or service ya saw
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Market Place

Consulting

Poynter Educational Partners
P.O. Box 42829-1001
Houston, TX 77242-2829
(713) 568-7954
Call for FREE Guide for parents &
FREE 20 minute consultation for
education/social skill problems or
write for FREE copy of Guide.

Communication Device

Wayne Cowdy
-Adamiab
33500 Van Born Road
Wayne, MI 48184
313-467-1415
Lynx MC Device, digitized speech
direct select, switch access, visual /
auditory scanning. Activates battery
operated toys. Perfect tra:ning for
preprimary or early intervention.
Cause and effect reinforcement
through battery operated toys.
$250 (includes shipping).
Also available: Hawk MC Device
Touch-panel activated, simple to
program. $250.

-Cribs & S'outh Beds'

HARD Manufacturing
230 Grider Street
Buffalo, NY 14215
(800) USE-HARD
The #1 mfg. sets the standard for
safety in hospitals. 216 colorful
models available. HARD will adapt
products to meet your special
requirement.

Equipment 'Dealers

Massachusetts

Atiantic Rehab., Inc.
81 Rumford Ave.
Waltham, MA 02254-9055
(617) 894-0069
Atlantic Rehab. specializes in
Pediatric Mobility and Seating.
Sales and Service. Please call for
more information.

New York

Dowd Medical
1010 Main Street
Buffalo, NY 14202
(716) 883-8188
Dowd has been serving the area
since 1930. For personal service
and quality equipment call Dowd.

Free Catalogs

Conswner Care Products, htc.
P.O. Box 684
Sheboygan, WI 53082-0684
(414) 459-8353

Incontinence

Access Medical Supply
2006 Crown Plaza Drive
Columbus, OH 43235
(800) 242-2460
ATTENDS YOUTH BRIEFS fits chil-
dren 35-75 lbs. $51.95/cs (96),
Free Delivery. AlsoDepend,
Serenity, other items. Manufacturer's
coupons accepted. Free Catalog!

Duraline Medical Products
324 Werner St., PO Box 67
Leipsic, OH 45856
800-654-3376
Call DMP for all your incontinent
needs such as briefs, pants, pads
and liners, as well as skin care
products. Call for FREE catalog!

BOOKS. AUDIO/VIDEO

& EDUCATIONAL MATERIAL

t o .

TOM Books
Approved by the American
Academy of Pediatrics. These
upbeat stories with warm, colorful
illustrations address real issues
found in the lives of real children
with disabilities. Provide a bridge of
understanding for your children with
disabilities, siblings & friends. FREE
Brochure. Jason and Nordic
Publishers, PO Box 441,
Hollidaysburg, PA 16648.
FAX (814) 696-4250

atalogs''

FreeThe NEW Special Needs
Project Book Catalog
The best books from all publishers
about disabilities. Comprehensive
resources for parents, children &
professionals. Special Needs
Project, 3463 State Street, Santa
Barbara, CA 93105, (800) 333-6867.

Educational Materials

FreeThe 1995 Woodbine
House/Spectal-Needs
Collection, a catalog of excellent
books for parents, children, and
professionals on autism, CP, Down
syndrome, Tourette syndrome,
mental retardation, visual impair-
ment, physical disabilities, special
education, and more. Woodbine
House, 6510 Bells Mill Road,
Bethesda, MD 20817,
(800) 843-7323.

Interax Video
Sign Language Course
Illustrates 1200+ signs based on
ASL. Six videos with 6.5 hrs.
Graphics provide reference of
equivalent English word. Free
Brochui e. $199 (+$4.50 s&h).
Interax Training, Inc., PO Box
473106, Garland, TX 75047-3106,
(800) 242-5583.

1215 Dielman Industrial Court
Olivette, MO 63132
(800) 538-1036
See our ad in this issue.

Summers Laboratories, Inc.
Collegeville, PA 19426
(800) 533-SKIN (7546)
Triple PasteTM for diaper rash and
chronic irritation. Used at leading
children's hospitals. Available with-
out prescription. Call now for free
treatment information.

Monitoring Systems .

Care Electronics
5741 Arapahoe Rd., Suite 2A
Boulder, CO 80303
(303) 444-CARE (2273)
WanderCARE Systems notify care-
givers when their wanderer leaves
home. Locate them up to ONE
MILE away. FREE catalog!

Software

UCLA Microcomputer Project
1000 Veteran Avenue/Rm 23-10
Los Angeles, CA 90024
(310) 825-4821
Catalog of dev. appropriate software
for children w/disab. 18 mths-5 yrs.
Apple, Mac, IBM, cause/effect,
game format, basic preschool
concepts

Toys & Hobbies

TFH (USA) LTD.
4537 Gibsonia Road
Gibsonia, PA 15044
(412) 444-6400
FREE CATALOG! Fun and achieve-
ment products for children with
special needs. Call or write for more
information

I a

Connecticut

Drive-Mastec Inc.
9 Spielman Road
Fairfield, NJ 07004
(201) 808-9709
Full service mobility center: raised
tops/doors; drop floors; custom dri-
ving equipment; distributors for
Mobile Tech., Crow River lifts,
Ricon, IMS, EZ Lock, and EMC
touch pad systems. 41 yrs. of ser-
vice to the disabled community.
Please call for more information.
NMEDA member.

Indiana

Fotward Motions
214 Valley Street, Dayton, OH 45404
(513) 222-5001
Full-size/Mini-Van modifications,
new/used lifts, drop floor, raised
roof, lockdowns, driving equip.
NMEDA member. Owned by person
with disabihty.

Fotward Motions
214 Valley Street, Dayton, OH 45404
(513) 222-5001
Full-size/Mini-Van modifications,
new/used lifts, drop floor, raised
roof, lockdowns, driving equip.
NMEDA member. Owned by person
with disability.

.194

New Jersey

Arcola Mobility
51 Karo Road
Carlstadt, NJ 07072
(201) 507-8500/(800) ARCOLA-1
New-Used-Trade-Lease-Buy. Full
sized, mini, rear and side entry. We
carry products from the following
manufacturers: Braun, Kneekar,
Vantage, Ricon, and Pick-A-Lift. If
we don't have it, we'll find it!
Financing is available. NMEDA
Member. Please call for more info.

Ddve-Master, Inc.
9 Spielman Road
Fairfield, NJ 07004
(201) 808-9709
Full service mobility center, raised
tops/doors; drop floors; custom dri-
ving equipment; distributors for
Mobile Tech., Crow River lifts,
Ricon, IMS, EZ Lock, and EMC
touch pad systems. 41 yrs. of ser-
vice to the disabled community.
Please call for more information.
NMEDA member.

New York

Arcola Mobility
51 Karo Road
Carlstadt, NJ 07072
(201) 507-85007(800) ARCOLA-1
New-Used-Trade-Lease-Buy. Full
sized, mini, rear and side entry.
We carry products from the follow-
ing manufacturers: Braun, KneeKar,
Vantage, Ricon, and Pick-A-Uft. If
we don't have it, we'll find it!
Financing is available. NMEDA
Member. Please call for more info.

Drive-Master, Inc.
9 Spielman Road
Fairfield, NJ 07004
(201) 808-9709
Full service mobility center, raised
tops/doors; drop floors; custom dri-
ving equipment; distributors for
Mobile Tech., Crow River lifts,
Ricon, IMS, EZ Lock, and EMC
touch pad systems. 41 yrs. of ser-
vice to the dismbled community.
Please call for more information.
NMEDA member.

Ohio

Fotward Motions
214 Valley Street
Dayton, OH 45404
(513) 222-5001
Full-size/Mini-Van modifications,
new/used lifts, drop floor, raised
roof, lockdowns, driving equip.
NMEDA member. Owned by person
with disability.

Pennsylvania

Ddve-Master, Inc.
9 Spielman Road
Fairfield, NJ 07004
(201) 808-9709
Full service mobility center, raised
tops/doors; drop floors; custom dri-
ving equipment; distributors for
Mobile Tech., Crow River lifts,
Ricon, IMS, EZ Lock, and EMC
touch pad systems. 41 yrs. of ser-
vice to the disabled community.
Please call for more information.
NMEDA member.
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LIVING AND LEARNING
IN THE COMMUNITY

With its unique model, The Evergreen Center has a history of successfully
transitioning students to less intensive community settings.

Evergreen students live in actual community settings traveling to and from
tchool each day through the Blackstone Valley (MA) countryside. With
trained professionals, they learn basic skills in the classroom, in the
community and in their residence.

Students receive vocational training and experience real work opportuni,
ties. Students are supported with behavior development programs, medical
and family services, and physical, speech, or occupational therapy.

Our Students' Challenges
Autism Hearing/Sight Impairment
Mental Retardation Severe Maladaptive Behavior
Physical Disability

The Evergreen Center is a licensed, private, non-profit residential school
offering students and their families from across the country and abroad
residential programming 12 months a year. For more information call or
write Robert F. Littleton, Jr., Executive Director.

EVERGREEN CENTER
345 Fortune Blvd., Milford, Massachusetts 01757
1-508-478-5597
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COTTING SCHOOL
"Congratulations. You've Just Found
a Place _Pr Your Child to Thrive."

Mv1::' 11 ' 7771
i; P. ''' . . blr- . : - I

1
1.- I

148 IPC 41

Cotting School is a 766-approved day school in Lexington,
Mass. serving children and young adults, ages 3-22, with a
variety of physical, medical, and learning challenges.

Cotting's program features: physical, occupational and
communication therapies art, music and drama classes

prevocational and off-campus internship programs
basketball and track & field teams--and more--all under one
roof I We give your child every opportunity to succeed.

At Coding School, your child will be nurtured
and stimulated, not set apart.

For more information or a tour, call Bob Driscoll, Director
of Admissions, at (617) 862-7323.

circie # 181
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"MAXIMIZING INDWIDUAL
POTENTIAL'
Community-based, positive learning
environment for difficult-to-place
children, adolescents and young
adults with MR. autism, communica-
tion disorders, challenging behav-
iors, and developmental disabilities.

12-mo. day/residential programs.
10 miles west of Boston.

Contact: Admissions Director
The Learning Center
411 Waverley Oaks Road
Waltham, MA 02154
(617) 893-6000

'EAr.bgaNAstIe
1).,6894374

,,(261) 086;8355.

Incontinence Urological Ostomy

Skin Care Wound Care

FREE 50 page catalog featuring

the latest information and products.

Competitive prices

Helpful Customer Service

Call 800-228-3643
Today for a free catalog!

(Mon. N. 8 AM to 5 PM Pacific Time)

jarRE.SEARCH
IINMEINCAL

10% o pretax profits go to medical research

pN-
°IRE INC.

"...non-profit partnership of parents
and professionals dedicated to improving
the newborn intensive care experience and

future for babies, families and caregivers."

11th National Conference
"The Crossroads of Prenatal,

Neonatal and Postnatal Care"
March 8-11, 1995
Columbus, Ohio

Speakers:
Marianne Neifert, M.D., ("Dr. Mom") pediatrician, author
Bess Armstrong, parent and actress
.1. Joseph Rubio, Director, Chapter Program Services, March of Dimes
Sherokee Ilse, parent and author

Infertility
Anteparturn, Neonatal
Chronic Illness
Post-NICU

Clinical/Psychosocial Topics
Support Group Sessions
Child Care Available
Parents Day

For registration brochure, poster session guidelines, exhibit
application or scholarship information, contact: Parent Care, Inc.,
9041 Colgate Street, Indianapolis, IN 46268-1210: Phone & FAX
(317) 872-9913

4
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BEAM' II
This no-lift transfer system
helps parents lift a child
while reducing the risk of
back injuries. It also makes it
easier for children to transfer
by themselves. This shorter
version of the BeasyTrans
accommodates space restric-
tons m home settings, espe-
cially in the bathroom. The
circular seat rotates 360
degrees and slides laterally.
Beatrice M. Brantman, Inc., Lake Forest, IL

Circle # 195

STEP ON rn
Keyboard
control
pedals
offer easier
access and
greater

productivity for amputees, people with limited hand abil-
ities or blind touch typists. Three electronic foot
switches are programmed by the user to assign and reas-
sign any three keyboard keys to floor operation. Compat-
ible with any IBM PC or clone, 286 and higher.
BILBO Innovations, Inc., Madison, WI

Circle # 196

ALADDIN

:11F

--

This personal reader is afford-
able for parents and easy for
a child to use. Magnification
is selected by the user. The
reading table allows viewing
of heavy reading material
including dictionariesand is
designed to fit in the home,
classroom or office. Has a
five-year warranty and a 30-
day money-back guarantee.

ThieSensory Corporation, Mountain View, CA
Circle # 197

STEP 'N GO STAND UP CYCLE
-7 For recreation or physical

therapy, this stand-up cycle
may be the answer for dui-

' dren with head injunes, cere-
bral palsy or limited lower-
limb range of motion Little
bal?Ince is required for riding,
mounting or stopping. A trea-

r4 dle motion allows short, large
or uneven steps to power the
cycle The "backwards trian-

gle" design creates a stable base.
Treadle Power, Inc., Charlotte, VT

Circle # 196

ASSISTIVE DEVICE CLASSROOM DESK
Portable and height-acbustable,
this desk is specifically
designed for wheelchair users.
The top's inset tilts and stops at
various angles for easier view-
ing of textbooks and papers.
Options include a book box,
which can be attached to either
side of the frame, and a full
computer work station with a pivoting monitor stand.
EBM Corporation, Gladwin, MI

Circle # 199

CHILD GUARDIAN PLUS
This child locating
system and home
care paging alarm
also acts as a per-
sonal or property
alarm. The parent
carries an electronic
transmitter while the
child wears the receiver alarm around the waist in a
fanny pack. For home care use, the child uses the trans-
mitter to activate the receiver alarm when assistance is
needed.
Direkt Inc., Springfield, VA

Circle # 200

The ABLEDATA database of assistive technology and rehabilitation equipment contains information on more than
19,000 products for persons of all ages who have a physical, sensory or cognitive disability. Products arechosen for
this page by the ABLEDATA staff based on their specific applicability to or design for children with disabilities. The
circle numbers in each listing are to be used on EXCEPTIONAL PARENT'S "Free Product & Information Card." Readers can
circle a number on this issue's card (page 46) to get more information on any new product featured above. Please

allow three to four weeks for delivery of tile information.
For more information on assistive devices, or to submit product information for the database (andpossible inclu-

sion on this page), contact ABLEDATA, 8455 Colesville Rd., Ste. 935, Silver Spring, MD 20910-3319, (800) 227-0216,
V/77Y, (301) 588-9284, WITY or (301) 587-1967, FAX.

4* 196
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INNIS

Age-

Kennedy Krieger Institute...providing quality
services for youngsters of any age WU':

Assistive Technology Needs
Motor and Language Delays
Metabolic Er Degenerative Diseases
Learning Problems and Disabilities
Mental Retardation
Head Injury
Birth Defects
Cerebral Palsy
Feeding Disorders
Behavior Problems
Down Syndrome
Other Special Needs

Children's
laughter is
music to
our ears.
Our dedicated staff at the
Kennedy Krieger institute
is devoted to helping chil-
dren and adolescents with
physical, mental or educa-
tional disabilities. Through
diagnosis, treatment and
education, we can help
find the key that unlocks
the future for your child
and your family.

Kennedy Krieger Institute
A aimprebetaiue roam for
charm with &oddities

Call us to talk about your concerns, slight
or severe. We can help.

(410) 550-9400 / 1-800-873-3377
707 North Broadway
Baltimore, MD 21205

Circle # 70
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2 positioned in SITTING, SEMI-STANDING, z
I- or STANDING to optimize access 71
II/ to the environment. 0I II
I- Features 0

Electzonic Speed Controls
Multiple Switch Options

Proportional Joystick Control
Radio Remote Control

Six Models Available

Peed%

1-800-950-5185
INNOVATIVE PRODUCTS, INC.

Grand Forks, ND 58201
Circle # 110

Barrier Free Lifts
BARRIER FREE CEILING LIFTS ARE

Used independently!
Most physically challenged people can
transfer themselves unassisted.

Air tube controlled!
No electricity to the user!
No chance of being shocked!
Can operate while in water!

Multi-directional!
Vertical & horizontal motion at the push
of a button.

Battery operated & no maintenance!
Batteries are automatically recharged
each time the lift is used.

Helping You Achieve Greater Mobility

Barrier Free Lifts, Inc.
P.O. Box 4163 Manassas, VA 22110
(703) 361-6531 FAX (703) 361-7861

1-800-582-8732
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by David Hirsch, M.D.

Toilet Training

QWe have a seven-year-old daugh-
ter who is blind due to retinopa-

thy of prematurity and has an
amputation of her right leg above the
knee for which she wears an artificial
limb. She has mild cerebral palsy and
is unable to sit unsupported. She
often gets constipated.

We are trying to toilet train her but
we are having problems because we
have to remove her prosthesis to put
her on the toilet. This causes her to
become even more unbalanced. We
think that toilet training is very impor-
tant Do you have any suggestions?

A I agree that toilet training is
important for your daughter, not

only for purposes of hygiene but also
for her self-esteem. However, it is
important not to toilet train her
before she is ready. That could delay
the process and even make her con-
stipation problem worse. However, if
she shows the proper interest in toi-
let training, you can try it.

First, you need to set up
a mechanism so your

Ask the Doctor is a .

regular department qf
EXCEPTIONAL PARENT in

which orations are
answered by David
Hirsck M.D., a pediatri-
cian andmember qf the.
Editorial Advisory
Board qf EXCEPTIONAL

PARFAIT. Dr Hirsch. is a
partner in Rwenix
Pediatrics, Ltd. in Phoenix, Arizona. He specializes in treating thildten with
developmental disabilities and chronic illnesses.

Since Dr Hitt& is responding to letters and has not examined the child in
question, parents need to review his suggestions with the child's regular
physician and other mrpropriste prqfessionals. When Dr. Hirsc.h mentions
spec& prodUctsor medications, he is illustrating his suggestions; he is not
endorsing any sPecific products.

7h submit a oiestion, write erfar Ask the Doctor, EXCEPTIONAL PARENT, 209
hiarvantStivet, Slate 303, Broaithaa MA Cd146-5005, Faz. (617) 730-8742.

daughter can sit on the toilet without
losing her balance. This is essential for
any child who is being toilet trained.
You may want to have something she
can hold onto with her hands.

If she is still small enough, you
may be able to use a toilet seat or a
potty chair, which is less intimidat-
ing. Take her to the toilet any time
she asks to go. In addition, try taking
her to the toilet after meals or at a
time of dasy when she typically has a
bowel movement.

Constipation will make toilet train-
ing more difficult Try to increase her
liquids in the form of natural juices
and water. Unless she is on a special
diet, you can increase the amount of
fiber in her diet by increasing fruits
and vegetables and decreasing the
more constipating foods such as
dairy products.

Clearly, you have come a long way
with your daughter. Be patient, and
toilet training will be another obsta-
cle she will overcome.
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Immimmimmigimemmmi
The New LeisTech
Positioning Chair!

Tired of the
institutional looking
positioning chair?

Take a look at this
finely crafted piece
of furniture.

The LeisTech chair correctly

and comfortably positions
the involved child for both
classroom and home activi-
ties. Allows for years of

growth and is easy to adjust.
Available with a tilt in space

option, and custom modifi-
cations to meet the needs of
each child.

smismanommanommo
Adaptive Design Labs, Inc.

15 Standish Ave.
West Orange, NJ 07052

Phone (201) 736.4443
Fax (201) 736-3673
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by Richard Epstein

SSI Rejections and Appeals
QOur 12-year-old son is blind and
mentally retarded. He also has

cerebral palsy and hydrocephalus.
Costs for his care are astronomical.

Several years ago, I applied for SSI
for him because the level of his dis-
abilities make him eligible for the
benefits. After several interviews and
countless forms, he was ruled ineligi-
ble because our income was too
high. While our income seems high,
once you start subtracting the cost of
all my son's special needs, very little
remains for the rest of the frankly.

I accepted the ruling. Since then, I
have read that appeals are almost
always successful. Is that true? Do
you think that our family would have
a chance of winning an appeal now?

B.F, Virginia

AThis problem occurs frequently.
It is frustrating for families with

average or above-average incomes.
SSI and the Medicaid health insur-
ance benefits that generally accom-
pany it were designed to meet the
needs of people with limited incomes
who have severe disabilities.

Although a family with average or
above-average income may not have
enough money to meet all of their
child's special needs, family income
may make the child with a disability
ineligible for SS1 or Medicaid.

Exceptions to income rules
There seem to be two exceptions to
the eligibility rules. First, there is a
special provision in the regulations
for Medicarerather than Medic-
aidcoverage for a child with kidney
failure, even when a family's income
exceeds the general Medicaid limits.

Second, t here is a special waiver in
the Medicaid regulations that pro-
vides for Medicaid coverage when a
child with a disability is hospitalized
and where at-honte treatment would
be appropriate and is less expensive

than hospital-based treatment. In
some states, this special waiver may
apply even when the family's income
is higher than the usual Medicaid
guidelines. Aside from those excep-
tions, a family must meet eligibility
rules to qualify for SSI or Medicaid.
However, the rules can be rather
complicated. And since eligibility
rules differ from state to state, the
situation is more complex than for
other government programs.

In addition, eligibility rules in
regard to income are different for SSI
and Medicaid in many states. Several
states, for example, have special
rules that allow a family to deduct
the cost of some medical expenses
for a child with a disability in calcu-
lating total family income. Those
rules, however, generally apply only
to Medicaid eligibility, not to SSI.

I think that rejection of an
SSI/Medicaid application should
almost always be appealed, at least
to the first level. The general rule is
that an appeal should be tiled within

, 60 days of a rejection. However, it's
never too late to consider filing an
appeal or a new application.

Thcl e are four different levels of
appeals; they usually follow a
specific order. The first level involves
a request that another person within
the local Social Security office review
the application. If that does not result
in a satisfactory decision, the second
ley( ' involves a hearing before an
administrative law judge.

The third level involves a review
by the Social Security Administra-
tion's Office of Hearings and Appeals.
And the fourth level involves filing a
lawsuit in federal district court.

Appeals often result in a decision
to grant SSI and/or Medicaid benefits,
but there is no guarantee. However,

! the appeals process is fairly simple.
isually, you do not need an attorney,

1

except at the federal court level.

\
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The Arc, a national organization on
mental retardation, offers free infor-
mation on SSI and SSI appeals. Con-
tact The Arc, 500 E. Border St., S-300,
Arlington, TX 76010, (817) 261-6003
(voice), (817) 277-0553 (TrY). Ask
for Social Security and SSI Benefits
For Children With Disabilities and
Appealing a Social Security Disabil-
ity Benefits Decision. Send a self-
addressed, stamped envelope.

The Social Security Administration
also has two free booklets available
on SSI benefits for children with dis-
abilities. Copies may be available at
your local Social Security Adminis-
tration office. Or call (800) 772-1213
(voice); (800) 325-0778 (TrY).

You can get advice on appeals
from your iocal legal services office.
Contact the National Legal Aid and
Defense Association, 1625 K St., NW,
Ste. 800, Washington, DC 20006,
(202) 452-0620 (voice) for the nearest
office. Local Protection and Advo-
cacy offices may be helpful, too. Call
the local bar association for the near-
est office.

Richard Epstein answers readers'
questions about health insurance.
Send questions to
ExcEPrIoNitt, PARENT,

209 Harvard St.,
Ste. 303, Brookline,
MA 02146. Fax questions
to (617) 730-8742.

If your question relates
to a specific health insur-
ance claim, please include copies
of any materials you've received
from the insurance company.
(Please, don't send originals!)
Include your address and phone
number. 7b ensum privacy, only
your initials and state will be
used in the column. Due to time
constraints, it is not possible to
respond to letters individually.
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Networkin_g
Information from The National Parent Network on Disabilities

The National Parent Network
on Disabilities

Board of Directors
Matta Anchondo
TASK, Anaheim, CA

Dianna Ault
Advocates for Children of New York,

Long Island, NY

Margaret Burley
OCEHC, Marlon, OH

Joanne Butts
Washington PAVE, Tacoma, WA,

President

Connie Cur lin
Vermont Parent Information Center,

Buffington, ,ST

Diana Cuthbettson
Statewide Parent Advocacy Network

RAN), Westfield, NJ,
Past President

Joseph Garcia
Touchstones, Seattle, WA

Paula Goldberg
PACER Center, Minneapolis, MN

Connie Hawkins
Exceptional Children's Assistance Center

(EcAq, Davidson, NC,

Bonnie Johnson
Arkansas Disabilities Coalition,

Little Rock, AK

Joan Kilburn
MATRIX, A Parent Network

& Resource Center,
Mill Valley, CA, Treasurer

Sue Pratt
CAUSE, Lansing, MI

Pat Smith
Georgia/ARC, East Point, GA,

Parliamentanan

Pam Steneberg
Disability Rights Education & Defense

Fund (DREDF), Berkeley, CA,
Vice President

Janet Vohs
Federation for Children with
Special Needs, Boston, MA,

Secretary

Patricia McGill Smith
Executive DirectorINI

DON'T FORGET

Mark your calendars! NPND's
next Annual Meeting will be

held in Washington, Sept
30-Oct. 2, 1995. Contazt NPND

for more information.

Thanks
NPND wishes to acknowledge and
thank American Airlines and the

National Association of Medical
Equipment Suppliers for generously
supporting our 1994 Annual Meeting

and Reception.

IDEA at Crossroads in New Congress
As Exceptional Parent went to press, the
104th Congress had been in session for two
weeks. Although the first 100 days of this ses-

sion are dedicated to passing the major com-
ponents of the Republican's "Contract with
America," the Individuals with Disabilities
Education Act (IDEA) is also scheduled for
reauthorization during this session.

It appears that IDEA will be attacked in a
variety of ways during the reauthorization
process. This Networking is devoted to pro-
viding information for parents and profession-
als to respond quickly from an informed point
of view.

Included are summaries of potential attacks
on IDEA, along with positions of the National
Parent Network on Disabilities (NPND). For a
full understanding of these issues, NPND
encourages family members and professimaz
to join NPND's Family Action Network (FAN).
FAN will keep you up to date with develop-
ments in Washington.

HERITAGE FOUNDATION RECOMMENDS REPEAL

The Heritage Foundation, a conservative Wash-
ington think tank, has recommended the repeal
of 24 laws as part of a briefing for new mem-
bers of Congress. IDEA was one of these laws.

NPND Position: This challenge to IDEA has
the greatest ramifications. While Part B of
IDEA (all procedural safeguards regarding
access to a free, appropriate education) is per-
manently authorized and dces not face the
challenges of reauthorization, it can be
repealed. It is impossible to estimate how real
the threat of repeal is at this time. It is
significant, however, that the repeal has even
been mentioned to new members of Congress
who have not participated in previous discus-
sions of this legislation.

UNFUNDED MANDATES

Senate Bill #1 (S1), principally sponsored by
Republican Sen. Dirk Kempthorne of Idaho, is
a bill which would limit Congress from impos-
ing mandates on states without authorizing
federal funds to help implement the mandates.
SI and its companion bill in the House of Rep-
resentatives are racing towards passage. It
appears that both IDEA and the Americans
with Disabilities Act (ADA) will be exempt
from this legislation, although there has been
no written assurance of this from the many
co-sponsors of these bills.

NPND Position: NPND remains concerned
because some of the criticisms of IDEA and
the ADA have categorized these laws as
unfunded mandates. As defined by SI, it
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Megan Donnelly plays with Miss Ameriea 1995,
Heather Whitestone, and NPND executive direc-

Patrickt McGill Smith. at the Herald Center
Thys "R" Us store in New York City during the
unveiling of the second edition of the TOY GUIDE

FOR DIFFERENTLY-AM,ED

appears that these laws are not unfunded
mandates. NPND opposes any amendments to
the legislation that would deem IDEA and the
ADA unfunded mandates.

APPROPRIATIONS

Key members of the new House leadership
have announced that the budget resolution
will be the "transformational" document of
this Congress. Congress can effectively abol-
ish programs by failing to fund programs.
Accordingly, programs do not have to be
repealed, just not appropriated. Given the
massive amount of cuts needed to balance the
budget, it seems likely that the programs we
care aboutlike SSI (Supplemental Security
Income), IDEA, Medicaid and otherswill
suffer significant cuts.

NPND Position: The budget offers many
opportunities for cutting. No programs
should automatically be taken off the table.
All waste should be cut. In particular, defense
spending should be reduced (along with
many other programs) and not increased as it
is now proposed.

These are just a few of the pressing concerns
that face us in the current Congress. Every-
thing is on a fast rack! Things seem to change
hourly. We must be more vigilant than ever.

In the words of Justin Dart, "We are now in
the Valley Forge of our movement." We must
remain unified! We must act to defend the
rights of people with disabilities tild the pro-
grams that empower us all.

FEBRUARY 1095 / EXCEPTIONAL PARENT 55



Our prices make
everyone happy!

Send for a free catalog
of adaptive
equipment.

otn-

equipment
P.O. Box 33 Bedford, MA 01730
(617) 275-7681 Fax (617) 275-4094

Circle # 123

Life Planning
Should Be AT

Team Effort
Every month, Estate Planning for Persons
with Disabilities (EPPD) provides
essential information and guidance to
hundreds of families with a son or
daughter who is disabled. Our national
network of attorneys and estate planners
helps to develop comprehensive life plans
including wills, special needs trusts,
guardianships, advocacy, balancing
private and government benefits. EPPD
provides FREE initial interviews to
determine needs and FREE group
seminars for parents. EPPD is not a
guardianship or master trust, but assists
parents in locating services necessary to
provide a secure future for their loved
one. Call today to receive a FREE
brochure and the location of your nearest
EPPD representative.

Richard W. Fee
Executive Director

National Office

1200 Corporate Drive / Suite 330

Birmingham, Alabama 35242

800-448-1071

ESTATE
PLANNING FOR
PERSONS WITH

DISABILITIES
A Division of Protective Life

Insurance Company

Circle # 31
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Family Action Network to Save IDEA
The Family Action Network (FAN) to Save IDEA is NPND's
special project to ensure that chilA_ren with disabilities main-
tain their federal right to a free, appropriate public education.

WHY FAN Now?

Some members of the new Congress are seriously consider-
ing declaring IDEA an "unfunded mandate." Additionally, the
Heritage Foundation, a conservative think tank, has called
for the repeal of IDEA. If IDEA is repealed, children with dis-
abilities will only have the rights granted by their states.

PART II OF IDEA

If IDEA becomes defined as an unfunded mandate, children
may lose services through Part H, a 1986 amendment to
IDEA that does not require states to provide early interven-
tion to children from birth to age three, but offers federal dol-
lars to states interested in serving this age group. If IDEA is
nullified, children will receive only the services each state
decides to provide.

WON'T THE COURTS PROTECT MY CHILD?

If IDEA is repealed, the last 20 years of court decisions will
be meaningless. There will no longer be a federal law on
which to back court decisions. NPND worries that if the fed-
eral law is nullified, states will also decreaseor even elimi-
nateservices.

WHY DOES NPND THINK IDEA MAY BE REPEALED?

Although they have not said it outright, many members of the
new Congress have indicated that IDEA will be seriously
weakened, if not done away with altogether. Members of
Congress are being urged to repeal IDEA by our opponents.
Coupled with the movement to declare IDEA an unfunded
mandate, it is distinctly possible that IDEA will not survive
the 104th Congress.

EVERYONE CAN HELP

You can help save IDEA byjoining FAN. FAN members will
receive quarterly newsletters with updates on how IDEA is
faring in Congress. Alerts of timely information and requests
to take action to help save IDEA will be sent when necessary.

PROFESSIONALS WELCOME

NPND urges educators and other professionals who work
with people with disabilities and their families to join as a
"Friend of FAN." We need all the friends we can get!

Family Action Netwoek
Please complete and return this form to NPND to jcin FAN. Alerts and newsletters will

start arriving as soon as your subscription form is received by NPND.

Yes, I want to help save IDEAl

Name

Address

Phone (home) (work)

Fax

Congressional District

I belong to an electronic mail system YEs No

Name of system E-Mail address

; pi a family subscriber. I have enclosed a check for $25.

am a friend of FAN and equally committed to the fight. I have enclosed a check

for $25.

I am so concerned about IDEA, I have enclosed an additional contribution of .

National Parent Network on Disabilities, 600 Prince St., Ste. 115, Alexandria,
VA 22314, (703) 684-6763 (Valli, (703) 836-1232 (tax).
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Kyle is the newest
ngular on THE Puz-
zu PLACE, a PBS
series teaching
preschoolers to cele-
brate diversity. Kyle,
who uses a wheel-
chair, nw.kes his
debut in the "Willing
and Able" episode,

scheduled to air Thunday, March
9. Check local television listings.

The National Parent-to-Parent
Support and Information System
(NPPSIS) is a matching service
recently funded by a four-year grant
from the Maternal and Child Health
Bureau NPPSIS is creating state fact
sheets listing health care reform mfor-
=non, resources, government con-
tacts, medical services and parent
advocates. They also keep track of chil-
dren, diagnosed and undiagnosed,
whose parents are looking for a match.

At Devereux...
a helping hand is just a phone call away

NPPSIS tnes to match parents with a
"veteran parent" who has an older child
with a surular condition and is willing
to provide guidance and support

To sign up as a parent in search of a
match, a parent willing to serve as a
veteran or bothcontact NPPSIS, PO.
Box 907, Blue Ridge, GA 30513, (800)
651-1151 (V/TTY), or (706) 632-8830
(WITY)

Kids' Hall of Fame by Pizza Hut is
an annual search for kids up to 14
years of age who have made, or are
making, a positive difference for them-
selves or the world around them Five
Hall of Fame inducteeseach receiv-
ing a $10,000 post-high school scholar-
ship and a mp to Washington, DCwill
be announced in the spring Runner-
ups receive $50 or $100 U.S Savings
Bonds Nomination forms are available
at Pizza Hut restaurants or by sending a
SASE by Feb. 28 to Kids' Hall of Fame,
P.O. Box 92477, Libertyville, IL 60092.
Entry deadline is March 15.

1-800-345-1292
In a nationwide network. Devereux
provides services to individuals of all .

ages who have a wide range of
emotional disorders and/or
developmental disabilities.

Devereux services include:
residential treatment centers
community-based group homes
day treatment programs
transitional living
acute and partial hospitalization
foster care homes
family counseling and therapy
in-home services
aftercare programs

The staff of the ,
EXCEPTIaNAL

PARENT publish-
ing office in
Hackensack,
New Jersey
joined children,
parents and
staff for a
December holi-
day party at the
Hackensack
Medical Center's
Institute for
Child Develop- 1111
ment Toys for
the children
were donated by Steven Kanor of Tbys
for Special Children and R J. Cooper
of R J Cooper & Associates

Joseph M Valenzano, Jr, ,
EXCEPTIONAL PARENT president and
publisher, is the fellow in the red suit
and white beard. Helping him out is
elf Terri M. Sutera, vice president of
marketing.

*61%.

Devereux
Since 1912

Circle # 107
- 202

The Baby Joggee
Mobility and comfort combine for
both parent and child! The Baby
Jogger offers new modals to suit a
variety of special needs. Go
anywhere with the ultimate
ail-terrain stroller. Travel over
gravel, grass, curbs,even sand and
snow with "The stroller for runners."
Trips to the beach or park are easy
with the smooth-roiling three wheel
design. Models available for
children of all ages. Folds easily for
transport, adapts to seating inserts.
FREE BROCHURE.

Racing Strollers Inc.
POB 2189, Yakima, WA 98907

1-800-241-1848
Sate, stable, endorsed by pediatricians.

1990 RS1

Circle # 63
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rg1166 Library
'TA You can order

DOURO

any of the
books listed here
with the coupon
below or by calling
(800) 535-1910

JOST PO6LISHED

Tam EXCEPTIONAL
PARENT 1995 RESOURCE
GUIDE: Directories of
National Organizations,
Associations, Noducts
& Services
A valuable reference tool for
parents and professionals.
EP102EP $9.95

DISABILITY, GENERAL

BY MYSELF Booxs
DAVID HOOPER

AND ELLIE REIDLINGER

Motivating students to
read independently.
Each book is a short
story (10-16 pages)

with pictures on each page to help early the story
line. Two separate sets of 10 different titles each, in
a colorful carrier bag. Set #1 is easier than Set *2.
Set 1: PE034 (10 books) $21.00
Sot 2: PE034EM (10 books) $21.00

DEVELOPMENTAL
DISABILITIES
Psychosocial Aspects
GEORGE S. BAROFF

In this unusually perceptive
book, the author conveys the
psychological and social
impact of developmental dis-
ability on the individual from
infancy through adulthood
PE04600 $27.00

DIFFERENCES IN COMMON
Straight Talk on Mental
Retardation, Down
Syndrome, and Life
MARILYN TRAINER

Collection of essays, with can-
dor and humor, brings a fresh,
candid outlook to the chal-
lenges, hopes, and fears of
family life.

W11009MR $14.95

Nlaking-
Changes

I lin%
Slurin9
Vrobierli

.

COMM= RESOURCES
FOR PEOPLE WITH
DISABILMS: A Guide
to Ezploring Today's
Assistive nchnology
THE ALLIANCE FOR

TECHNOLOGY Access

Provides user-friendly
support, information, and
up-to-date answers.
HP08700 $1495

DisAmmy AND
THE FAmax
A Guide to Decisions
for Adulthood
H. TURNBULL, Er AL

This practical, easy-to use
guide helps answer families'
questions concerning the
future needs of their family
members with disabilities.
P1305400 $29.00

Doss Youx Crum
HAVE EPILEPSY?
2nd Edition
JAMES E. JAN, ROBERT G.

ZIEGLER AND GIUSEPPE ERBA

This book provides informa-
tion on tile most common
seizures, causes, principles of
treatment, investigation and
outcome, with a wide range of
helpful suggestions from
infancy to early aiulthood.
PE03600 $22.00

MAKING CHANGES
Family Voices on Living
with Disabilities
JAN A. SPIEGLE

Shares self-reports and
visions on how families and
professionals make changes.
111.06100 $19.95

Mom, I HAVE A
STARING PROBLEM
M.C. &mut & T. BUCKEL
A true story of Petit Mal
Seizures and the hidden prob-
lem it can cause: Learning
Disability
6111097SZ $3.95
(hwhates shipping charges)

A PARENTS GUIDE TO
MIDDLE EAR INFECTIONS
DORINNE S. DAVIS, MA, CCC-A

Answering questions about
ear infections in understand-
able terms. Anatomy, physiol-
ogy and coping at home and
socially.

NY09000 $24.95

4" 0 3

P! \
Ft. I URI.

PHYSICIANS' GUIDE
TO RARE DISEASES
EDITED BY J.G. THOENE

Over 1,000 pgs. Contains
information on approximately
700 disorders.
DP02100 $75.50

PLANNING FOR
THE Furun
Providing a Meaningful Life
for a Child with a Disability
after Your Death
MARK RUSSELL

AP02400 $24.95

THE SPECIAL CHILD
A Source Book for Parents
of Children with
Developmental Disabilites,
2nd Edition
S.M. PUESCHEL Er AL.

Filled with straightforward
medical information, helpful
illustrations, and practical
recommendations on disabili-
ty-related issues.
P910100 $24.09

SON RISE
The Miracle Continues
BARRY N. KAUFMAN

An awe-inspiring reminder
that love made tangible can
move mountains.
04089AM $20.00

WORKING TOGETHER:
Workplace Culture,
Supported Employment and
Persons with Disabilities
DAVID HAONER

Assisting individuals to
achieve meaningful careers.
BL06000 $24.95

DOWN SYNDROME

ADVANCES IN DOWN
SYNDROME
EDITED BY V. DMITRIEV

& P. OELWEIN

Twenty experts contribute
their recent research, experi-
ence, and thoughts on fliture
directions for children with
Down syndrome.
PE04506 $31.00
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DOWN SYNDROME:
An Introduction
CLWF CUNNINGHAM

A comprehensive and well
organized work for parents of
babies and children. Answers
to countless questions.
BLOODS $12.95

WHEN YOUNG CHILDREN
ARE INJURED: Families
as Caregivers As Hospitals
and at Home

HALTIWANCER & M. LASH

A book about the family's role
'.n caregiving when a young
child is injured.
EP085RIL $7.50
(hwludes shipping charges)

WHEN YOUR CHILD GOES
TO SCHOOL AFTER AN
INJURY
MARILYN LASH

Issues parents need to con-
front about their child's
future schooling, health care
and social needs.
EPOOOML $7.50
(Includes shipping charges)

WHEN YOUR CHILD IS
SERIOUSLY INJURED
The Emotional Impact
on Farr Wes
MARILY: ,ASH

Topics include preparing for
hospital visits, reaction to
loss, helping siblings, and
coping.
EPOO5PAL $4.50
(Includes shipping charges)

'RELIGION

LOVING JUSTICE
The ADA and the
Religious Community
EDITED BY G. MORNBURGH

How the Americans with
Disabilities Act affects reli-
gious institutions including
congregations, hospitals,
nursing homes, seminaries,
universities and more.
NO10000 $10.00

THAT Au. MAY WORSHIP
An Interfaith Welcome to
People with Disabilities
G1NNY THORNBURGH

An interfaith handbook to
assist congegations in wel-
coming people with disabili-
ties to promote acceptance
and full participation.
N000400 $10.00

SIDLENGS.:'

Topics In Aidlani

SIBLINGS of
CHILDREN

with AUTISM
A G.W. for Yuan

IT ISN'T FAIR!
Siblings of Children with
DisaNUties
&MED BY S.D. KLEIN

& M.J. SCHLEIFER

Features chapters by parents,
siblings and professionals.
EPOOIEP $14.95

SIBLINGS OF CHILDREN
WITH AUTISM
A Guide for Families
S.L. HARRIS, PH.D.

Understand sibling relation-
ships, how autism affects
them and what families can
do to support their other
children.
WBOOSAM $12.95

AN INTRODUCTION
TO SPINA BIFIDA
D.G. McLon, M D.,Ps D
The purpose of this booldet Is
to aid the parents, family and
the non-medical people who
care for the child born with
spina bifida.
WOMB $4.00

!LEARNING DISABILITIES
& THE PERSON WITH
SPINA BIFIDA
P.J. AGNFSS, En.D
The information compiled in
thts booklet is for parents and
teachers, to help in the dilem-
ma which has affected all
those.
$809258 $9.95

SEXUALITY &
THE PERSON WITH
SPINA BIFIDA
S.L SLOAN, Ps.D
This book was written to
answer the questions that
families and persons with
spina bifida may have about
their sexuality.
$809258 $9.95

CHILDREN'S BOOKS

JOEY AND SAM
I. KATZ & E. Rrrvo, M.D.
A heartwarming storybook
about autism, a family, and
a brother's love.
R1.099AM $9.95

Frame hlappaim WW1

MY BUDDY
A. Osoesxv
Buddy is the best dog
a boy could have. Fully
illustrated, this book
demonstrates the
desires of the disabled
to be independent.
HH098CB $5.95

WHAT HAPPENS
Nur?
C. CHRISTIAN & L. Dwimrr

Babies love the colorful
photographs and hidden
surprises in this sturdy
little book
CH09100 $4.95

Mail to: Exceptional Parent, Dept. EP9502, P.O. Box 8046, Brick, N.J. 08723

Or call (800) 535-1910
QTY. TITLES & ORDER NO. UNIT PRICE TOTAL ,

SHIPPING & HANDLING CHARGES: U.S. $160 for I item; 75t for each additional I Sub-Total

item. Foreign $6.50 for I item; 7E4 for each additional item. Frtiaisidelei
iikelg 6%_Sates Tex

Name I Shipping i

I TOTAL -

i
Address u S. funds only. 77; se prices aro

subOct to change. Rosso altow 4-6
~fa for *limy. Rotuma must be

City State Zip ...d. vntfun 4 **Os of dolivoy.
No oversees Mums.

Telephone
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CHILDREN'S PAGE

ALEX'S PHONE CALL
by Doug Bittle

My little brother is named Alex. He is nine
years old and has Down syndrome. Alex
went to a special education school for

three years and never really had a social life of
any sof:. except with our own family.

Although his old school was good for him
when he started there, it changed after a while.

It seemed he would
be better off with
kids who did not all

Alex loves skiing.
Two years ago, he
enjoyed a winter
vacation with his
family in Crested
Butte, Colorado.

so significant about this phone call
is that it was Alex's first phone call!

One problem is that Alex is not
very conversational and when the
friend calledjust to talkthe
friend had to do most of the talk-
ing. My mom and I helped Alex out.
It was pretty cool that Alex got a
phone call from a friend.

The kids at the new school also

Alex smiles for
his 1994 school
portrait at
Bethesda Ele-accept and encourage Alex. Last
mentary School.

week, he read four sentences in
front of the cla-ss and the kids in his class all
clapped for him. One of Alex's biggest problems
is that sometimes he just chooses not to talk
although he can understand you. He has always
been like this. I think the new school will help

him to talk more
because he has
more friends.

Unlike many
children going to
school, Alex hap-
pily boards a
school bus every
morning at eight
o'clock. Alex is a
great little brother
and I'm glad he has
friends at his new
school.

Alex and Chris play
lacrosse with their
cousin, Chris Lyons
(back to camera).

have disabilities. So,
my mom decided to
have him go to
Bethesda Elementary School. Now, he is in a reg-
ular fourth grade class. Sometimes an aide helps
him when he needs it.

Tonight (November 7, 1994), I answered the
phone and it was Jeffrey, a new friend of Alex's
at his school. He was calling for Alex. What was

Doug, 12, lives with his parents, Pat and Greg,
and brothers Alex, 9, and Matt, 14, in Garrett
Park, Maryland. He is in the sixth grade at Tilden
Middle School. Doug enjoys sports, especially foot-
ball, basketball and in-line skating.

THE CHILDREN'S PAGE welcomes contributions from children with disabilities and their siblings. Be creative! Send your stones,

photos and artwon< to: CHILDREN'S PAGE, Exceptional Parent, 209 Harvard Street, Suite 303, Brooknne, MA 02146-5005.
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-Television,is impcittont for not-only gives people with

. America's disabilitY community. disabilities a new nreens of

ihe.network's programming communication, but television

helps Anteii«ms with disabili- 1 gives all Americans on

ties mo.ve intc; mainstream life oppor tunity to ino,iniize

by chongin per ceptions.

SENATOR BOB DOLE SENATOR TOM HARKIN

As one of 49 million

Americans who happens to

hove a disability, like I

huppen to have epilepsy.

I'm vet y ekcited about

1%.11 I II ml`,(.

uses the eitruorinary power '
of television to communicate

ideas am) pcisifive ;Ole models

for our complex soci6ty:

TONY .COELHO, Chairman

Pr esident "s,Colnalit tee

on Employment of People,

with Disabilities

Please join March of Dimes Join with us at Easter

ond \ I 1.11)0 No )11 . With Seals and It

your help, ,N0 can improve the We want )0 5)11110 vital, 0(0-

. quality of .life for Americans - rate inlormation.- We want to

with bir th defects and other brighten Americon hoines from

disabilities. And we can offer coast to coast with go4

quolity programming the whole quality' television.

family can enjoy.
JAMES E. WILLIAMS, JR:

DR. JENNIFER L. HOWSE President and CEO

President National Easter Seal Society

March of Dimes:
Oil On Defc,cts faundatron

We're delighted to join
I\ UT 49: in the

"Culling on Cable" campaign. I

hope you will become a par t of

the effort to bring this exdting
netwark to ever y home in

America.

ELAINIL. CHAO
President and CEO
United Way of Ani.er lea
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Quirk Change

Imagine an infant stander so adaptable it can
change its appearance instantly to become a
stroller or even a highchair. Tumble Forms®, a

leader in early intervention products, now intro-
duces the ChameleonTM.

Perfect for home or school use, the Chameleon
accommodates children from 25 to 37 inches and
up to 50 lbs. With this one lightweight unit, you
can create numerous vertical, prone, and supine
positions, for sitting, lying, or standing. The seat,
seat back, and foot support each adjust for infinite
possibilities. Meanwhile, the child is cradled

against cushioned supports to ensure proper body
alignment. You get three versatile products -
stander, stroller and highchair- all for the price of
one.

The Chameleon features a removable tray to
anew easy transfer as well as swivel casters for
portability. Breathable fabric covers are conve-
niently removed for laundering.

Leave it to Tumble Forms to change the way you
view standers.

For more information, call 1-800-631-7277. In Canada call 1-800-665-9200.
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Ford Mobility Motoring
Adds More To Life's Rewards!

Ford Motor Company understands that a physical

disability doesn't mean life can't be rewarding. For

many, there's no greater reward than the feeling of

freedom and independence that comes from driving.

That's why your Ford and Lincoln-Mercury dealers

want your active life to include a new 1994 or 1995

Ford or lincoln-Mercury car or van or Ford light

truck. And that's why the Mobility Motoring Program

was created ... to make adapting your new Ford or

Lincoln-Mercury product easier and more rewarding!

A SMOOTHER ROAD TO TRAVEL
Mobility Motoring starts with a toll-free call You'll

know you've arrived when your Ford or Lincoln-

Mercury dealer hands you a check for up to $750

toward the installation of adaptive driving or passen-

ger equipment. There's nothing for you to send in ..

and there's no waiting for your check!

You'll also receive a complimentary Ford Cellular

Telephone' and Roadside Assistance ' for the

duration of the bumper-to-bumper limited warranty

MOBILITY
MOTORIN

PROGRAM

INFORMATION YOU NEED ...
FOR INFORMED DECISIONS

The Ford Mobility Motoring Program also provides ..

friendly toll-free arid special "TOD" information

lines to answer your questions.

a list of nearby assessment centers authorized to

provide a "prescription" for your vehicie's adap-

tive equipment

a list of local adaptive equipment dealers and

installers

sources of funding which may be able to provide

assistance in addition to the amount you receive

from the Mobility Motoring Program.

Best of all. you get Ford Motor Company's products

and services A Company where quality and service

are always "Job V"

So whether your life demands a new Ford or

Lincoln-Mercury car or van, or Ford light truck ...
just call 1400-9522248 (for TDD users:

1-800-TDD-0312). You'll discover that Mobility
Motoring is your kind of reward!

Inn 0/41414 Mated% Wool
This video shows how easy it is to open the door to

Mobility Motoring rewards. You'll meet people who

have learned that the process is really simple. You'll

also see how Ford products adapt .. for versatility,

convenience and just plain motoring tun Just ask tor

your free video when you call us.

PROGRAM PERIOD
October 1, 1994 September 30, 1995

Customer is responsible for a 121-day minunum activation on the

Ford Cellular System Some local individual carriers may require

a longer agreement as util as other related service and usage
charges, so acceptance is optional To be eligible for the

complimentary Ford Cellufir Telephone the customer must also
live in an area covered by the Ford Cellular System al the hme of
the purchase or lease

Ask your dealer lOr a copy of the limited *twenty and complete

details of the Roadsmk Assistance Plan Vehicles covered by the

Lincoln Commitment, F-Senes Preferred Care or Red Carpet
Lease plans have acklitional benefits

A NEW CAR, VAN OR LIGHT TRUCK . ADAPTIVE EQUIPMENT ... AND ON-THE-SPOT CASH!

Lincoln-Mercury Divisions di; 09Ford and

Circle # 135
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Cover: Ten-year-old Clark
Byers enjoys a snowy afternoon
at a park near his Bloomington,
Indiana home. In this issue, his
mother; Katharine, describes
how the family has learned to
live with Clark's epilepsy. See
"One Day at a Time," page 19.

EXCEPTIONAL PARENT (ISSN 6016-91571 is pub-

! fished monthly 12 times per year by Psy-Ed Corpo-

ration. 209 Harvard St. Ste. 303. Brookline. MA

02146-5005. All rights reserved. Copyright 01995
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PARENT. PO Box 3000. Dept EP. Denville N J

07834 Subscription Problems Call (Or 562-
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lice upon a time, all wheelchairs looked alike. One size was expected to fit all,
and consumers (parents and individuals with disabilities) had little or no par-
ticipation in the decision-making process.

Today, many mobility products are available to allow children or
young adults with physical disabilities to participate fully in commu-
nity life. This preponderance of choices has made the selection
process more complicated than ever before. Identifying the most
appropriate equipment for a child or young adult requires careful
assessment and collaboration by parents and professionals.

Our sixth annual mobility issue offers a road map to this
process. For help, we turned to Adrienne Falk Bergen, RFT
Adrienne has spent many years answering mobility questions and

STANLEY D. KLEIN, PH.D. training therapists and other mobility professionals. With
Adrienne's help and the help of her colleagues, we have included

articles on the selection process, the roles of the people involved, powered mobility
and manual wheelchair maintenance. This issue also includes some personal per-
spectives from parents and, on the Children's Page, from eight-year-old Emily Brush.

Much more than mobility
There's lots more in this issue for parents and for professionals. In "One Day at a
Tine," Katherine Byers describes how her family has learned to live with her son's
epilepsy in Role Models, Tony Coelho shares his experiences as a person with epilepsy

For families beginning to make summer plans, this issue includes information on
camps. And Youth. Connections explores the transition concerns of teenagers with
disabilities and special health care needs and their families.

Feedback
We continue to receive wonderful feedback about our December (1994) issue on
religion and our 1995 Resource Guide (January). We have published some of these
responses; we wish we had room for all. Thanks to all who have written and called.

We also continue to receive feedbacklargely negativeabout the fact that
Ereeptional Parent accepts advertisements from private, special-education pro-
grams. It seems that some people concerned with the education of children with dis-
abilities insist that everyoneincluding this magazine,--support the inclusion of all
children in public schools. Our perspective is different. Since the first issue of this
magazine appeared in 1971, Exceptional Parent has advocated for the position that
parents are the best experts on their children and are capable of making good choic-
es on their behalfin education, health care, recreation and every other area. We are
aLso advocates for inclusive education when such programs include the necessary
supports for everyone involved. At file same time, we are very leery of programs
masquerading as inclusive educationbut actually implemented as cost-cutting mea-
suresthat fail to provide support for children's individual needs.

On Capitol Hill
In our February issue, Justin Dart's guest editorial ("All Together Now") imd
Nctwolicing (from the National Parent Network on Disabilities) expressed concerns
that Congress might cut prop-ams supporting the independence of children and adults
with disabilities and their families. On the basis of recent news reports regarding pro-
posed changes in SSI (Supplemental Security Income) regulations, we urge readers to
contact le4slators to let them know that programs like SSI are critical and cost-effec-
tive. At the same time, we know some federal prowams need improvements; share
suggestions for changes with your congressional representatives as well.

211
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Outcomes: Posture, function, and m Ity improved.

Comments: Bobby shows greater endurance and activity in the
GS Cushion and Back.

Follow-up: Adjustments will be easy to make as Bobby continues to grow
and develop.

Jay GS: Simple, cost-effective children's seating.
, ;
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Religious Participation for All
The phone rang the other day, and the
voice at the other end identified her-
self as Ginny Thornburgh (author of
"For the Love 'of Peter," December
1994). You cannot imaOne my surprise,
delight and honor that she would call
me just to chat about our special chil-
dren and the very real need to include
them in all aspects of life, especially
religion. Her call had been prompted
by my letter to the Religion and
Disability Program of the National
Organization on Disability (NOD),
which had been listed in the directory
of "Faith Group Resources" in the
December issue of Exceptional
Pairnt. Although I had read that issue
at the end of a long day, I had pushed
myself to write to all the Jewish orga-
nizations and to the National
Organization on Disability. I never
realized I was writing to Mrs.
Thornburgh! That one call from her
erased a lot of the hurt we have felt
becaase of the lack of response from
our own religious group.

Although our son attends our
temple's religious school, this is more
because we sought out a small syna-
gogue that would welcome us as a
family rather than the existence of
any special accommodations. The
December Etreptional Parent was a
vital, alive issuewe thank you for
devoting an entire issue to this aspect
of life. My only sense of sadness was
that it took a sectarian magazine to
provide me with access to these
resource organizations; the access
did not conie from our religious
community.

As parents, if we had one wish, it
woul(l be to find a way to distribute
the I)ecember issue of Errept ional
Pa ma to all clergy. For all the strides
the disability conununity has made,
t he greatest barrier is still lack of
awareness.

We extend our appreciation for the
sensitive way the December issue
was handled. The col dacts we have
ina(le rnmi t hat issue will keep our
fires Imming so we can continue to
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educate those we meet about our
special needs rather than just walking
away. It can be a never-ending,
exhausting task, but we think our
children and the world that encounters
them will be a little richer as a result.

G.F-H. & G.F-H., Califbrnia

Bravo to you! What an excellent
issue on religion and people with
disabilities! My four-year-old son,
Bryce, has spina bifida. He is very
Involved in our church; in fact, church
provides most of his socialization
opportunities. He asks to go to church
almost every day. During his last IFSP
(Individual Family Service Plan)
meeting, a teacher commented that
Bryce got a lot of socialization from
being out in the community and in
church. At the time, I thought, "Hey,
we ought to write that in as part of
the plan." Next time, we will!

One program that should be includ-
ed in your directory of "Faith Group
Resources" is the AWANA Clubs
International (One East Bode Rd.,
Streamwood, IL, 60107; 708/213-2000,
voice). It is like a Christian scouting
program, complete with uniforms and
awards. It is an inter-denominational
Protestant group that gives charters
to individual churches. They have a
"Friends" program for children with
disabilities. Parents can contact
them for more information and to
find out which churches in their area
sponsor a club.

Bryce loves his AWANA "Cubbies"
Cub. Before I end this letter, I have to
share a story about him. Bryce was

Tell us about...

; ...helping your child
make friends.
Write to: Readem Talk, Exckyriavnt.
PARENT, 209 Harrard St., Suite NM,
lirookline, MA 02146, (617) 730-8742
(tax). A sampling of reader responses
to this question appear in a

.111111 re issue.
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From left, Bryce Olstad, Ethan Ungala,

Michaele Nuss and Cassie Ekwall listen to
a story during a mceting of the AWANA
Cubbies Club at Ashland Bible Chumh in
Ashland, Oregon.

learning a Bible verse for his Cubbies
club: "Children, obey your parents." I
was so proud of him for learning it
and wanted to show him off to some
friends. So I asked him to say his
verse. He promptly and clearly said,
"Children, open your presents."

Thanks again for an exceptional
issue!

Rachel Olstad, Talent, Oregon

Success in Funding Van
Adaptations
I'm writing in response to "Buying
and Converting: What you need to
know about van lifts and ramps"
(December 1994).

Our four-year-old daughter, Jocelyn,
has Walker-Warburg syndrome and
uses a wheelchair. She weighs 45
pounds, and we are no longer able to
get her in and out of a car seat.

We already had a mini-van when I
began my search for funding to get
portable ramps and a fie-down system.
I was told the total cost for purchase
and installation would be $690.

I began calling social servlce
organizations and fraternal clubs to
see if financial aid was available. I
spent more than a few hours on the
phone, but was very successful! I was
able to get money from Easter Seals,
and the United Cerebral Palsy
Association. This left our portion at
$40.50very affordable.

I wanted readers to know that help
is out there, if you're willing to spend
some time finding it. Many of these
organizations will also assist with
funding for lifts.

.I.E, Indiana



TRUST
In some relationships it comes naturally,

in others it has to be earned.
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At MED Certified Repair Centers. we know

we have to earn your trust We're confi-

dent your trust will be earned once you've

experienced our rapid turn-around time, our

courteous and highly talented repair technicians.

and our guaranteed repairs at fair prices.

MED Certified Repair Centers are a nation-

wide network of independently owned and

operated rehabilitation and home medical

equipment retailers and repair centers that are

2

OUR PERSONAL
GUARANTEE To You

Our staff will be courteous

to you at all times.

They will only do work

that you have authorized.

Our labor will be guaranteed for

30 days from date of repair.

We will warranty replacement

parts for 90 days from installation.

We will make available to

you, for your inspection,

all parts we replace.

dedicafed to keeping active people active.

Through a series of graduated levels of train-

ing and education. our technicians are instructed.

tested. and certified to competently assess and

repair your manual and power drive wheelchairs

MED certified techs are "Simply the Best

Trained Techs" in the industry. We would like

the opportunity to earn your trust and invite you

lo visit your nearest MED Certified Repair Center

the next time you need service.

MED Certified Repair Centers 40. Keeping Active People Active

CALL 1-800-477-6272

for the MED Certified Repair Center nearest you, and we will send you a valuable free coupon booklet filled with discounts on repair services.

j. C14
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FREE TRAINIQUILIN SAMPLE!
Eliminate Leakage! Patented
super-absorbent materials make
Tranquility absorb like no other
disposab!ss brief!

S uper Absorbent Peach Mat
Protection Zone is guaranteed to
keep skin dry and eliminate
unpleasant odor.

Komfort Monitor, a volume
sensitive wetness indicator that
"turns to blue when charge is due."

Discreet non-bulk design keeps
you comfortable even in pants!

Youth Size
Available!

Kufguards, lycra, multi-strand leg
gathers for super containment.
Prevents leakage even when your
walking!

To receive a FREE sample ofTranquility Slimline Disposable Underpants send your name,
address and phone number along with $1 for shipping and handling to: HDIS, 1215
Dielman Industrial Court, Olivette, MO, 63132. Please check what size brief you need:

UYouth 18-21" waist, C1Smail 20-31" waist, C1Medium 32-44" waist, C1Large 45-58" waist

fthIS
Questions?

Call 1-800-538-1036
Please allo, fl.K ecks for delis e*
MI) unc ,nuple pc: household E51,ires5/31/95
Copslighl AlIDIS 24/41

Name

Address

City, State, Zip

Phone

Circle *14

Special Trikes for Special People
Featuring Growth Adjustability

Foot Propelled Tricycles
3 Sizes/Models (ages 3 to young adult)

Steering Stop for Safety
Easy to Use and Durable

Various Accessories
Therapeutic Exercise

Hand Propelled
Tricycles

3 Sizes/Models
(ages 3 to young adult)

Back Pedal Brake
Steering Stop for Safety

Tricycles are specially designed in close
cooperation with therapists. Call for a Free Catalog

and let our experienced operators help decide
which style is best for your child.

1400-306-6777 VISA-MasterCard
P.O. Box 1364 Cumin RI AN/), MD 21502 301-759-3523 PHONE FAX

Copoghl MOO 1990 All speoliedtsons NIP Silketil to alletabon wothout notco

'MAID
REMASILITATION PRODUCTS
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'LETTERS

Felbatol
I deeply sympathize with the parents
who were told by their daughter's
neurologist that she should be weaned
off Felbatol ("Ask the Doctor,"
December 1994). I am the parent of a
seven-year-old son who has been on
Felbatol for the past 13 months with
dramatic results. While I support Dr.
Hirsch's response, I think the parents
should be advised to seek additional
information to help them make the
best decision for their daughter, in
conjunction with their neurologist.

Our son had been taking Felbatol
for nine months when the makers of
the drug first began warning doctors
of the risk of aplastic anemia and liver
failure. We were terrified to learn that
these very serious complications had
been linked to this "miracle drug."
Blood tests were immediately ordered
for our son. Fortunately, they revealed
no problems, and our son's neurologist
recommended continuing the Felbatol.

Even though I trusted our neurolo-
gist, I wasn't ready to blindly accept
this advice. This was my son's life we
were risking, and even though stopping
Felbatol may have meant the return of
our son's uncontrollable, complex
grand mal seizures, we sought to
become as informed as possible before
making a final decision. The Epilepsy
Foundation of America was an excel-
lent resource. After confirming, or in
some cases correcting, what our neu-
rologist had told us, the foundation
gave us written, detailed information
about the reported complications, the
symptoms we should watch for and
the precautions we should take. They
even offered to c( mtact our son's neu-
rologist on our behalf.

Ultimately, we did accept our neurol-
ogist's advice to continue the Felbatol
with frequent blood tests. Our son has
now been free of grand mal seizures
for more than a year with no sign of
side effects.

D.L.P, North Carolina

Editor's Note: ReodeiN may contact the
Epilepsy Founeknion (If America at 43H
Gamlen City Dr, Lenidopet; MD 20785-
2207, (800) 332-1(XX) (mice), (800) 332
2070 crm, (301) 577-4941 (Iitt.).
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Hot water might lust be the best problem
solver around This comfortable. movable. contoured
shower chair lets you soak it in without a caw. Out
Ceratherm shower with thermostatic control makes

you feel even more at ease.
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Partial Monosomy 10/Partial
Trisomy 15
Our 31-month-old daughter has partial
monosomy 10 and partial trisomy 15.
She has cardiac problems and global
developmental delays. She does not
walk or talk We are interested in con-
tacting parents of children who have
the same condition.

S.M., Georgia

Near-drowning
Six years ago, my son nearly drowned.
He survived, but remains comatose. I
have never seen letters from parents
of similar children. I know most chil-
dren don't survive this type of acci-
dent, but I am sure many do. I would
like to know if anyone is doing
research on this type of anoxic brain
damage.

S.C., Florida

Persistent ATNR
I have a 17-month-old son with
cerebral palsy. He has a very persis-
tent asymmetrical tonic-neck reflex
(ATNR). This causes his right hand to

EVIYARINQFI NAL
hom =Wreaths.

DrumWass

ciam
Vous

To reach out to parents
of children with disabilities
and special health care needs.

To empower mothers and
fathers by providing practical
information and emotional
support.

EllITODIAL_ ADVISORY BOARD

LISA BWMBERG, J.D., Corporate

Attorney, Aetna. I lartford, CT

T. BERRY BRAZELTON, M.D., Clinical

Professor Emeritus of Pediatrics,

Harvard Medical School, Boston, MA

FRANCES P. CONNOR, Ed.D., Professor

Fmerita, Special Education. Columbia

University Teachers College, New Ygrk. NY

constantly dig into the side of his face.
I have to hold his hand during play,
therapy and feedings. This is ver,v frus-
trating for both of us! I would like to
hear from other parents who have
experienced this problem and may
have some advice.

T.W, Iowa

Undiagnosed
I have been trying to find a diagnosis
for my daughter, Amanda, since her
birth in September 1992. She was
born with extremely low muscle tone,
dislocatable hips and hypennobile
joints. To resolve her hip problem, she
wore a Pavlik harness until she was
four months old. She started physical
and occupational therapy at eight
months of age and has continued to
make progress in her physical devel-
opment. She walked independently,
with the use of ankle-foot orthoses
(AF0s), just a few days before her
second birthday.

Amanda is a bright and happy child
who has excellent language skills.
She has had echocardiograms, blood

ALLEN C. CROCKER, M.D., Director,

Developmental Evaluation Center,

Children's Hospital, Boston, MA

ELI FACTOR, D.M.D., Parent, President,

Wheelchair Motorcycle Association,

Brockton, MA

MURRAY FEINGOW, M.D., Physician-

in-Chief, National Birth Defects Center,

Waltham, MA

SANDRA B. FLEISHMAN, Parent,

Project Director, A WORLD OF

DIFFERENCE Institute, Antl-Defamation

League, Boston, MA

BRUCE M. GANS, M.D., President,

Rehabilitation Institute of Michigan,

Detroit, MI

SOL GORDON, Ph.D., Professor

Emeritus, Child and Family Studies,

Syracuse University. Syracuse, NY

STANLEY I. GREENSPAN, M.D.,

Clinical Professor of Psychiatry and

Behavioral Pediatrics, George

Washington University Medical School,

Washington, DC

HERBERT J. GROSSMAN, M.D.,

Professor of Pediatrics, Neurology, and

Psychiatry, Univ. of Michigan Medical

Center, Ann Arbor, MI

DAVID HIRSCH, M.D., Phoenix

Pediatrics, Phoenix, AZ
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tests for muscle diseases, an elec-
tromyograrn (EMG), nerve-conduc-
tion testing, DNA testing and oph-
thalmology exams. All results have
been normal, with the exception of
the EMG, which was scored as
"borderline abnormal."

Following the abnormal EMG, we
proceeded with a muscle biopsy.
Based on the biopsy, doctors have
said they think she has Duchenne
muscular dystrophy. I have difficulty
accepting this diagnosis because I
understand that this type of muscular
dystrophy is rare in females, is not
evident at birth and is diagnosed with
greatly elevated creatine phosphoki-
nase (CPK) levels. Amanda's CPK
level is within normal limits.

I am tired of hearing doctors say,
"I have never seen a child quite like
this before." I have a strong feeling
that one of the readers of Exceptional
Parent has seen a child like Amanda,
and I would love to hear from any-
one who might have some informa-
tion to share.

GOODWIN D. KATZEN, Former
Executive Director, Rockland County

Center for the Physically Handicapped,

Pomona, NY

SUSAN M. KLEIN, Ph.D., Professor
of Special Education, School of

Education, Indiana University,
Bloomington, IN

DINA LOEBL, Ed.D., OTR,
Associate Professor, Department

of Occupational Therapy, School

of Education, New York University, New

York, NY

EDWIN W. MARTIN, Ph.D., President
Emeritus, National Center for Disability

Services, Albertson, NY

JAMES MAY, MA, M.Ed., Project
Director, National Fathers' Network,

Bellevue, WA

JEAN B. McGREW,
Superintendent, Glenbrook School

District #225, Glenview, IL

EDWARD NEWMAN, Ph.D., Professor,
Tem* University School of Social
Vmltistrition, Philadelphia, PA

BETTY PENDLER, M.S., Parent,
Member, New York State Developmental

Disabilities Planning Council, New York NY

STEVEN P. PERLMAN, D.D.S.,
M.Sc.D., Assistant Clinical Professor,

Boston University School of Dentistry,

Boston, MA

Z17

D.N., California

HARVEY PRESSMAN, President,

Corporation for Opportunity Expansion,

Newton, MA

SIEGFRIED M. PUESCHEL, M.D.,
Parent, Prof. of Pediatrics, Brown Univ.

School of Medicine, Providence, RI

PEGGY MANN RINEHART, B.A., Parent,

Director of Communicatir enter for

Children with Chronic Illness and

Disability, University of Minnesota.

Minneapolis, MN

JEROME ROSNER, 0.D., Professor

of Pediatric Optometry, University of

Houston, Houston, TX

HARILYN ROUSSO, A.C.S.W., Director,

Disabilities Unlimited Counseling &

Consultative Service, New York, NY

BARBARA J. SEABURY, MA, Director.
Child Life Dept., Rhode Island Hospital,

Providence, RI

HOWARD SHANE, Ph.D., Director,

Communications Enhancement Center,

Children's Hospital. Boston. MA

CAROL TINGEY, Ph.D., Parent,

Psychologist, University of t Itah

Hospital, Salt Lake City, U I

HAROLD 11JRNER, D.D.S.,

Associate Professor, Retired, School of

Graduate Dentistry, Boston University,

Boston, MA
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Congenital Hyperphosphatasia
Our daughter has been diagnosed
with congenital hyperphosphatasia, a
metabolic bone disorder. She is also

Search and Respond is an opportunity for our readers
to exchange information about their practical experi-
ences meeting the everyday
chaBenges of life with a child or edolescent with a

disability. We also expect parents to ask appmpriate
professionals.

Please indicate whether the letter is a search or
response. ff a response, be sure to note in which
issue the original Search letter appeared. All respons-
es are forwanled to the writers of the Search kites;
some are published. Published letters may be edited
for purposes of space and cid. v.

Write or far
Search or Respond
Erreptional Parent
209 Harvanl Street, Suite 303
Brooldine, MA 02146-5005

Fax (617) 730-8742

For information about specific disabilities, contact
the National Organization for Rare Disorders
(NORD), 100 Rt 37, PO. Box 8923. New Fairftekl, CT

06812, (800) 999-NORD, (203) 746-6518. Also, see

"National Resources for Specific Disabilities and
Conditions" in Erozpfional Parent's 1995 Resource
Guide (January 1995).

non-verbal and has severe intellectual
disabilities.

When she was younger, she broke
her legs several times, including
both femurs. Her bones are becom-
ing more deformed as she gets
older. She can still walk, however,
we recently ordered a wheelchair to
use for longer distances. She com-
municates her basic needs with ges-
tures and an Introtalker augmenta-
tive communication device.

We would like more information on
this disability. She can't tell us what
bothers her joints and bones; we
would like to hear from anyone who
could tell us what we can do to make
her more comfortable.

M.B., Iowa

Chromosome Five Deletion
Our 11-year-old daughter has a partial
interstitial deletion of the long ann of
the fifth chromosome. She is mentally
retarded and has physical disabilities.

Superior Quality

Community Living
Opportunities
For more than 65 years, Martha Lloyd Community Services has provided superior quality

day and residential programs for adults with mental retardation. Located in the scenic rural

village of Troy, Pennsylvania, Martha Lloyd has a unique relationship with its neighbors.

Residents are valued members of the community and make full use of its resources.

There are five programs for women (from semi-independent to highly structured) including

one specifically designed for mature women. A new community-based program for men

Is now available.

Life skills and vocational training.

Employment opportunities at Martha

Lloyd and in the Troy community.

Easy ar ess to nearby community

resources including retail shops,

restaurants, churches, and recreation.

A caring professional staff experienced

in working with developmental

Our interdisciplinary team approach

assures continuity and consistency in

individual planning.

Unique leisure and recreational expe-

riences in a rural community setting.

Excellent heath care provided by

on-staft health professionals and a

community medical center.

Annual fees among the lowest in

the nation.

MARTHA

'Cr Ulf&N ITY
SERVICES

For Information Call

(717) 297.2185
or et Wale lkrycl Community semces

190 Yresr man st, Troy. PA 16947

Circle #78
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Pneumonia is a constant threat
because she cannot move around
except for rolling. We want to share
experiences with other parents of
children with the same condition.

B.B., Ohio

Chromosomes Two and Ten
My four-year-old daughter has been
diagnosed with a chromosome
abnormality involving a duplication
of material from the long arm of
chromosome 2 and a deletion of
material from the short arm of chro-
mosome 10.

My daughter has low muscle
tone and delays in all developmen-
tal areas. She has a kidney reflux
and is being monitored by an oph-
thalmologist for the possibility of
strabismus. We would like to hear
from other parents who have a
child with a chromosomal abnor-
mality involving these two chromo-
somes.

KS., Oregon

Matheny
Fifty Years of Innovation...

Fifty Years of Caring...

The Matheny School and Hos-
pital is now sharing its technol-
ogy and expertise by opening
its seating clinic to the public.
Matheny has developed an in-
novative approach to seating
for persons with developmen-
tal disabilities whie- provides
optimum comfort and support
for functional activities.

Matheny is a residential and day facility for children and young
adults with severe physical and neurological disabilities provid-
ing education, on-site nrn.r.cal services, a full array of therapies
and a specialty in augmentative communications. For more
information, please contact the Public Relations Department at
(908) 234-0011, ext. 259 or 273.

Matheny School and Hospital
Main Street

Peapack, New Jersey 07977

Robert Schonhorn, President CARF Accredited
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Disability Awareness
in Public Schools
M.G. (October 1994) has a 10-year-
od son, Allan, with Asperger syn-
drome (a type of liigh-JUnctioning"
autism) anti some neuromuscular
problems. Ile doee well in regular
science n iid social studies classes.
M.G. wanted to hear about disabili-
ty-awareness pogroms that have
been used successfully in public
schools to teach all students about
disabilities.

I just want to add my comments on
the importance of disability awareness
in public schools. My son is 12 years
old and has multiple disabilities
most of them "invisible"including
Tourette syndrome (TS) and obses-
sive-compulsive disorder (OCD). He
is on medication for the TS, but has
very minor motor tics. He is impul-
sive and has compulsive behaviors.
All in all, he can be a "diffieult 1dd,"

particularly in unstructured situations
like recess and lunch.

Before he started at a new school
this fall, I made a point of meeting his
teacher and the school counselor. I
gave them a video and written
materials on TS/OCD and a written
narrative on how all this information
applied to my son. I explained that he
needed extra help and supervision.

The first week or two seemed to go
well. My son talked about all the new
friends he had made and how much
he liked his new school. Then the pre -

dictable decline began as his behav-
iors alienated the kids in his class
who had no reason to try to under-
stand him, since they did not know
about his diagnoses.

I could see my son becoming
increasingly tense, and I worried that
if pushed far enough, he would strike
out and hurt someone. I went to the
school and talked with the principal. I

gtrinaggr
A Quality Life Experience
For Persons with Down Syndrome

In this picturesque colonial village, located in scenic
central New York State, life is full of wholesome
activities and rewarding opportunities. Residents with
Down Syndrome experience the joy and personal
satisfaction of learning, working, and participating in
a vital, dynamic community. Our year-round, co-ed
program includes education, recreation, and
employment opportunities plus the chance to live life
to the fullest. Call us today.

R.R. 81, Box 32-A, Edmeston, NY 13335
Telephone (607) 965-8377

Circl #204
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told him what was happening and
gave him a short videotape on TS that
could be shown to the class. My part-
ing comment was that some interven-
tion needed to happen soon because I
could see trouble on the horizon.

; That very day, my son and some
other children were involved in a
major fight on the playgound.
Everyone was hauled to the princi-

: pal's office, crying and upset.
Fortunately, the principal had been

prepared, and after settling the chil-
dren down, he met with the school
counselor, classroom teacher and my
son to set up a class meeting for the
next day. In that meeting, they
planned to show the video on TS,
allow the children to ask questions
about the condition (including ques-
tions directed to my son who would
be supported by his case manager),
and have the childien brainstorm
ways to help my son at times when

IN%

aft.

Special Care
for

Special People
Progressive education, home environment for the mentally

handicapped child and adult. Opportunity for educational progress
at any agemultiple recreational and social activities. A year-
round program with an active and full lifestyle among friends on
a 750-acre bluegrass estate. Est. 1893.

Phone 502-875-4664/Fax 502-227-3013
or write for brochure

THE STEWART HOME SCHOOL
Box 20, Frankfort, KY 40601

Cw 1 John P. Stewart, M.D., Resident Physician
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MOST PARENTS OF BED WETTERS THINK THERE
IS VERY LITTLE THEY CAN DO TO HELP.

Some 3 million children, 10% of all kids between
5 and 10, wet the bed twice a week or more. If your
child is in school, chances are at least two of his
classmates are in the same leaky boat. No child
should ever feel alone with this problem. But, of
course, they do.

The good news: More is known than ever before
that can help. Once, the only sure cure was time.
99.9% of our children leave this problem in the dust
as they grow. And now there are some new ways
to give time a hand.

THE BEST BEGINNING

For starters, pediatricians know a lot more
about the causes of "enuresis" (that's the official
medical name for it) than they used to.

Doctors today deal with this problem all the
time. They have new techniques and sometimes
medicines that can help manage bed-wetting, if not
eliminate it altogether.

And now (finally!), there are pants you can
buy that can make a real difference at your house,
every night and every morning. Your child will
still wet. He can't help it. But from now on, that
doesn't have to mean he has to wet the bed.

TOMORROW CAN BE DIFFERENT

The makers of Pull-Ups" training pants have
invented the first and only disposable underpants
for larger children, 45 to 85+ pounds.

Pull-Ups" GoodNites" disposable absorbent
underpants eliminate the rubber sheets and the
laundry and much of the stress that make nighttime
accidents into a bigger deal than they really are,
and make our children feel small. Smaller than they
really are.

GoodNites look a lot like plain white under-
pants, except slightly thicker. They come in two
sizes and even have a label in the back. The trim fit
helps GoodNites underpants vanish discreetly
under pajamas, while the super absorbent middle
is ready, just in case. In every detail, the GoodNites

Registered trademark of Kimberly.Clark Corporation. .1995 KCC

people have done everything possible to make these
absorbent underpants respect our kids like the
grown-ups they soon will be.

THE WAY THINGS SHOULD BE

If yc ..irs is already a GoodNites family, there's
some good news for you, too. GoodNites are now
even more absorbent than before.

If GoodNites underpants are new to you, now is
the time to try them. You will rejoice that you did.

GoodNites are not a miracle, but there's noth-
ing like them. They help families keep bed-wetting
in perspective. They help make dry mornings, in
crisp clean sheets, routine. And make sleep-overs
and other normal, healthy everyday kid things
routine, too. The way they should be.

THE GOODNITES GUIDES
GoodNites underpants were developed with the

help of pediatricians and other childhood specialists.
You'll find much of their good advice in these little
booklets. One is written for parents. The other is for
your child. For copies, please send $1 for postage
and handling to: GoodNites Guides, P.O. Box 1165,
Maple Plain, MN 55592.

741.1.4,4

GoodNites mean Good Mornings'y
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Now Do You Answer Your Telephone

If You Have Difficulties??

Tbis Voice-Activated Phone
is Your Total

. Telephone
Solution

elr

Answer by your own voice

Totally hands-FREE

Speak from a distance

Automatically hang up

Clear speaker phone
Dial out by using the sip

and puff

No special installation

Mr New Illy MI
1-800147-8887
Anailable ln Black or Be.ge

TEMASEK
TELEPHONE INC .

21 Airport 131vd. C., So. San Froodsco, CA 94080

Circle 11121

WILLOW RIVER FARMS
An active organic farming and artisan community
meeting the special needs of men and women with
mental retardation.

At Willow River we offer...

fJ A family-based home environment that
incorporates traditional values

CI A setting that fosters personal growth,
independence, and self respect

n Opportunities for productive work through
individualized programming

(11 A home for persons age 21 and older

Contact:
Jimmy R. Haskins,
Ed.D., Director
Willow River Farms

P.O. Box 450
San Felipe, TX 77473

V.I1UOVI ItSJER MOS

Operated by:
Center for the

Retarded, Inc. (CRI)
Houston,TX

B.R. (Bill) Walker, Ph.D.

Executive Director

CALL (409) 885-4121

Circle 091
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he seemed to be "losing it." He came home that day happi-
er than he had been for weeks. He seemed relieved about
finally getting everything into the open.

The next clay was no disappointment. The claKs
watched the video intently and had many questions about
l'SWhen did you know you had it; can other people
catch it; will you always have it? They also had many good
ideas about supporting my sonfrom verbal reminders to
him, to educating kids in the other classes about TS.

The effects of that day have been remarkable. My son
is working hard in school, rarely has any difficulty with his
peers and goes to school happily every morning. My best
reward came one morning soon after the clacA meeting. As
he was eating breakfast, he turned to me with a big smile
and said, "Mom, all the kids in my clac.s play with me!"

C.R., Oregon

Loud Noises in Public
G.W. & J.W. (December 1994) have a six-year-old daugh-
ter, Kaitlyn, with severe intellectual disabilities. Rett
syndrome has been ruled out, and Kaitlyn's parents do
not believe she is v utistic. Kaitlyn does not talk, but
makes loud noises and high-pitched screams; her parents
worry about how these noises will be handled when she
starts kindergarten next year They wanted to hear from
anyone who has dealt with a child who has similar char-
acteristics, and wenq especially interested in suggestions
far getting Kaitlyn's noises Vaunt to a reasonable pitch."

I do not have the answer to your question but our
daughters seem similar so I decided to write. My six-year-
old daughter, Katie Lynn, also has severe intellectual dis-
abilities. The possibility of an autism diagnosis has come
up several times. Soon, we should be receiving the results
of a recent autism evaluation.

Like your daughter, Katie Lynn is completely nonver-
bal. When she is happy or excited, she flaps her arms and
utters a high-pitched scream. Depending on the situation
for example, in church or at her sister's choir performances
this behavior can be embarrassing for the family. But as
odd as this behavior might seem to the general public,
these screams are Katie's only means of communication. It
is her way of expressing pleasure,and I will not discour-
age this behavior just so she can fit society's picture of
normality. Katie is forced to modify her behavior in other
areas; we have decided that this is one area in which soci-
ety will have to make the adjustments. In situations where
her utterances are disturbing to a group of people, my hus-
band or I will take her out of the room until she is calmer.

Katie has received services in public schools since
she was one year old. This year, for the first time, she
has been mainstreamed into a regular first grade class
for part of the day. We have visited the school several
times to discuss problems that the teachers are having
with her, but her loud vocalizations have never been
an issue.

'1:25

D.T., Texas



c.

NiChOliel moo. 10,

shares the lket spin
around the block on his
new bike with sister
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Elementary School in

Tualatin, Oregre
cerebral palsy,
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les for you, Sad" Eighteen-month-old Victoria Price of Spring
Lake Park, Minnesota loves "talldng" on her play telephone with

a little help from big brother and best buddy Justin. Mom Laura

writes, "Thanks for the opportunity to sham my children with
others who understand that children we beautiful even if they

need extra equipment or thek eyes cross."

Three-end-e-helf-yeei%old Timothy Alexander Crews died last

1., yew, shortly slier Christmas. 'Wax," who had centronucleer

mower% loved listening to music, riding in the van, wheeling

'=isound in his wheeichair and snuggling with Mr. Panda He
communkated fluently using sign language and attended an

,fitispx Seel Society preschool near his home in Mobile,

r AlebenaL His mom, Sewed% remembers Alex as "a bright and

Sy alid who touched meny people."

Would you like to share a favorite candid snapshot or slide of your
child andlor family with other readers of EXCEPTIONAL PARENT? Send it to:
Readers' Photos, EXCEPTIONAL PARENT, 209 Harvard Street, Suite 303,
Brookline, MA 02146. (Sony, photos cannot be returned.) On a separate
sheet of papec write your child's full name, age at the time photo was
taken, address and daytime phone number, and identify everyone in the
photo. If you like, you can also write a few sentences about your child.
Then look for a familiar face In an upcoming issue!

se 1.
11,4

MEM
Beautiful Pocono Mountain Summer Camp

for persons with
Developmental

Disabilities.

Recreation, Sports,

Cultural mid

Performing Arts. Well

trained, experienced staff, 31st year. Sessions from

2 weeks up. Year round residential services for

Prader-Willi clients.

Write Keystone City Residence
406 N. Washington Ave.

Scranton, PA 18503

or call 1-800-747-4988

Circle #48
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Our software can help
your special child!

Laureate's award-winning software is designed by
clinical experts to meet the unique needs of special
infants and children. Our FREE book, Sequential
Software fir Language Intervention, tells how
Laureate's talking programs can help your child
build critical language and cognitive skills.

Call today for your FREE copy
of Sequential Software for
Language Intervention.

Call for a FREE
catalog and book.

1-800-562-6801

Laureate
110 East Spring Street
Winooski, V1.05404
1-802-655-4755

Ord* #48



EXCEPTIONAL PARENTS
TALK ABOUT M.O.V.E.

"Sitting and lying have turned to standing and
walkingand now even speaking. All skills I
was told Lauren would never have. Because of
the M.O.V.E. program, Lauren can communicate
with others in ways I thought
were not possible."
Barbara Ruben, parent
Canoga Park. California

"It's changed our lives. For the
first time in four years, I have
had to baby-proof my house.
I am thrilled!"
Kim Leonetti, parent
Los Angeles, California

The M.O.V.E. curriculum teaches the basic
motor skills of sitting, standing, and walking.
For more information, contact:

Rifton For People With Disabilities
PO Box 901 Rifton, NY 12471
800-374-3866

Circle *41

THE WATER WALKER

* Prone or supine support.
* Contour lines that allow

use of arms and legs.
* Straps to secure person

on float.

* Pillow for head support.
* S.M,L

* Improves coordination,
postural control and
muscle tone.

* Provides independence.
* Secured in center with

belt or seat.

* Trade-in policy.
* S,M,L
* Covered by most

insurance companies.

AQUATIC THERAPY FLOAT

Contact:
AQUATIC THERAPY
1903 East B Avenue
Piainwell, MI 49080
(616) 349-9049

[4:1k
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SWINE
sponsored by Children's.

(114001._ CHATITERIEf
;A005-14 AUGUST 20-2i
OvornIght Camp Program
An Internam therapy camp for non-speaking dpildren &
adoiecents who use augmentative communications
systems and a training program for their parents.

AGES 7-17 t
July 31-August 4, Ocoon County, NJ
August 21-25, Union County, NJ
Augusta-September I, Union County, NJ

letic training & recreation for Junior athktes wfth

1N1POREE
AGES 34 AUGUST 1-25 900 am - 3 pm
Chlitimn with attention probiems. learning disabilities
cc speech language deficits.

UNDER THE UHR
AGES7.ii AUGUST 1-2S 9:00 - 1pm

\ asildren with attention problems. learning disabilities
or speech language deficits.

' 11.1114441 AWIRNATION CALL 112433-3720. EXT S$*
VAXAMIATIE mina mum=

*

CHILDREN'S SPECIAL

HOSPITAL
150 New Providence Road Mountainside. NI 07092

Circle #11

MOONBEAMS
creative clothtno for children

Announcing the Juyiter Suit

for infants & Toddlers with Gastrostoniy Tubes.

This design in 100% cotton features a decorative yatch that oyens

to allow for feedings. $24- short sleeve $28 ',ono sleeve

other adaytive clothing styles available by win order;

call Ns mid discus your child's rid! needs.

MOONBEAMS iy carol Nur
2026 Murray Hal Road Cloaca OH 44106 216/721-4100

227
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One Day at a Time
A family learns to live

with epilepsy
by Katharine Byers

The day started like most Saturdays with Clark
jumping into our bed for a brief snuggle before
watching "Bucky O'Hare." It ended in the intensive

care unit with Clark on a ventilator, physically exhausted
from his first seizure since infancy. Our seven years as
parents had not prepared us for the change this event
would bring to our lives.

After breakfast, Clark and I had set off on errandsto
the library for new books, to the nursery to get
marigolds for the garden, to the mall to find a blue dress
shirt for Clark to wear in his role as narrator of next
week's kindergarten production of "The Three Little
Pigs." It was hectic but fun as we discussed upcoming T-
ball games and school activities as we drove. Back at
home, Clark seemed quiet and subdued. When he said he
was not hungry for dinner, I knew something was wrong.
I felt his forehead. He was burning up with fever!

After a cool bath and Tylenol, he lay down for a nap
on our bed. An hour
later, his fever had
come down. As I
turned him over to

carry him to his own bed, he started jerking violently,
first on his right side and then his whole body. I knew it
was a seizure and shouted to Jim to call 911. I cradled
Clark as the jerking continued. His head and eyes
turned to the side. He started smacking his lips and his
breathing became shallow. I kept talking to him, "Clark,
it's going to be OK. The ambulance is coming. Just keep
breathing. Relax, honey. Relax. It's OK." I'm not sure if
my words were meant to reassure him or me.

A trip to the ICU
The ambulance seemed to take forever, and Clark was

still actively seizing when the EMTh arrived. Jim and I
answered their questions and gave a
short version of Clark's complicated
medical historyprematurity, necrotizing
entemcolitis requiring the removal of a
substantial portion of his intestines, mild
cerebral palsy, asthma. It was the flist of
several times that evening we would
recite the litany of his medications and
major surgeries. In shock, we reacted
calmly, automatically, trying to help
without getting in the way of the En1b.

ClarR, 10, shows off the whitefish he caught at Squanga Lake

during a family camping trip to the Yukon last summer.

The trip to the hospital in the ambulance was like
being under water in slow motion. I kept thinking my
watch had stopped as I glanced at it every minute. Why
was it taking so long when the speedometer said we
were going 40 mph? By the time we arrived, Clark had
stopped breathing and the EMTs were puffing air into his
lungs. After we recited his medical history for the emer-
gency room doctor, Jim and I sat on the couch in the
waiting room, holding hands.

Turning to Jim, I said, "I know this may be premature,
but I need to say this: Are we in
agreement about no heroic measures?"

"Yes," he said quietly, and squeezed
my hand.

The social worker returned with
coffee, and we talked while waiting for
the medical team to try to stop Clark's
seizure and stabilize his condition.
More than an hour later, we were
allowed to see him.

Sedated from all the medication it

GRADUALLY WE

REALIZED THAT CLARK'S

fiRST SEIZURE WAS NOT

AN ISOLATED EVENT,

BUT THE BEGINNING OF

A NEW CHALLENGE.
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One Day at a Time

had taken to stop the status
epilepticus, Clark was too
exhausted to breathe on his own.
He remained on a ventilator
overnight with us by his side. We
watched anxiously, alert for any
indication of possible brain
damage from such a prolonged
seizure. When he started breathing
on his own and asking for food,
we knew he was better. Several
days later, he came home with
a diagnosis of an atypical febrile
seizure and a prescription for
Depakote.

A new challenge
Life quickly returned to normal. There were no more
seizures over the summer, and we began to relax. But in
the fall, Clark started having seizures again, always in
the mornings, but never again associated with a high
fever. There were more calls to 911 when his then-
diagnosed focal seizures generalized and impaired his
breathing. There were more hospital stays, changes m
medication, EEGs and visits to the neurologist.

Gmdiiil we realized that Clark's first seizure was not an
isolated event, but the beginning of a new challenge. Clark

had a seizure disorder, and epilepsy
does not go away. It took a while
for us to be able to say "epilepsy"
out loud, with the conviction to
fight the stigma siill attached to
this disability.

"Seizures stink like
poo-pool"

Nothing in rri:v professional
career as a social worker or in
my work With parents of
children with developmental
disabilities had prepared me to
live with epilepsy. Nothing in
our previous experience with

Clark had prepared us for the anxiety of constantly
being on alert. We had survived his premature birth
and the worries of his first critical illness when he was
given a 40/60 chance of survival. We had dealt with
tube feedings when he lost his suck reflex. We had
adjusted to mist treatments to keep his asthma under
control. We had become accustomed to at least one
hospitalization a year and frequent visits to the
pediatrician during the cold winter months. We had
gotten used to ongoing physical and occupational
therapy to counter the effects of his mild cerebral palsy.

Haverich Ortho-Sport, Inc.
67 Emerald Street
Keene, NH 03431 (603) 358-0438

averic
'Europe's leading line of specialized

icycles, tricycles and tandems
now available in North America.
Steel frame. Duel caliper, drum
and coaster brakes available.
Parking brakes standard.
Latest styling and wide

-Choice of colour
combinations.
More than 30 specially
designed accessories to
meet every need.

Circle* 166
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The Baby Joggere
Mobility and comfort combine for
both parent and child! The Baby
Jogger offers new models to suit a
variety of special needs. Go
anywhere with the ultmate
all-terrain stroller. Travel over
gravel, grass, curbs,even sand and
snow with 'The stroller for runners."
Trips to the beach or park are easy
with the smooth-rolling three wheel
design. Models available for
children of all ages. Folds easily for
transport, adapts to seating inserts.
FREE BROCHURE.

Racing Strollers Inc.
P013 2189, Yakima, WA 98907

1-800-241-1848
Safe, stable, endorsed by pediatricians.

29 ©1990 RSI
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Now we had a new label, a new medical specialty,
new tests and new medicines to learn about. I knew I
would like Clark's first neurologist when he wore a
Mickey Mouse T-shirt at our first meeting in the hospital.
The book he recommended provided helpful information
but also added to our anxiety when we learned that
controlling seizures was more trial and error than
exact science. Learning that Clark's seizures might get
worse before they got better made us feel we were on
an out-of-control roller coaster. Learning that children
who have seizures often have learning problems was
devastating.

We were angry, confused and worried, and when we
took the time to listen, so was Clark. During one early
visit to the neurologist, he said angrily, "Seizures stink
Iike poo-poor and the doctor agreed. Clark understood
more than we first gave him credit for; we have since
learned to talk to each other about our feelings. Only if
we accept the anger and lack of control we sometimes
feel, can we move to exert what control we can.

One day at a time
As a family, we are learning to live with epilepsy. It has
been five years since Clark's first frightening seizure,
and he has been seizure-free for more than two years.
Still, school personnel, parents of friends and Clark all
know what to do in case a seizure begms. Clark reminds us

COTTI NG SCHOOL
"Congratulations. You've Just Found
a Place for Your Child to Thrive."

when it is time to take his Dilantin, and we make sure he
gets enough rest.

We have learned not to let the possibility of seizures
define our lives or Clark's. We are cautious, but allow
him to participate in noi ival 10-year-old activities
Boys' Club basketball, sleepovers, swimming in the
pool. We took a lohg-anticipated camping trip to the
Yukon last summer.

Clark is not an "epileptic;" he is a young man who has
seizures. He has successfully confronted situations many
adults have never had to face. Though mature beyond his
years in many ways, we are determined that seizures will not
rob him of as normal a childhood as possible. We are
learning to live one day at a time, to enjoy each day fully
and completely, and to stop putting important family
activities off because we can never predict with certainty
what tomorrow will bring. EP

Katharine Byers lives in Bloomington, Indiana
with 10-year-old Clark, and Jim, her husband of
25 years. Kathy has administrative and teaching
responsibilities in the undergraduate social work
program at the Indiana University School of Social
Work. She is active in the National Association of
Social Workers and serves on the Advisory Board
of the Institute for the Study of Developmental
Disabilities.

Cotting School is a 766-approved day school in Lexington,
Mass. serving children and young adults, ages 3-22, with a
variety of physical, medical, and learning challenges.

Coning's program features: physical, occupational and
communication therapies art, music and drama classes

prevocational and off-campus internship programs
basketball and track & field teams--and more--all under one
roof! We give your child every opportunity to succeed.

At Coning School, your child will be nurtured
and stimulated, not set apart.

For more information or a tour, call Bob Driscoll, Director
of Admissions, at (617) 862-7323.

Ar,
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Save up to 60% on Disposable Diapers

And We Will Deliver Right to Your Door

AVAILABLE
IN

BABY
YOUTH
SMALL

MEDIUM
LARGE

To order, call toll-free

1-800-777-1111
24 Hour Service

Ask about our complete catalog including GoodNites,
Depend, Attends, At Ease, Comfort Dry, Ultra Shield,

Dri Pride, Promise and No-Rinse Products

Woodbury Products, Inc.
4410 Austin Boulevard - Dept. 250

Island Park, New York 11558
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Mobility"The devil is in the details"
The purchase of mobility equip-
ment for a family member with
a disability is sometimes com-
pared to the purchase of an

automobile. This comparison is not
particularly helpful because of the vast
differences in industry economics,
available choices and the degree to
which the consumer is dependent on
the product for day-to-day life.

A car buyer can choose to purchase
an automobile frol a one of many com-
panies offering a variety of products
at a wide range of prices. It is relative-
ly easy to become informeda great
deal of information is readily avail-
able from both automobile manufac-
turers and independent sources. A car
buyer also has some choices about
how to pay for the purchase. Or if the
consumer doesn't want to buy a car,
leasing is an option. Some consumers
may decide t.hat a used car is
sufficient for their needs. Or, particu-
larly in urban areas, a consumer can

decide to forego automobile owner-
ship and make use of public trans-
portation.

The consumer with a disability who
needs mobility products (wheelchairs,
lifts, vans and ramps) does not have
the same kinds of choices. To begin
with, he or she cannot decide to go
without mobility equipment. Even
though public transportation options
for people with disabilities are
expanding, the individual still needs
at least one wheelchair, stroller or
scooter. While there are many wheel-
chair choices for the consumer, there
are few financial options. Usually, a
new wheelchair is purchased by the
consumer or a third party The con-
sumer rarely has the opportunity to
purchase a used wheelchair, to lease a
new or used product or to finance a
purchase over time. And, unlike auto-
mobiles, wheelchairs are rarely resold
and cannot be "traded in" on a new
one. Finally, in terms of actual dollars,

the price of a new powered wheel-
chair or scooter for an individual with
a disability may exceed the price of
an automobile that transports an
entire family.

These factors and others lead to
a complex relationship between
consumers, manufacturers and retail
distributors of mobility products. To
most consumers, prices seem too
high. At the same time, many manu-
facturers :uid retailers struggle for
financial survival.

Manufacturers
I have met many manufacturers of
mobility products since Exceptional
Parent began in 1971. When a parent
of a child who needed a wheelchair
explained the need for consumers like
himself to have access to advertise-
ments and other informal ion about
products, the magazine began to
actively solicit product advertising.
Over the years, we have learned the

"Hop On!"
(-Nur daughter, Stephanie, was diagnosed

with Werdnig-Hoffman disease at 16
months of age. This neuromuscular disease
weakens her arms, legs and torso, severely
impairing her mobility.

Stephanie is a very bright child. We felt that
independent mobility and socialization were
very important. With the help of her physical
therapist, we pursued a motorized wheelchair.

When Stephanie was 21 months old, one of
her doctors told us that she was too young to
operate a motorized chair. Using a "loaf:c.f." chair,
Stephanie showed her how easy it was. We were also told
that the insurance would never approve it. Well, it took a
while, but she received her wheelchair when she was two
years old.

Stephanie is four years old now. The last two years have
been wonderful for all of us. We enjoy seeing Stephanie
explore her environment and test her boundaries. She is
able to participate in activities with her typical peers. She
likes to tell the neighborhood kids to "hop on" the back of
her chair for a cruise up and down the block.

There have been some drawbacks. For example, we

now have less control over her. When she is
in a defiant mood, she "runs away" from us.

One time when we picked her up from
preschool; her teacher told us that Stephanie
got a time-out for running over a teacher. The
teacher had leaned over to tie her shoe and
Stephanie couldn't resist the target.

Last year, Stephanie went trick-or-treating in
"wer weather and short-cimuited her wheel-
chair. She "shorted" her chair again, by going
through the sprinkler at the private preschool
she attends. It has all been worth it though, to
see her interact with other children. We wanted

her to be just like her peers without disabilities, and she is.
Last May, Stephanie was the flower girl in her aunt's

wedding. She drove down the isle proudly and partici-
pated in the entire ceremony. She did such a good job
that she has been asked to be the flower girl in
another wedding next August.

Even though we realize Stephanie will always have
some limitations, we want to help her develop a sense
of independence and the knowledge that she can
continue to be successful at her own rate.

Sharon Royster
Hudson, Ohio

232
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value of responsible advertising to
parents and professionals.

Most of the manufacturers I have
met became interested in this field as
the result of a personal or family
need. Often starting on a kitchen
table, or in a basement or garage, indi-
viduals slowly created businesses.
With talent, creativity and dedication,

some individuals have built successful
businesses; a few have built large cor-
porate enterprises. It is not my inten-
tion to glamorize individuals or com-
panies or apologize for the cost of
products. Rather, I want readers to
know that most of the manufacturers
I have met over the years are respon-
sible, caring people who want to

Super Light, Super Strong,
Super Safe, Super Simple...the
Columbia Car Seat has been the
#1 choice since 1986 Thousands of Columbia Car
Seats ar2 now in use, and we have received some amazing crash stories. One
grateful father in Louisiana sent a picture of his badly crumpled van and said,
"My 4-year-old son escaped without a scratch, did not even break his glasses."
One mother in Colorado wrote, "Thank you for making such a wonderful car
seat! I really like how comfortable [my son] is in it. On Dec. 1991, we were
hit extremely hard on the passenger side. My 6-year-old son, a healthy 65
pounds, was not hurt at all because your car seat held him so securely."
Our years of real world
experience give you
peace of mind
knowing your child is
comfortable and
secure in our seat!

PLUS it's light-
wetht, easy to use,
good-looking and
easy to care fur!

Ask for our FREE
Full Color Catalog

of convenient,
helpful products

The Columbia Car Seat is your best value!
The LIGHTEST special car seat-easy to handle!
Fits easily into ALL vehicles, no matter how compact!
EXCEEDS all Federal safety standards!
Approved for car, school bus and even airplane travel!
Fits your choice of 4 stroller bases!

: I I

Circe, #151
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improve people's lives. At the same
time, these individuals also want to
make a living.

Consumer input
In preparing this issue, we invited com-
ments from manufacturers about how
users, parents ar d professionals can
make their ide. and opinions known to
product manufacturers. Manufacturers
told us they welcome input because they
need to know whether they are meeting
customers' needs and want help in
improving and relining products.
However, manufacturers reminded us
that new product development is a slow
and costly process and that "the devil is
in the details." A wonderful idea may
take a long time to be transformed into a
viable product

Some manufacturers 52nd out ques-
tionnaires, hold focus groups and solicit
feedback at meetings of professionals
and conrImers. All asked me to convey
to our readers that they welcome ideas
and suggestions. In fact, most suggested
that top management individuals within
these companies were eager to hear
feedback directly from parents and pro-
fessionals.

Rehabilitation engineering centers at
universities and hospitals can also play
a role in product. development. Parents
and professionals can discuss ideas and
questions with experts in these set-
tings. We received a number of exam-
ples of this process and have included
one in this issue (See "Kyle's New
Bike," page 38). When there seems to
be a sufficient market, the products
developed at these centers may
become commercially available.

One of our goals in this is.sue is to
explain the different roles of the individ-
uals involved in mobility decisions so
consumers mid professionals can be
well-informed as they consider possible
choices. At the same time, we lik..ve illus-
trated the complexity of the process and
the need for comprehensive assessment
of a user's needs before decisions are
made. The process is not an easy one,
and it cannot be "simplified."

-S.D.K1133



Obtaining Specialized Equipment
Who's who in the process

by Adrienne Falk Bergen

There is an evergrowing
amount of specialized equip-
ment available for children
with special needs. The chal-

lenge lies in selecting the most appro-
priate product. How do you choose
the right piece(s)? Who can help the
family through the maze?

The process of obtaining specialized
equipment always begins the same
waysomeone notices that a problem
exists. It may be a child who is uncom-
fortable or sits poorly, or equipment
that no longer meets the child's needs.
If a caregiver, family member or
teacher is the first to recognize a
problem, they should report it to the

child's primary therapist If the family
is not aware of the problem, they
should be notified first For a child
who is not receiving ongoing therapy,
the problem should be reported to the
person or facility that manages the
child's equipment needs.

If the child's primary therapist
receives a report of a problem, he
or she can usually decide if it can be
solved on-site with simple adjustments
using available tools. If not, the therapist
may call a team meeting, approach the
equipment supplier for suggestions
or refer the child to the medical
clinic that manages his or her
equipment needs.

Even if the therapist refers the child
to another site, it is important that he
or she be involved in the assessment
process so the recommended equip-
ment is appropriate for reinforcing
the child's therapy goals. The child's
primary therapist and the child's family
are the experts on the child's daily life
and his or her living and learning
environments. The person doing the
assessment may see the child in an
unfamiliar setting for a relatively brief
visit. Involving the child's family and
primary therapist(s) in the assessment
process may take extra time, but
using input from varied sources leads
to a better result.

continued on page 26

A Black Tie Affair .

when Todd was 13, he celebrated the arrival of his
new chair by renting a tuxedowithout even

telling usto wear on his first day using the chair. He
was so proud. He wanted to show it to the world and
especially to all his friends at the Summit Mall in Akron,
Ohio, where his dad owns a tobacco store.

Since Todd was 10, his dad has been letting him roam
the mall. He began by visit-
ing the store next to his
dad's. He gradually made
his way around the wholedal mall. He has friends every-

-war where who watch out for
him, so potential dangers
have been minimized.
Todd even bought a pop-
corn machine and earns
spending money by selling
popcorn and running
errands, such as delivering
lunCh to clerks stuck in
their stores all day.

While Todd, now 1 6,
has multiple disabilities

Todd Carson, then 13, rented a due to a grade IV intra-
tuxedo to ceiebade the arrival of ventricular hemorrhage
his now whasichat shortly after birth, he is

very aware and extremely verbal. He enjoys dis-
cussing sports statistics with the guys at the tobacco
shop. After getting to know Todd, people see past the
wheelchair and discover the unique person.

Todd's wheelchair has allowed him to enjoy base-
ball games, basketball games and wrestling tourna-
ments. He has "danced" all night at a sorority-spon-
sored dance marathon at the mall to earn money for
charity. He makes "datee with special friends and
takes them out to lunch at the mall with money
earned from his popcorn sales. He has participated in
the Special Olympics and won first place for Frisbee
throw and wheelchair slalom.

The wheelchair lets Todd be one of the kids on the
block, riding up and down the street or pulling his lit-
tle brother in his wagon. He has felt useful by hauling
branches when the family does yard work. He has
taken off by himself down a rugged path in northern
Canada where we go campingwith me watching
over him by jumping behind trees.

Todd's wheelchair has given him an incredible
sense of independence. To someone who must depend
on people for every other need, such as feeding, dress-
ing and toileting, having one area of your life where
you're in control means the world. No wonder Todd's
last words every night are "Did you plug in my chair?"

Jean Carson
Clinton, Ohio
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kid-kart.
cares about kids.

ig&PEZ
tilt/reclinebn

made in
USA

PATENT PENDING

NOW FEATURING A
Bus Transport Model
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* Three Models
* Grows from

infant to age 7
* Complete

Positioning
System

,! Easy to fold
'0 Easy to transfer

Easy to adjust

1-800-388-5278
732 Cruiser Lane

Belgrade, Montana
ithkEZ. Adjustable High Chair Base 59714

Melo *98

26 EXCEPTIONAL PARENT / MARCH 1995

coat haled front page 25

Who's who?
It is important for everyone to understand the roles of the var-
ious people involved in the problem-identification, assessment
and equipment-provision process. This will help each team
member kmow where to go for the information they need
along the way. The sidebars to this article, "Our Child Needs a
Bath Chair" and "Our Child Needs a Wheelchair and Seating
System" illustrate how parents and professionals work togeth-
er to purchase mobility equipment.

User: The person who actually uses the equipment.
Family: Parents, grandparents, siblings, legal guardian

and/or significant others who are directly related to the
user of the equipment.

Caregivers: Family members, friends, nurses, aides or
paraprofessionals who give direct care to the user in any
environment.

Teachers: Educators involved with the user.
Treating therapist(s): Physical therapist, occupational

therapist or speech pathologist who assesses the needs of the
user, formulates goals and provides or prescribes treatment
interventions to meet those goals. Therapists may work with
the user at school, at home or in a clinic.

Robbie Shauer (center) tries out a
seating system suncunded by team
members (from !eft) physical therapist
Unda Cimino, Robbie's mom, occu-
pational therapist Stephanie Welson
and rehabilitation technology supplier
Faith Safter, RT.

The treating therapist may
not know enough about the
various types of currently avail-

able equipment to make a recommendation. In this case,
the therapist may refer the child to another qualified pro-
fessional for actual recommendations. The treating thera-
pist must collaborate with the assistive technology assess-
ment team to ensure they have accurate and up-to-date
information about the user, including past history, present
goals and problems, and the reason for the referral. Some
treating therapists have additional expertise in the area of
specialized equipment, and can also serve as the child's
assistive technology practitioner (see below).

Assistive technology practitioner (ATP): Sometimes
called an adaptive equipment specialist, the ATP is
usually a physical or occupational therapist who special-
izes in assessing clients for specialized equipment and
can assist the treating therapist in meeting treatment
goals through the use of adaptive equipment. In most
areas, these professionals can be found in wheelchair
clinics or schools for children who are technology-
dependent.
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Meeting the future needs of a son or daughter with a
disability is a challenging task, but one you can manage with
the help of an EPPD Life Planner. EPPD professionals are at
work now helping families like yours throughout the
country. Let us show you how to help secure your family
member's future. Return this free postcard or call today to
arrange a no-obligation appointment with an EPPD Life
Planner near you.

Available this spring, the new 1995 edition of Planning For
The Future, the widely acclaimed authoritative book on life
and estate planning for families who have a child with a
disability Also available, the new, easy 12 us Life Planning
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Workbook to assist families in the planning process. To
orde; call 800-247-6553. ($24.95 per book plus $3.50 each
shipping.)

CAD
ESTATE PLANNING FOR
PERSONS WITH DISABILITIES
A Division of Protective Life Insurance Company

800-448-1071
Richard W. Fee, Executive Director
National Office: 1200 Corporate Drive, Suite 330, Birmingham, Alabama 35242



The ATP is a resource for the child,
the family and the treating therapist. He
or she also acts as team coordinator
arranging for assessment visits and prod-
uct trials, preparing supportive documen-
tation, ensuring that recommendations
reach the proper physician(s) and mak-
ing sure that all materials needed for
fimding submissions are completed in a
timely fashion. As coordinator, the ATP
facilitates all interactions with the reha-
bilitation technology supplier, arranges
for fittings and deliveries, and follows up

on any problems that arise during the
process.

Rehabilitation technology
supplier (RI'S): Formerly called an
equipment dealer or vendor, sometimes
still called a durable medical equipment
supplier, this person works for a local
company that supplies durable (i.e., not
disposable) medical equipment. The
RI'S has special expertise and experi-
ence to a%-ist the clinical team in the
hands-on assessment process and is
knowledgeable about the types of corn-

Our Child Needs a Bath Chair
The TREATING niERAPgsr speaks to the FAMILY to 'discuss their
goals for this piece of equipment. The 'THERAPIST' May 'do a

home visit to determine the type of equipment that might work
best for -the USER in her home .environment.. :

Orrick"; #1
The family plans to pay for the bath chair initially. The Caseminager at
their health insurance company tells them thek May. mibmit for reim-
bursement from the companythe payeraftei, the fact The treating
therapist and the family look through catalogs 'from Various distribu-
tors and some mankfacturers who sell direct They choose an 'appro-
priate chair and plaCe an order. The chair is shipped to the faisily froin
the distributOr or ntattafactarer. The family and therapist, read the
instructions and learn to use the equipment properly. If any problems
arise with the chair, the family will have to deal directly .with the dis-
tributor/ manufacturer. .

OrnoN
The treating 'therapist calls an RTS who helps the therapiSt and' the
family select a product The RIS rimy obtain sample bath chaira for the .

child to try from the viangfacturer or the Ideal manufacturer's repre-
sentative.. The RTS proVides a price qUote and sUbMita it to the payer
for prior authorization. When the ecpiipment arrives, the RTS, or some-
one from his or her company, NOB assemble it, deliver it and demon-
strate its use. If any problems arise with the chair, the KM will deal with
the manufacturer on the family's behalf.

OPTION #3

The treating therapist, who is not familiar with the full range of avail-
able bath equipment, contacts an ATP who works at the equipment clin-
ic where the child's previous equipment needs have been evaluated. The
therapist and ATP discuss the child's needs and therapy goals and, with
the family, select an appropriate chair. The family can then order the
chair from a distributor (See Option #1) or through an RTS (See Option
#2). To facilitate funding of this purchase, the ATP can assist with
processing insurance forms and can provide a letter of medical neces-
sity for the payer.
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mercially-available equipment The RTS
will also be knowledgeable about possi-
ble custom (individualized)
modifications to existing equipment, cre-
ating certain types of equipment from
raw materials (called fabrication).

The RTS can provide information
on prices and funding. He or she
should offer the team a menu of
choices for discussion, provide equip-
ment for product trials and be avail-
able for assessments, interim fittings
and delivery. The RTS usually works
for a company that can provide sup-
port services (i.e., repairs and mainte-
nance) to users.

Manufacturer: The manufacturer
is the company that actually makes
the piece of equipment.

Manufacturers must follow strict regu-
lations developed and enforced by the
Food and Drug Administration (FDA).
Some rehabilitation technology suppli-
ers create seating systems "in house,"
but are rightfully termed "fabricators,"
not "manufacturers." Some manufactur-
ers sell directly to consumers, but most
require that the consumer make
purchases through a rehabilitation
technology supplier. This allows the
manufacturer to be sure the equipment
is being supplied appropriately, and
that the consumer will have a local
source for service and repairs.

Manufacturer's representative:
This person may work directly for a
manufacturer or be an independent
representative for several manufacturers.
"Reps" usually serve a specific geo-
graphic "territory" and work directly
with rehabilitation technology suppli-
ers in their territoryproviding equip-
ment for trials, Oving presentations
about the use of their equipment and
troubleshooting when problems arise
with the manufacturer or when a con-
sumer has a special need.

The representative has a vested
interest in the products they repre-
sent. Their incomes are based on the
amount of equipment ordered from
the company they represent through
the rehabilitation technology suppli-
ers in their territory Representatives

contiuued on paw, 0



GM m&ILITy.
R 0 G -R A M' Maintain your

daily independence through the General Motors

Mobility Program for Persons with Disabilities.

It starts with a toll-free call to our GM Mobility

Assistance Center. We'll identify your local driver

assessment centers, list

your area's installers
of adaptive driving
devices or vehicle modi-

fications and suggest
which GM cars and

vehicle and any modifications through GMAC in a

single transaction at participating dealers.

The people at GM, and GM dealers nationwide,

know how important mobility is to your everyday

life. Call us today. Or contact your Chevrolet,
Pontiac, Oldsmobile, Buick, Cadillac or GMC

Truck dealer and find
out how the General
Motors Mobility Program

can help make every
day Independence Day

for you.

Call toll-free: 1-800-323-9935
(TDD users: 1-800-TDD-9935)

tor Reimbursement of adaptation costs, up to $1000

vo Financing available through GMAC

ko Information on driver assessment centers and
adaptive equipment installers

Po Free resource video, "On The Move Again"

toi1 24-hour Roadside Assistance

light-duty trucks might work best for you.

Next, whether you buy or lease a new GM
vehicle or dealer demo model, we'll reimburse you

for the cost of adapting it-or for the reinstallation

of your own adaptive equipment-up to $1000.
Qualified customers can finance the cost of the

(Reimbursement for leased vehicle adaptation available only
upon lessor's approval to adapt vehicle.)

General Motors,
t.4
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ing sources, including private insurance andtfediCakl.

The private insurance compam has a list, Of 'preferred
providers, but these providers are all horde ritedicateciulp-
ment suppliets, none of which have an RTS onStaff.

The insurance company's-case manager gives thefem-
ily permission to seek a supplier outside of their regular
networkThe family asks the treating therapist if the
child might be a good candidate for a power wheelchair.
The therapist calls the ATP and discusses the issue. The

goestg the wheeichtiti _with or without
thS treating therapist, fOr an initi;t1 evaluation.

After obtaining all the necessary infortnation about
the child's abilities and goals and -the environment in
which the chair will be used, the AIP makes arrange-
ments with the assignedRTS Or a mameacturer's rep-
resentative to have a power chair delivered to the child's
school for a product ital. Once a product decision is
made, the A7P facilitates its purchase and funding as
described in Option 413 in the bath chair example.

The Pediatric
ChairMan MiniStander
From Permobil

The Benefits Are
Numerous

Front Wheel Drive And
The Fact That You Can
Stand Up Are Just Two Of
Many

But Then Again,
We Were Never
Famous For Making
Comproimses

(la

(800) 736 0925
Permobil Inc. 6 II Gill Street Woburn, MA 01801
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continued from page 28
may not know about or suggest prod-
ucts from other manufacturers, even if
they might be more suitable for an indi-
vidual user.

Distributor This person gathers
equipment manufactured by many
different companies and offers it for
sale. They may also manufacture some
equipment Distributors usually can pro-
vide a catalog. Consumers may buy
directly from the distributors or go
through their local RTS. The RTS may
charge a higher price for the sante equip-
ment to cover the costs for obtaining it
from the manufacturer.

Payer The payer is the source for
funding& the equipmentusually a
private health insurance carrier or
Medicaid (which can be used only after
other available funding sources have
been exhausted or if a child has no other
health insurance).

Some insurance caxriers have "pre-
ferred providers." gib receive full reim-
bursement, consumers with this type of
coverage must obtan equipment from a
specific provider on the insurance com-
pany's list. However, most insurance
companies will make exceptions if listed
companies cannot provide the type of
equipment being Prescribed. EP

Adrienne Falk Bergen, PT has been a
physical thempist for 25 years. She
worked fcn- 15 years at Blythedale
Children's Hospital in Valhalla, New
York For the last 10 years, she has
worked as a rehabilitation technology
supplier with Dynamic Medical
Equipment in Westbury, New Yotk.
Adrienne is a past chairperson of the
National Registry of Rehabilitation
7bdmology Suppliers (NRRIS). She lhes
in Valhalla, New York with her sons,
David and Justin, and husband, Barry.



Finding a Rehabilitation Technology Supplier
Many rehabilitation technology suppliers are skilled in
providing specialized wheelchairs, walkers and

other mobility devices for children and young adults with
disabilities. But how can parents avoid those few suppliers
who are incompetent or downright unethical?

Your child's doctors or therapists may refer you to a
qualified rehabilitation technology supplier. Parents of
children who use similar equipment can be another
excellent resource. Local disability service organiza-
tions may also be able to make suggestions.

Professional organizations can also make referrals:
The National Registry of Rehabilitation Technology

Suppliers (NRRTS) is a nationwide organization of more
than 250 members. Members must have demonstrated
competence through experience and education. They are
also required to sign a code of ethical conduct and obtain
recommendations from local health care professionals.
NRRTS, 3223 South Loop 289, Ste 600, Lubbock, TX 79423,

(806) 797-7299 (voice), (806) 797-4820 (tax).

The MED Group is a nationwide network of indepen-
dently-owned-and-operated rehabilitation and home
medical equipment retailers and repair centers. The MED
group certifies technicians who repair wheelchairs.
The MED Group, 3223 South Loop 289, Ste 600, Lubbock,

TX 79423, (800) 477-6272 (voice), (806) 793-6480 (fax).

RESNA is a professional organization supporting the
use and development of assistive technology.
Currently, RESNA is forming a quality assurance
program for rehabilitation engineers and other
professionals.
RESNA, 1700 N Moore St, Ste 1540, Arlington, VA 209,
(703) 524-6686 (voice), (703) 524-6639 (TTY),
(703) 524-6630 (fax).

National Association of Medical Equipment Services
(NAMES) represents more than 2,000 home medical
equipment and rehabilitation technology suppliers.
NAMES, 625 Slaters Ln, Alexandria, VA 22314-1176,
(703) 836-6263 (voice), (703) 836-6730 (fax).

The Joint Commission on Accreditation
of Health Care Organizations develops standards
and accredits organizations in all areas of health care.
Joint Commission on Accreditation of Health Care
Organizations, One Renaissance Blvd, Oakbrook, IL

60181, (708) 916-5800 (voice).

Dan Lipka

Dan Lipka, M.Ed., is a licensed occupational
therapist and an adaptive seating and mobility
specialist with Miller's Adaptive Technologies in
Akron, Ohio. He is the vice president of NRRTS.

Barrier Free Lifts
BARRIER FREE CEILING LIFTS ARE

Used independently!
Most physically challenged people can
transfer themselves unassisted.

Air tube controlled!
No electricity to the user!
No chance of being shocked!
Can operate while in water!

Multi-directional!
Vertical & horizontal motion at the push
of a button.

Battery operated & no maintenance!
Batteries are automatically recharged
each time the lift is used.

Helping You Achieve Greater Mobility

Barrier Free Lifts, Inc.
P.O. Box 4163 Manassas, VA 22110
(703) 361-6531 FAX (703) 361-7861

1-800-582. 8732
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Powered Mobility?
Making an informed decision
by Phil Reppert

parents frequently ask whether or
not to introduce a powered
wheelchair to their child. The
question is phrased in many

different ways: Will my child still want
to walk if she receives a powered
wheelchair? Will my child's arms
become weaker if he uses a powered
wheelchair instead of pushing a manual
wheelchair? Will my child become lazy?
Is my child too young?

A child's therapist or physician may
express a strong opinion for or against
powered mobility. Many times, two
therapists will have opposing opinions.

There is no single "right" answer to a
parent's question about powered mobil-
ity. Each child is different. Each family
is different. Each home, community,
school and job is different However, by
developing mobility goals and a plan of
action with a child's therapists, the fam-
ily can make a more informed decision
based on their needs and values.

Sonia's story
Sonia Quijano, 16, is a high school Aiident
with cerebral palsy. She began receiv-
ing ongoing therapeutic services at age
five. Each year her therapists estab-
lished goals for her to push her manual
wheelchair and walk with bracing. But
at age 13, Sonia still did not have a use-
ful form of mobility that allowed her to
keep up with her peers.

At that time, her therapists decided
to spend six months documenting
Sonia's ability to use three forms of
mobilitywalking, manual wheelchair
pushing and powered mobility. The goal
was to discover the form of mobility
that would allow Sonia to move at the
same speed and tbr the same distances
as her peers.

After testing her standing and walk-
ing ability, it was determined that walk-
ing would not meet her daily mobility
needs. Standing and walking remained
a part of her therapeutic program in
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Sonia Quijano, 16, received her first powered
wheelchair when she was 13.

order to facilitate her ability to transfer
(for example, from chair to toilet) and
possibly walk with assistance for short
distances.

At the time of her evaluation, Sonia
had the ability to push her manual
wheelchair slowly. When she attempted
to propel her wheelchair quickly, she
could maintain the speed for only a
short distance. Sonia's therapists estab-
lished as a goal that she would improve
her ability to push her manual wheel-
chair, increasing speed and distance,
moving up and down ramps and
maneuvering the chair in tight spaces.
Therapists encouraged Sonia and her
classroom staff to let Sonia push the
chair independently.

Sonia's therapists measured speed
and distance before and at the end of
the six-month period. There were small
improvements in her ability to push the
manual wheelchair faster over longer
distances. However, she was still being
pushed by others, particularly when she
had to be somewhere within a specific

f'414

time period. Sonia continued to lag far
behind her classmates when moving to
different locations within the school.

After the manual wheelchair training
period, Sonia was introduced to a
joystick-controlled power wheelchair.
Within a few days she was fully inde-
pendent Using a fraction of the energy
required to push her manual wheel-
chair, Sonia was able to go anywhere in
the school. Her heart rate was
significantly lower than when she was
pushing her manual wheelchair Mining
the speed at which she traveled specific
distances within the school, her thera-
pists found the powered wheelchair to
be about three and a half times faster
than her manual chair. In the powered
chair, Sonia sought out and initiated
social contacts, rather than sitting pas-
sively in the same place.

After these trial periods, Sonia and
her mother agreed with the therapists
that a powered chair was the only way
for her to move at the same speed and
distance as her peers. Her therapists
used their documented observations of
Sonia's increased independent mobility,
along with issues of safety, greater
vocational choice and less caregiver
supervision and responsibility, to gain
approval for the prescription and fund-
ing of Sonia's new powered chair.

An informed decision
Here are suggestions for parents to
make an informed decision about
powered mobility with their child's
therapists and other team members:

Develop mobility goals and a plan of
action with your child's therapists.
Along with your child, list daily activi-
des that are important for your child to
perform at home, at school and in the
community. Home goals may be to trav-
el independently several city blocks to a
local playground or grocery store, or to
move around the backyard while play-
ing with siblings.

Go to your child's school and
observe the daily activities your child
participates in with peers. A school goal
may Ix for the child to move indepen-
dently at the same speed and for the
same distances as classmates during all
school activities.



Together with your child and team
members, develop a plan of action to
determine the method(s) of mobility
that may allow your child to meet these
goals. Should an intense period of phys-
ical therapy concentrate on a child's
walking ability? Should an effort be
made to develop the child's pushing
skills in a manual wheelchair? Should
the child immediately begin training
with a powered wheelchair? Should he
or she develop walking skills for short
distances and learn to use a powered
wheelchair for activities that involve
traveling longer distances?

Whatever the plan of action, set time
limits with therapists to assess whether
or not your child is developing the
skills required to meet the mobility
goals. If a child is not benefiting from
the current plan of action, valuable

time can be lost.
Have your child try a powered

wheelchair Have your therapist help
you and your child obtain a powered
wheelchair for trial use. Many times,
the advantages and disadvantages of a
powered wheelchair are not recog-
nized until the child actually tries the
device. Having a child try using a pow-
ered wheelchair in his natural environ-
mentsuch as schoolcan provide
parents, therapists and educators with
valuable information about his ability
to use the chair safely and responsibly.

Make your therapists accountable
for the information they are provid-
ing to you. Your therapist may have a
very strong opinion about whether or
not your child should use a powered
wheelchair. A therapist may suggest
that if a child begins to use a motorized

wheelchair, he will lose all desire to
walk. Likewise, another therapist may
indicate that if a child can move
independently in a powered wheel-
chair; his desire to move and walk will
increase. Ask therapists to provide you
with documented cases or research
that supports their opinions.

Talk to other parents and children
who have dealt with the same ques-
tions about powered mobility.
Sometimes, the best resource is other
parents. Ask your therapist to put you
in touch with other parents who have
dealt with similar questions and deci-
sions. EP

Phil Reppert is a physical therapist
working with children and young
adults in the New York City public
schools.

A Larger View of the World

Q ur nine-year-old son Danny was born prematurely
with complications arising from a group B strep

infection. Oxygen deprivation resulted in permanent
brain damage that left him unable to walk independently,
unable to sit for long periods and only able to use his right
arm and hand for functional tasks. He has some visual-
perceptual difficulty, but above-average intelligence.

When Danny was three, we began to notice that his lack
of independent mobility was adversely affecting his develop-
ment because he was not able to see and experience the
world like a child who is mobile. His view was from his
highchair or the floor.

Although Danny's occupational thera-
pist recommended a power wheelchair,
we were reluctant because we felt he
could make progress with a walker.
We wanted to "force" him to go as far
as he could, hoping he would become
a "walker."

We agonized over this decision, but
finally ordered his first chairon his
fourth birthdaybased on three factors.
First, Danny was getting bigger and
more difficult to handle at home and at
the regular nursery school he was
attending. Second, we wanted to make
sure he developed at an appropriate

Danny won the "Most Patriotic Float" award

at a neighbortiood Fourth of July parade
last yew .

rate. Third, his physical therapist told us that "sometimes it
is better to have a happy wheelchair user than an
unhappy walker."

Now a third-grader, Danny has been in a regular class
at our neighborhood school since kindergarten, except
for first grade, where he was placed in a self-contained
learning disabilities class where he made little progress.
He is now pulled out of class for physical and
occupational therapy sessions and receives individual
and small-group tutoring in reading and math.

Being in the regular class has been a very positive
experience for Danny, his teachers and the other

children. We have seen him grow in
independence, class participation
and maturity. And he has lots of
friends without disabilities from
school, church and our neighbor-
hood. He loves to play cops and
robbers at recess and is able to keep
up with the other kids in his power
wheelchair.

Safety was a big concern for us. But
we feel comfortable letting him zoom
around the neighborhood with his seven-
year-old sister. He can even use his chair
to explore the woods behind our home.

Danny's full inclusion in the commu-
nity would have been difficult without
independent power mobility.

--Dan and Margie Wrtht
Hudson, Ohio
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Controls for Power Wheelchairs
Choosing the most appropriate control
by Peggy Barker

power mobility can be considered for many children
even if they cannot use a hand-controlled joystick.
A child's physical abilities can be matched to the
characteristics of available controls (See sidebar.

"Control Options for Power Wheelchairs," page 36). Before
beginning this process, it is important that the child is
securely and comfortably positioned. (See "Proper Seating
and Positioning," February 1995).

Once positioned, the child should be able to work with each
potentially useful control, with supervision, until the evaluator
determines whether that control is effective. Proportional con-
trols should be considered first because they provide fine con-
trol. Switch arrays should be considered next. A single switch
with scanning should be considered as a last resort; scanning
systems require extra time because the user must wait for all
possible activation choices to be scanned before he or she can
choose a funcfion.

For many children, a two- or three-hour trial will not be

sufficient. It may require several weeks to become accus-
tomed to operating the control while the chair is moving. A
rental program that includes power wheelchairs of different
sizes, with various positioning components and a variety of
control options, can be used to give a child more time to
practice with the control and to experience power mobility
The rental program should give the child two weeks to three
months to work with the equipment A rental can also allow
the child's family and teachers to evaluate the chair at
school and home. A follow-up evaluation is needed to
determine whether the child can learn to operate the power
mobility system safely, and if so, to justify its purchase for
funding agencies.

A child's ability to use a power wheelchair should
continue to be re-evaluated on a regular basis. As children
grow and mature, their physical control and potential to
safely and effectively operate a power wheelchair usually
improves. EP

.

heY've headed safaris in their neighborhood

- park, and pondered the panthers and pythonsie;:

o then probed along the surface of Mary in their trusty,::

all-terrain vehicles. They've recovered the last of the

golden keys while their computer proclaims them

heirs to the realm. Kid Mame" is for kids making

tracks. A child's tool, like a child's toy must be durable

and adaptable, allowing them the freedom and ranga.,,

to explore their environment creatively and. incisper:,

dently. Kid Powerlu is tough and, reliable with a,

unique styling that wilusts to your dila changing

needs. Kid PowerTm is easy to program, with precision

controls, accessible battery boxes, controlled traddng,

a rugged steel frame and a host of options that allow

kids to usert their individuality and lifestyle.
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EXPRESS
Medical Supply, Inc.

UROLOGICAL
Bard Baxter Coloplast
Convatec Hollister Intermed
Mentor MMG Sherwood
Sierra Urocare United

INCONTINENCE
Attends Caring Depends
Medline Tranquility

OSTOMY
Coloplast Convatec Cymed
Hollister NuHope United

WHEELCHAIR
CUSHIONS
Roho Jay

SKIN & WOUND CARE
Bard Convatec Hollister
Sween United Urocare

FREE SHIPPING
for orders over $75.00 in the
continental U.S.

Call for a Free Catalog

800-633-2139

Circle 0156
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Control Options for
Power Wheelchairs
Proportional controls (used

for incremental control of direc-
tion and speed) include hand-,
head- or foot-controlled joy-
sticks, or
"short-
throw" joy-
sticks that
require less
movement to
reach the
chair's maxi-
mumspeed.

Non-pro-
portional controls (used to just
turn a function, like direction or a
certain speed, on or oft) include
contact switches activated by a
press or a touch, proximity
switches activated by the user's
physical closeness, puff-sip
switches or a single switch with
scanning of all directions that
may be used to activate all the
functions of the chain

#1: Contact
switch= an
way of three
disc switches on

an adjustable moulting bracket
112 Seaming array: an way of scanning
ligMs is used to seiect the direction the

vftelcheir will move. A single switch is

used to stop the scanning at the chosen
function. Kb Pirecimity switaies: three

switches imbedded in a headrest are
mtivated by the user moving his or her

head closer to the headiest

Peggy Barkei; M.S., is a rehabilitatkm
engineer woiking as an independent
consultant. She previously was the
communkation/control service chief at
Packaid Children's HospitalStanford
&habilitation Engineering Center in.
Palo Alto, California

45

The New LeisTech
Positioning Chair!

Tired of the
institutional looking
positioning chair?

Take a look at this
finely crafted piece
of furniture.

The LeisTech chair correctly
and comfortably positions
the involved child for both
classroom and home activi-
ties. Allows for years of

growth and is easy to adjust.
Available with a tilt in space

option, and custom modifi-
cations to meet the needs of
each child.

EmoiNammoomno
Adaptive Design Labs, Inc.

15 Standish Ave.

West Orange, NJ 07052

Phone (201) 736-4443

Fax (201) 736-3673

Circle *2
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The Art of Manual
Wheelchair Maintenance

Like changing the oil in your
car, manual wheelchair
maintenance can be relatively
easy and inexpensive. Poor

wheelchair maintenance can lead to
expensive repairs, discomfort and a
loss of function.

In many cases. older children can
learn to be responsible for their
chairs by doing routine chair care and
scheduling professional maintenance
appointments.

Keeping the wheelchair as clean as
possible is probably the easiest and
most effective way to prevent
wheelchair breakdown. Routine care
includes:

by Mary Angelico

Wiping down spills as soon as possible.
Cleaning out cracks and crevices

where crumbs and dust collect.
Washing and air drying cushion

covers, on a weekly basis if necessary.
The following are guidelines for

maintenance to be done every two
months. This schedule may vary
depending on ways the wheelchair is
used. Develop the best maintenance
schedule for your needs with your reha-
bilitation technology supplier (RTS).

Seating system
If your cushion is made from Naugahyde,
which is not 100 percent waterproof, it
can be wiped down with a sponge and

Kyle's New Bike

E
ven though Kyle Romano lost both
arms and both legs to amput ion

before the age of two, he never lost his
enthusiasm for life and his desire for
independence. His family made sure
of that.

Surgeons amputated his arms above
the elbows and took two thirds of both
legs because a rare disease, meningococ-
cemia, damaged his circulation, caused
gangrene, and almost took his life.

Now an energetic seven-year-old, Kyle
gets around school in his power chair,
rides horses and has been involved in
Little League baseball. But there was one
thing the Tampa, Florida native always
wanted to do but never couldride a
bicycle with his friends.

I've wanted it since I was four," Kyle says.
He got his wish recently when 11 mechanical engi-

neering students at the University of South Florida (USF)
presented him with a spedally-designed tricycle he can
power and steer on his own.

The tricycle, with two wheels in front ard one in the
back, was designed and built by the USF students as a
class project. It took eight months to complete.

Kyie uses the stub of his right arm to steer the

warm, soapy water (using
a mild dish detergent) and then dried
immediately.

If your cushion has a removable
cover made from nylon or Lycra,
follow the manufacturer's washing
instructions precisely, or wash the
cover using Woolite and cold water;
then hang it to dry. With the cover
removed, wipe the cushion with a
damp rag without soap.

If your cushion's cover is not
removable, you can clean it with warm,
soapy water and a soft-bristled brush.
Use as little water as possible, and soak
up excess water with a dry cloth. Air
dry or use a cool blow dryer only. Once

continued on page 40

vi

Kyle RoMano tries otit his new
bike. With him are younger
brother Kent and pamnts
Kris and David.

vehicle and the stub of his left arm to
shift and brake. He powers his bike by
pushing his chest forward against a
padded bar and then back. Both
motions make the bike move.

"We created a drive arrangement
where you convert the rocking motion
into a forward rotation of the rear
wheel," USF professor Stuart Wilkinson
explains. "It's unique."

USF student Brian Corces, who
worked on the project, will work with
Kyle as part of an independent study
program to make any adjustments to
the bike, that is, if Kyle stays off it long
enough. According to his mother, Kris,
the energetic boy rides it almost every
day with his friends.

"His friends think it's great that he
can power it himself," she says. 'They
help him when he gets into jams.

They're very surwortive."
She also has noticed a change in his self-esteem

and spirit.
"He has a new feeling of independence," she saicL "Our

only trouble is keeping him off of the bike, especially when
he has homework... just like any other child."

Ron Faig
University of South Florida, Tampa

4;4 7
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A D V ER T ISEM EN
PRODUCT NEWS

v.1

Lightweight Portability Solves
Transport Problem

Convaid's buggies are the answer for
moms and kids on the go. Long known
for their patented folding design, they
fold with all positioning adaptations in
place. Moms can easily lift and store the
buggies in a car trunk. Great for indoor
or outdoor use. circle # 209

ErZ,
nk-on

Full Range of Accessories
A choice of up to twenty options on
Convaid's buggies includes a transparent
detachable tray, made of unbreakable
Lexank , and a detachable canopy for
shade and protection from the elements.

Circle * 206

New Bus/Van Tie-Down Models
Now available, the Cruiser Transports, a
new bus/van tie-down buggy line from
Convaid, successfully crash tested at 30
MPH, 20g decel in a forward-facing
configuration w.th up to 170 lb.
dummy, using a Q-Straint (with
positive lock) tie-down.

Tiv
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I
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Good Looks, and Custom
Comfort Make Kids Smile

Convaid's EZ Rider makes transport easy
and fun with six colors, several sizes and
extensive adjustability. Circle # 210

Convaid continues to add to its broad
range of positioning !juggles to fit any age,

,any size and most.- tight budgets. Choose

-from the Cruiser line wikirs many
different poaiuoning accessories, the EZ
Rider with its quick folding desigm or any

of Convaid's compact folding buggies. Eta ,
we offer the Cruiser Transport line, a
buslyan tie-down successfully tested with
up to a 170 lb. dummy.

All Convaid buggies feature our patented

lolding design which eliminates skimp and

the .hasard of accidental foldi%
the possibihties.

MadeiitIwLJSA Five Year Warranty

4it16 8 126

--

Convaid
PRODUCTS INC

PO BO \ 2458 Palo, Verde', CA 90274 USA

(800 552 102( (510) 5W 6S14 in CA

1,1\ cil SW i670
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continued from page 38

dry, the cushion can be brushed to soften it up.
The seat panthe metal or plastic piece that the cushion

rests oncan be safely cleaned with a sponge and warm,
soapy water. Don't use steel wool pads; they will scratch
the surface.

Frame
The frame of your wheelchair includes the seat rails, the
upright cranes and if present, cross braces. Clean these
parts with a damp cloth and warm, soapy water. Do not use
an abrasive cleanser or steel wool because they will
scratch the paint. Grease spots may be removed with a
spray cleaner, such as Fantastic or Formula 409. Touch-up
paint may be available through your RTS.

Columbia makes bathtime easier!
Stable, secure Bath Supports adjust easily
to suit you and your child; fit any tub
All are durable, lightweight, rustproof
Versatile use indoors or outdoors as a go-
anywhere support, for TV, wading pool, beach

How much support?
The Wrap-around Support (above) lets your
child play in the water while seated upright
The Reclining Bath Chair (below) gives your
child full-length head and trunk support;
the angle of the seat is easily adjustable

Ask for our
FREE Color
Catalog of many
helpful products.
We'll also send
the name of your
nearest dealer.

Circle #150
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BACKREST/
ARMREST

... --PUSH HANDLE

SEAT

WHEEL LOCK

LEGREST

FOOTPLATE

REAR WHEEL

HANDR1M

TIPPING LEVER

CASTOR WHEEL

CROSSBAR

FRAME

Illustration by Sam MacFarland

Wheels
Wheel maintenance includes the tires of the rear wheels,
spokes, axles, wheel locks and casters (the front wheels).

lires are either solid rubber or filled with air
(pneumatic). Check solid tires for wear and tightness to the
wheel (there should not be any slack). Worn tires should be
replaced before the inner material is exposed. Check pneu-
matic tires for pressure and for tread wear. If the treads
appear less than one centimeter deep, they should be
replaced.

Wheel alignment can be checked by allowing the wheels to
rotate freely without touching the floor. (You can check one
wheel at a time by turning the chair on its side). If the wheel
wobbles when you spin it, it is not properly aligned and
requires maintenance by your RTS.

Check the wheel locks when you cheek alignment. Engage
the locking mechanism and try to turn the wheel. If the wheel
moves at all, either the lock or the tire pressure needs adjust-
ment. Ask your RTS for assistance.

Z49
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To clean dirt and grime from quick
release wheels, remove the wheel and
scrub the axle with a steel wool pad.
Wipe off excess soap and grime wit.h
a wet rag, then dry the axle. Re-lubricate
the axle using household oil, such as
3-in-1, available at most hardware
stores. Clean the hole the axle fits in
by pulling a rag through it several
times, and re-lubricate it with house-
hold oiL

The wheel spokes need to be evenly
tightened for proper tire alignment If a
spoke is loose, you can use a spoke
tightener to secure it. Both over-tight-
ened and under-tightened spokes affect
the ride. If you are uncertain doing this,
ask your RTS to do it.

Casters tend to pick up lint, thread
and other debris. Remove this debris
from the caster forks and clean the
axles in the same manner as the rear
wheel axles. Instructions on caster

4111k

removal are in the wheelchair booklet
supplied by the manufacturer.

Supports
Position and condition of leg rests,
footrests and armrests are critical to
comfort and function for the user. If leg
rests are removable, check the locking
mechanism to see that it works smooth-
ly and easily. After cleaning the entire
leg rest and footrest assembly use
household oil to re-lubricate the hinges
on the calf pad, footrest and knee
hinges. Clean the armrests and, if neces-
sary, the posts they slide into. If there is
excessive motion in the armrest and an
obvious loose screw, tighten it If the
problems persist, check with your RTS.

Wheelchair tune-ups
Wheelchairs and their seating systems
should have a tune-upusually called
a clean, lube and overhaulevery six
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Amigo Advantages
Bold and colorful design
packages are available.
Our 3-year limited warranty
builds confidence.
Safe and easy to disassemble.
Amigo has over 26 years in
the mobility business.

For more information or to arrange
a demonstration of the AMIGO MINI:

Call Toll-Free: 1-800-1111Y-LINGO

Indoor and out-
door maneuver-
ability allows your
child to enjoy life
.1t the same time,
you can relax,
knowing your child
is safe and secure.

Visit the Amigo Mobility Center°
or representative nearest you.

AMIGO MOBILITY INTERNATIONAL, INC.

Girds 0205
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months by your RTS. Tune-ups include
replacement of bearings, a complete
cleaning, lubrication of all moving
parts and a check to make sure all
screws are tightened.

Ttine-up costs range from $50-$100.
The cost may include pick-up and
delivery of the chair and, if possible,
the use of a loaner chair.

Many services may be covered in
the chair's warranty. Before paying
for any service, be sure you are
familiar with your warranty's
inclusions and limits. EP

Mary Angelieo, PT is an assistive tech-
nology Inuctitioner in physical therapy
in private practice. She has worked for
the past nine years in the Chicago area
at LaRabida Children's Hospital and
tize Assistive Technology Unit, Institute
an Disability and Human Development
at the University of Illinois.

ARD CHILDREN'S HOSPITAL, REHA-

TPMA to

Transitional Power Mobility Aide '51
-4

0

Peeling

0
0
UI

CA

Now a child with physical disabilities can be 5;
positioned in SITTING, SEMI-STANDING, z

or STANDING to optimize access 11

to the environment. 0
Features 0

Electronic Speed Controls
Multiple Switch Options

Proportional Joystick Control
Radio Remote Control

Six Models Available

1-800-950-5135
INNOVATIVE PRODUCTS, INC.

Grand Forks, ND 58201

Circle 0110



Freedom Designs, Inc.

TILT IN SPACE
Our tilt in space feature
is easy to operate.

RECLINE
I 74 Saluted* offers
X an incremental recline.

gn folds
n ease.

TILT AND RECLINE
The frame can be reclined
and tilted simultaneously.

om Designs, Inc. 2241 Madera Road Simi Valley, CA 93065

ne (800) 331-85,514 (805) 582-00Pa Fax (805) 582-1509
52
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DIAFOOD THICIcIT
brings the joy of eating
back to people with-

_ swallowing problems .

Here'S the Solution for the
millionS of young and old
who-need modified consis--:
tencies to enjoy eating

DIAFOODS THICK-IT
when 'mixed with hot or.

thic6 onhin liquids
and pureed foods. pro-
duOeS any desired consis-.

- otency quickly. easily and
controllably Nit it does not
Change trie taste or'apjxNir
ati( e.of the k)n( fit thickenS

RIAFOODS THICK-IT ddds
sixtetn.( alr)ny; pPr
',poor) for 110111 1hinent but
is wry low In sodium for
fn4 uph., soduini

restricted diets. And it
helps hydrate patients
because &will not bind
water or fluids

DIAFOODS THICK-IT is
the market-maker and the;

Free educational material,
call ... (SOO) 333-0003.

The booklet "Dysphasia,
A Review For Health
Professionals" discusses
causes, evaluation and
hutment of driphagia.
The pamphlet "Swallowing

c, Problems" helps patients
and caregivers understand
and adapt b dysphagia.

1 selling brand of Instant
'Food Thickener. It is rec-
omplended by speech and
lanqudge pathologists .

dietitians and nutritionists
in hospitals. nursing homes
and rehabilitation facilities'
.across the cmintry

For pru Ii 111(1 liter,iturt! Jui(I
dlivIct.'. a free sdmj
and information where .

DIAFOODS.THICK-IT [11,1v
hI puronase 411_
(80 -0003.-



Special Needs in the Lunchroom
Modifying school meals for students with special eating needs
by Gloria Frolek Clark

Tacos, grapes, carrot sticks, an iced
cinnamon roll and milk. Sounds
like a typical school lunch, right'?

Most children have two optionseat
hot lunch or bring lunch from home.
But what are the options for children
who choke on any foods except baby
food, easily aspirate liquids (swallow
liquids into the lungs), need low-calo-
rie meals due to medical disorders,
are allergic to certain foods, or are
unable to chew food?

A "typical" lunch could be life-threat-
ening to children with special needs.

Consider Nicki, a seven-year-old *l
with head injuries, who cannot chew
food and needs it blended to the thick-
ness of pudding. Nicki refuses to eat
most vegetables and fruits. Her
teacher and parents have noticed that
if they mix her food with mashed
potatoes, she will eat more. This is
crucial because she has lost five
pounds in the last year and is now
below the fifth percentile when her
height-to-weight pro-
portion is graphed on
a growth chart.

Liquids aLso run
down Nicki's throat too fast and cause
her to choke. The school occupational
therapist has recommended that the
liquids be thickened using baby food
cereal, yogurt or blended fruit, such as
applesauce.

How can Nicki's school lunch be
modified to make it safer and provide
her with the nutrition she needs?

regulations require
schools to modify or
make substitutions in
meals at no extra
charge for students
who meet the
definition of having a
disability and whose
disability restricts
their diet. A person
meets this definition if
he or she has a physi-
cal or mental impair-
ment which "substan-
tially limits one or
more major life activi-
ties," has a history of

/

With help from occupational therapist Gloria Frolek Clark,
preschooler Derek Hanison practices drinking from a cup.

having such an impairment or is
believed to have such an impairment.

Since the Child Nutrition Program
Regulations are monitored through
the U.S. Department of Agriculture
(USDA) rather than the U.S.
Department of Education, families
and professionals who care for chil-

dren with special
needs are often not
aware these regula-
tions exist.

A variety of modifications and
substitutions may be necessary to
allow a student to consume the meals
offered to students without special
needs. Some students with gastrosto-
my tubes may require a liquid formula,
while other students may require
modifications such as:

Substitutions of menu items to
accommodate such dietary
restrictions as allergies, or foods that
don't puree well.

Recipe modification to provide foods
that are low or high in certain elements
such as fat, sugar, fiber or protein.

Texture modifications such as thick-
ening liqukis, or pinding or chopping
foods.

Other modifications in food
characteristics such as temperature,
portion size and nutrient composition.

111111111111111111111111

School requirements
The Rehabilitation Act of 1973
required recipients of federal funds to
make their programs and activities
accessible to all individuals with dis-
abilities. Section 504 of the act incor-
porated new regulations for school
meal programs into the Child
Nutrition Program Regulations of
1988, commonly known as the break-
fast and hot lunch program. These

t
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It is imperative that nutritional
value he considered when making
any modifications to the meal. For
example, if certain foods are prohibit-
ed, substituted foods should be simi-
lar in nutrient content.

Updated instructions issued in
October 1994 by the USDA provide
guidance to schools participating in
breakfast and hot lunch programs. If a
school is not a participant in this fed-
eral program, they may still be obligat-
ed to make modifications and
substitutions based on the Individual
with Disabilities Education Act
(IDEA). IDEA may require school
food authorities to provide meals out-
side of the regular meal schedule or to
provide services that are not usually
required by the Child Nutrition
Program.

Feeding and nutrition goals
Food modifications can be listed on:

An Individual Education Plan (IEP).
A Student Health Care Plan attached

to the IEP.
A goaLs-and-objectives plan related

strictly to feeding iuki nutrition.
Even students who do not qualify

for special education services are
eligible for special frxxl services as
long as they meet the criteria for hay-
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Special Needs in the Lunchroom

ing a disability under the Rehabilitation
Act of 1973.

In most cases, the school will
require a physician's statement regard.
ing the child's disability and related
dietary restrictions. The school must
determine if this student meets the
regulatory criteria of the Rehabilitation
Act of 1973, and is only obligated to
provide those substitutions and
modifications deemed necessary
by the physician.

Changing the texture of the meal
by such processes as blending, puree-
ing or choppingdoes not require a
physician's order, though it is helpful
information for the school food service.

Inclusion
In addition to meal modifications, the
regulations state that food services be
provided in the most integrated
setting appropriate to the special
needs of the student. Unfortunately,
students with special feeding needs

often are not integrated into the lunch-
room to the maximum extent possible.

A team effort
A team approach is critical for a

child with feeding and nutrition prob-
lems. This approach has made a dif-
ference for Nicki.

Nicki has been followed closely by
a nutritionist since her parents and
occupational therapist became con-
cerned about her weight loss. Her
height and weight are being closely
monitored by the school nurse and
her regular physician. The nutritionist
also discussed the need for supple-
mental vitamins and minerals because
of the anticonvulsant medication she
takes daily. The educational team has
met to discuss the school food
modifications that were needed for
Nicki. The family, teacher, occupation-
al therapist and nutritionist provided
input that was used to develop a plan.
The physician had been kept informed

At Devereux...
a helping hand is just a phone call away

1-800-345-1292
In a nationwide network, Devereux
provides services to individuals of all
ages who have a wide range of
emotional disorders and/or
developmental disabilities.

Devereux services include:
residential treatment centers
community-based group homes

day treatment programs
transitional living
acute and partial hospitalization
foster care homes
family counseling and therapy
in-home services
aftercare programs

Devereux
Since 1912

Girds # 107
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of Nicki's needs and difficulties with
the school lunch.

As a result of this team effort, spe-
cially prepared meals are now avail-
able each day for Nicki's lunch. Nicki's
teacher keeps in constant contact
with the school lunch supervisor
regarding the modifications and how
they are working for Nicki.

For more information about school
food regulations, contact the food and
nutrition service staff at your state
Department of Education, or your local
school district administrator. EP

Occupational therapist Gloria Prole*
Om*, OTR/L FAOTA walks for the
Heartland Area Education Agency
in Johnston, Iowa, and is in. private
practice. She chairs the School
System Special Interest Section (If
the American Occupational Therapy
Association.. Gloria lives with. her
husband and airee children in
Ankeny, Iowa.

Why pay more for
Disposable Briefs ?

YOUTH
ADULT SMALL
ADULT MED.
ADULT LARGE

96 Count $45.00

96 Count $47.00
96 Count $53.00

72 Count $53.00

Ultra Shield' Briefs.
All Super Abscvbent , Premium

Quality Products. NO IRREGULARS.

Prices include all Shipping and Handeling in
in the 48 connectiong states. Delivery is

made directly to your home.

Call or write for FREE SAMPLES.

SpEciAl PRodUCTS
212 W. Market, Suite 315, Wichita, KS 67202-2016

Toll Free I-800-553-3492
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Violinist Itzhak
Perlman hosts
PEOPLE EV MOTION:

AN INNOVATION

Mime= The series'
three episodes
"Ways to Move,"

"Ready to Live" and "Redesigning the Human
Machine" ecplore dramatic advances in tech-
nology, medicine and attitudas that am chang-
ing the lives of people with disabilities. Ed
Roberts, disabilities activist and founder of the
Center for Independent Living; Marilyn
Hamilton, co-founder of the Quickie wheelchair
company and Ed Tbssier; a fornwr congressional
candidate from Califmnia who is quadriplegic,
are some of the remarkable people featured.

PEOPLE IN MOTIOIV premieres March .91 at 9
p.m. on PBS (check local listings). Afree view-
er's guide is available. Write to PEOPLE IN MOTION,
PO. Box 245, r4ttle Falls, NJ 07424-0245.

1

Twelve-year-old Cart Burnett of Cape
Elizabeth, Maine enjoys 'Mono-skiing" at
the United Airlines Ski Spectacular, held in
December in Breckenridge, Colorado. The
Spectacular, sponsored by National
Handicapped Sports (NHS), attracted
skiers with disabilities from all over the country. The week-long
event included ski instruction, racing clinics, elite training
camps and a giant slalom competition. (Photo: Bruce Barthel)

Calling Young Playwrights
The Very Special Arts 1995 Young Playwrights Program has issued
a call for scripts written by 12- to 18-year-old playwrights. Scripts
must deal with some aspect of disability and must be postmarked
by April 14, 1995. The winner of the competition will travel to
Washington, DC to see his or her play produced at the John E
Kennedy Center for the Performing Arts.

Very Special Arts is an international organization providing pro-
grams in creative writing, dance, drama, music and the visual arts
for people with disabilities, especially children and youth. For more
information about Very Special Arts, or for details about the 1995
Young Playwrights Program, contact Very Special Arts, The John E
Kennedy Center for the Performing Arts, Education Office,
Washington, DC 20566, (202) 628-2800 (voice), (202) 737-0645 (71Y).

You are cordially invited to attend the

MinspeaC Conference
Date: Yu& 14-15, 1995
Trace: Wooster, Ohio (home of Prentke Nomich Co.)

'The MinspeakConference is the conference for tiwse interested in [earning more about the most successful an witi4
used vocabulary oganization system in augmentative and alternative communication. Nfinspeakis successful because it
works, and th.e MinspeakConference is where those who have had success share their knowledge anti experiences.

ghe focus of this year's conference wilt be "Transitions." Device operators and A51C specialists wilt present papers and

poster sessions, and will- participate in both round-tabk and panel discussions. Tip to 200 cfinicians, special- &hectors, device

operators, and family members are eqected to attend, providing au excellent opportunity for interaction.

Presenters include:

gfrfiehaelB. Williams Gail Nan Tatenfwve

Visit our facility, enjoy our hospitality, andrearn how
you can help someone transition to where they want to
be. For further information, contact Verna 9-forvath
at (800)262-1984 or (216) 262-1984, ext. 251.

Caroline Musselwhite Yoy Zabahz

Prentke Romich Company
1022 Hey! Rd. Wooster, OH 44691
800-262-1984 216-262-1984 fax 216-263-4829

4
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by David Hirsch, M.D.

Infantile Spasms
QAt about five months of age, our
son developed a type of seizure

disorder called infantile spasms. Prior
to this time his development was nor-
mal. He has brief myoclonic spasms
lasting a few seconds but occurring
many times each day. After a bout of
these spasms, he is irritable, then he
seems to become drowsy. He is now
one year old and is delayed in all
areas. He has been on a number of
different anticonvulsants including
Valproic acid, benzodiazepine, and
ACTH. Nothing has seemed to work
very well for any period of time.
Recently, I heard about a fairly new
medication called "Sabril" that has
helped in the treatment of infantile
spasms. Is this medication worth trying?

A Infantile spasms, sometimes called
rtWest syndrome, is a type of seizure
disorder with a clinical pattern that
most commonly consists of frequent
myoclonic spasms (unpredictable con-
tractions of one or more muscle
groups) and a unique electroen-
cephalographic (EEG) pattern called
"hypsarrhythmia." As in your son's
case, most children with infantile
spasms develop this condition in the
first year of life. Other terms for infan-
tile spasms that describe some other
types of seizures associated with it are
"lightening" or "jackknife" convulsions.

Unfortunately, infantile spasms are
non-responsive to many of the more
conventional anticonvulsant medica-
tions. ACTH is a hormone that stimu-

0
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HEADGEAR ADAPTIVE TOYS

Can you
see it ?

The 6611 Clear
Chest Support

The Anterior Head Support

Soft Frontal and Lateral
Support

Please Call: Danmar Products, Inc. (800) 783 -1998
41111111MMIIIMP two=5...
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lates the release of cortisone. It has
been successful in controlling infantile
spasms at least for a while, but it has
not been shown conclusively to improve
the long-term outcome of this disorder

Vigabatrin, sometimes called Sabril
in Europe, is a newer anticonvulsant
that has shown some promise in the
treatment of infantile spasms and
other complicated seizure disorders
This medication is now being studied
and may become available in the U.S.
within a year. It certainly would be
worth trying. Continue to work with
your son's pediatrician and pediatric
neurologist. More information on this
medication and other newer treat-
ments for various forms of epilepsy
can be obtained from the Epilepsy
Foundation of America (4351 Garden
City Dr., Landover, MD 20785-2267;
8001332-1000, voice; 8001332-2070,
TN), the American Epilepsy Society
(638 Prospect Ave., Hartford, CT
06105-4298; 203/586-7505, voice) or
Epilepsy Canada (1470 Peel St., Ste.
745, Montreal, PQ H3A IT1, 514/845-
7855, voice). EP

hi this column,
Davidifirsek
4pediatrician and,

ExamAszettiPaigtr's
Editorial Advise*

, Board, aniweis
SueslionsfrOn tor*

: ent. Dr. Hirsch is d
Partner it Pkoett4 Pefhatritst Litt

Phoenix, Axiom Ife speciatiesS
' in treating dtildren- with dev,iop-

Sin

menteil disabilities and dironie

resPonding to
letters and has not examined the dzild

qUestion, parents need to Imlay
; his suggestions with appropriate pro-
, fissional& pr. Ifitvoh mentiorts
' specilleproducts omodiocitions only

inushate suggestions; he is not
_sodorsing anal VetVeproducts

Send questions to: Ask the
?eclat; AtEPTIONAPAReir, 209
Hamad St., $te. 303, Brookline, MA



Choosing A Summer Cam
Summer camp can be a growing

experience for a child and a chance
for parents to gain some much-

needed respite. Some see summer pro-
grams as a way to extend the school
year by choosing camps that continue
education and therapy goals. Otheis find
the summer a perfect time for their
child to get to know other children with
and without disabilities.

Where can a child with a
disability go to camp?

Possible information resources
include:

Parent organizations, especially
those affiliated with a national dis-
ability organization;

Professionals;
Social service agencies, rehabili-

tation centers, clinical facili-
ties, or recreational programs;

Local Parent Training and
Information Centers (see
Exceptional Parent's1995
Resource Guide for a state-
by-state listing);

Local newspapers (Sunday Camp Sky Ranch, Blowing Rock, NC.
magazine section) and com-
munity parents' newspapers often
list camps, camp-referral services
and camp fairs;

Local religious associations,
fraternal associations, community
organizations and scouting groups, and
Camp guides which may be avail-
able at public libraries. Two usefull
guides are:

Peterson's Summer
Opportunities for Kids and
Teenagers, 1995 edition; lists camps
and other summer programs for
children of all abilities; also available

I

Camp Courageous of Iowa, Monticello, IA

LIFE
CAN

STILL BE
THE

JOURNEY
OF

DISCOVERY
YOUR
CHILD

DESERVES

BRUNO®

Wig3TV. 14C1
REGAL®

THRSOLOF-FOUIRWHEB148WD SCOOTER

Choose the ride that's fit for you. Regal
is available in seven models, all eygo--
nomically designed to give your -
neys freedom of choice and est .

BACK-SAVERni
MAR EXT7INIORwszuwaLtauFr

Easy to use. No lifting. Fully automatic.
Raises and stores manual wheelchairs'
with the turn cif a key activated switch.
Only 1.of 14 different Bruno Lifts.

CURB-SIDER114
SCOOTER IIIVIEBIELCRAIR LfFT

Unique lindegreepowermtationlets .
you pick up neat to err behind your
velticladeal for use in vans and trucks
with liftgate et tailgate mat opening'.

ELECTRA-RIDETh4
STAMM' ALIWATflif SUM

Low-cost,battery-powered stairway
elevator.Needs no special wiring. Op-
erates evat if there is a power outage.
To give your journeys peace of mind.

_

IRMO 11101P400011 LIVI000 NOS INC 1M

CALL 1-800-882-8183 TOLL FREE OR 1-414-5674990 FAX 1414-5674341
BRUNO INDEPENDENT LIVING AIDS, INC. 1780 EXECUTIVE DRIVE PO BOX 84 OCONOMOWOC WISCONSIN 53066
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That's Steve on the left. He wasn't always this happy and self-
assured. Some days he would hit himself thousands of times. His
injuries ranged in severity from a bloody nose to a cauliflower ear. His
ability to learn and understand himself was affected by his autistic
behaviors.

When Steve was 15 years old, his parents enrolled him in
Heartspring's residential school. Our interdisciplinary team approach
focused a wide spectrum of knowledge on his behavior, combining the
efforts of a special education teacher, psychologist, speech therapist,
case manager, and of course, Steve's parents. His team determined
that his inability to communicate his wants and needs contributed to
his frustrations and his inappropriate behaviors, so that's where his
plan began.

To address Steve's challenges, a comprehensive program,
including behavior management and appropriate alternative ways to
communicate, was implemented in his classroom, apartment, and
outings in the community.

Steve's life is very different now. He's learned to communicate his
needs, and his pattern of hitting himself has been reduced to ten "light
taps" a day. Now he can concentrate on other skills. Between working
his part-time jobs with his job coach, participating in other learning
activities, and doing things with his friends, Steve probably won't have
time to self-destruct today.

If you know a child who might benefit from an individuali:ed,
comprehensive program at Heartspring, call us today. Together we can
make a difference.

I-IFATSPRING
A lifeskills learning center

2400 JARDINE DRIVE WICHITA, KANSAS 67219-4699

1-800- 835-1043
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WHAT ABBY DID ON HER
SUMER VACATION

K
ids and summer camp is as much an
American institution as Mom and

Apple Pie. However, parents of children
with disabilitieb discover that finding a
camp suited to their child's special
needs is not easy. My search for a sum-
mer camp for my 13-year-old daughter,
Abby, taught me a great deal about par-
ent advocacy.

Diagnosed with spastic triplegia, Abby
arrived from Korea at age eight as one of
my 10 adopted children. Although
mainstreamed in regular classes in mid-
dle school, Abby's wheelchair, her
school work
and her own
demand for
achievement
created difficul-
ties in making
friends. Her
chances to
make friends
were also limit-
ed becl ase she
traveled alone
to school in a
special van.
Abby desper-
ately needed to
learn how to
make friends
and have fun in
a relaxed
atmosphere.
Camp seemed
to be an ideal
solution.

To begin my
search, I checked with our state special
needs coordinator who did a computer-
ized camp search for me. I spoke with
people at the regional office of develop-
mental disabilities for referrals. I talked
with people on the child study team at
school. Our local Cerebral Palsy
Association made suggestions. Virtually
everyone I spoke to understood the
problem and tried to be helpful, but they
only referred me to someone else. In the
end, I had one solid recommendation
; camp for children with disabilities
which I felt was unsuited to Abby's
needs.

Abby and I changed tactics. We
established a new list of requirements:
reasonable accessibility, a relatively flat
terrain, a swimming program, a low
camper-to-counselor ratio and a pro-

Abby Peck attended
two one-week sessions

at Eagle's Nest summer

camp last yew "I did
everything the other kids

did, and my chair was

just no big deal."



gram with an emphasis on individual
growth and success. I contacted camps
in New Jersey and others within two
hours of home.

I was straightforward and open. I
talked about "accessibility" as a physical
reality and a commitment from the staff.
I described Abby, her personal indepen-
dence in se/f-care and her physical
needs in realistic terms.

Amazingly, our decision was made
with ease. The Episcopal Diocese of
Newark, of which our own church is a
part, has run the Eagle's Nest summer
camp for many years. Brad Moore, the
diocesan youth director, listened to my
well-rehearsed "litany" on accessibility
and chuckled. "Sure, she can come," he
said. "Just be sure you sign up Alee,
too!" The thought that Alee, my 12-year-
old sixth grader who also has cerebral
palsy, might enjoy camp, too, had never
seriously crossed my mind in my one-
track quest to provide for Abby.

The staff at Eagle's Nest was well-pre-
pared for Abby. Several counselors-in-
training volunteered to help her meet the
day-to-day physical challenge of platform
tent camping. Some were more successful
than others. The administration firmly
believed that they could meet Abby's
needs and that a camping experience for
my daughter could be achieved both
safely and realistically.

Abby attended two one-week camp
sessions last summer. At the end of the
first week, I met her at the bus. Three
big, strapping teenagers lifted her off the
bus and planted her in my car as she
giggled in exhaustion and joy. On the
way home, she stretched and sighed in
contentment. "You knoW what, Mom?"
she asked. "For the first time ever in my
whole life, I feel like a regular, normal
kid. I did everything the other kids did,
and my chair was just no big deal." I
wept quietly for her joy.

Cynthia VN. Peck

Cindy Peck is a single adoptive parent
of 10 children aged 13-25. She is an
English teacher and a partner in
Seedlings, a licensed New Jersey adop-
tion agency. She is also the editor/pub-
lisher of Roots & Wings, a national
adoption magazine. For information and
a free sample issue. write to Roots &
Wings, PO. Box 638, Chester, NI
07930. The Internet e-mail address is
Rootswingsgaol.com.

Choosing A Summer Camp

Camp Courageous of Iowa, Monticello, IA.

at bookstores and through Peterson's,
Customer Service, P.O. Box 2123,
Princeton, NJ 08543-2123, (800) 338-
32E2 (voice), (609) 452-0966 (fax).

The American Camping
Association (ACA) Guide to
Accredited Camps; lists camps that
meet ACA standards of operation;

A child's well-being is
a sacred trust.

We work to earn that trust by providing a pediatric team
which includes board certified pediatricians in almost

every known specialty. That is one reason why we were
designated by the State of New Jersey as the Children's Hospital
for Bergen, Morris, Passaic, Sussex, and Warren counties.

Our Pediatric Services Include...
Adolescent Medicine
Apnea Center
Bronchopulmonary
Dysplasia Treatment
Child Development
Center
Child Life Specialist
Service
Children and Youth
Program
Craniofacial Center
Diabetic Care
Early Intervention
Program (EIP)
Genetics
Maternal/Infant
Transport Service

Ili)g lit II I

Myelomeningocele
Treatment
Neonatal Intensive Care
Neonatology
Pediatric/Adolescent
Psychiatry
Pediatric Allergy/
Immunology
Pediatric Anesthesiology
Pediatric Cardiology
Pediatric Dialysis
Pediatric Endocrinology
Pediatric Gastroenterology
Pediatric Infectious
Diseases
Pediatric Intensive Care
Pediatric Nephrology

at St. Joseph'.

Pediatric Neurology
Pediatric Nutrition
Program
Pediatric Ophthalmology
Pediatric Pulmonology
Pediatric Residency
Program
Pediatric Rheumatology
Pediatric Subspecialty
Clinics
Pediatric Surgery
Pediatric Urology
Perinatology
Regional Perinatal
Center
Swallowing Center

We accept most
insurance plans.

. Easily accessible via I
most major roadways..

' We offer both an on- .
site garage as well Vs
valet parking.
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Make yaLr child a star
in my Cooper Car!

ftv_ancl_kipr&Lell
1) ;rct power
2) Proportional joystick
3) More speeds

Still...

Adaptable to any child,
any_switch. and...

...less than $1000!
BEWARE! You may see ada with products that

look tiro mine, but they are simply more expensive

Hi!
I'm RJ Cooper, inventor of the Cooper Car, SAM,

and many special needs computer programs for your
child. I've been helping parents and professionals
for 10 years now, and I'm here to help you!

When you call me, I'll share with you my
experiences, methods, and materials that have
helped thousands of children become successful,
many for the first time in their lives!

.117100111.:

rte comes n...
MOSS. .1

Use, a girkile !witch lo

=4 '.; 6 e MPS'S 12

4 =0- .r7

...my Switch-Adapted
Mouse device...

...lets you plug switches
into your computer!

CrossScanner
...lets one switch (or any

pointing device) do
everything on your Mac or

Windows computer!

I also make a variety of special needs software
for your Mac, Windows, or Apple II computer.

So, for a free catalog or advice, call me, RJ, at...

1-800-RJCooper
Now accepting VISA and MasterCard

RJ Cooper & Associates
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24843 Del Prado #283 Dana PT, CA 92629
Voice: 714.240-4853 Fax: 714-240-9785

Email: ecoo aol.com
Circle see

Choosing A Summer Camp

includes camps for children
with disabilities; offers tips
on questions to ask camp
directors, what to pack, com-
bating homesickness and
financial assistance; also
available through ACA, 5000
Statp Road 67 North,
Martinsville, IN 46151-7902,
(800) 428-2267 (voice), (317)
342-2065 (fax).

"Special" or "Regular"?
A "regular" camp will intro-
duce children to peers with-
out disabilities as well as to
peers with disabilities differ-
ent from their own. A special
needs camp is more likely to have the equipment, staff and
adaptations needed for all campers to participate in activities.
In addition, a special needs camp will provide a child more
opportunities to share feelings, thoughts and stories of living
with a disability.

Camp Courageous ei Iowa,
Monttcello, IA.

Expectations
After compiling a list of possible camps, create a list of expec-
tations (parents' and child's) of what the camp will provide.
Should it be a fun vacation and/or a time to enhance skills?
What do the parents want their child to gain front the experi-
encefriends? increased confidence? a new understanding
of the world around them? What are the child's abilities and
interests, and how will each of these affect the experience?

When these goals have been detemiined, a list of ques-
tions will help narrow the field of possibilities. Through this
list, parents will be able to get a good idea of how the camp
will provide for their child.
Directly asking "How will
you achieve this?" will help
to prepare everyone
involved. Some topics that
may be covered include:

Camp objectives; .

Health and medical consid-
erations;

Staff-to-camper ratios;
Preparedness of staff to

deal with emergencies;
Physical tenrain and acces-

sibility of the camp; and Camp Courageous of Iowa,
References: Speaking with Monticello, IA.

other parents and children
with disabilities who have attended the camp will give you
and your child a more personal view of the camp's potential.

Visiting the camp will let you make sure that the layout
and surroundings meet your expectations and needs.

Once all necessary arrangements have been made, sum-
mer camp can truly become a time for special memories.

61 Jennijer M. Koerber



HEALTH _NSURANCE TROUBLESHOOTER
by Richard Epstein

A New Insurance Plan for
Individuals Considered "High Risk"

QMy 17-year-old daughter has
Down syndrome. I previously

worked for a large company and was
able to provide her with the best of
health care. Now I am self-employed
and have no health insurance for her.

My daughter is a healthy teenager.
She loves camping, swimming and
many other activities that make me
nervous. However, I can't restrict
her activities ji st because she lacks
adequate heal insurance.

Because of her diagnosis, health
insurance is extremely expensive.
Several insurance companies have
said that she is in a high-risk cate-
gory and prone to having accidents.
I can't find an affordable policy.

J.D., Ohio

A This issue needs to be dealt with
on a national basis. Hopefully, it

will be a major goal of Congress. 'lb
help persuade Congresiof the impor-
tance of this issue, it is ,msential to
write to your legislators about your
difficulties in obtaining insurance.

In the meantime, The Arc, a national
organization on mental retardation, is
in the process of establishing a health
insurance program thP; may meet
your daughter's needs. "The Arc
Group Major Medical Insurance
Plan" has been specifically designed
to meet the needs of children and
adults with Down syndrome and
other disabilities, ages 10 to 65.

According to an Arc representa-
tive, the policy represents "the only

affordable commercial plan that we
are aware of in the market today that
does not automatically preclude
people with mental retardation."

It's important to be aware, howev-
er, that this insurance plan is still in
the process of development. The
information we have is preliminary;
specific policy rules may change as
final details are developed. In addi-
tion, while the program does not
automatically exclude applicants
with Down syndrome, mental retar-
dation or other disabilities, there is
no guarantee of acceptance. Each
applicant will be evaluated individually.

Two plans
The Arc will offer a "Comprehensive
Plan" and an "Economy Plan." Both
plans have an individual lifetime limit
of $1 million. Each plan offers three
different deductibles, ranging from
$300 to $1,000 per year.

44LERS ASSOCIATION

Look For This

It's Your Guarantee of Quality
It means your adaptive equipment dealer is a member of NMEDA the National Mobility
Equipment Dealers Association and that he makes a special effort to assure customer
Safety, Comfort, and Convenience!

NMEDA members are professional factory-trained and certified.
NMEDA dealers use only the proper tods and best materials, and employ certified technicians and weklers,

because the safety and welfare of their customers and everyone on the road is their first priority.

A NMEDA customer knows the work on his vehicle has been professionally completed by a dedicated,

caring and responsble dealer worthy of the customer's trust.

Call our toll-free National Hotline for the location of the NMEDA dealer nearest you:
1-800-833-0427

National Mobility Equipment Dealers Association
909 East Skagwaytve. Tampa, FL 33607 1-813-932-8566
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Once you have paid the year's
deductible, the Comprehensive Plan
will pay 80 percent of the next $5000
of covered expenses. After that, the
Comprehensive Plan will pay 100
percent of covered expenses based
on "reasonable and customary"
charges.

The Economy Plan will pay 70 per-
cent of the next $10,000 of covered
expenses, after the deductible has
been met. After that, the Economy
Plan will pay 100 percent of covered

expenses based on "reasonable and
customary" charges.

Coverage
According to the current proposal,
both plans will provide coverage for
hospitalizations, treatment of mental
illness, x-rays, anesthesia, doctors'
bills, rental of certain types of med-
ical equipment, ambulance services
and laboratory tests. Other medical
equipment or services may be cov-
ered as well. In addition, there are

EZPACCESS'v

e N e in
Po ble Keelchair Ramps

Look for thu Seal of Quality

Rollup/ Curb Ramp 5 Step Ramp
am! R 311 Purprut Ramp

Amximed Aluminum
Non-skid Surface
Telescopic Dcsign
Catch Buttons
One Year Warrants

RI000 5' Portable Ramp

Overcome life's obstades with EZ-P 'TESS'
Portable Ramps for Wheelchairs and Scooters.

Nb

4

Van romp 52000 7' or 56000 10'
A

R3000 8' Sewer Ramp

Year, of Quality Matinfacturnig by flu, Phyqtally Challenged

HOMECARE PRODUCTS, INC
Kent, WA 98042
206-631-4633 1-800-451-1903
FAX 206-630-8196
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specific rules and limits for each of
these services, and certain treat-
ments or services are excluded.

Availability
The insurance program will be avail-
able to membets of The Arc and their
families, ages 16 to 65. Unfortunately,
The Arc has not yet been able to estab-
lish a health insurance policy for chil-
dren with disabilities under the age of
10, or for adults over 65.

For more information about The Arc
Group Major Medical Insurance Plan,
write to The Arc's insurance administra-
tor, the Albert R Wohlexs Company,
1440 N. North West Highway Park
Ridge, Illinois 60068-1400, (800) 323-
2106 (voice). They will send information
as soon as policy booklets are available.

For more information about The
Arc itself, or to locate the nearest Arc
chapter, call The Arc's national office,
(800) 433-5255 (voice) or (817) 277-
0553 (m). EP

EDITOR'S Nom Same states have estab-
lished state-run health insurance poli-
cies ibr resklents who have been
unable to obtain private coverage. To
find out if your state offers this type of
program, contact Uw Parrni Duining
and Information Center (PT!) in your
state. A complete listing of PT1 pno-
grants can be found in EXCEPTIONAL
PARENT'S 1995 RFRXRCE; GUIDE

(January 1995), or the National
Parent Network on. Disabilities
(703/684-6763, WITY) can direct
you to the nearest PT1.

In this cotumn,
Richatqf Epstein
=ewers, PstulerW

sffibout(
health itglouriteQ
Send itourviestionS

ktirka t -FAVOriONAL
PARtmettOtgerort
St1 Ste.,3103d3rOdineal'ht 02144

rsovitootty
tryour *des 69 a

kspe Oita ltsaith insurance
41eatie include &pigs of any moteri-

als yostie reveivedfroin th'e insur-
iark19 *Aping acionse,"dont tend
'eriginW4 Include Our address

,, and phone number On4y your ini-
I Nuts and state luta be published. It

is not possible to respond pimps



at ere Voices

ew erspec ive on
Development
by Louie Mauro

When our first child, Alex, was born in 1989, we
were armed with an arsenal of child development
materials. Books outlining the first years of life,

magazines charting the month-by-month progression of
the typical infant. We poured over the texts in eager
anticipation of each exciting milestone. Each author
was careful to explain that every child develops at a
different pace, that we should not place too much
emphasis on the rather arbitrary averages outlined in
the books. Good advice, we thought, as we eagerly
charted our son's development to see how he stacked
up against the "average" child.

Months passed, and an obvious truth became
apparentour son was exceptional, a prodigy, gifted
beyond compare. Although he wasn't yet solving math
problems or playing the violin, the way he dropped his
rubber ball into Tupperware containers was incredible
to behold.

Our pride swelled with each new accomplishment.
Alex began crawling at seven months. At 10 months,
he was blowing into a kazooMozart probably didn't
do that until he was at least a year! At 10 and a half
months, Alex was taking his first steps. At 12 months,
he was playing hide-and-seek, and at 12 and a half
months, he began saying his first words.

Fathers' Voices is a regular feature of EXCEPTIONAL
PARENT magazine. This column, coordinated by
James May, Project Director of the National Father's
Network, focuses on fathers' erperiences rearing
children with special needs. Your contributions to
this column are encouraged.

For more information about the National Fathers'
Network (NFN) or to receive their newsletter, write
or call: National Fathers' Network, The Kindering
Center, 16120 N.E. Eighth Street, Bellevue WA 98008,
(206) 747-4004 or (206) 747-1069 (fax). Funded by
a Maternal and Mild Health Bureau grant, the NFN
piovides networking opportunities for fathers regard-
ing their common concerns; develops father support
and mentoring programs; and creates curriculum as
a means of promoting fathers as signIficant, nurtur-
ing people in their children's andfamilies' lives.

Crop) Donna and

Louie Mauro with

(from left) childten

David, 2, and Alex, 5.

Playing with Daddy: David (left) and Alex enjoy

a game of "tickle."

At 13 months, he was struck by a dnmk driver.
The development books were thrown out. Alex's

severe brain injury destroyed most of his former
functioning, leaving only unanswered questions. As we
dealt with emotions ranging from shock to despair, we
somehow tapped an inner source of strength. Believing
that "normal" development was still an appropriate goal,
we embarked on a plan to bring our child back.

Days turned to weeks, months to years. Therapists
manipulated him, doctors prodded him, lab technicians
poked at him, but nobody seemed to have any solutions.
Alex made some progress, but each subtle improvement
was excruciatingly slow and required tremendous effort.
Success came in the smallest of gainsthe increased
movement of his finger or the turn of his head. What
once seemed the simplest of tasksgasping a rubber
ballnow appeared hopelessly complex and utterly
unattainable.

And yet, transformations were occurring. Not so
much in Alex, but in us. Slowly we began to appreciate
the little miracles that were never mentioned in the
child development books. Like the day when, for the
first time since the accident, a tiny corner of Alex's
mouth curled up in a barely noticeable smile. Or when
we first realized that the "gleam" had returned to his
eyes. Those small events would once have been over-
looked. But now, with eyes opened by tragedy, we had
come to recognize the magnitude of such moments.

In the midst of our transformation came another
miraclethe birth of our second son, David. As David
grows, our sense of wonder deepens. His developmental
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BEY MOM!
I'm Ready To ao Outsidel

mewl
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The

TgUNNYSACIC

The weather doesn't always care if you need to get to school or
run errands. So, when there's no break in the weather, The
WeatherBreaker protects against downpours and sunburns. And,
for keeping legs and feet warm and dry, nothing beats The
GunnySack ... for the one you love! For more information,
contact your local medical supplies dealer, or call:

800-795-2392
r DIESTCO Mfg. Co., P.O. Box 6504, Chico, CA 95927
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FUN WHEELER
Take your child thr a DELIGHTFUL, effortless ride on the beach, through
thc woods, over nature trails, and all those places a wheelchair can not go.
With the special patented soft plastic pneumatic wheels on the FUN
WHEELER, sand or uneven terrain is as EASY to traverse as concrete!
WE GUARANTEE IT !!

Carrie Seat by Tumbleforms easily attaches for added postural support
Adjustable, detachable handle
Adjustable length
Disassembles simply w/o tools for convenient transport

Inquire about our Sport Wheeler ( n teens and adults!

1-800-388-1880
Office 804-461-1122 Fax 804-461-0383

Repented By pernyssion el J.A Reston
Ceq.xxatcn 1990. Bisset Healthcare Corporat,on
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Fathers' Voices

pace is stunning. He initiates movement without our
intervention, as if compelled by some innate mecha-
nism. Nor is it necessary to "stimulate" his responsive-
ness; he interacts as if by magic. Miraculous,
"impossible" tasks, like grasping a rubber ball, he
accomplishes effortlessly.

Child development books would describe David's
progress as "normal" or "average." We know better.
We have been offered a glimpse at the complexities
attendant with every blink of an eye and every twitch of
a finger, with that vision comes a newfound appreciation
for the miracle of life. DevAopmentany development
is nothing short of exceptional.

We once viewed the maturation process as something
to expect. We now see it as something to revere. We have
been blessed with two precious gifts, and for us, each new
day is a cause for celebration. EP

Louie Mauro lives with his wife, Donna, and their
two sons, Alex, 5, and David, 2, near Sacramento,
California. Louie is a Deputy Attorney General with
the Calijbrnia Department of Justice, and also sows
on the Board of Directors of the Head Trauma Support
Project in Sacramento.

Cranderwagen products now available through

TAYLOR MADE'
Lisa
Compac s.ildable pushchair, constructed
of durable lightweight aluminum with
multiple adjustment possibilities including
RECUNE. A unique folding mechanism
offers greater seat support when opened
than similar pushchairs.

To ro

Jurt1120

HEALTHCARE

Tilt and recline mobility tiase for orthopedic
seating systems with growth capability.
Also available as a pushchair with 17 wheels.
Standard features hclude foldability, height
adjustable handles, drum brakes and swing out
front castor design so footrest does not Impede
swivel action.

Prone walkhg aid for early Intervention.
Hands free steering system allows child to
navigate with siliple upper body movement.
Features a unique weight activated braking
system.

TAYLOR MADE TM

HEALTHCARE
10 Wee( 9111 Avenue

GloveisvNle, New York 1207$
(61$) 773-9344 Fan (61$) 773-9379
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Call us for the dealer
nearest you.
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Tony Coelho
"Epilepsy gave me a mission."

Tony Coelho authored the Americans with Disabilities Act
when he was a Demoetutk congressman fivm CalijOrnia.
Coelho, 52, is now pmsklent and CEO of Werththn
Schroder Investment Services, a New Vatic-based asset
management firm, and chairman of the PirsidentS
Committee on Employment of People with Disabilities.

Coelho lives in Alexandria, Virginia with his wife,
Phyliss and two teenage daughters, Nicole and Kristi.

Iwas a happy kid, living and working on the family farm
in California, good in school, fair at sports and popular
with girls. I wanted to be a trial lawyer and later, a

priest. I had no idea that my life would not go as planned.
Eveiything changed when the pickup truck I was

riding in flipped over. I got a nasty bump on the head, but
you recover fast when you're 15.

I was milking cows when I had my first convulsiona
grand mal seizure. My parents, children of religious
Portuguese immigrants, sent me to faith healers, seeking
a supernatural explanadon for what they couldn't
understand. But the convulsions continued.

After high school, I entered Loyola University in Los
Angeles, where I was president of the student body. In
my senior year, I applied to a Jesuit semihary. They
were overjoyed to accept me, an intelligent young
leader deeply committed to serving God.

But, the cross I was destined to carry was the stigma
of disability, not the crucifix of a priest.

During a routine physical for the seminary, I learned I
had epilepsy. Like many with unexplained
physical or mental problems, I felt freed.
Now that it was understood that my repeat-
ed seizures resulted from a brain injury and
could be treated, I thought everything
would return to normal.

I realized my naiveté whEn I broke the news
to my father.

"No son of mine has epilepsy!" he shouted.
"This one does!" I shouted back.
I then discovered that my parents had

known about, my epilepsy years earlier, but
wouldn't accept it. Centuries-old prejudice
held a firm grip on their minds. In medieval
times, people who had "fits" were consid-
ered possessed by the devil, and for some
people, this belief persists.

Richard Marriott, chairman of Host Marriott Corp, talks with
Coelho at the President's Committee on Employment of People
with Disabilities annual conference, in Atlanta, May, 1994.

Relief, but persecution
The diagnosis which had given me such relief was the
beginning of the personal and institutional persecution so
familiar to people with disabilities.

I was expelled from the seminary. Sorry, they said, but
epileptics are not eligible for the priesthood.

When the doctor reported my epilepsy to state authori-
ties, my driver's license was revoked. Soon after, my health
insurance was canceled.

Because I wouldn't lie on employment applications, I
couldn't get a job. LII the offers I'd had since graduation
disappeared. Not even the army would take me, though
they were drafting others my age for Vietnam.

Nothing about me had changed since taking that
physical, but suddenly, I was an "epileptic,"
an outcast.

Booze helped me through the idle days
and lonesome nights. I was out of work, out
of luck and out of hope, scared to face the
future in a world where no one wanted me.

Coelho at ago 10.

Z66

Hope from Hope
I had seriously comidered suicide until a
Jesuit priest provided me with an opportunity
to live with the Bob Hope family. Mr. Hope
befriended me. "If you find your way
blocked," he told me, "find another route to
get where you want to be."

Ilc suggested I find a ministiy outside the
church, perhaps in Congress. So, I began
my career in politics.
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Because Your Dentist Won't Fit
in the Medicine Cabinet

Toothbrushing System
Designed by Dentist

Automatically positions
bristles beneath the gumline
to clean and massage properly

Cleans upper and lower surface
of your teeth simultaneously in
under 60 seconds

Clinically proven to remove
plaque, and combat tooth decay
and gum disease

Easy to use for all ages

CALL TOLL-FREE TO ORDER

y . 1.800-933.(172.,5 .

Visa, MC,Amex, Disc
OFFER: ORALGIENE* $79.95

plus $5.00 S/H Plus FREE Travel Pouch

*Oralgiene unit includes 2 Color Coded
Brush Heads, Battery-Pack,
Recharger and Storage Stand

or Send Check or Money Order to:

ORALGIENE USA INC.
421 N. Rodeo Drive Suite 15114

Beverly Hills, CA 90210

"CA Et. NY Residents please add appliLable taxes.
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Role Models

What I once considered a curse
forced me to face life, shaped me
and strengthened me. Above all, it
gave me a mission as an advocate
for people with disabilities, and
God has favored my efforts by
granting me so many pulpits from
which to speak.

I'm an effective fund raiser for
political and charitable causes
because I am immune to rejection.
Nothing can compare to the
rejection I felt when my family
refused to acknowledge my
epilepsy. No humiliation could be
greater than being marked as
unworthy of serving God and your
country.

'Ilme has not erased the scars.
They remain as razor-sharp
reminders of that fear, frustration
and anger which I want no one else
to feel, ever again.

Advocacy
In Congress, I wrote and fought for
passage of the Americans with
Disabilities Act (ADA) to secure the
rights of this nation's largest minority
The ADA prohibits discrimination in
employment, transportation,
telecommunications and public
accommodations. It has also
sparked a swelling empowerment
movement, which is where our
future lies.

I served 10 years in the House of
Representatives and know how the
system works. Advocacy is a
personal matter.

No lobbyist can make the case for
insurance reform like a mother
whose child has been refused cover-
age because the only available treat-
ment is "experimental."

No lobbyist can express the rage
of someone who has recovered from
a coma only to find out he cannot
get the therapy he needs.

No lobbyist knows the need for
personal assistants like the man
who once said to me, "What good is

t!
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the ADA if I can't get out of bed?"
Please, don't ever underestimate

the power of your one voice and
your one vote. Self-advocacy
begins by understanding that rights
are never bestowed; they are
claimed.

We can't let one law make us
complacent, especially now when
we are beating at the doors of
reform in health care, education and
civil rights.

Our fight is not just about tearing
down walls and widening door-
ways. It's a struggle for the soul of
America to reaffirm its highest
principles of equality and justice.
The outcome will be a statement
about who we are and who we
want to be.

In today's global economy we
don't have a worker to waste, yet,
in the disability community,
unemployment is at 24 percent,
nearly four times the national
average. Talented, capable people
still receive pity and paternalism
instead of individual sovereignty.
This is bad for us and bad for the
country.

Since the November elections,
we've been told the people are
angry. They want changes. They
want results. And they want it now.

So do people with disabilities.
We want the barriers removed. We
want the chance to work. We want
acceptance in our communities.
We want our abilities recognized.
We want our dignity. And we want
it now.

Discrimination hardens you, but
it also heightens your awareness
of each person's responsibilities
to others. We need to inspire those
who have lost hope, and become
a leadership force for new growth
and prosperity. We need to take
charge of the issues which affect
our families and our nation because
we've been waiting in line for a
long, long time. EP
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Income Tax Tips
by L. Mark Russell, Arnold E. Grant
and Richard W. Fee

Famines that include a member with a disability are often
entitled to deductions and credits unavailable to others.
Here is a summary of some items of particular interest.

Exemptions For Dependents
You can take a deduction of $2,450 for yourself, and for
each person who is your dependent, whether or not the
dependent has a disability This deduction is limited for
high-income taxpayers.

A person is considered your dependent if you provide
more than half the person's support and the person is relat-
ed to you. 'lb determine this, compare the amount of sup-
port you contributed, with the entire amount of support
received from all sources, including the person's own funds
and government funds. Support includes money spent to
provide food, shelter, clothing, education, health care,
health insurance premiums (including premiums for supple-
mentary Medicare coverage), recreation and an allowance.
Support is not limited to necessities.

Medical insurance benefits, including Medicare benefits,
are not considered part of support If a dependent receives
Social Security benefits and uses them toward his or her
own support, the payments are considered as support pro-
vided by the dependent. State benefit payments based on
need are considered support provided by the state.

If a dependent is a full-time student, scholarships
received are not included in total support. This includes the
value of education, room and board provided for your
dependent This also applies to payments for room, board
and tuition provided for a child attending a special school
even if the payments are made by the state.

Unless your child is a student, you cannot claim your
child as a dependent if he or she was 19 or older at the end
of the year and had a gross income during the year exceed-
ing $2,450. If your child is a student younger than 24, this
gross income test does not apply. If you claim your child as
a dependent, your child cannot claim a personal exemption
on his or her own return.

Medical Expense Deduction
A taxpayer is entitled to a tax deduction for medical expenses
(which are not reimbursed by health insurance) for the taxpay-
er and his or her dependents. For these purposts, dependent is

Free Tax Publications
All IRS publications and forms can be ordered at no charge by calling the IRS toll-free

at (800) 829-3676.
Pub. 907, Tax Highlights for Persons with Disabilities, briefly explains tax laws

applying to persons with disabilities and directs readers to sources of detailed Informa-

tion, such as: Pub. 502, Medical and Dental Expenses; Pub. 503, Child and Dependent

Care Expenses; Pub. 524, Credit for the Elderly or the Disabled; Pub. 525, Taxable and

Nontaxable Income; and Pub. 915, Social Security Benefits and Eqtlivalant Railroad

Retirement Benefits.
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defined as above, except that the "gross income test" does not
apply. For the purposes of this deduction, the person 111U5t:
have qualified as a dependent at the time the medical services
were provided or when the bill was actually paid.

Medical expenses are deductible only to the extent they
exceed 7.5 percent of "adjusted gross income."

Medical expenses may be deducted only if you itemize
your deductions on Schedule A, Form 1040, commonly
called the "long form."

A tbductible medical expense includes any amount paid
for the diagnosis, cure, mitigation, treatment or prevention
of disease, or for the purpose of affecting any structure or
function of the body and for transportation costs on trips
primarily for and essential to medical care. This definition is
interpreted broadly, expenses that you may not think are
qualifying may be deductible metlical expenses.

When families with children who -have disabilities deduct
large amounts of medical expenses, they may draw special
notice from the Internal Revenue Service (IRS). To reduce
the IRS's suspicions, describe your child's disability in a
letter written by yourself or your child's doctor, and attach
it to your tax return.

Also, be sure to store your receipts and canceled checks
carefully. Good record keeping is one key to good tax planning.

Tax Credits
In addition to deductions, a variety of tax credits may be
available. Unlike deductions, credits are subtracted directly
from taxes due and are therefore more valuable.

Chikl and Dependent Cam Credit: If you pay someone to
care for a dependent so that you and your spouse can work,
attend school or look for work, you may be entitled to take the
Child and Dependent Care Credit The limit on work-related
care expenses is $2,400 for one qualifying person and $4,800
for two or more persons. The credit is computed on Form 2441
if you file Form 1040 or Schedule 2 of Form 1040A.

Earned Income Credit: If your adjusted gross income is
less than $23,756 and you had a child with a disability (or a
minor child without a disability) living with you for at least
six months of the year, you may be entitled to the Earned
Income Credit. You may qualify for the credit with an adjust-
ed gross income less than $25,296 if you had two or more
qualifying children living with you.

The amount of the credit is determined from tables pub-
lished by the IRS. The credit varies depending on income
and number of qualifying dependents.

If the credit exceeds the amount of taxes you owe, you can
get a refund Use Schedule EIC of Form 1040 or 1040A to claim
the credit The credit is aLso available if you use Form 1010EZ.

Figuring your taxes can be very complicated. Good luck! EP

This summary is based on PLANNING FORME FUME, by L.
Mmk Russell, Arnold E. Gnint, Suzanne M. Joseik and
Richard W Fee. Easy to mad and undeistand, this 400-page
book is &signed as a comprehensive bratment of the We and
estate planning pmeess. Me book am be orleircl from
ExCEPPIONAL FARM' LIBRARY (800/535-1910).
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Hospital for Children and Adolescents 9407 Cumberland Road New Kent, Virginia 23124 1-800-368-3472
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Send for a free catalog
of adaptive
equipment.

equi nt
P.O. Box 33 Bedford, MA 01730
(617) 275-7681 Fax (617) 275-4094
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LIVING AND LEARNING
IN THE COMMUNITY

With its unique model, The Evergreen Center has a history of successfully
transitioning students to less intensive community settings.

Evergreen students live in actual community settings traveling to and from
school each day through the Blackstone Valley (MA) countryside. With
trained professionals, they learn basic skills in the classroom, in the
community and in their residence.

Students receive vocational training and experience real work opportuni-
ties. Students are summed with behavior development programs, medical
and family services, and physical, speech, or occupational therapy.

Our Students' Challenges
Autism
Mental Retardation
Physical Disability

The Evergreen Center is a licensed, private, non-profit residential school
offering students and their families from across the country and abroad
residential programming 12 months a year. For more infonnation call or
write Robert F. Littleton, Jr., Executive Director.

EVERGREEN CENTER
345 Fortune Blvd., MilfOrd, Massachusetts 01757
1-508-478-5597

Hearing/Sight Impairment
Severe Maladaptive Behavior
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Free Product & Santo Information
A SPECLAL SERVICE FOR EXCEPTIONAL PARENT READERS!

This Reply Card enables you to receive FREE information about products and services seen in
Exceptional Parent.

How to use this service-
1. Locate the number at the bettom of each ad or refer to the Directory of Advertisers
2. Circle the numbers on the Reply Card that ;orrespond to the companies or products about which

You would like to receive free literature
3. Fill in yOur name and address on the card and mail the postage-pad card Yeo will receive free

literature horn each company for which you circled a number.
4. I! both Reply Cards have been removed from this issue, lust call or write to the companies directly

Be sure to tell them you saw their ad in Exceptional Parentl

Directory of Advedisers

Circle Advertiser Pale
ACCH ..... .... . .73

2 Adaptive Design Labs 36
175 American Standard, Inc. 7

205 Amigo hbbility . . . 42
118 Aquatic Therapy ...... .. . ............ .. . 18
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112,113 Braun Corporation . . . . ..... .... ..... . .35.37
212.6 Bruno Independent Living Aids . .41.49

61 Carol Nesper Studios . 18

25 Charles C. Thomas .... .... .. . .. .11
11 Children's Specialized Hospital .. .18

150.151 Columbia Medical 24 40
126,208,209.210 Convaid .. 39
202 Cotting School . . . .21

74 Cumberland Hospital ... .. ... 61
182 Danmar Products .. .. . . 48
1137 Devereux Foundation 46
105 Diestco Manufacturing 56
123 Equipment Shop .. .62

31 Estate Planning ........ ... 27
207 Everest Jennings .. 34

106 Evergreen Center ... ..... . 62

156 Express Medical Supply . 36
132 Faghouse .. 66
135 Ford C2

168 Freedom Designs . . . 43
General Motors . .. 29

166 Haverich Ortho Sport 20
3 Heartspnng .... . . . . 50

77 HMS Schcol C6

14 HDIS . . . 5

101 Homecare Products . .. 04
110 Innovative Products . . . . . .42

26 JA Preston C4

147 Jay Mee 'el .. .. .3
Kaleidoscope ...... ... .... 59

48 Keystone City Residence 17

98 Kid-Kart/Kid Care .. .26
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Market Place

Adaptive Seating & Positioning

Dynamic Medical
Expipment, LTD.
51 Rushmore Street
Westbury NY 11590
(516) 333-1472 (516) 333-1817 fax

Bicycle lrailer

Bkus Sky Cycle Carts
P.0 9ox 5788
Bend OR 97708
(503) 383-7109
Enjoy cycling with the whole family
We offer customized bicycle trailers
adapted to carry children & adults
with special needs.

Clothing

Richman Cotton Company
100% Cotton Clothing & Blankets
Easy to dress. Easy to see.
FREE Catalog.
800-992-8924.

Consulting

Paynter Educational Partners
P.O. Box 42829-1001
Houston, TX 77242-2829
(713) 568-7954
Call for FREE Guide for parents &
FREE 20 minute consultation for
education/social skill problems or
write for FREE copy of Guide.

: I I

Cribs riouth Beds
HARD Manufacturing
23n Grider Street
Buffalo, NY 14215
(800) USE-HARD
The #1 mfg. sets the standard for
safet; in hospitals. 216 colorful
models available. HARD will adapt
products to meet your special
requirement.

Equipment Dealers

National

AMERICAN DISCOUNT MEDICAL
FOR DISCOUNTS ON ALL YOUR
EQUIPMENT NEEDS!
Save $100 on MacLaren or
Pogon Strollers, S150 on Convaid.
$325 on Canie Rover. Substantial
discounts on wheelchairs, scooters
and Jay or Roho Cushions. Call
800-877-9160 for FREE
BROCHURE.

Massachusetts

Atlantic Rehab., Inc.
81 Rumford Ave.
Waltham, MA 02254-9055
(617) 894-0069
Atlantic Rehab. specializes in
Pediatric Mobility and Seating.
Sales and Service. Please call for
more information.

Free Catalogs

Consumer Care Products, Inc.
P.O. Box 684
Sheboygan. WI 53082-0684
(414) 459-8353

hill I: I I $

Books for Parents
- and Professionals

Turtle Books
Approved by the American
Academy of Pediatrics. These
upbeat stories with warm, colorful
illustrations address real issues found
in the fives of real children with dis-
abilities. Provide a bridge of under-
standing for your children with dis-
abilities. siblings & friends. FREE
Brochure. Jason and Nordic
Publishers, PO Box 441. Hollidays-
burg,yA 16648. FAX (814) 696-4250

FREE CATALOG:
BEST BOOKS, TAPES
Lg. print & videos for people w/disabil-
ities on empbyment. chiidren, health,
recreation, parenting, finance, travel.
gardening, housing & more. Call 800-
669-5657; write SP's Mailbox Books
& Tapes 4041 W. Meatland Rd
h 56-359 Dallas, TX 75237

Catalogs

FreeThe NEW Spacial
Needs Project Book Catalog
The best books from all publishers
about disabilities. Comprehensive
resources for parents, children & pro
fesskxials. Special Needs Project,
3463 State Street, Santa Barbara.
CA 93105, (800) 333-6867.

.E ucational Materials

FreeThe 1995 Woodbine
RouseiSpeclal-Needs
Collection, a catalog of excellent
books for parents, children, and pro-
fessionals on autism, CR Down syn-
drome, Tourette syndrome. mental
retardation, visual impairment, physi-
cal disabilities, special education,
and more. Woodbine House, 6510
Bells Mill Road. Bethesda, MD
20817, (800) 843-7323.

Special eamnGuide

Special Camp Guide 1995.
A directory of summer programs in
the northeast for children with spe-
cial needs. Checks or money orders
for $10.00 payable to Resources
For Children with Specie! Needs,
200 Park Ave. So., ..s.uite 816, New
York, NY 10003. (212) 677-4650.

EXOYMNAL PARENT%

1995
RESOURCE GUIDE

Sold separately fbr $9.95

Call 800-535-1910

4"74

Private, 501(c)(3)
Nonprofit Community

"THEIR COMMUNITY...WITH OUR
HELP" Residential, day, and evening
programs and services for adults with
developmental disabilities.

Paid Vocational Training
Visual and Performing Arts
Daily Living/Life Skills
Therapeutic Recreation
Case Management
Health Services
Off-Campus Activities
125-Acre Wooded Environment

Annandale at Suwanee, Inc.
3500 Annandale Lane
Suwanee, GA 30174
(404) 945-8381

The
ArborWay

School
;ondrill Ely 1,1:1

THE ARBORWAY SCHOOL
A 24 hour learning experience which
provides individualized services for
multihandicapped students.

1:2 staff to student ratio
clinical consultants on staff
recreational and leisure activities
vocational training & on-site work
12 month program
ages 6 through 22

Contact: Carolyn MacRae,
Executive Director
ArborWay School
147 South Huntington Avenue
Boston, MA 02130
(617) 232-1710

Camp Huntington

33rd Year

A VERY SPECIAL CAMP FOR
SPECIAL NEEDS CAMPERS
A co-ed residential camp for the:

Learning Disabled, ADD.
Neurologically Impaired.
Mild-Moderate MR.

Located in beautiful High Falls in
the Catskill Mts. of NY state.
2, 4, 8 wk. sessions. Highly qualified
staff. 33rd year. Free brochure.

Contact: Bruria K. Falik, Ph.D.
Camp Huntington
56 Bruceville Road
Higlt Falls, NY 12440
(914) 687-7840/(914) 679-4903 winter

Put Your Honey in a Gunny

All The

GUNNY SAar
Lap, Leg and Feet Cover

Fleece lined for warmth
100% waterproof

To Order Call

800-795-2392
DIESTCO Manufacturing

P.O. Box 6504 Chico, CA 95927
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EXPANDED
CATALOG FEATURES

OVER 5000
THERAPEUTIC,

RECREATION
AND TEACHING

PRODUCTS
Exciting and new outstanding
books on active learning,

movement education, more balls

that make sound, hand

therapy "squeezy things",

stimulating aromatherapy products. Our own line of

cdiustable positioning chairs & positioning equipment

plus adapted toys/games/furniture, aquatics,
gross motor, ride-ons, manipulatives,

active play/balls, sensory
stimulation products

411.

Circle #132

Hms school-
For Children With Cerebral Palsy

Serving children with multiple disabilities resulting from
cerebral palsy or traumatic brain injury who need compre-
hensive, individually structured prograrys that include:

Physical Therapy

Occupational Therapy

Speech and
Language Therapy

Communication Aids

Special Education
Music Therapy
Special Medical
Attention
Adapted Recreational
Activities

HMS, open to students two to 21 years, offerc all of these
services and more. The experienced staff and well-respected
consultants provide strong Interdisciplinary programs for day
and residential students at the licensed Ovate school.

For more information write or call:
Diane L Gallagher, Director

HMS School for Children with Cerebral Palsy
4400 Baltimore Avenue, Philadelphia, PA 19104

(215)222-2566
itt

.40

CIrclo #77
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Incontinence

Access Medical Supply
2006 Crown Plaza Drive
Columbus, OH 43235
(800) 242-2460
ATTENDS YOUTH BRIEFS fits
children 35-75 lbs. $51.95/cs (96),
Free Delivery. AsoDepend,
Serenity, other items. Manufacturer's
coupons accepted. Free Catalog!

Duraline Medical Products
324 Werner St., PO Box 67
Leipsic, OH 45856
800-654-3376
Call DMP for all your incontinent
needs such as briefs, pants, pads
and liners, as well as skin care
products. Call for FREE catalog!,

HILLS.
1215 Dielman Industrial Court
Olivette, MO 63132
(800) 538-1036
See.outlad in this .issue.

Summers Laboratories, Inc.
Collegeville, PA 19426
(800) 533-SKIN (7546)
Triple Pesten' for diaper rash and
chronic irritation. Used at leading
children's hospitals. Available
without prescription. Call now for
free treatment information.

Medical Information

Little Angel Health Network
PO Box 644
Ringwood, NJ 07456
(201) 962-9307
Searching For Medical
Information?You'll find the answer
through theUttle Angel Health
Network. Fr%brochure explaining
how to orclera customized, confiden-
tial reportmntaining the latest med-
icalresearch on your child's condition.

Monitoring Systems

Care Electronics
5741 Arapahoe Rd.. Suite 2A
Boulder, CO 80303
(303) 444-CARE (2273)
WanderCARE Systems notify
caregivers Nhen their wanderer
leaves home. Locate them up to
ONE MILE away. FREE catalog!

Software

UCLA Microcomputer Project
1000 Veteran Avenue/Rm 23-10
Los Angeles, CA 90024
(310) 825-4821
Catalog of dev. appmpriate software
for children w/disab 18 mths-5 yrs.
Apple, Mac, IBM, cause/effect, game
format, basic preschool concepts

Van Conversion Dealefs

Massachusetts

Handicap Mobility Inc.
81 Pond St.
Norfolk, MA 02056
(536) 384-1220
The prefnier full service adaptive
equipment cQnter in N.E. Rased
Roofs, Lowered Floors, Van
Conversions, Loaders & Lifters.

Z 5

Indiana
_

Fonvard Motions
214 Valley Street, Dayton, OH 45404
(513) 222-5001
Full-size/Mini-Van modifications,
new/used lifts, drop floor, raised
roof, lockdowns, driving equip.
NMEDA member. Owned by
person with disability.

Kentucky

Forward Motions
214 Valley Street, Dayton, OH 45404
(513) 222-5001
Full-size/Mini-Van modifications,
new/used lifts, drop floor, raised
roof, lockdowns, driving equip.
NMEDA member. Owned by
person with disability.

Tri-State Mobility Inc.
940 Cleveland Ave. S.
Canton, Ohio 44707
1-800-343-3150
New/Used handicapped vans
Immediate delivery
available.Trade-ins welcomed.
NMEDA member.

New Jersey

Arcola Mobility
51 Karo Road
Carlstadt, NJ 07072
(201) 507-8500/
(800) ARCOLA-1
New-Used-Trade-Lease-Buy.
Full sized, mini, rear and side
entry. We carry products from
the following manufacturers:
Braun, KneeKar, Vantage, Ricon,
and Pick-A-Lift. If we don't have
it, we'll find it! Financing is
available. NMEDA Member.
Please call for more info.

Monmouth Vans,
Access & Mobility
5105 Route 33/34
Farmingdale, NJ 07727
1-800-221-0034
Car & van modifications/driver
or transport. Major
Manufacturers: Braun, Crow
River, Mobile Tech,
& Ricon Lifts; Raise top/lower
floor

SalesServiceRentals
NMEDA-Quality Assurance
Program Member.
Plus:BUILDING
ACCESSIBILITY Power Access
Door Openers. Stair Lifts.
Elevators & Vertical Lifts

New York

Arcola Mobility
51 Karo Road
Carlstadt, NJ 07072
(201) 507- E.500/(800) ARCOLA-1
New-Used-Trada-Lease-Buy. Full
sized, mini, rear and side entry.
We carry products from the
following manufacturers. Braun,
KneeKar, Vantage, Noon, and
Pick-A-Lift. If we don't have it,
we'll find it! Financing is avail-
able. NMEDA Member. Please
call for more info.



To place

an ad,

Vicki

contact

Brentnall

(201) 358-0n0

or fax to:

(201) 358-2857

Incontinence Urological Ostomy-

Skin-Care Wound'Car

FREE 50 page catalog featuring

the latest information and products.

Competitive prices

Helpful Customer Service

Call 800-228-3643
Today for a free catalog!

(Mon.- F. 8 AM to 5 PM Pacific Tone)

A1EDICAL

lfri of pretax profits go to medical research

Ohio

Forward Motions
214 Valley Street
Dayton, OH 45404
(513) 222-5001
Full-size/Mini-Van modifications,
new/used lifts, drop floor, raised
roof, lockdowns, driving equip.

4 NMEDA member. Owned by
person with disability.

Td-State Mobility Inc.
940 Cleveland Ave. S.
Canton, Ohio 44707
1-800-343-3150
New/Used handicapped vans
Immediate delivery available.
Trade-ins welcomed.
NMEDA member.

Pennsylvania
_

Trl-State Mobility Inc.
940 Cleveland Ave. S.
Canton, Ohio 44707
1-800-343-3150
New/Used handicapped vans
Immediate delivery available.
Trade-ins welcomed.
NMEDA member.

_ .

West Virginia

Tri-State Mobility Inc.
940 Cleveland Ave. S.
Canton, Ohio 44707
1 -800 -343-3150
New/Used handicapped vans
Immediate delivery available.
Trade-ins welcomed.
NMEDA member.

Free Brochure

Medical
at, Journal

Research

Suite 135; 4706 N. Midkiff 830
Midland, TX 79705 (915) 689-2300

By searching the professional
medical literature, we can help
you obtain the latest infor-
mation on any condition. Write
or call for free brochure.

Current to-the Lates,t-Research
IVIED10,4-INFOFMATIOR.,

S.

ST

It's
Discovering

Together

It's
Sharing the
Experience

L eR

SPECIAL NEEDS

\ It's

Finding
Access to
the World'

Adaptive Positioning Hardware.
Backpack,Extending Handle, Climbs Steps

Quick Release Axles, Folds Flat

"1.14.phiumrho64,0A.Mor.40(;, kiwtiicAiWed.

1-800-487-9652..

University of Michigan

SHADY TRAILS CAMP

,0 Or
e0 bit-%i

TR 1LS
4, ,..."... .

Intensive therapy and
Camping fun
Children ages 5-17 with speech,
language, stuttering and hearing
impairments improve their
communication skills and self-
esteem through intensive speech-
language therapy and fun-filled
camp activities. Located on Grand
Traverse Bay.

Contact: Joanne M. Pierson
1111 East Catherine Street
Ann Arbor, MI 48109-2054

CAMIP

For information
please call

(313)7648442

LEE MAR SUMMER CAMP AND SCHOOL
For Children and Young Adults with Learning

and Developmental Challenges

43rd year of camp leadership in beautiful Pocono Wm.. of
PA. Co-ed 5-21, with balanced program geared to indivi-lual
needs of campers. Academic, speech & language therapy,
social, motor & perceptual training, daily living skills, plus

innovative recreational & athletic activities. Call or write for
FREE BROCHURE describing unique program acclaimed

by parents and educators.

Mr. Ariel J. Segal, MSW, LSW Ms. Lee Morrone, M.A., M.S.
Contact: Lee Morrone 360 E. 72nd St., Ste. A-711

NY, NY 10021
1-800-8-LEEMAR FAX (215) 379-0384

Tall Pine Camp A special place for
Special Needs Campers. A co-ed, six .

week residential camp for learning dis-
tbled and mild-MR. Located in the great

ItShiliieokeeys iMx tinn'se.eokf sSeEss.

iTenismepsrs(e)fee.sl\saal

staff and nurse. Provide traditional
camp activitiesequestrian program
computer prograin.Twenty sixth
year. FREE BROCHURE.

Contact: Ron & Cammie Eydt
Tall Pine Camp
114 Tall Pine Circle
Tellico Plains, Tennessee 37385
(615) 261-2329 (615) 261-2138

TENNESSEE

11N41

gteloond Nips
SINCE1900

"MAXIMIZING INDIVIDUAL
POTENTIAL" Community-based,
positive learning environment for
difficult-to-place children, adoles-
cents and young adults with MR,
autism, communication disorders
and challenging behaviors. A pro-
gram of the Protestant Guild for
Human Services, Inc.

12-mo. day/residential programs.
10 miles west of Boston.

Contact: Admissions Director
The Learning Center
411 Waverley Oaks Road
Waltham, MA 02154
(617) 893-6000

. 7'
k_7 *. -7 tP,-- ..

'''.1101.11..- :----'.= 4...
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TPMA
The TPMA (Transitional
Powered Mobility Aid) allows
children as young as 12
months to interact more easily
with their peers and their
environment indoors and
outdoors. The padded frame
holds the child securely in a
sitting, semi-standing or
standing position, adjustable
with the touch of a switch.
For safety, an optional remote
control with emergency on/off
switch is available.
Innovative Products, Grand Forks, ND 58201-9983

Circle # 141

MINOR-AQUATEC BATHLIFT
This portable, water-powered
lift connects to existing
plumbing to provide assis-
tance in bathtubs and
whirlpools for children with
special positioning needs.
The unit is operated with a
hand control and has numer-

ous accessories and covermat colors. A reclining fea-
ture is also available.
Clarke Healthcare Products, Oakdale, PA 15071-9223

Circle # 142

BE1TA BABY BOTTLE
The unique curved shape of this
bottle is designed to reduce the
chance of colic and ear infections
caused by fluid draining into the
eustachian tube during feeding. This
bottle allows infants to be positioned
in an upright rather than reclining
position. According to the manufac-
turer, this bottle has been well-received by parents of
children with cleft palates and stomach disorders.
Betta Medical, Sandy, 1'T 84070

Circle 1 143

LECKEY BATH CHAIR
As a reclining bath seat or a
portable seating frame, this chair
has many special features includ-
ing tilt-in-space, an adjust-
ment for hair washing,
hip flexion for chil-
dren who slide for-
ward while seated,
two body straps and
four body supports.
The chair is made of steel
tubing with non-slip pads to pro-
tect the base of the bathtub. Available in two regular
sizes or an optional narrow size for smaller tubs.
James Leckey Design, Lawrence, MA 01843

Circle # 141

FLOATING SWIMWEAR
To protect children during aquatic
activities or hydrotherapy, these
one-piece full-body suits are
designed to act as a safety flotation
device and swimming aid. The
suits will not puncture or deflate,
and have no removable parts.
Floating Swimwear,
Wichita, KS 67277
Circle # 142

COOLERS
These brightly colored
shells for behind-the-ear
hearing aids come in pink
and purple, orange and
green, yellow and blue,
and purple and green.
Shells are translucent so
one can see the working
components inside. For
those who do not want
color, a completely
transparent version is also available.
Oticon, Somerset, NJ 08875

Circle # 143

The ABLEDAM database of assistive technology and rehabilitation equipment contains information on more than
19,000 products for persons of all ages Ow have a physical, sensory or cognitive disability. Products are chosen for
this page by the ABLEDATA staff based on their specUic rmplicability to or design for children with disabilities. The
circle numbers in each listing are to be used on EXCEPTIONA: PtnEwr:s "Free Product & Information Cani." Readers
can ci rcle a number on this issue's card (page (33) to get more infOrmation on any new product featured above.
Please allow three to four weeks for delivery of the information.

For more htformat ion on assistive devices, or to submit product information fur the database (and possible
in(lusion on this page), contact ABLEDATA, 8455 Colesville Rd.51e. 935, Silver Spring, MD 20910-3319,
(800) 227-0216 (WITY), (301) 588-9284 (V/TTY) or (301) 587-1967 (fax).

21
68 EXCEPTIONAL PARENT / MAI?Cll 1995



Transition Clinic Opens:

roject Launch Welcomes Teens and Families

CONNECTIONS
The Newsletter of the National Center

for Youth with Disabilities

wo adolescents brought
heir families to the first
ansition clinic for youth
ith chronic illness and
isability held at Shriners
ospital in Minneapolis,
innesoth, on February
They spent the day

alking vith professionals
nd asking many
uestions.

e teen had concrete
oats but needed a plan:
hat further education

o I need? Can I continue
y same health
surance if I go out-of-

tate to school? Will my
ealth influence my
hoice of careers? Can the
epartment of
ehabilitation Services
elp finance my
ducatioit? How will I get
personal care
ttendant?

e other had more
ersonal concerns. How
o I find the assistance I

.. many young
leople with
hronic illnesses
re not receiving
pecial education
ervices....

need to live alone? What
if I want to get married?
Will the medications I
take interfere with birth
control?

Both wanted to know
how to find a physician.
"I've seen my
pediatrician since I was a
baby. Sometimes I think
it would just be easier to
stay with him."

These are some of the
issues all youth with
disabilities face as they
move into adulthood, yet
few programs exist that
provide guidance for
youth with disabilities in
planning for all their
health-related concerns,
not just their medical
conditions. That's why
the University of
Minnesota's Adolescent
Health Program and the
National Center for
Youth with Disabilities
have joined with the
Minnesota Department of
Health, Minnesota
Children with Special
Health Needs; Shrmers
Hospital, Twin Cities
Unit; and the PACER

2.'78

Center to start this
Transition Clinic.

While transition planning
occurs in the educational
and vocational systems,
health issues are not
ususally considered. This
clinic will be a resource to
the other transition
services and will work in
conjunction with schools
and other resources to
develop comprehensive
approaches.

The truth is that many
young people with
chronic illnesses are not
receiving special
education services. Often
they have no access to
transition
planning.

Project Launch: The
Independent Living
Clinic for Adolescents
assists young adults and
their families to make
successful transitions to
adulthood by helping
them to develop a plan
that addresses issues of
health, education, work,
social relationships, and
physical, emotional and
sexual health.

Project Launch
Torn to page 70



Editor's Note:
While a teenager struggling to gain independence

is the cause Of many interesting (and some not-so-
interesting) family dramas, often it is more poignanta
challenge when the teenager has a chronic illness or
disability. How often do parents expect their 21-year-
old to be independent when the truth is their child has
none of the necessary skills to be independent? Hay'
often does the system thwart teenagers' development
of independence by keeping them in pediatric care?

If professionals want to help youth with chronic
illness and disabilities achieve independence, they
may just have to "re-think" their responsibilities to the
adolescents with whom they work. Chronic illness
and disabilities often place young people in a
dependent role, precisely the opposite of their need to
take control over their own lives and become adults.
Teens need to learn how to make decisions and how to
deal with success and failure. But they can't do it
alone. To encourage independence, parents must be
able to shift responsibility to the adolescent. The
extent to which an adolescent can become
independent depends on the degree of disability, the
family's psychological support, financial situation,
and the teen's motivation. For optimum development,
teens with disabilities must have access to the same
life opportunities as their peers, and they need to have
equal opportunity to participatc, succeed, and fail in
those activities.

That's really what the articles on these pages are
about: Encouraging independence. Building
transitions. Every adolescent with a chronic illness or
disability should have an "independence" plan. For
most teens, planning for the future, dating, having a
driver's license, being enrolled in school, and findinga
job are critical to independence. Youth with
disabilities may not acl-ieve each of these milestones
without special, formal attention to developing a plan.
We highlight one program that is trying to fill thegap
between pediatric care to adult health care. But more
important, NCYD is conducting a survey to identify
formal transition programs across the country. Please
fill in the form on the next page if you know of one.

We also highlight some of the differences between
care provided by a pediatrician and care provided by
an internist that might be useful to families when
considering change. We received so many positive
comments when it was originally published in the fall,
1994, issue of Connections (the newsletter of the
National Center for Youth with Disabilities), that we
decided to offer it to a wider audience. But there are
other choices and models of health care. Some families
find family practice physicians meet their needs
throughout the life cycle and some teens have positive
and valuable experiences in school-based and other
adolescent health centers.

PMR
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Project Launch
From page 69

Each teen and family has
the opportunity to meet
with a variety of
professionals. The goal,
however, is to start with
what the young person
identifies as the most
pressing needs. Most
teens will not need to see
every professional; the
clinic allows for a variety
of consultations.

I A nurse or social
worker can review
general health care
issues, discuss insurance
options, and consult on
issues surrounding social
activities and
expectations;

A physician trained
in adolescent medicine
can help a young person
identify medical and
physiological issues,
including making plans
for ongoing care and the
implications for healthy
sexual development. The
physician can answer
questions about
reproduction,
childbearing and sexual
vulnerability; make
recommendations for
contraception, manage
menstrual disorders, and
assist in the prevention of
sexually transmitted
diseases;

A psychologist can
discuss psychosocial
issues surrounding the
transition from
adolescence to
adulthoodgaining
independence, learning
styles, managing self-
care, identifying
adolescent health risks
and their impact;

ill A vocational
counselor can help a
teenager evaluate past
work experience, explore
career interests, train and
assess needs, and assist
identifying strategies to
meet individual goals;

A family resource
coordinator can help the
young person with
disabilities and the famil
link up with community
agencies, schools,
physicians, and others as
necessary.

Some young people will
require additional
professional assessment.
For them, specialists may
include nutritionists;
genetic counselors;
educators; psychiatrists;
occupational, physical
and speech therapists;
and financiul or legal
counselors.

Project Launch is a
demonstration project
available at no direct cost
to families or the
referring professional or
agency. This program
will be evaluated for
consumer satisfaction
and perceived usefulness

For more infOrmation,
contact:

Nancy Okinow
NCYD
Box 721
University of Minnesota
420 Delaware St. S.E.
Minneapolis, MN 55455



Calling All Transition Programs
The National Center for
7'outh with Disabilities
1NCYD) wants to identify
Cose transition programs
Lcross the nation that
-aelp adolescents with
rhronic illness and
aisability move from
Dediatric to adult-focused
7walth care.

If you participate in,
direct, or know of any
formal transition
program that meets
one of the criteria
above, complete this
form and mail or fax
it to:

Peter Scal
NCYD
Box 721
University of
Minnesota
420 Delaware St. SE
Minneapolis, MN
55455
Fax: 612-626-2134

What makes a transition
program for health care?
A formal health care
transition program
incorporates one or more
of the following elements:

Professional and
environmental or
institutional support for
the concept of transition
of health care;

Recognition and
encouragement that the
responsibility for
decision-making and
consent needs to move
from the parents to the
adolescent;

Professional
sensitivity to the
psychosocial issues of
disability and chronic
illness;

Primary and
preventive care in
addition to care fr-: the
chronic condition;

Commitment to
health education.

The number of
adolescents who survive
into adulthood because of
better medical practices is
increasing all the time.
Unfortunately, there is
little basic information
about the health
transition services that
are necessary to meet
their needs. Descriptions
and program evaluations
of various models--
including family practice
modelsare scarce.

NCYD is conducting a
survey to identify
transition programs;
these will then be the
focus of a more detailed
study. A report
describing the
characteristics of various
program models will be
compiled and
disseminated to a wide
audience. Such

NCYD
Box 721
University of Minnesota
420 Delaware St. S.E.
Minneapolis, MN 55455

Type or name of .ansition program:

For more information, contact:

Address.

Telephone number:

Fax number

E-mail address:

Z80

information will
encourage and facilitate
the development of new
programs. ,

tiries a

to:
National Centel'
for Youth
with Disabilities

University of
Minnesota
Box 721
420 Delaware St. S.E.
Minneapolis, MN
55455
1-800-333-6293/
612-626-2825

Robert Wm. Blum,
M.D., Ph.D.
Project Director

Nancy A. Okinow,
M.S.W.
Executive Director

Elizabeth Latts,
M.S.W.
Information
Specialist

Bill Malcolm
Project Assistant

Linda Pratt
Coordination
& Production

Peggy Mann Rinehart
Director of
Communications

BEST COPY AVAILABLE
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Adolescents with Chronic Illness and Disabilities:

Managing Health Care Between Cultures
Moving teens from
pediatric to adult health
care can often be
complicated. There can be
many choices. Some teens
receive care from family
practice physicians. Some
use school-based health
clinics that provide
appropriate referrals.

Internist

For most, the dilemma
arises in moving from
their pediatrician to an
internist for primary care.
And they can provide
very different types of
care.

"Training in either
discipline socializes
young pediatricians and
internists to the unique

The internist is a clinical
problem solver determined to
come to terms with the
presenting problem.

The internist sees patients when
growth and development are
complete. They are less likely to
expect continued improvement
and development; rather, they
look to remediation to ward off
inevitable deterioration in
health.

The internist sees patients who
are ill, often with conditions that
deteriorate over time, and
frequently with illnesses
associated with adult lifestyle
choices that include tobacco,
alcohol and other drug use, poor
diet, lack of exercise, etc.

The internist sees patients who
are expected to function
autonomously.

The internist communicates
directly with the patient.
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comportment of their
chosen fields," David
Rosen, M.D., M.P.H.,
explains. Rosen has one
foot in adult medicine
and another in pediatrics.
While aware of the
limitations of stereotypes,
Dr. Rosen describes the
various differences
between the disciplines:

pediatrician

The pedatrician, while also a
problem solver, balances the
practical needs of patient and
diagnostic curiosity.

The pediatrician fac,litates a
child's growth and development
over t;me and observes their
patients becoming more capable.

The pediatrician sees patients who
are healthy most of the time and
few are ever perceived as having
direct "responsibilty" for their
condition or ill-health.

I The pediatrician views families
as critical to the well-being of
children and adolescents.

The pediatrician communicates
with parents and other family
members, often before
communicating with the patient.

281

aety
MokscVlit
Arid theAdoleseent
Health Progranis a
the University of
Minnesota.
Publication of Youth
Connections is
supported, in part, by
project MCJ-275045
from the Maternal &
Child Health
program (Title V.
Social Security Act),
Health Resources &
Services
Administration,
Department of
Health & Human
Services.

The Center's mission
is to improve the
health and social
functioning of youth
with disabilities
through providing
technical assisstance
and consultation,
dissseminating
information, and
increasing the
coordination of
services between the
health care system
and others. Center
activities are directed
at enabling youth to
become full
participants in their
communities.



Association for the Care of Children's Health
30th Anniversary Conference
May 28-31, 1995
Marriott Copley Place - Boston, Massachusetts

The ACCH Conference is an opportunity to

regenerate the caregiver, to inspire the

teacher and researcher, and to celebrate the

child and family whose future must he held

as the greatest possibility, rather than

as a statistic. Susan Mazer and Dallas Smith
Healing Heal/Care Systems

Family Members' Forum
A one-day preconference event for family members of children with
special needs to share. in a more interactive way. their experiences
and expertise in building and strengthening family and community
supports.

Four Major Plenary Sessions
A Meaning-Centered Perspe,..tive for Healthcare Education
and Practice
The Andrew Poems: Triumph of the Heart and Spirit
Excellence in Psychosocial Care in an Era of Coat
Containment: Challenges and Realities
with Introductory Remarks In Dr. T. Berry Brazelton
Healing, Health. and Care: Who We Are and The Difference
We Make

More than 120 IViultidisciolinary Symposia
covering over 40 topical areas related to hospital, home, and
community care
Plus:

80 Staffed Poster Displays of Innovative Programs
70 Exhibitors of Innovative Products and Services
Networking. Receptions, and Discussion groups
Outstanding Musical Performances by Healing HealthCare
Systems and Celebration Shop. Inc.

To receive the Conference
Program and information about parent scholarships, call

1(800) 960-ACCH or (301) 593-2690 MOO
7910 Woodmont Avenue, Suite 300

Bethesda, MD 20814

Landmark Book Revised!

Family-Centered Care for Children Needing Specialized
Health and Developmental Services

The initial publication of this landmark book n 1987 marked the
beginning of a new era in the delivery of health care and developmental
services to children and their families. ACCH's widely recognized Key
Elements of Family-Cernend Care have been relined to reflect the
evolving reality of family-centered care as best-practice. beyond just
an idealized philosophy.

Written by a professional/parent team, our updated edition takes
this invaluable resource to its next level, with exemplary program
descriptions and contact information. If there is a single publication
on family-centered care you should have...this is it.

This book should be an integral part of the resource collection of
family members. c I in ic ians. educators, researchers. administrators,
students, and practitioners in the health/education/social service fields.
and policy-makers alike, including those new or seasoned in the
family-centered care movement.

For membership or publications information..
call 1(800) 80 8-ACCH. -;

Send me the new, updated Family-Centered Care for Children Needing
Specialized Health and Developmental Services:

0 $12.00 for ACCH Members (3233M) plus $3.50 for s/h
0 $15.00 for Nonmembers (3233N) plus $3.50 for sib

Send information on how I can beer me an ACCH Member
Total # of books ordaed
Total $1.1.S. amount enclosed (see quantity discount)

Quartity Discounts:

2 - 9 copies -10% 20 - 29 copies -15%

10 - 19 copies -12% 30 - 39 copies -20%

Name

Address

40 + copies -25%

City/Stite/Zip

0 I am enclosing a check for S
CI I would lie to charge my: Li MasterCard 0 VISA

Card No. Exp. We

Signature



CEPTI NAL

PlinaING1 Library
,Yout
Cfma

, WEE A You can order
DISARM

any of the
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with the coupon
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=11Itilf
I

THE EXCEPTIONAL
PAREIVT 1995 RESOURCE
GUIDE: Directones of
National Organizations,
Assodations, Products
& Services
A valuable reference tool for
parents and professionals.
EP102L° $9.95

BY MYSELF BOOKS
DAVID HOOPER

AND Ewe REIDLINGER

Motivating students to
read independently.
Each bozk is a short
story (10-15 pages)

with pictures on each page to help carry the story
line. 1 vo separate sets of 10 different titles each, in
a colorful carrier bag. Set #1 is easier than Set #2.
Set I: PE034(10 books) $21.00
Set 2: PE034EM (10 books) 321.00

DEVELOPMENTAL
DISABILITIES
Psychosocial Avects
GEORGE S. BMW
In this unusually perceptive
book, the author conveys the
psychological and social
impact of developmental dis-
ability on the individual from
infancy through adult hood
Pf.04600 Sit.00

DIFFERENCES IN COMMON
Straight Talk on Mental
Retardation, Down
Syndrome, and We
MARHAN 'TRAINER

Collection of essays, with can-
dor and humor, brings a fresh,
candid outlook to the chal-
lenges, hopes, and fears of
family life.

WBOO9MR $14.95

COMPUTER RESOURCES
FOR PEOPLE WITH .
DISABILTTES: A Guide
to Exploring Today's
Assislive Technology
THE ALLIANCE FOIt

TECHNOLOGY ACCESS

Provides user-friendly
support, information, and
up-to-date answers.
HP08700 $14.95

Dismarry ANo
I ' THE FAMILY

A Guide to Decisions
for Adulthood
H. TURNBULL, ET AL.

This practical, easy-to use
guide helps answer familirs'
questions concerning the
future needs of their family
members with disabilities.
P205400 $29.00

Making,
Changes

. .

Mom,
hoVe o
u ri Otj

Problop

DOES YOUR CHILD
HAVE EPILEPSY?
2nd Edition
J/NES E. brz, ROBERT G.
ZIEGLER AND GIUSEPPE ERBA

This book provides informa-
tion on the most common
seizures, causes, principles of
treatment, investigation and
outcome, with a wide range of
helpful suggestions from
infancy to early adulthood.
PE03600 $22.00

MAKING CHANGES
Family Voices on Living
with Disabilities
JAN A. SPIEGLE

Shares self-reports and
visions on how families and
professionals make changes.
21.06100 $19.95

Mom, I HAvE A
STARING PROBLEM
M.C, BUCKEL & T. BUCKEL

A true story of Petit Mal
Seizures and the hidden prob-
lem it can cause: Learning
Disability

MB097SZ $3.95
(Includes shipping charges)

A PARENT'S GUIDE TO
MIDDLE EAR INFECTIONS
DORINNE S. DAVIS, MA, CCC-A

Answering questions about
ear infections in understand-
able terms. Anatomy, physiol-
ogy and coping at home and

,socially.

41Y09000 $24.95

Z83
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PHYSICIANS' GUIDE
To RARE DISEASES
EDITED BY J.G. THOENE

Over 1,000 pgs. Contains
information on approximately
700 disorders.
DP02100 $75.50

PLANNING FOR
THE FUTURE
"'melding a Meaningful Life
for a Child with a Disability
afier Your Death
MARK RUSSELL

AP02400 $24.95

TILE SPECIAL CHILD
A Source Book for Parents
of Children with
Developmental Disabilites,
2nd Edition
S.M. PUESCHF.L ET AL.

Filled with straightforward
medical information, helpful
illustrations, and practical
recommendations on disabili-
ty-related issues.
11310100 $24.00

SON RISE
The Miracle Continues
BARRY N. KAUFMAN

An awe-inspiring reminder
that love made tangible can
move mountains.
01089AM $20.00

WORKING TOGETHM
Workplace Culture,
Supported Employment and
Persons with Disabilities
DAVID HAGNER

Assisting individuals to
achieve meaningful careers.
21.06000 $24.95

DOWN SYNDROME

ADVANCES IN DOwN
SYNDROME
EDFTED BY V. DMInuEv

ti P. OEIATIN
Twenty experts contribute
their recent research, experi-
ence, and thoughts on future
directions for children with
Down syndrome,

PE045DS $31.00



DOWN SYNDROME:
An Introduction
CUFF CUNNINGHAM

A comprehensive and well
organized work for parents of
babies and children. Answers
to countless questions.
BLOWS $12.95

INJURY

Swift

WHEN YOUNG CHILDREN
ARE INJURED: Families
as Caregivers in Hospitals
and at Home
J. HALTIWANGER & M. LASH

A book about the family's role
in caregiving when a young
child is injured.
EP085ML $7.50
(Includes shipping charges)

WHEN YOUR CHILD GOES
TO SCHOOL AFTER AN
INJURY
MARILYN Lam

Issues parents need to con-
front about their child's
future schooling, health care
and social needs.
EPOORML $7.50
(Includes shipping charges)

WHEN Youx CHILD IS
When Your Child
la Seriously Winced SERIOUSLY INJURED

The Emotional Impact
on Families
MARILYN LASH

Topics include preparing for
hospital visits, reaction to
loss, helping siblings, and
coping.

EPOO5ML $4.50
( Includes shipping charges)

Intotiorwl Invoct wawa.

LOVING JUSTICE
The ADA and the
Religious Community
EDITED BY G. THORNBURGH

How the Americans with
Disabilities Act affects reli-
gious institutions including
congregations, hospitals,
nursing homes, seminaries,
universities and more.

ND10000 $10.00

THAT ALL MAY WORSHIP
An Interfaith Welcome to
People with Disabilities
GINNY THORNBURGH

An interfaith handbook to
assist congregations in wel-
coming people with disabili-
ties to promote acceptance
and full participation.
N008401:1 $10.00

SIB.LINGS

ItlWTIV:711g2"

if IsAT"r
FAIR!

SIBLINGS OF
*II ILI MEN IV nu
iasmitisra's

TO#147 Ire elufism

SIBLINGS of
CHILDREN

with AUTISM
A Geier for Families

Somata L. 1114.11%.1).

IT ISN'T PAIR!
Siblings ofChildren with
Disabilitks
EDITED BY S.D. KLEIN

& Mi. SCHLEIFER

Features chapters by parents,
siblings and professionals.
EPOO1EP $14.95

SIBLINGS OF CHILDREN
wrra Mum
A Guide/or Families
S.L. HARRIS, PH.D.

Understand sibling relation-
ships, how autism affects
them and what families can
do to support their other
children.

r W13096AM $12.95

SPINA-BIFIDA
AN INTRODUCTION
TO SPINA BIFIDA
D.G. McLoNE,
The purpose of this booklet is
to aid the parents, family and
the non-medical people who
care for the child born with
spina bifida.
58094S8 $4.00

LEARNING DISABILITIES
& ME PERSON WITH
SPINA BIFIDA
P.J. AGNESS, Eo.D

The information compiled in
this booklet is for parents and
teAchers, to help in the dilem-
ma which has affected all
those.
$809253 $9.95

SEXUALITY &
THE PERSON WITH
SPINA BIFIDA
S.L. SWAN, FELD

This book was written to
answer the questions that
families and persons with
spina bifida may have about
their sexuality.
S809258 $9.95

CHILDREN'S.BOOKS

JOEY ANT) SAM
I. Kim & E. Rnvo, M.D.
A heartwarming storybook
about autism, a family, and
a brother's love.
RL099AM $9.95

MY BUDDY
A. OSOFSEY

Buddy is the best dog
a boy could have. Fully
illustrated, this book
d%monstrates the
desires of the disabled
to be independent.
1111098C8 $5.95

WHAT HAPPENS
NEXT?
C. CHRISTIAN & L. DWIGHT

Babies love the colorful
photographs and hidden
surprises in this sturdy
little book.
C809100 $4.95

Mail to: Exceptional Parent, Dept. EP9503, P.O. Box 8045, Brick, N.J. 08723

Or call (800) 5354910

OTY. TITLES & ORDER NO.

SHIPPING & HANDLING CHARGES: l'S. - $3.50 for I item; 75t for each additional

item. Foreign - $6.50 for I Rent; 75t for each additional Item.

Name

Address

City State Zip

UNIT PRICE TOTAL

Sub-Total
NJ ReNdents
add I.% Sates Tao

Shipping

TOTAL
U S funds my rnisepricesare

subfecl to change /nesse 8110N 4-6
weeks tor dehvery Returns must be

made mewl, d weells of delivery
No overseas returns

Telephone _
I have enclosed my check payable to Exceptional Parent or charge to my: LI Visa L.1 Mastercard

Account Number: -48 4 _ Exp. Date

Signature 2
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MY WHEELCHAIR
by Emily Brush

When I first heard that I was getting a
power wheelchair, I wasn't sure that I
would like it because I wanted to walk

just like anyone else. But then I found out it was
going to be my favorite color
yellowand I decided I liked the idea!

Mom's Turn:
Power mobility has
done much to
enhance the quality
of Emily's life. It
has been a boon to
her setf-esteem and
a confidence-builder.
It has given her
independence and

freedom where she
had none. When in
the "driver's seat,"
she is the one in
control and becomes
the decision-maker
She alone can decide
where to go, how
fast and in what
direction. Emily
used to be very
passive on our trips
to the mall, content
to be pushed wherever
others wanted to go.
Now she takes a
more active role and
helps set the pace.
We welcome Emily's
newfound
assertiveness and
the negotiating that
now accompanies
our outings!

Diane Brush

16 EXCEPTIONAL PARENT /

I got my power wheelchair when I
was five years old. I have been driving
now for three years. I like my power
chair because I can go wherever I
want. I like driving my chair at school,
at home, at the mall, at the playground
and at the Price Club where they have
special shopping carts that attach to
my wheelchair so I can help my mom
shop.

In school, some of the other kids ask
me why I can't walk. I tell them I have
something called a handicap. Maybe
I'll be able to walk when I get a little
older, but for now, I get around just
fine in my chair. EP

Emily, 8, is in the second
grade at the Edith M. Griebling
Elementary School in Howell
Township, New Jersey. She
lives with her mom and dad,

Diane and
Gary, a nd
Smokey, her
cat. Emily
has athetoid
cerebral
palsy.

1,5

Emily, 8, enjoyed Thanksgiving dinner last year

with her good friends, Michelle (left) and Angela
(right) Tuchol.

ss I

When Emily was six and a half, she spent Easter
Sunday in New York City with
her family.

461.

Emily, 7, at her Brownie Inception. Wrth her Is her dad, Gary.

485



No OBSTACLES. NO LIMITS.

When your family's plans are as big as the great
outdoors, don't let your minivan box you in!

Vantage Mini Vans is proud to introduce our
new line of premium lowered-floor conversions
built on the exciting Fol2D WINDSTAR minivan.

As a leader in our industry, Vantage is one
of the first to offer the popular Windstar as an
alternative to ()in- -:xisting line of fine Chrysler
minivan conversions. Just as we've been leaders
in bringing you the most dependable, top quality
conversions since our inception in 1987.

Your Vantage Windstar lowered-floor
minivan is available as either the popular and
economical TUKKER, with its easy-to-tNe manual
fold-out ramp; the St 1NIMIT, with its reliable power
folding ramp; or as the premier NORTIISTAR edition,

with its sleek, under-the-floor
ramp that glides smoothly out
virtually fri an "nowhere!"

Every Vantage Windstar comes equipped with a
myriad of standard features to make your life simpler

and your commutes safer.
Most notable are the flexible
seating configurations and

Thc Vutitat;i Nen chNtto
,lidc-out wmp

V A. I1 1 G

crashtested restraint system.
And, as with all Vantage
Mini Vans, optionslike our
all new 4button key chain
remote controlabound. In
addition, our optional sliding
rear seat allows for abundant
seating and an extra nine

cubic Pet of storage in the rear of the vana must
for families on the go! These are just two of the many
ways your Vantage Mini Van can he customized to fit
your active lifestyle and the needs of your children.

T1 it NEW V ANTACI: WINPSTAR CONVERSIONS.

Lite otters no limits. Why let your transportation set
the boundaries?

(800) 348-8267 TOLL FREE

1\/I I NI I V
Call today for a lree ir irowhitre. Nathnuil dealer nenoirk with testdun., vehicles available.

Z66
Circle I* 102
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Until now...
there were limited options in positioning trays

for clients who use X-Large Feeder Seats and

wheelchairs That is until Tumble Forms®, a

leader in product innovation, recognized the

need for a larger, more accommodating

Positioning Tray - the new Model 2775T

Adjustable Positioning Tray

ad
Appropnate for schools, home or rehabilitation

facilities, the Positioning Tray is height

adjustable from 17 o 25 in , with an inner

width of 24 in The Height Adjustable

Positioning Tray allows for added

wheelchair accessibility
_

and accom

modation

Constructed of

highly durable

polyethylene and

a miler top, or an

optional clear top, this innovative Positioning

Tray is further evidence of Tumble Form's

commitment to quality and durability

Ord. # 26
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EVERY YEAR WE
INTRODUCE THOUSANDS
OF MOTORISTS TO THE
JOYS OF TRAFFIC JAMS,
POTHOLES AND PEO E

WHO DRIVE WITH
THEIR BLINK S ON.

wog
111110.

AND WE'RE NOT THE
LEAST BIT SORRY.

In fact, we Couldn't be more pleased. We know that
for most People, the ability to get out on the road
even with a few minor irritationsis an essential part
of an active and independent lifestyle.

That's why, years ago, we became the first auto-
motive company to establish an assistance program
for people with disabilities. Since then, Chrysler's
Automobility Program (formerly the Physically
Challenged Assistance Program, or P-CAP)
has helped thousands of people
drivers and passengers alike -iiehieve a
litestyle of independence and freedom that
may not have been possible otherwise.

We'd like to tell you more about the

program details. Cash reimbursements of up to $1,000

for adaptive driving or passeoger aids installed on new
Ram Vans and Wagons; up to $750 on all other new
Chrysler Corporation cars, trucks and minivans. A
friendly, knowledgeable Automobility Support Center
to help answer all your questions. And Chrysler Credit
financing to qualified buyers.

nn B I I \;'

0

;#111 CHRYSLER
TAT CORPORATION

All topped by more experience assisting
people with disabilities than any other auto-
motive company. So call us, or contact your
local Chrysler Corporation dealer, for more
information. And let us show you how Auto-
mobility can contribute to an active, mobile
lifestyle. You won't be the least bit sorry.

For more irtformation arxia free video on the Automobility Program, call us at WOO) 255-9877.

Circle #146
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Cover: Ryan In't Veld of Belle
Fourchr South Dakota with Mickey
Mouse during his vacation to Walt
Disney World Ryan, who has
Duchenne nwscular dysbvphy, spent
si x days visiting marry ablations in
the Orlando area. The trip wasspon-
sored by Give Kids the World, a non-
pmfit organization that gives
children with life-threatening condi-
tions and their families all-expense-
paid vacations to central Florida and
its famous atfractions.

Ryan, 11, shared his visit to
Disney with brother Andrew, 13,
sister Elise, 8, and parents Arlen and
Sue. Ryan is a fifth-grader at dre Belle
Fowrhe Middle School

For more information on Give
Kids the World, contact them at210
S Bass Rd, Kissimmee, 34746,
(407)396-1119 (voice), (407) 396-
1207 (fax). Photo: Wallace Sews,
Walt Disney World
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As we developed material on summer planning, we also decided to include informa-

tion about jobs. Summer is the time when many youngpeople first think about

getting ajoband this important summer activity also requires planning

Unfortunately, many young people with disabilities miss out onthe typical adolescent

experience of summer and part-time jobs. While parents, profession-

als and people with disabilities have worked very hard to create edu-

cational and recreational opportunities in their communities, we don't

know of many opportunities for young people with disabilities to learn

the essential job skills so many of us learned on our first jobsgetting

to work on time, meeting deadlines, getting along with co-workers and

doing what we are toldeven if we don't like it. These experiences

often help us to discover new interests and abilities. In fact, the sum-

mer job I held after my first year at college in 1954working at a

camp for children with disabilitieschanged my careerplans.

We hope readers will encourage employers to begin offeringjob

opportunities to young people with disabilities. One of our summer editorial interns

in 1994 was a high school student with special health care needs.

STANLEY D. KLEIN, PH.D.

All kinds of fun
Thanks to the many readers who responded to our request to share stories about

memorable family vacations. It has been exciting to read these wonderful stories of

how parents and children are finding ways to enjoy a variety of different types of

vacations. Though not every vacation described will be the right fit for every family,

we know these stories will inspire readers.
We are especially grateful for the kind assistance of the wonderful people at Walt

Disney World for helping us to create a peat cover. Thanks to photographer Wallace

Sears for his great photo of Ryan Int Veld and Mickey Mouse.

Changes in Washington
Networking describes key changes in Congress that have taken place since the

November elections. We congratulate the new congressional committee chairpersons

and staff members. We look forward to helping them get their messages to our readers.

Some of the concerns that advocates have raised have been addressed. At the same

time, we encourage readers to share the suggestions of Richard Epstein, ourHealth

Inswmnce Th2uhleslwotercolumnist, with their elected representatives. Parents, peo-

ple with disabilities, advocatesand political leaders can be proud of the wonderful

improvements in attitudes about people 'with disabilities as well as the ever-increasing

opportunities and expectations for participation in community life that have come

about because of important legislation. However, there are many areas that still require

change or need to be improved. Our leaders welcome and need our input.

Education Program Awards
It's time again to invite nominations for this year's Exceptional Pairnt Annual

Educational Pmgrwn. Awards. Programs will be judged on criteria such as attention

to the needs of the whole childacademic, social and recreational; teacher support

and parental and communityparticipation.

The awardsknown in the past as the Mainstreaming Awards and Inclusion

Awardsrecognize good educational choices for parents and children. Although

we are advocates of inclusion when it includes the necessary support services, we

realize that there are successful programs that are not inclusive.

Entries, of 500 words or less, should explain the success of1 he program. Also,

please send photographs. Send nominations to Exceptional Parent Annual

Educational Program Awards, 209 Harvard St., Ste. 303, Brookline, MA 02146.

Deadline for entries is July 1, 1995.
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EIORILITY
Maintain your

daily independence through the General Motors

Mobility Program for Persons with Disabilities.

It starts with a toll-free call to our GM Mobility

Assistance Center. We'll identify yo,.r local driver

assessment centers, list

your area's installers
of adaptive driving
devices or vehicle modi-

fications and suggest
which GM cars and

c'

vehicle and any modifications through GMAC in a

single transaction at participating dealers.

The people at GM, and GM dealers nationwide,

know how important mobility is to your everyday

life. Call us today. Or contact your Chevrolet,
Pontiac, Oldsmobile, Buick, Cadillac or GMC

Truck dealer and find
out how the General
Motors Mobility Program

can help make every
day Independence Day

for you.

Call toll-free: 1-800-323-9935
(TDD users: 1-800-TDD-9935)

V Reimbursement of adaptation costs, up to $1000

V Financing available through GMAC

V Information on driver assessment centers and
adaptive equipment installers

V Free resource video, "On The Move Again"

V 24-hour Roadside Assistance

e're
every

Indepen

making
day

dence Day.
light-duty trucks might work best for you.

Next, whether you buy or lease a new GM
vehicle or dealer demo model, we'll reimburse you

for the cost of adapting it-or for the reinstallation

of your own adaptive equipment-up to $1000.
Qualified customers can finance the cost of the

(Reimbursement for leased vehicle adaptation available only
upon lessor's approval to adapt vehicle.)

.Qpneral Motors,
c92



Struggling for Inclusion
After reading the letter "Inclusion
Article Misleading" (November
1994), I felt a reply was needed. It is
obvious that J.R. in New Jersey and
her husband are having a difficult
time effectively "including" their son.
It is always a struggleno matter
the family, the child, the disability or
the community.

In responding to the article
"Making Inclusion Work" (September
1994), J.R. characterizes the services
Angela Hart receives as "amenities."
They are not. They are Angela's civil
rights as dictated by the U.S.
Constitution, the Americans with
Disabilities Act (ADA) and the
Individuals with Disabilities
Education Act (IDEA).

In her letter, J.R describes her strug-
gle to "convince" her daughter's team
to meet more often. The article about
Angela's inclusion describes a program,
not the path to that program. This pro-
gram is not, exceptional; there are pro-
grams like it all over the country
some better, some not as far along.
However, rarely do programs like this
happen through "convincing." I know.

When we lived in Connecticut, we
struggled long and mightily. We often
got the services our child was entitled
to only after our lawyer attended
meetings that we legally called on our
own. Many, if not mast school dis-
tricts, will provide services only when
they have "a gun to their heads"very
sad, but very true. (We have since
moved to a more welcoming school
(istrict in Kansas.)

J.It Your child will only partici-
pate and flourish in an inclusion pro-
gram if you want this for him and are
relentless. If the struggle is too chal-
lenOng in your own community, you
may find it feasible to explore other
communities. If mt, circle the wagons
and get support from local groups and
other parents, including the parents of
your child's peers who do not have
disabilities. Be prepared to make
friends arul enemies and enrich your
lives and the lives of those with whom
you come in contact.

emainard mi page (1
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From Grief to New Dreams
I was very impressed by "Grieving a
Dream" by Susan Blanchard
(October 1994). It brought me back
to my own grieving process more
than 35 years ago...

I married late in life and my first
child was born with Down
Syndrome. Receiving "the news"
from my doctor when Lisa was
three months old was a traumatic
experience. I still recall my hus-
band's response to my distress. He
asked me to answer this question
honestly "Is Lisa any less precious
today than she was before the doc-
tor gave you the news?"

Because I have always been
extremely honest about my feel-
ings, and maybe because I had
always dreamed of a daughter who
would go to college, my answer
was "yes." All my
dreams for Lisa had
been shattered.

My pieving mani-
fested itself in hor-
rendous emotions
I wished I were
dead; I wished
something would
happen to both Lisa
and me. I was very
jealous of my three

c'enial, depression,
despair, disbelief,
envy, guilt, impulse
to destroy, oven-
dentification,
remorse and
shameI could
identify with them all.

As Susan Blanchard stated, the
grieving process is a continuous one.
Even the best adjusted parent will
face many occasions that re-evoke
intense feelings of grief. Feelings
never completely disappear; they
remain part of our emotional life for-
ever. It is important that we acknowl-
edge that these feelings are a normal

response to an
abnormal situation.

I believe it was
healthy for me to
admit to these feel-
ings and to talk
about them.
Shedding my guilt
about these feelings
freed in( to help Lisa
become the terrific
human being she is. I

Lisa and Betty P
brats Betty's bi

endler cele-
rthday in 1988.

girlfriends, who also
had manied late in life, but had
given birth to "normal" babies. I still
recall how incredulous my husband
was when I confessed that when I
gave Lisa a bath, I was tempted to
fill the bassinet up to the top.

These thoughts and feelings
aroused incredible guilt, and I was
sure I would be punished for them. I
thought there was something radi-
cally wrong with me until I read
Wolf Wolfsenberger's research on
the initial reactions of parents to the
news that their child has a disability.
Wolfsenberger mentioned emotions
like alarm, ambivalence, anguish,
avoidance, bitterness, confusion,

293

became able to have
dreams and visions of the things Lisa
would be able to do. I worked hard at
making her as independent as possi-
ble, and I "let go" at a very early age.

Thirty-five years ago, most par-
ents of children with disabilities had
nightmares about the future, not the
dreams and visions of today's young
parents. I urge all of you young par-
ents to move beyond grieving, and
start dreaming of the many things
your children can do. With more
integration, higher expectations and
more risk-taking, our sons and
daughters will reach new heights.

Betty Pendler
New York, New York
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Ford Mobility Motoring
Adds More To Life's Rewards!

Ford Motor Company understands that a physical

disability doesn't mean life can't be rewarding. For

many, there's no greater reward than the feeling of

freedom and independence that comes from driving.

That's why your Ford and Lincoln-Mercury dealers

want your active life to include a new 1994 or 1995

Ford or Lincoln-Mercury car or van or Ford light

truck. And that's why the Mobility Motoring Program

was created ... to make adapting your new Ford or

Lincoln-Mercury product easier and more rewarding!

A SMOOTHER ROAD TO TRAVEL
Mobility Motoring starts with a toll-free call. You'll

know you've arrived when your Ford or Lincoln-

Mercury dealer hands you a check for up to $750

toward the installation of adaptive driving or passen-

ger equipment. There's nothing for you to send in ...

and there's no waiting tor your check!

You'll also receive a complimentary Ford Cellular

Telephone' and Roadside Assistance' for the

duration of the bumper-to-bumper limited warranty.

MOMITY
MOTORI

PROGRAM

INFORMATION YOU NEED ...
FOR INFORMED DECISIONS
The Ford Mobility Motoring Program also provides ...

friendly toll-ffee and special "MD" information

lines to answer your questions.

a list of nearby assessment centers authorized to

provide a "prescription" for your vehicle's adap-

tive equipment.

a list of local adaptive equipment dealers and

installers.

sources of funding which may be able to provide

assistance in addition to the amount you receive

from the Mobility Motoring Program.

Best of all, you get Ford Motor Company's products

and services. A Company where quality and service

are always *Job 1!"

So whether your life demands a new Ford or

Lincoln-Mercury car or van, or Ford light truck ...

just cal11-800-952-2248 (for TOD users:

1 -800-1130-0312). You'll discover that Mobility

Motoring is your kind of reward!

Fre. Illehlity Ws* %het
This video shows how easy it is to open the door to

Mobility Motoring rewards. You'll meet people who

have learned that the process is really simple. You'll

also see how Ford products adapt ... for versatility,

convenience and just plain motoring fun. Just ask for

your free video when you call us.

PROGRAM PERIOD
October 1, 1994 September 30, 1995

' Customer is responsible for a 121-day minimum activation on the

Ford Cellular System Some local individual carriers may require

a longer agreement as merras other related service and usage
charges. so acceptance is optional To be eligible lor the

complimentary Ford Cellular Telephone, the customer must also
live in an area covered by the Ford Cellular System at the time of

the purchase or lease.

Ask your dealer for a copy of the limited *arra* and complete
details of the Roadside Assistance Plan. Vehicles cover& by the
Lincoln Commitment, F-Seiies Preferred Care or Red Carpet

Lease plans have azdtional benefits.

A NEW CAR, VAN OR LIGHT TRUCK ... ADAPTIVE EQUIPMENT ... AND ON-THE-SPOT CASH!

Ford and
Uncoln-MerlAsIons

CIrcle # 13tw



When you have a child with multiple disabilities, life suddenly becomes

very complicated. You may be referred from one specialist to another...only

to receive conflicting reports. No one seems to have the answers.

At Heartspring, the answer to multiple questions can he obtained
from specialists who work together to diagnose each child's needs and
recommend education programs or treatments to meet those needs.
So parents don't waste precious weeks or months trying to discover
where to turn.

For more than 60 years, Heartspring has been a lifeline of hope
for parents and their children with special needs.

During a comprehensive assessment, the team of professional., at
Heartspring work to analyze your child's needs. These professionals,
who devote the necessary time and attention to each child, include
speech/language therapists, occupational and physical therapists, a
developmental pediatrician, a psychologist, a special education
teacher, and a case manager. Parents are also a critical part of their
child's team.

This method of assessment has worked well for children with
autism, mental retardation, behavior disorders, cerebral palsy, seizure
disorders, hearing and/or vision impairments, and developmental
delays. All assessments are conducted in a c. -ing residential school
atmosphere by professionals who have chosen to work with children

with multiple disabilities.
If you or someone you know needs a lifeline for hope in the

assessment and treatment of a child with special needs, call today.

FIRKTSPRING
A lifeskills learning center

2400 JARDINE DRIVE WICHITA. KANSAS 67219-4699

1 800- 835-1043

Circle #3
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LETTERS

continued fnson page 4

Inclusion of J.R's child will benefit
every child, teacher, parent, civic leader
and administrator who rubs up against
it It is up to J.R and her husband to
cany on the struggle. J.R, we are all
here to help; your struggle is ours. .

Include us in it and include those close
to you, too. You cannot do it alone.

H.R., Kansas

Responding to Albert Shanker
As a parent-advocate and the parent
of an "included" child attending
school in New York state, I was sur-
prised to see Albert Shanker's article
("Inclusion and Ideology," September
1994) reproduced in your magazine.

While I understand that not all par-
ents want or am ready for inclusion, I
also believe that special education
should not be "segregated." Separate
schools and classes create concentra-
tions of similar disabilities. In such situ-
ations, where are our children's role
models? How does a child with a
speech impairment learn to speak if no
other child in the class can speak?

For many years, speech therapists
told me that my child "did not commu-
nicate with her peers" when placed in a
therapy room with two other children
with disabilities. However, when main-
streamed at lunch, she had no difficulty
communicating successfully. The prob-
lem was that she had nothing to say to
the two children in the therapy room.

My daughter's inclusion has been a
success because it has been done prop-.
erly. I thank my school district and all
the staff and parents who have worked
very hard to make it so. We were pio-
neers who led the way for others.

The inclusion movement does not
continued on page 8

Tell us about...

...experiences with
genetic counseling.
Write to: Readers Talk, EXCEPTIONAL
PARENT, 209 Harvard St., Suite 303,
Brookline, MA 02146, (617) 730-8742
(fax). A sampling of reader responses
to this question will appear in a
future issue.
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erthe Braun eorporatiOn has established
their products as the benchmark for

International Personal Mobility. The new
Lift-A:WayD/C continues Braun's sepu-
tation for dependability and excellence

-

Braun's nonskid yellow ARS (Automatic
Roll Stop) engage's before any vertical
platform movement. Boasting thelowest
,loading ramp angle in the-Mushy, the ARS
makes it -easy to load both power and
manual wheelchairs onto the platform.

Dual locking handrails(contribute to a
secure environment while on the lift
platform; Other safety featUres include
yellow demarcation. of the wheelchair
loading boundaries and an override drcuit
which prevents the Lift-A-Way D/C from
folding when there is weight on the
platform. r

No matter what your needs, Braun has a.
mobility system designed for you. The
original Lift:A-Way* platform lift is a
reliable 'performer proven with over two
'decades of va yor greater ambulatory and
Cargo access, we offer the Swing-A-Way* .
The lowered floor Entervarr is the perfect,
choice for the individual or small family,
And, for the personlvhci tranders, the
Braun Chair Topper* cOnveniently stores a
conventional folding wheelchair out of your

way.

The Braun Corporation, Mobility at its best.

Alroza=zisti=.
"Providing Access to the World"

P-41100.711flr Al#7"
totim=4.= fur zrAt=stm,

WYK N1 Clunnow, PtIM Paimrspen ?NM CAVA

The Braun Cor,wation I. the International Itudei in mobility products. With four dioir.lon$ and a worldwide distributor
al., nmitioneti to provide the equirlent and service. you need. Pur cominifinent to your saiisfmlien is oho

ICe'
by 9,1. Alt. Imr Wory-r7 Limited Werrettly. Shoply call 1-800-771C.LIFT for the &pm dealer nearest you
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continued frorn page 6
seek to remove the choice from par-
ents but to ensure that all parents are
truly given the opportunity to examine
a full array of options. I agee with Mr.
Shanker that sweeping policies that
determine what is "good for all"
should be viewed with skepticism. But
who will play God and determine
which child is to be given a chance?

C.F., New York

Best of Both Worlds
I wanted to take this opportunity to let
others know what a wonderful maga-
tne Exceptional Parent is. I have
received only a few issues, but I truly
enjoyed them. They have been infor-
mative, encouraging and supportive.

Exceptional Parent is the perfect
title because having a child with a dis-
ability makes our lives truly excep-
tional. We have a three-year-old
daughter with Thy-Sachs disease, a
progressive, neurological deteriora-
tion which leads to death in early

childhood. Naturally, we were devas-
tated when we found out, but our
daughter seems happy, feels loved
and gives so much love back to us.

We also have eight-month-old twin
daughters who do not have Thy-Sachs.
We feel really blessed to have the best
of both worlds. Our lives feel so full
and rich with all of our experiences.
We have really learned to appreciate
all of our family and friends.

D.R. & L.R., Ohio

Thanks from a Grandparent
I'm writing to you about my grand-
son, Andy, who has Down syndrome.
Before Andy was born in 1991, I had
never even heard of Down syndrome.
We knew there was something wrong
with Andy, but we didn't know what. It
took the doctors four days to find out.

Andy started attending a school for
children with disabilities by the time
he was 18 months old. This is where I
found out about Exceptional Parent.

Haverich Ortho-Sport, Inc.
67 Emerald Street
Keene, NH 03431 (603) 358-0438

avow
Europe's leading line of specialized
bicycles, tricycles and tandems
now available in North America.
Steel frame. Duel caliper, drum
and coaster brakes available.
Parking brakes standard.

, Latest styling and wide
choice of colour
combinations.

Wore than 30 specially
designed accessories to
meet every need.
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One of Andy's teachers gave me a
copy, and now I subscribe. I read it
and learn something new all the time.

I would like to thank you for the
great job you are doing for kids with
disabilities. The information yot, pro-
vide is invaluable to people like me.

W. G., Tenn essee

Problems with Search and Respond
I am really pleased that you will begin
printing names in the Letters section
for those who wish to have this infor-
mation printed. However, I am disap-
pointed that you will not be printing
names and addresses in Search.

Although I understand your reasons,
my disappointment has to do with my
experiences responding to Search. let-
tets. I have responded to a handful of
Sean* letters over the past two to
three years, but have never once
received a reply, nor have I seen my
responses printed. Okay, maybe my
responses were not the best choices to
be printed in the magatne, but I don't
want to believe that the parents who
received my response letters chose not
reply to me personally. That leaves me
with this question: "Were my letters
actually received and forwarded by
Exceptional Parent magazine?"

It's frustra:ing to make efforts to
connect with others, but not even
know if my letters made it through. It
has soured me somewhat to the idea
of responding to any more letters. I
haven't yet tried to do a Seairh myself,
but perhaps it is time to try You can
bet I will reply to every response I
receive.

Would you at least consider mailing
a postcard to responding parties to
acknowledge receipt or to indicate
that our letters have been forwarded?

Rosanne B. Thorn
Lynn, Massachusetts

ED17191eS NO7E: Thank you jbr your sug-
gestion. We have started acknowledging
all &Alien and RENPONDkilos recehxyl
in our editorial (Ores. All nwponsas to
&mat letters wr foruvitled; due to
space limitations, only a small find ion
(nn published in RtmoNn. Space
limitations also prom! us Jim print-
ing the %volt letters vie mrire.
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e Braun Comp 'on Seat®

I f you have difficulty entering and odting
your vehicle, the new Companion Seat° is

your key to 'greater mobility Its automatic
operation and rugged construction enable
semi-ambulatory persons to reliably and
conveniently board Dodge Caravan dr

*Plymouth Voyager miOvans.

The seat extends 20" and tilts forward a full 6"
P. to make boarding Safe andeasy. Once on the

seat, you are smoothly raised into the vehicle
by 'pressing the conveniently morinted switch.
All you have left to do is manually rotate into
the forward facing position. To exit, the
procedure is Simply reversed.

The Companion Seat' Utilizes your van's0
original seat, but replaces the eXisting seat base

with a unique poWer base. When not needed,
it functions exactly as the 'passenger seat. This

. feature makes it perfect for active familiea with

only one member who needs assistance. And,
as always, Braun thoroughly tested the
Companion Seat' to meet all applicable federal
motor vehicle safety standards.

If you need finandal assistance, Chrysler offers
cash rebates towards the purchase of adaptive
equipment through the Chrysler Corporation
Automobility Program. Ask your local Braun
distributor about other sources of assistance.

For more information on the Companion Seat°
or other Braun mobility products, callus today
at li800-THE LIFf. We will give you the name
ari location of distributors in your area.

Now more than ever, mobility is -one of the
most important things in your life. Let Braun
and the Companion Beat° be the answei to
your needs,

Patents Pending

MN
ATANIMMORPOISTICHI.

"Providing Access to the World"
f4100725/ff At/k7'

rStamivariiI"HMn° 7ZriArtalIL'm

MAW AU OSA Cfeuvroter. ft USA Otrienra Aretft CA CAA

The&MI Corporation is the international lender trt mobility pmducts. With four divisions and a worldwide distributor networt, toe
piriticined to root& the ermipment and senices you need. Our commitment to your sailor! ion is also supported by our Three-

i. Year Worry-Ftw Limited Warranty. Simpiy can l-noanizuFr for the Braun dealer nearest sou.
'
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Me Own oceparlon, frt. 8-90.1 SI



One 1Win with Down Syndrome
I have fraternal twinsa boy and a
girlCameron and Cade. The twins
have a close bond with each other.
Cameron has Down syndrome, and is
very high-functioning. We try to treat
him like our other children, with
maybe a little closer attention to
helping him develop language and
appropriate manners.

My main ck mcern has to do with edu-
cational planning. I want to do what's
best for each of them and both of them.
Catie presently goes to an early child-
hood program with Cameron, and it
has worked out great. But how long
can I keep them together without hold-
ing her back? Catie wants to go to
HeadStart with Cameron, but she's
ready for kindergarten.

I would like to hear the first-hand
experiences of other parents with a
similar situation.

N.M., Minnesota

Swinging Objects
My son is 10 years old and has Down
syndrome. He takes Synthroid for

XCEPTIONAL
PhIC(1114

Too
Coma
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ecu
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Oman.,

1114=1...k.a.

To reach out to parents
of children with disabilities
and special health care needs.

Ik To empower mothers and
fathers by providing practical
information and emotional
support

DITIIIRIAL ARMORY Bulls

LISA BLUMBERG, J.D., Corporate

Attorney, Aetna, Hartford, CT

T. BERRY BRAZELTON, M.D., Clinical

Professor Emeritus of Pediatrics,

Harvard Medical School, Boston, MA

FRANCES P. CONNOR, Ed.D., Professor

Emeriti,spew Education, Columbia

Uniwrsity Teachers College, New York NY

hypothyroidism, but has no other physi-
cal impainnents However, since he was
a baby, he has had a tendency to focus
on objects that he can hold and swing
arouncL This behavior is almost always
accompanied by talking to himself and,
sometimes, by spinning in circles.

As he's gotten older, this need to
swing objects and talk to himself has
become stronger. It has become a prob-
lem at schooL He seems to "zone out" at
these times and becomes angry when
we interrupt him. We've come to our
wit's end in trying to understand and
lessen the frequency of this behavior, if
not eliminate it altogether. Any sugges-
tions would be greatly appreciated.

C. T, New York

Sanitary Pads
My 10-year-old daughter is lovely, funny
and, quite simply, beautiful! She has
cerebral palsyathetoid type--and is a
quadriplegic. She has total bowel and
bladder control. She can knee-walk and
crawl and has lets of movement, both
controlled and involuntary.

My daughter will soon be dealing

ALLEN C. CROCKER, M.D., Director,

Developmental Evaluation Center,

Children's Hospital, Boston, MAELI

FACTOR, D.M.D., Parent, President,

Wheelchair Motorcycle Association.

Brockton, MA

MURRAY FEINGOLD, M.D., Physician.

in-Chief, National Birth Defects Center,

Waltham, MA

SANDRA B. FLEISHMAN, Parent,

Project Director, A WORLD OF

DIFFERENCE Institute, Anti-Defamation

League, Boston, MA

BRUCE M. GANS, M.D., President,

Rehabilitation Institute of Michigan,

Detroit, MI

SOL GORDON, Ph.D., Professor

Emeritus, Child and Family Studies,

Syracuse University, Syracuse, NY

STANLEY I. GREENSPAN, M.D.,

Clinical Professor of Psychiatry and

Behavioral Pediatrics, George

Washington University Medical School,

Washington, DC

HERBERT J. GROSSMAN, M.D.,

Professor of Pediatrics, Neurology, and

Psychiatry, Univ. of Michigan Medical

Center, Ann Arbor, MI

DAVID HIRSCH, M.D., Phoenix

Pediatrics, Phoenix, AZ
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with puberty and the beginning of her
menses. I am searching for a sanitary
pad that will actually work and stay in
place. Her body build is gun and petite.
Physical appearance and fashion are
very important to my daughter, so it is
very important that we find a pad that
won't be visible and won't leak I'll be
very grateful for any suggestions.

M.K, Arizona

Stressful Car Rides
My 26-month-old son, Austin, does not
have a specific diagnosis, but has been
labeled "centrally hypotonic." Austin
becomes very upset when riding in a
car in a car seat. Because he is still
basically non-verbal, he is unable to
explain what is bothering him.

Austin has hadand still has
some sensory processing problems
including a lack of response to pain.
He is often unaware of food in his
mouth and will hold it there for pro-
longed periods. Austin loves rough-
housing with his siblings and enjoys
movement-oriented activities. He
walked at 23 months.

contintwd on pow 12

GOODWIN D. KATZEN, Former
Executive Director, Rockland County

Center for the Physically Handicapped,

Pomona, NY

SUSAN M. KLEIN, Ph.D., Professor
of Special Education, Schusl of

Education, Indiana University,

Bloomington, IN

DIM LOEBL, Ed.D., OTR,
Associate Professor, Department

of Occupational Therapy, School

of Education, New York University, New

York, NY

EDWIN W. MARTIN, Ph.D., President
Emeritus, National Center for Disability

Services, Albertson, NY

JAMES MAY, M.A., M.Ed., Project
Director, National Fathers' Network,

Bellevue, WA

JEAN B. McGREW, Ph.D.,
Superintemient, Gienbrook School

District 0225, Glenview, H.

EDWARD NEWMAN, Ph.D., Professor,

- Temple University School of Social

Administration, Philadelphia, PA

BETIY PENDLER, M.S., Parent,
Member, New YorbState Developmental

Disabilities Planning Coundl, New Yak, NY

STEVEN P. PERLMAN, D.D.S.,
M.Sc.D., Assistant Clinical Professor,

Boston University School of Dentistry,

Boston, MA

4g-; 9

HARVEY PRESSMAN, President,

Corporation for Opportunity Expansion,

Newton, MA

SIEGFRIED M. PUESCHEL, M.D.,
Parent, Prof. of Pediatrics, Brown Univ.

School of Medicine, Providence, RI

PEGGY MANN RINEHAKT, BA, Parent.

Director of Communications, Center for

Children with Chronic Illness and

Disability, University of Minnesota,

Minneapolis, MN

JEROME ROSNER, O.D., Professor

of Pediatric Optometry, University of

Houston, Houston, TX

HARILYN ROUSSO, A.C.S.W., Director,

Disabilities Unlimited Counseling &

Consultative Service, New York, NY

BARBARA J. SEABURY, MA, Director.

Child life Dept., Rhode Island Hospital,

Providence, RI

HOWARD SHANE, Ph.D., Director,

Communications Enhancement Center,

Children's Hospital, Horton, MA

CAROL TINGEY, Ph.D., Parent,

Psychologist, University Of Utah

Hospital, Salt Lake City UT

HAROLD TURNER, D.D.S.,

Associate Professor, Retired, School ol

Graduate Dentistry, Boston University, .

Boston, MA
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and out of conven-

tional hospitals and treatment

programs. Because complex

behavioral issues frustrate

treatment of a young child's

neurological deficits. Our

unique medical and behavioral

approach can break the cycle

of multiple failures.
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kid-kart
cares about kids.

tiit/reclinet.
made in

USA
PATENT PENDING

NOW FEATURING A
Bus Transport Model

* Three Models
* Grows from

infant to age 7
* Complete

Positioning
System

Easy to fold
Easy to transfer
Easy to adjust

1-800-388-5278
732 Cruiser Lane

Belgrade, Montana
59714kikEZ Adjustable High Chair Base
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continued from page 10

We have tried different car seats and different seats
within the car. His occupational therapist has checked his
posifioning in the seat and feels he is physically comfort-
able. However, he becomes upset immediately when we
put him in the carcrying, screaming and holding his
breath until he passes out, sometimes four or more times
during a 15-minute car ride.

While riding in the car, we try to calm himfirst with dis-
tractions, and then with a bottle or pacifier. We are looking
for any ideas or activities to help make car rides less upset-
ting for Austin and less stressful for us and for his siblings.

C.R., Ohio

EDITOR'S NOTE: Editorial Advisory Board member and
Ask the Doctor columnist David Hirsch, M.D. responds:
"It sounds like Austin has global delays. I would also be
concerned about his visionespecially the way he per-
ceives moving objectsas well as his hearing and bal-
ance. I would also want to know if he has any problems
with. sweating or regulation of body temperature.
Because of Austin's lack of response to pain, I would
suggest he be evaluated for the possibility of a peripher-
al sensory neuropathy."

Desperately Seeking Van
My 17-year-old daughter has cerebral palsy and uses a
wheelchair She will never walk and I am finding it
increasingly difficult to lift her in and out of our car.

We desperately need a wheelchair vanone that will not
break down in the middle of nowhere since we live in a
rural area Many agencies have offered to help us adapt a
van to accommodate Wendy, but we must find a van first
We cannot afford a good used van, and we do not have
enough money to make monthly payments on a new one.
Does anyone know of an agency that would help us obtain
a van that can be adapted or one that is already adapted?

A.M., Arkansas

EDEMIes NOTE: Editorial Advisory Board member and
Ask the Doctor colum nist David Hirsch, M.D. suggests
that C.T's son be evaluated by a developmental behav-
ioral specialist jbr the possibility that he has a perva-
sive developmental disorder (autistic-like characteris-
tics) in addition to Down syndrome. Dr Hirsch also
recommends that the child's vision and hearing be
carefully evaluated.

Maternal Disomy of Chromosome 14
My youngest daughter, Elyse, 4, has been diagnosed

with a maternal unipal:ental disomy of chromosome 14.
This means she rece;ved two strands of chromosome
14 from me, rattixr than receiving one from me and one
from lier father.

Doctors tell u s she is one o f a few children in the world
with this disorder. We are looking for information about this
condition and contact with other families.

New South Wales, Australia

1 0 1. mid in +wet ou p(we 14



511- Exceptional

Needs . . .

Exceptional

Outcomes

Crotched Mountain Foundation is

proud to announce its capacity to

facilitate community-based housing

and aftercare for students returning

from residential settings to cities and

towns in New York, Maine, and

New Hampshire.

Crotched Mountain can provide

your child with state-of-the-art

educational and rehabilitation services

in a preparatory school setting, followed

by a guided return to your community

housing, educational, and lifelong

planning resources.

For more information on tbese

services or those (If our subsidiaries,

please contact our Admissions

Officet; Debra Flanders at

(603) 547-3311, ext. 235.

CROTCHED MOUNTAIN

A subsidialy of the Crotched Mountain Foundatim

I VERNEY DRIVE, GREENHEI U, NI1 0304", (603) -1.1"-33 I I
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continued from page 12

Omphalocele
My six-month-old daughter was born
with a large omphalocele; her entire
liver was outside of
her body I am looking for information
about the development of children
born with this condition. I'd like to
know about things like growth pat-
terns, motor skills, weight gains/losses
and feeding difficulties.

LS., Connecticut

Dandy-Walker Syndrome
Our five-year-old son, Michael, was
diagnosed with a variant of Dandy-
Walker syndrome at six months of age.
My husband and I cany recessive
genes for this disorder. Michael's symp-
toms include low muscle tone, an extra
finger, a large head, a malformed cere-
bellum and a lack of balance and coor-
dination. At the age of four and a half,
he is the size of a two-year-old.

Michael is non-verbal but is very
receptive and expressive. He us(
some sign language and picture books

to communicate. He does not stand
without support, but he can crawl and
walk with a walker.

We would like to hear from par-
ents and professionals who have
experience with Dandy-Walker syn-
drome. We would also like to hear
from families who carry a recessive
gene for this disorder. We want to
have another child, but know there
is a risk involved.

C.K, Colorado

EDITOR'S NOTE: The Dandy Walker
S-rndronte Network (5030 142nd
Path West, Apple Valley, MN 55124;
6121423-4008, voice) can ',rookie
Wormation about the .syndrome.
They can also help you make contact
with other families in the U.S.,
Canada and England.

Autism and Spina Bifida
I am the mother of a four-year-old son
who was born with spina bifida and
also has autism. We have not heard of

another child with the same chal-
lenges. We would like to hear from
anyone who has a child like ours.

M. K , Iowa

Search and Respond is an opportunity for our read-

ers to exchange hionnation abouttheir pradical
experiences meeting the mieryday challenges of life

with a duld or adolescent with a disability. We also

aped parents to *appropriate professionals.
Please thdicate whether the letter is a search or

response. Ifs response, be sure tonote in which
issue the original Search letter appeared. All

responses am forwarded to the writers of the Search

tette:5;80mi are published. Published letters may be

edited for purposes of space and daily.

Write or fax
Search or Respond

Exceptional Parent
209 Harvard Street, Suite 303

&patine, MA 02146.5005
Fax (617) 730.8742

For infonnationabout specific disabilities, contad
the National Organization for Rare Disorders

(NORD), 100 Rt 37, PO. Box 8923, New Fairfield, cr

06812, (800) 999-NORD, (203) 746418. Also, see

"National Resources for Specific Disabilities and

Conditions" in Eramosa Awes 1995 Room::
Gull* (January 1995).

-
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The new lightweight and
highly maneuverable LII

211
Excelerator, TM from Top End
by Action, has been de-
signed and built especially

for younger riders and is available in 12" or 14" seat widths and
heights The super smooth, 3-speed shifter IS positioned within easy
reach The Sturmey Archer 3-speed hub, with coaster brake, lets
you back up without shifting. Oval-tube Chrome-moly frame
construction, with adjustable seat and upholstery, makes transfers
In am' out easy too

49,

kowf

Adjustable back
and seat

Adjustable tension
upholstery with 2'
cushion

Clear chain guard

Easy-to-reach,
3-speed shifter

Adjustable
crank height

Adjustable chain
tension idler

Parking
brake

L. r
al

20" performance
wheels with
knobby tires

4C1u3soto Cmh-broumilte, -movoelyl

furab nie Alodoj tures statsbl we itdhuel

safety straps
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TOP END by Action, 4501 63rd Circle No , Pinellas Park, FL 34665
TEL: (813) 522-8677 FAX. (813) 522-1007 TOLL FREE (800) 532-8677
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Over 100,000 Swing Accidents Were Reported Last Year!
Peace el Mold

Preventable Iniury
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Call Toll-Free
1-800-964-5553

Please Send SWINGMATES To:
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Address
City
State Zip Code
MC/Visa/AE/Disc
Exp. Date
Signature
Pleas* allow 46 weeks for delivery ersonal ecks
accepted on the telephone.
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Deafness and Motor
Impairments
TK (December 1994) is the parent
offive-year-old Eleanore, who was
born with hypotonia and cemlnal
palsy effecting the right side of her
body. Eleanore has always been
exceptionally visually alert and
socially aware. Though making
steady pmgress in motor skills, she
did not develop language. Last sum-
mer, she was diagnosed as profound-
ly deaf TK asked far positive stories
about children with motor impair-
nzents and deafness, especially those
whose deafness was diagnosed late.

My 14-year-old daughter, Justine,
has athetoid cerebral paLsy and is also
profoundly deaf. I learned Justine was
deaf when she was four months old,
however, it took me at least five years
to become fluent in sip language.

Justine is mainstrea.med in a public
high schooL She uses Ameiican Sign
Language and attends school with an
educational interpreter/aide. She plans
to attend college or technical schooL
Justine recently got a laptop computer
that also functions as an augmentative
communication device so she can com-
municate more easily with people who
do not understand sign language.
Justine's expressive signs ane hard to
understand because her arms and trunk
are most affected by her cerebral palsy.
This makes the augmentative communi-
cation system essential for her.

My daughter is beautiflil, bright and
very outgoing. She has a new
boyfriend, who is hearing and uses a
wheelchair; they communicate with
the aid of the computer. Justine's
future looks bright, although 14 years
ago, I did not think so.

As for your daughter; Eleanore :lie
needs language, mid fast! A late diagno-
sis of deafness is not uncommon, but
that makes the challenge for you more
difficult My advice is to learn as much
sign language as you can, so you can
Ove Eleanore a language base.

The best, way to learn sign language
Ls to be with people who are deaf. If
Montana has a state school for the
deaf, they probably offer sign language

16 EXCEPTIONAL PARENT / APRIL 1995

classes. Another idea is to bring deaf
people to you. We have personal care
workers in our home; in the past, we
have hired deaf women.

You will need to access the deaf
community to learn their language,
however, Eleanore may never be
accepted as a full-fledged member of
that community. Many deaf people
identify themselves as members of a
cultural and linguistic minority
goup. Most do not think of deafness
as a disability

Justine attended the Wisconsin
School for the Deaf for many years,
but she is accepted better now as a
mainstreamed student in a "hearing
school."

Since Eleanore has coordination
problems and limited use of her right
arm, you might have her evaluated
for augmentative communication. At
the same time, you should encourage
Eleanore to sign for herself. Many
signs require fine motor coordina-
tion, however, you and your family
will be able to understand her signs.
Justine's signs aren't perfect, but I
can understand them, and others
who know her well can, too.

I can tell by your letter that you
have positive goals for Eleanore, and
so you should. Nothing in my life has
been as rewarding as raising Justine.
I couldn't be prouder of her accom-
plishments. She will take the world
by storm, and so will Eleanore!

J.E., Wisconsin

Down Syndrome and ADHD?
J.G. and J.J. (Februaly 1995) are the
pa trn ts offovrand-a-hatf- year-old
James, who has Doum syndrome.
Pr*ssionals consider James to be
very high-fUnctioning, but some Jed
he nut)) have (Attention deficit hyper-
acti vity disonler (ADHD). One psy-
chologist has suggested that the use
of Ritalin may be appropriate. J.G.
and J.J., who describe their son as a
"typical class down," worry that they
will be "tmding James' playful per-
son& it y jOr a better-behaved child."

Our son, Matthew, Ls almost five and
sounds like a double for your James.

We always said Matthew was "hyper,"
but by the time he was three, we were
having a great deal of difficulty coping
with his behavior. We tried worldng
with the parent educator at Matthew's
early intervention program to develop
strategies that would help him. But by
the time he turned four, Matthew was
totally out of controL

Last spring, we sought help from
i:rofessionals who had special exper-
tise in behavior modification for chil-
dren with disabilities. While profes-
sionals would not officially classify
Matthew's problems as ADHD, we
agreed to put Matthew on Ritalin tem-
porarily while we worked closely
with the behavior therapist. We start-
ed him on the lowest possible dosage
(5 mg., twice a day) and never needed
to increase it

Matthew's behavior problems
seemed to stem from the fact that he
is so high-functioning and has such a
great sense of humor. When he "got
going," he found it difficult to "turn it
off" and relax. We tried Ritalin
because he could not control himself
enough for behavior modification to
work While it's true he was quieter
and a little less "spunky" while on
Ritalin, the drug made it possible for
us to implement the behavior training.

In September, Matthew started a
full-day program at a parochial
school for children with special
needs. I would give him his first dose
of Ritalhi in the morning; his teacher
gave him the second dose at lunch. One
day she forgot to gve him the second
dose and called me to say that he
seemed much more "alert, playful and
verbal" than she had ever seen him. We
decided to try giving him only the morn-
ing dose. He did so well in the after-
noons without it, that we eventually dis-
continued the morning dose as well.

Matthew has been off Ritalin for
almost four months now. He is
doing wonderfully in schoolhis
teacher has never had a problem
with him and probably thinks we are
crazy for ever putting him on it in
the first place. He constantly comes
home with awards and certificates

0-5
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Teleyision is impor tont for

America's disability community.

The network's programming

helps Amencens.with disabili-

ties move into mainstream hie

by changing perceptions.. .

SENATOR BOB DIIE

1% I-11)tNt
not only gives people with

disabilities a new means of

. communication., but television

gives all Americans an

oppoitunity-to aluminize

SENATOR TOM HARKIN

Please join' Mardi of Dimes

and I% \ 1 I 11 tr 1,('t . With

your help, we can improve the

quality of life fox Americans

with birth defects and other

disabilities. And we «In offer

quality programming the whole

fumily can enjoy.

DR. JENNITIR I. HOWSE
President
March of Dimes
Birth ()Ho( Is foundation

'As one of ..19 rrnillionr

Americans who happens to

have a disabi14 like 1 .

hdppen to have epilepsy-

IA very excited-ohout

1%11 11)(/`-l
uses the extreordinar y pow,er

of television to communicate

.ideas and positive-role models

fer'our complex .society.

TONY COELHO, Chairman

President's Corm/rifler
on Employment-of People'
With Disabilities

Join with us at aster

Seuls and Is \I I II it )-.1 t )1'1.

We want to slime vital, emi-

rate informati.on: We want to .

brighten American homes iron;

coast to coosi with good.

quality television.

JAMES F. WILLIAMS' JR

Piesrdent and CEO
National Easter Seal Soil, tv

!

We're delighted to join

. .1s 11-1- Itt t.( 11111 in the

"Ceiling ort Cable- cempaign. I

hope you will become a part oi

the effort to bring this exciting

network to ever y home in #

America.

FUME C. 'CHAO
Proident and (EP

Woy of Arne i(o

10 Il I I r1
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AMERICA'S DISABILITY CHANNEL
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continued from pzge, 16

for "Student of the Month" and
"Student of the Week"

Don't let us mislead you, Matthew
is still quite a "bugger" at home, to say
the least, but even without the Rita lin,
he still responds to behavior
modification techniques without the
battles we originally encountered.

We feel quite strongly that Rita lin
was the answer for us, but only in
conjunction with behavior therapy,
and certainly not for a long period of
time. Because the drug stays in the
system for only three to four hours,
you can sldp a doseor a whole day
if things are going wellwithout any
harmful effects.

L.N. & J.N., Pennsylvania

Encephalocele/Microcephaly
J.H. & TH. (February 1995) have a
two-year-old daughten Emily, who
was born with microcephaly (small
head) and an encephalocele (opening
in the skull) which was closed surgi-

catty at seven months. Emily subse-
quently developed hydmcephalus, a
seizure disorder and bilateral optic
nerve hypoplasia. J.H. and TH. were
looking for parents of a similar child
or anyone else with Wornuttion on
this type of encephalocele.

My seven-year-old daughter,
Monica, was born with an occipital
encephalocele, microcephaly and
amniotic band syndrome (caused
by constraint in the uterus and
resulting in deformities of her right
arm and hand). Her encephalocele
was repaired when she was 48
hours old. Happily, she did not
develop hydrocephalus, but she has
severe mental retardation, cerebral
palsy and bilateral optic nerve
hypoplasia. She is legally blind and
has a seizure disorder.

Monica took her first steps just
before her sixth birthday. She now
walks independently around our
home, however, her balance is not

very good. There's no keeping her
down, so for her own safety, she
needs to wear a crash helmet

Monica attends an integrated morn-
ing kindergarten and an afternoon
special education class at our local
elementary school. Acceptance by her
peers and school staff has been
exceptional.

Monica is non-verbal and uses aug-
mentative communication to answer
yes/no questions with some success.
She also reaches out for objects she
wants; for example, she will choose
between a cup and bowl to indicate
whether she wants to eat or drink
Her school is working on expanding
the number of messages she can com-
municate on her augnentative com-
munication device.

I consider myself very lucky to have
Monica in my life. The affection she
gives is so pure and without ulterior
motives; we should all be that way!

L.P, Connecticut

Barrier Free Lifts
BARRIER FREE CEILING LIFTS ARE

Used independently!
Most physically challenged people can
transfer themselves unassisted.

Air tube controlled!
No electricity to the user!
No chance of being shocked!
Can operate while in water!

Multi-directional!
Vertical & horizontal motion at the push
of a button.

Battery operated & no maintenance!
Batteries are automatically recharged
each time the lift is used.

Helping You Achieve Greater Mobility

Barrier Free Lifts, Inc.
P.O. Box 4163 Manassas, VA 22110
(703) 361-6531 FAX (703) 361-7861

1-800-582-8732

U`
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At Devereux...

a helping hand is just a phone call away

1- 800 345 -1292

In a nationwide network, Devereux
provides services to individuals of all
ages who have a wide range of
emotional disorders and/or
developmental disabilities.

Devereux services include:

residential treatment centers

community-based group homes

day treatment programs

transitional living

acute and partial hospitalization

foster care homes

family counseling and therapy

in-home services

aftercare programs

Locations: Arizona, California,
Connecticut, Delaware, District of
Columbia, Florida, Georgia, Maryland,
Massachusetts, New Jersey, New York,
Pennsylvania, Tennessee, Texas

For information and assistance,
contact National Referral Services
1-800-345-1292

'00

Devereux
Ckcle # 107 Since 1912
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Tom Sullivan
His parents never took "no" for an answer
Tom Sullivan, 48, is the author of seven books. His autobi-
ography, IF You Com SEE WHAT I HEAR was made into a
film in 1982. Sullivan has also appeared an television in
"Highway to Heaven," "Fame," "Mork & Mindy" and
'WKRP in Cincinnati." He was a special correspondent

far ABC's "Good Morning, America" from 1979 to 1982,
and has written and produced several fihns for television.
Sullivan:9 most recent book is SPECIAL PARENT, SPECIAL
CHILD (G.P Putnam's Sons, 1995; available through
Exceptional Parent Library, 800/535-1910), a collection of
interviews with six parents of chiklren with disabilities.
Sullivan and his wqe, Patty, live with their two children
in Denver, Colorada

Iwas born three months premature in 1947 in a hospital
just outside Boston. Too much oxygen in my incubator
caused a filament to form over the corneas of my eyes, a

condition known as retrolental fibroplasia. As a result, I'm

blind. However, blind-
ness may have been
the best thing that's
ever happened to me.
I've enjoyed a world
of senses that many
people never take the
time to appreciate.
This appreciation didn't
come naturally; it was
molded by the love
and dedication of my
parents.

I cannot imagine
what it was like for my parents to sit in the office of the
most famous ophthalmologist of the time and listen while
he told them they had a blind son. My mother still quotes
him today: "Mister and Missus Sullivan, take him home and

Tom Sullivan Sr. ("Porky") wanted to
make sure that Tom Jr. could do and
be whatever he wanted.

Here at The New England Center
for Autism, we offer the programs
now that will make a better future
for the young child with autism,
PDD, and behavior disorders. At
the primary level, our residential
program focuses on children ages
3-12. Students are taught using
proven intensive instructional tech-
niques based on applied behavior
analysis. Studies nationwide have
shown the significant impact this
type of program can make on the
young child's development. This
short-term placement, combined

1 47i ortunittes
fir a

Beuer Future
with our individualized transition
programs, provides an avenue to
return children to their homes and
public schools with the skills to
grow and thrive in integrated set-
tings. Let us work with you to meet
the needs of the young children in
your system with autism and PDD.

Services include:
1:1 and low staff-to-student ratios
Discrete trial training
Positive behavioral programs
Parent support and training
Language acquisition

For more information on our
programs, please contact

Catherine M. Welch, MEd,
Director of Admissions.

33 Turnpike Road, Southboro, MA
01772 (508) 481-1015

Just 20 miles from Boston

Circle #76
,
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HACKENSACK MEDICAL CENTER'S
DEPARTMENT OF PEDIATRICS

13IH ANNUAL CoNHEREKE
A WEEK OF CONTINUING MEDICAL EDUCATION

DEVELOPMENTAL

BEHAVIORAL DISORDERS
A N D

A SPECTRUM OF

PEDIATRIC CHALLENGES

MAY 21-2791995

HILTON HEAD RESORT

HILTON HEAD ISIAND, SOUIll CAROLINA

Attendees may register for all or part of the

conference and earn up to 50 credit hours
Category I from the American Medical

Association.

A distinguished pediatric faculty will present
materials in plenary sessions, workshops,

and roundtable discussions.

The conferences will focus on timely pedi-

atric subjects 8 well as healthcare reforms.

Tuition is based on number of days in
attendance.

FOR MORE INFORMATION, CALL HACKENSACK

MEDICAL CENTER'S DEPARTMENT OF

PEDINIRICS AT (201) 996-5300.

Hackensack Medical Center
DON IMUS WFAN Pediatric Center for Tomorrows Children

30 Prospect Avenue, Hackensack, New Jersey 07601

Affiliated with flit: University of Medicine & Dentistry of New Jersey
. and a member of the University Health System of New Jersey

We're with you for life!



"mom,

Comfortable, secure
support anywhere!

Use the Columbia Positioning Commode
freestanding or over any toilet

The choice is easy - when
you have a choice! That's
why we offer 5 different
commodes to suit your
child's support needs.

Adjust height, tilt, seat
.-lepth, footrest for ideal fit
Adjust pelvic, chest belts
Removable padded
abductor/splash guard
Non-slip padded child-
sized seat

Ask for our FREE Full Color Catalog
of Convenient, Helpful Products

It includes the unique
Columbia Car Seat,
now crash-tested for
children 20 to 102 lbs.,
up to 5 feet tall!

Handsome, durable and
\ convenient to use!

st.

Contact us for your
nearest dealer

1-800-454-6612
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love him. Or institution-
alize him. Those are
your only alternatives."
My parents chose the
first option; they took
me home and loved me.

Recently, my mother
has begun to talk
about my childhood. It
saddens me to hear
how painful it was for
her to raise a blind
child. However, she
believed her child
should not be limited
by his disability

When I was five
years old, I was sent to
the Perkins School, a
boarding school for
blind students less
than an hour away Sullivan attends his daughter

from my home in Blythe's 21st birthday party, in

Boston. Every Friday 1991, with his mother, Mane.

night, my parents
brought me home for the weekend.

My mother still talks about the first time they brought
me to Perkins: "I watched this little child being taken away
by a very kind house person. You got the message that you
were not going to be with us and I had to stand there while
you kicked and screamed and fought them." Even at five, I
understood that if I weren't blind, I wouldn't have had to be
at that school. I knew that I wanted to be included with
sighted children.

Extracurricular activities were my ticket out of loneli-
ness, and I was blessed with parents who allowed me to
become all the things I hoped to be. Whenever nre, par-
ents were told I couldn't do something, they found a way

,

Sullivan with (from left) son Tom, wife Patty and daughter Blythe.



to allow me to do it. For instance,
once they knew I was musical, they
did everything possible to bring
music into the house. My father
would bring barroom musicians
home at night and we'd play Irish
songs until four in the morning.
Then, he found out that I liked gospel
music. Picture a white Irish Catholic
father taking his son to a Black
church so he could sing gospel
music. He didn't care what it took.
He just wanted me to be happy.

Painful times
My parents did everything possible
to make sure I spent my time with
children who could see when I was
home from school. But no matter
how hard they tried, there were
moments that were incredibly
painful. I would stand in my back-
yard, listening to the sound of
other kids playing baseball down
the street. Every time a boy hit his
baseball with his bat, I picked up a
rock and hit it with a stick.

One day when I was doing this, a
kid passed by and shouted, "How
you doin', blindey?" At that
moment, I knew that he thought of
me as different. It hurt.

After that, my father began design-
ing games that I could play with the
neighborhood kidsa buzzer on a
basket so I could shoot hoops in the
driveway; baseball played with a vol-
leyball bounced on the cement, me
swinging at the sound.

I also remember the time my
father bought me a pony. That sum-
mer, I charged a nickel for any
neighborhood kid who wanted a
pony ride.

Parents of courage
and vision

The hardest concept for a person
with a disabilii to understand is the
balance of interdependence: How
nuich can I do alone, and how much
help must I ask for? This leads to
one of the hardest questions for par-
ents: When do I let. go?

My mother remembers my first
day at Providence College. After
checking in, my parents watched
while I tried to find the cafeteria My
mother immediately thought back to
the day they had brought me to
Perkins: "I cried just like I did when
you were five. I didn't want to help
too much or be in the way. I had to

watch you struggle in a completely
strange place for this independence."

To be fair, I wanted my freedom,
but I would have been just as
happy to go back home. Freedom
is frightening. You want it, you
work for it, you scramble to
achieve it, but it's frightening. A
blind person is limited by the

EZEACCESSThl

e Lea N e in
Po ble eelchair Ramps

malup/5 Curb Rump. 5'srep Ramp
and 8A11 P:4mm Ramp

Anodized Aluminum
Non-skid Surface
Telescopic Design
Catch Buttons
One ;ear Warranty

voiramp 112000 7' or 118000 10'

Look for this Seal of Qualuv

111000 5' Ponabk Ramp

Olcrcome life's obstacles with EZ-ACCESS"
Portable Ramps for Wheelchairs and Scooters.

110111.1..

411

R3000 8' %muff Ramp

Years of Quality Manufacturing by the Physically Challenxed

401
HOMECARE PRODUCTS, INC
Kent, WA 98042
206-631-4633 1-800-451-1903
FAX 206-630-8196

Clrol #101

APRIL 1995 / EXCEPTIONAL PARENT 25



length of his arm and the length of
his stick in a strange environment.
Your ears and senses are picking
up everything around you, but you
know that you're limited by the
distance you can reach with your
arm and the distance you can
touch with that stick. And my par-
ents saw that. "I watched while
you asked the first three kids for
help," my mom said. 'T,iu didn't
get it. The kids gave you that kind
of 'Oh, I don't know. Go
ask somebody else.'"

Special Parent,
Special Child
Special Parent, Special
Childa book that I am
more proud of than any of
my othersfocuses on feel-
ings all parents with chil-

dren of disabilities share. When I
first spoke about my childhood with
my mother, I realized that although I
had often been asked what my par-
ents did when I was a child, no one
had ever asked how they felt. After
hearing my mother speak about her
pain, I wanted to let other parents
speak openly, to share all the feel-
ings that no one had asked them
about before. I interviewed more
than 200 families and chose six that I

felt could express their
experiences with the most
insight and eloquence. These
families were wonderfully
candid in discussing the
strain of raising a child with
a disability.

Speaking with them, it
astounded me to learn that.
the pain and anguish felt by

f./.(1.tikt.
.

T0111

my parents 47 years ago has not
been eliminated, but has only been
made sharper by a more complex
health system. It was no surprise to
discover that parents have strength-
ened their love for their children
and the resolve needed to help them
succeed. Caring teachers and
school administrators struggle to do
a good job with less money and
more students. Doctors love and
nurture their patients and therapists
give of themselves, but they are
hampered by a complex and slow-
moving health care system. In the
end, the success of people like rne
comes from parents who do not
accept "no" as an answer and who
are creative, making the most of an
environment that contains opportu-
nities for every child with special
needs. EP

For the first time a Special Auto Insurance
program for Special People

ASK YOURSELF
THESE QUESTIONS...

Are the au xlifications to
your vehicle covered tinder
your auto insurance?

If your vehicle broke down
on the highway would your
auto itttillrance cover the

ist IN* special ti.anspol
tion to get home?

Does your auto insurmice
COM the higher cost to mit
a modified replacement
vehicle?

COVERAGE AVAILASILITY VARIES SY STATE

MOST PEOPLE DON'T HAVE TO ANSWER QUESTIONS LIKE THESE. THEY'VE NEVFA
NEEDED SPECIAL TRANSPORTATION FOR A CHILD WHO USES A WHEELCHAIR,
PAID FOR A MODIFIED RENTAL VEHICLE, OR INSURED A CONVERTED VAN WITH
SPECIAL EQUIPMENT.

BUT WE HAVE. WE KNOW HOW DIFFICULT THE SIMPLEST TRANSPORTATION
PROBLEMS CAN BECOME WHEN YOU HAVE A CHILD WITH A DISABILITY. THAT'S
WHY WE DEVELOPED THE ABILITIES PLUS"' PROGRAM. IT PROVIDES YOU
ANSWERS TO THESE QUESTIONS.

ABILITIES PLUS'" EXPANDS THE AUTOMOBILE INSURANCE BENEFITS THAT
ARE MOST IMPORTANT TO YOU, AND IT ADDS MANY UNIQUE FEATURES TO MAKE
THE COVERAGE MORE VALUABLE TO YOU.

CUSTOMIZED COVERAGE. FAST, FAIR CLAIM HANiln.ANG. AND, CUSTOMER
SERVICE 24 HOURS A DAY, EVERY DAY OF THE YEAR.

FOR MORE INFORMATION OR A FREE QUOTE ON ABILITIES PLUS:" CALL

1-800-222-2788
ASK FOR DEPARTMENT R
OR WRITE US AT P.O. Box 51196. LUTHERVILLE. MD 21094.9719

Malyland
INmona1Imuralwe
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WHEN YOUNG

CHILDREN, ARE

INJURED:

FAMILMS AS CAREGIVERS IN

&EMUS AM) AT HOME

by Marilyn Lash, MS.W
and Jane Haltiwanger
MA, Ed.M, is pub-
lished by EXCEPTIONAL

PARENT PRESS and is

available through
EXCEPTIONAL PARENT

LIBR4RY (800/535-1910). It is the third
in a series developed by the Research
and Raining Center in Rehabilitation
and Childhood Trauma, Department of
Rehabilitation Medicine, Thl'ts
University School of Medicine, New
England Medical Center The following
is an excerpt:

Parents and professionals sometimes
disagree over whether it is helpful for
parents to be with their child during a
painful procedure. Some parents feel
that there is no time when their sup-
port is r 1/4. _Jed more and prefer to stay
with their child. Some professionals try
to involve parents in specific ways to
help calm, distract or reassure their
child. Others believe that the anxiety
and distress of parents can upset the
child even more... Decisions must con-
sider the child's age and ability to
understand what is happening, a par-
ent's reaction and ability to give com-
fort or reassurance and a professional's
preferences and past experience...

Parents can help professionals dur-
ing difficult procedures by avoiding
negative comments so that the child
does not see the professional as the
"bad person who did this to me."
Parents can help children IN tild trust in
caregtvers by helping them understand
that sometimes "it hurts for awhile."

Limits of parents' power
Young children believe that parents
can do just about anything. They are
used to being loved, fed, washed and
entertained. It is a shock to discover
that parents are unable to protect them
from pain, take them out of their ban-
dages or traction, or change other

unpleasant parts of their hospi-
tal care. If parents choose not to
be present during painful proce-
dures, or if they are asked to
leave, they still have an impor-
tant role in comforting the child
after the procedure is over.

An injured child needs help
to sort out confusing messages
about who is in charge, who to
trust and what parents can and
can't do. lbddlers or preschool-

ers may feel their trust in you has
failed. They may be upset when your
touch and smiles are not matched with
the power to fix things as you have in
the past. Build trust again by preparing
your child for each new experience.
When you pause to explain what will
be happening, and it then happens the
way you predicted, your child will be
comforted and gain some security...

Pain and medication
It is very hard for parents to see their
children in pain Many parents feel espe-
cially helpless and worried when they
must leave. You can help your child by
following these suggestions:

Ask doctors and nurses about the
advantages and disadvantages of pain
medications and their schedule and
doses.

Help your child during difficult times
before medications take effect and
when they are wearing off by reading
stories, playing games or singing songs.
Distraction can lessen pain.

If your child has unpleasant side
effects, such as nausea, confusion,
agitation or sleeplessness, report them
to the nursing staff or doctor. You and
your child may fear that the condition
is worsening when changes may be
related to medication.

Communicate for your child. Early
signs of pain in facial expressions, sighs
or moaning, or muscle spasms may be
more readily noticed by you By report-
ing them early to staff, you may be able
to prevent pain from worsening.

Discuss back-up plans about pain man-
agement and medication in advance.
Even if not needed, knowledge of alter-
natives Inv help lessen your fears EP
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Because Your Dentist Won't Fit
in the Medicine Cabinet

Toothbrushing System
Designed by Dentist

Automatically positions
bristles beneath the gumline
to clean and massage properly

Cleans upper and lower surface
of your teeth simultaneously in
under 60 seconds

Clinically proven to remove
plaque, and combat tooth decay
and gum disease

Easy to use for all ages

CALL TOLL-FREE TO ORDER

MC, .ArfleN, I Yisi7

OFFER: ORALGIENE* $79.95
plus $5.00 S/H Plus FREE Travel Pouch

*Oralgiene unit includes 2 Color Coded
Brush Heads, Battery-Pack,

Recharger and Storage Stand

or Send Check or Money Order to:

ORALGIENE USA INC.
421 N. Rodeo Drive Suite 15114

Beverly Hills, CA 90210

**CA Ea. NY Residents please add applicahk taxes.
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0(?) Berkshire
Meadows

a place of "small miracles"
Hot water swirls and churns, limbs relax, movement eases. A child smiles. Soothed and
buoyed by the bubbling warmth, he responds as his arms and legs are gently stretched,
pushing against the flow of the water, relaxing back with it, each movement broader,

smoother than the last.

Young bodies float in a broad expanse of bathtub
warm water supported by flotation devices, guided
by therapisis. There is quiet, affectionate encour-
agement as contorted limbs loosen and flex,
laughter at splashes and water-antics, shared
pleasure at accomplishments: reaching out,
standing, walking and swimming.

This is hydrotherapy at Berkshire Meadows.

t' or the boy in our picture above, the intense relaxation of the Hubbard Tank helps to maii,tain his range
of movement. Kept at a water-temperature of 98 to 102 degrees, the butterfly-shaped tank has a seat that

can be adjusted to a myriad different angles to accommodate whatever physical disabilities he has. The water
is pumped through jets that can focus on any one area of the body, or provide constant high-speed circulation.
Not only does this therapy maintain and improve his flexibility; it gives him relief from muscle spasms and
pain, and provides sensory stimulation that increases awareness of his body parts. After half-an-hour's
hydrotherapy he returns to his classroom calmer, more co-ordinated and more focused. His limbs are more
relaxed and have better range of motion than at any other time.

The young woman in the therapeutic pool also e: joys a variety of benefits from hydrotherapy. The water
is kept at around 94 degrees, and the air temperature in the room just about the same. The pool has a

moveable floor, allowing greater flexibility in programming and easy entry and exit. The reduction of
gravity's effect enables the youngsters, when in the pool, to move in ways in which otherwise they cannot:
when in the water they might walk independently, or might acquire real movement instead of spasticity.
Here, in the supportive, liquid warmth, weak muscles are strengthened, blood circulation improved,
paralyzed muscies re-educated. Balance, co-ordination and posture are enhanced, and socialization, indepen-
dence, and self-esteem fostered.

Hydrotherapy is just one part of a multifac_ted program at Berkshire Mead
ows, a private, non-profit residential school or children and adolescents who

are severely developmentally delayed and may be multiply disabled. Our program
includes thorough medical, psychiatric and nursing care, F. :ieech therapy and aug-
mentative communication, behavior management, physical therapy and functional
communication. An innovative approach to education includes sensory stimula-
tion, self care, and the development of precognitive, cognitive, pre-vocational and
independent living skills. We have an open-door visiting policy, with each client's
family encouraged to participate in all aspects of their child's program.

For further information, please contact: Gail Charpentier, Executive Director,
Berkshire Meadows, 249 North Plain Road, Housatonic, MA 01236 (413) 528-2523

Circle # 10
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sotato And We Thought
Planning Was the Key

We thought we were ready. We had
stored a fitll case of youth-sized
Attends in a moray bin in the kitchen
of our new RV. We had refilled prescrip-
tions and carefully deposited 10 days'
worth of meds in a high cupboard, out
of the reach of toddlers. We hocl laid in
a supply of Ensure for David and tapi-
oca for Brencla--life without tapioca
would have no meaning for Brenda.
We had carefully stockpiled groceries
for grownups, favorite treats for tod-
dlers and foods that could be pureed far
the non-chewers among us. We hod a
week's supply of bibs and we had cloth-
ing for any type of weather we might
encounter Yes, we were ready...

My husband Bruce and I are expe-
rienced campers. As the last of
our five children left for college,

the two of us continued to enjoy week-
end and week-long wilderness treks.
Our 17-foot canoe carried us and our
minimal camping gear to remote and
beautiful campsites.

Then, in 1990, the course of our life
changed direction. We had volunteered
to drive our daughter to Mexico, where
she would spend a summer working at a
church-operated orphanage for children
with disabilities. There, in Northern
Baja, we met eight-year-old Brenda.
Meningitis at age two had left Brenda
with cerebral palsy, a seizure disorder,
hydrocephalus and profound mental
retardation. After 14 trips to Mexico in a
14-month period, we adopted Brenda
and brought her home to Oregon.

The next year, our foster son, David,
now 13, came to live with us. David also
has cerebral palsy, a seizure disorder,
functional blindness, profound retarda-
tion anddepending on who's doing the
assessmentautism or autistic-like
behaviors. We weren't quite Orae and

by Nancy Sturm

Harriet Nelson, but we now had the
ideal American familya boy and a girl!

Joining the full-hookup crowd
Even veteran campers like us, however,
had to recogrize that our days of canoe
camping had come to an end. First, we
replaced our 10-year-old Dodge minivan
with an equally well-used Ford one
tonan immense, faded blue van with
a lift for the wheelchairs and enough
room for five adult passengers.

Next, we found an affordable RV,
complete with air conditioning, forced-
air heat, stereo, shower, toilet,
microwave, VCR and full kitchen. With
only the tiniest twinge of guilt, these
camping purists had joined the full-
hookup crowd.

...1.
.r

(Above) Sneaking a kiss: Nancy
and Brenda enjoy a relaxing

afternoon at the campground.
(Right), (From left) Abby's son,

Cameron, 4, enjoys an evening

around the campfire with Nancy,

David, 12, Brenda, 8, and Bruce.
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For the maiden voyage of our new RV,
we invited our friend Abby and her fami-
ly to join us, thinking we could share par-
enting duties so all of us would have a
chance to do a little bike riding and hik-
ing Her husband couldn't get away from
work, but Abby jumped at the chance to
spend 10 days traveling with four-year-
old Cameron and baby Harrison. We
added their backpack, stroller and baby
jogger to our wheelchairs on the list of
essential camping gear

We gave a copy of our well-planned
itinerary, complete with campground
phone numbers, to anyone who
showed the slightest interest. We were
so efficient in our trip planning that we
managed to slip in a stop near Portland
for a necessary cast change for Brenda,
who'd had surgery on both feet a
month earlier

The first campground on our tour
was Oregon's Jessie M. Honeyman
State Park. Although we couldn't go up
oato the dunes that are one of the
favorite attractions of this beautiful
park, we hiked along the miles of hilly
paved paths with David in his wheel-
chair and Brenda in the baby jogger,
which afforded more comfort for her
casted legs.

Even a heavy ram the second night
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And We Thought Planning Was the Key

didn't dampen our spirits, and in the
morning, we packed up as scheduled and
drove north along Oregon's rugged cen-
tral coast to Lincoln City where we'd
planned a shopping stop at a complex of
the outlet stores. Bruce pulled the big van
and even bigger RV side-by-side in the
parking lot, Abby and I fixed lunch for
everyone, then Bruce, David and
Cameron napped while Brenda, Abby,
Harrison and I shopped. We congratulat-
ed ouiselves. This was the way to camp!

That night we camped at Champoeg
State Park, a historic site on the
Willamette River offering miles of paved
hiking trails. Brenda, usually a good
eater, didn't eat well and seemed a little
grouchy Since Abby and I were also
feeling a bit grumpy after a long day in
the van and a late arrival at our camp-
site, we weren't particularly concerned.

Our perfect plans unravel
The next morning's plan was for Abby
and her boys to spend some time with a

WHAT HAD HAPPENED

TO MY PERFECTLY

PLANNED VACATION

SCHEDULE? WHY, IF I

NEEDED A VACATION

AND HAD CAREFULLY

PLANNED A VACATION,

WAS I NOT GETrING A

VACATION?

friend of their family while Bruce,
David, Brenda and I ran up to Oregon
Health Sciences University for Brenda's
cast change. Brenda still seemed
cranky and, once more, did not eat
well. As we drove, she started to vomit
profusely and became so limp she
could not sit up.

When we arrived at the doctor's office,

Firit 100 respolidevits will receive an 08 coupoo!
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Aqua-Absorb core with gel-forming polymer
locks wetness inside the brief preventing any
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Brenda's orthopedist proceeded with the
cast change, but had his nurse call the
chief of pediatric neurosurgery at
University HospitaL By the time her casts
were replaced, Brenda had been sched-
uled for a CAT scan and an evaluation in
the neurosurgeon's office. By lunch time,
she had been admitted to the hospital
ensconced in the very same room she'd
occupied a month earlierand shunt-
revisiorrsurgery had been scheduled

My head was swimming. What had
happened to my perfectly planned
vacation schedule? Why, if I needed a
vacation and had carefully planned a
vacation, was I not getting a vacation?

Unlikely coincidences
Like many Christians, Bruce and I
believe that the course of our lives has
been ordained by God. And as I sat
beside Brenda's bed waiting for an oper-
ating room to open up, I began to realize
how amazingly fortunate we had been.
What an unlikely coincidence that

ARD CHILDREN'S HOSPITAL, REHA-
CD
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Brenda's shunt should fail just as we
were driving to the hospital; that the
chief of pediatric neurosurgery, whose
specialty is shunt revisions, was in and
available; that Abby, with her experience
in caring for children with disabilities,
was with us; and that Bruce had a place
to stay while Brenda was hospitalized. I
thanked God for the way He had cared
for us, but I had to sneak in just the tini-
est request that next time, He provide an
advance copy of His agenda.

I spent four days of our vacation liv-
ing in a cramped room on a cot next to
Brenda's bed talking quietly with the
three other moms lying on similar cots
next to the beds of their own daugh-
ters, reading whatever I could get my
hands on, comforting Brenda and walk-
ing back and forth from the hospital
cafeteria on the third floor to Brenda's
room on the fourteenth.

Abby spent her vacation back at
Champoeg State Park, caring for David
and her own two boys, and Bruce shut-
tled back and forth between the hospi-
tal and the campground.

On Saturday, Brenda was released
from the hospital, and we arrived home
in Southern Oregon right on schedule.

Hitting the road again
Were our camping days over? Would
Abby ever set foot in our van again'?
Should we just keep our kids at home
where they are safe? We've answered a
resounding "no" to all three questions.
Since the inaugural voyage of our RV,
we've managed several more outings
without difficulties. Abby and her family
joined us for a return trip to Champoeg
State Park to visit the historic sites we
had missed before. And we still feel that

David and Brenda look on as Bruce, with

baby Harrison on hiS back, helps four-year-old

Cameron with his amhery.

allowing Brenda and David varied expe-
riences is more important than wrap-
ping them in cotton wool.

Now we're planning a tnp to Mexico
for a visit with Brenda's old chums at
the orphanage. But this time rill bring-

ing lots of extra reading material...
because you just never know. EP

Nancy and Bruce Sturm live on a
fa rm. in Applegate, Oregon with
their adopted daughter Brenda, 9,
and foster son David, 13. The
Sturms also have five grown chil-
dren, and are hoping to adopt
another child with a disability.

A child's well-being is
a sacred trust.

We work to earn that trust by providing a pediatric team
which includes board certified pediatricians in almost

every known specialty. That is one reason why we were
designated by the State of New Jersey as the Children's Hospital
for Bergen, Morris, Passaic, Sussex, and Warren counties.

Our Pediatric Services Include...
Adolescent Medicine
Apnea Center
Bronchopulmonary
Dysplasia Treatment
Child Development
Center
Child Life Specialist
Service
Children and Youth
Program
Craniofacial Center
Diabetic Care
Early Intervention
Program (EIP)
Genetics
Maternal/Infant
Transport Service

Myelomeningocele
Treatment
Neonatal Intensive Care
Neonatology
PediatridAdolescent
Psychiatry
Pediatric Allergy/
Immunology
Pediatric Anesthesiology
Pediatric Cardiology
Pediatric Dialysis
Pediatric Endocrinology
Pediatric Gastroenterology
Pediatric Infectious
Diseavs
Pediatric Intensive Care
Pediatric Nephrology

at St. Joseph'.

Pediatric Neurology
Pediatric Nutrition
Program
Pediatric Ophthalmology
Pediatric Pulmonology
Pediatric Residency
Program
Pediatric Rheumatology
Pediatric Subspecialty
Clinics
Pediatric Surgery
Pediatric Urology
Perinatology
Regional Perinatal
Cencer
Swallowing Center

We'accept most
insurance plans.

.Easily accessible via .

most.major roadways.'.

Wo' offer both an on-
site.garage as well as
valet parking.
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READERS TALK ABOUT: VACATION
A few months ago, we asked readers to tell us about memorable family
vacations. Here are just a few of the stories and
pictures they shared...

Careful Planning
and a Positive

Attitude
My husband and I have never been able to agee on
the perfect vacation. His ideal vacation is spent
sitting quietly in a fishing boat on the Mississippi
River. I, on the other hand, love to travel to distant

and exciting places. Beginning when all four of our children
were young, I began traveling with them by myself.

We took our first major vacation 10 years ago, traveling by
train from Iowa to Disney World in Orlando, Florida Sarah
was two years old, Faith was four, Will was eight, and Kevin,
who has Down syndrome, was 12.

The day before we left, Sarah was diagnosed as having "fail-
ure to thrive with swallowing dysfunction? We were advised to
schedule surgery for a gastrostomy tube as soon as possible. To
me, "as soon as possible" meant Ver our trip. For now, my mis-
sion would be to fatten Sarah up while having fun!

I quickly learned that Amtrak was not as accessible as I had
been told. Only one car was wheelchair accessible. Because of
this, I had to carry Sarah to the dining car there were definite
advantages to her being underweight!

Kevin wandered off several times, but
you can only wander so far on a train. The
porters became extremely protective of
usa sort of extended family for the dura-
tion of the trip.

I wanted to show the children our
nation's capitol during a two-hour lay-
over in Washington, D.C. The Amtrak
staff was determined to keep passengers
from leaving the train, so we sneaked off.
We hailed a cab and told the driver we
had $20 and one hour to see the town.
We managed to see many of the sites and
still get back to Union Station in plenty of
time to reboard.

We had a wonderful week at Disney
World. I occasionally left Sarah with a
caregiver referred to us through the local
Arc chapter. Kevin challenged us daily
with his behavior, but I only lost him
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Dunng their first tnp to Disney
World, the Williams children enjoyed breakfast with the

Disney characters. Meeting Donald Duck are (clockwise from left
rear) Will, 8, Kevin, 12, Sarah, 2, and Faith, 4.

onceon our last day at the park. However, we all managed
to find each other in time to return safely home.

Return to Disney World
Eight years later, we returned to Disney World; this time we
drove. By then, Sarah had Many more diagnoses including
recurrent pancreatitus, seizures, osteogenesis irnperfecta,
reactive airway disease and gastrointestinal problems.

Our previous vacations had taught me the value of planning
ahead. First, I had to think about Sarah's equipmentfeeding
pump, formula, bags, syringes for flushing the tube, an extra

tube, diapers, underpads, suction
machine and oxygen. I worked with our
equipment company, Miller Medical in
Coralville, Iowa They gave me a list of
other medical equipment suppliers in
case we had a problem during our drive
or stay in Orlando.

For our 20-day vacation, we needed
200 diapers and 120 cans of formula
Instead of trying to stuff these supplies
into the van, we brought along only
what we needed for our days on the
road. A week before the trip, we shipped
the rest to Florida The packages were
waiting for us upon our arrival.

One of my biggest worries was that
Sarah would have a seizure and I would
not be able to find her medicine. I put a
supply into the overnight bag we used
while on the road. I put more in her
wheelchair bag, my purse and our lug-

cmht tn../ on luny. 34

TALK ABOUT:

We invite you to contribute to the
discussion in future issues of
ExcEprIoNAL PANNE In upcoming
months, readers will be talking
about.

helping a child make friends
(July; deadline May 1, 1995)
experiences with genetic
counseling (August; deadline June
1, 1995)
educational optionsspecial
schools or inclusion (September
deadline July 1, 1995)

Write to: Readers Thdls, EXCEPTIONAL

PARENT; 209 Harvard St., Ste. 303,
Brookline, MA 02146, (617) 730-
8742 (faa).
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Careful Planning and a Positive Attitude

emltinued from page 32

gage. I also brought along the original prescriptions of her med-
ications and another for antibiotics in case she got a simple ear
infection or strep throat.

I found affordable accommodations at Disney World's
Polynesian Resort. Although we paid more for being on-site,
it was worth it. We were on the monorail line so all the kids,
including Sarah, could come and go easily.

Our insurance company found a nurse for Sarah and paid
for one visit a day. This not only gave me a much-needed
break, but would also have provided a medical referral if
Sarah had needed a doctor.

Sarah celebrated her tenth birthday with Mickey and
Minnie and ended up with four complimentary birthday
cakes. She couldn't eat a bite, but the rest of us did!

To deal with Kevin's challenging behaviors, I had made
behavior management charts with rewards for positive
behavior. In the end, however, letting him experience the nat-
ural consequences of his actions proved more effective. One
day, for example, Kevin refused to wear shoes. Then, he
decided he could not walk on the hot sidewalk. Faith tried to
get him to come along with her, but he was an immovable
object, so he missed dinneran important meal to Kevin.

This summer, I am taking Sarah, Faith and a friend on
another trip. I feel sad when I hear families say, "We couldn't
possibly take Johnny anywhere, so we all stay home." With
careful planning and a positive attitude, anything is possible.

-Mindy Williams
Tipton, Iowa

Ready to go: Witb
his carseat secured at one end
of the canoe, 22-month-old

Jeremy appears eager to travel.

Due
North

y husband,
Lawrence, and I
have gone
wilderness

camping by canoe since the
beginning of our marriage;
when our children were
born, it seemed natural to
include them in these trips.
Our two older children were
"on the water" before each
was 18 months old. When our
third child, Jeremy, arrived,

we didn't hesitate to take him along, too. Ho wever, Jeremy
was born with developmental delays, hypotonia, nystagmus,
kidney disease and slow growth. In planning for any trip, we
knew we would need to balance his safety with our fun.

We decided that a short trip within safe distance of a major
hospital would satisfy both needs. Over Labor Day weekend in
1993, we camped at the Algonquin Provincial Park, 350 miles due
north of lbronto, Ontario. Jeremy was 22 months old; Jonathan
and Ashley were 11 and 9.

Wilderness camping means being com-
pletely dependent on the contents of your
canoe. We planned extra carefully to be
sure we didn't forget any of Jeremy's med-
ications, formula or food. We chose our

With Jeremy on his back, Lawrence Gala

enjoys a wilderness hike with children

Ashley, 9, and Jonathan, 11.

destination to be within eight hours travel of 'Ibronto Children's
Hospital. Jeremy's nephrologist had called the kidney special-
ists there to let them know about Jeremy in case he had an
emergency.

After driving to the park, we paddled 10 miles on the lake to a
rustic, unimproved campsite. Jeremy wore a life vest and sat in
his car seat, which we lashed to the thwart (horizontal support)
of the canoe. He really enjoyed the movement of the waves and
watching the loons and ducks floating on the water. Our biggest
problem was keeping him from leaning over the edge of the
canoe to run his fingers in the water. His big brother had to
steady him several times to keep him balanced in the boat.

At the campsite, we put up the tent. Jeremy used his own
"Mickey Mouse" sleeping bag and, after one restless night,
slept soundly. We had to pack in clean diapers and pack out
dirty ones. We did diaper changes on a changing pad laid out
on the gmund. Cooking was done over a campfire or portable
camp stove. Cleaning out baby bottles was a bit of a chore.
We drew water from the lake and boiled it to wash bottles
and dishes. Food was put into duffel bags and hung high on
tree branches to keep bears and raccoons from eating it.

Jeremy thrived on the constant attention he received.
Without the distractions of television, radio, school, therapy
visits and doctor's appointments, our family had only each
other for entertainment We did a lot of talking, singing, work-
ing and fishing together. Though severely delayed in verbal
skills, Jeremy added several words to his vocabulary during the
trip. He was very inquisitive about his surroundings and
explored by crawling around the campsite on his hands and

knees much to Mom's dismay when she
did the laundry at home!

The extra woi k and planning were well
worth having Jeremy along. His enthusiasm
and curiceity helped us all re-experience the
awe and wonder of our first trips into the
unspoiled wilderness. We can't imagine life
or a vacation without him.

-Paulette Gaia
Chestedand, Ohio
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Meeting the future needs of a son or daughter with a disability is a challenging task, but one you can manage
with the help of an EPPD Life Planner. EPPD professionals are at work now helping families like yours
throughout the country. Let us show you how to help

secure your family member's future. Return this free

postcard or call today to arrange a no-obligation

appointment with an EPPD Dee illahner near you.

Qco
ESTATE PLANNING FOR
PERSONS WITH DISABILITIES
A Division of Protective Life Insurance Company

800-448-1071
Richard W. Fee, Executive Director
National Office: 1200 Corporate Drive, Suite 330, Birmingham, Mabama 35242
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lot A Disne Birthda

0 ur plarming for Christopher's six-
teenth birthday began when he turned
15. Christopher's disabilities include
cerebral palsy, a seizure disorder and

profound mental retardation. He does not speak

or walk independently. Christopher lives in an
intermediate care facility and makes frequent
home visits.

We (Christopher's mom, Glynnis Rea, and
myself, his godmother) wanted Chris to celebrate
his sixteenth birthday in a world we knew was
special for him. We spent a year preparing him for

the birthday celebration he would have at Disney

World in Orlando, Florida.
The highlight of Chris' birthday celebration came

in Fantasy land at the Magic Kingdom where he met

the girl of his dreamsSnow White. The Snow White story

has long been one of his favorites, and we told Chris he
would meet her at Disney World.

Chris can walk with assistance, but does not have the ability

to stand alone. But when he saw Snow White, Chris indicated

that he wanted to get out of his wheelchair With help, he

walked over to Snow White and beamed as she was intro-

duced to him. She talked to Chris for several minutes, then

kissed him on the cheek. Wow! What a birthday!

The accommodations at Disney's All-Star Music Resort

1,

`r-

z
'net,

Christopher Limper, 16, meets Snow White, the girl

of his dreams.

were wonderful. Our room had an accessible bathroom and
was within walking distance of a food court, gift shop, game
room and swimming pool. Wheelchair-accessible shuttle
buses to and from the theme parks ran every 20 minutes.
The attentiveness of Disney employees to our needs made

our vacation even more memorable.
The First Aid and Baby Care Stations at each of the theme

parks (Epcot, MGM Studios and the Magic Kingdom) were

invaluable. They were equipped with private rooms and
kitchens with microwave ovens where we
were able to prepare Chris' puréed diet,
feed him and attend to his personal needs.

We didn't realize how much stamina
Chris had until the Disney trip. We anived
at the parks around 10 each morning and
usually stayed until closing. Chris e pecially
enjoyed Epeot Center where he roue
Spaceship Earth, the Journey into
Imagination, the Universe of Energy and
many more rides. At the World Showcase
he ate his birthday dinner in Mexico, had
dessert in France and did his souvonir
shopping in Canada

Our success was definitely due to the
planning we did and the time we took to
prepare Christopher for his magical

adventure.

Preparation is Key

Although our planning was specific to Disney World, similar strategies could

be used by families planning other trips:
Disney World's free Guidebook for Guests With Disabilities provides an

overview of special services and accessible facilities, particularly for individuals

using wheelchairs. Our copy of the Guidebook helped us plan more effectively.

We familiarized Chris with the theme parks he would be visiting by having

him watch a vacation planning video about Disney World during his home visits.

Chris listened to audiotapes featuring Disney characters he was likely to meet

and music he was likely to hear.
The day before we left, we brought Chris to the airport to watch planes taking

off and landing. We explained boarding procedures to him.
We worked closely with a travel agent to ensure that our needs were met.

We booked seats close to the plane's door for ease in getting Chris on and off

the plane. His wheelchair was "gate-checked" and put in the cargo section of

the plane. A crew member brought it to the door of the plane immediately

after landing.
We requested accessible accommodations at Disney's hotels and asked

specific questions prior to making a reservation to ensure that the room would

accommodate our needs.
We brought extra medication with us on the plane in case of delays.

Timing was crucial. We made the trip in February because Chris does not toler-

ate extreme heat.
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-Alice E. Madge
Alice Mudge lives in Germantown,

Pennsylvania. Christopher's mothei;
Gl !Innis Rea, also contributed to the

writing of this story.



He's never gone on a
sleepover before

because he wets the bed.
(But tonight, with Good Nites; that will change.)

For years, he not only had to stay home
while his friends enjoyed sleepovers, he
could never tell anyone the real reason.

But all that is about to change. Because
tonight he has-, Pull-Ups GoodNites'
disposable absorbent underpants, the first
ever for larger children. GoodNites come in
two sizes designed to fit kids 45 to 85+
pounds. They're plain white, like regular
underpants, and thin enough to disappear
under pajamas. That way no one knows
they're on.

Yet GoodNites are so absorbent even
more absorbent than before they'll take
care of any nighttime accident. So your

child will wake up to clean, dry sheets;
which means your child can enjoy sleep-
overs and vacations without worry.

It is estimated that some 3 million chil-
dren-10 percent of all children ages 5 to 10
wet the bed more than once a week. The
causes vary, so it's important that you visit
your pediatrician. You
could be in for some
good news. But one
thing is absolutely
certain. Your child will , 4 r
outgrow bed-wetting.

In the meantime,
use GoodNites'.

GoOdNites mean Good Mornings'
Mots* 133
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Family Camping
For the last five years, we have gone on an annual
camping trip with several other families. When we
invited these other families to share our first family
camping trip to Camp Glen Spey, a Girl Scout camp

in Glen Spey, New York, most had not been camping
before. .

These were people that we knew well. We knew their
standards of behavior for themselves and their children.
We knew that they were tolerant of our children and that
we were tolerant of theirs.

On that first trip, eight adults and 13 children, aged two
to 14, spent at least part of a five-day period at the camp.
Four of the children had disabilities, including attention
deficit hyperactivity disorder (ADHD), learning disabilities,
low vision and arthritis. Each child had at least one friend
his or her own age, which the children said was one the
best things about the trip.

A week before the trip, we had an organizational meet-
ing to outline procedures, rules and routines. We talked
about the chores each person would do and planned
meals, taking special dietary needs into consideration.

We chose to stay in a large cabin instead of tents. This
made it easier to store food and medication. The cabin was
no more than 200 yards from anywhere we needed to go. It
had a main room with 20 cots, several tables and chairs, a
wood stove and a fireplace. There was a phone connected
to the site director's lodge and the ranger's house. We
parked our cars next to the cabin so they would be avail-
able in case of an emergency.

Since we had no fewer than five adults at camp at any
time, we were able to supervise all the activities at one
time. The children were required to use the buddy system;
no one could be alone at any time. As long as they were
with their buddies, however, they could go to any activity
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An afternoon on the lake:
(From left) Jonathan Moran,
Theresa Moran, Daniel Hawkins,
Mathew Moran and James Moran
enjoy canoeing at Camp Glen Spey.

site where there was an adult. The children could spend as
much time as they wanted at each activity.

Although closely supervised, the children felt indepen-
dent. All the adults shared child careand we even got .

some precious time to ourselves. The teens also helped to
supervise smaller children; they understood that safety
was everyone's responsibility.

The waterfront offeret.: swimming, rowboats, canoes,
kayaks, inner tubes and sailboats under the supervision of
a certified water safety instructor.

We did have to adapt some activities for our children.
For example, Jon and Matt were not strong enough to pad-
dle the kayaks. However, with the kayak tethered and an
adult nearby, we let them ride in and paddle the kayaks
just outside the wading area.

We went on a hike and had a scavenger hunt. Instead of
collecting things during the hunt, we used our senses to
explore the woodsthe textures, sounds, smells and
sights. The hike was purposely short and ended at a gravel
path so we could have a car available for those who were
too tired to walk back to the cabin.

After each night's dinner, we lit a campfire. We sang and
told storiesbut no ghost stories! As each child fell asleep,
we carried them into the cabin and put them to bed. The
older children stayed up later. Once they were also in bed,
the adults had some quiet time to themselves under a starry
sky within a few feet of the sleeping children.

These trips have been our family's favorite and most
relaxing vacations. Sharing chores, especially child care,
makes it possible to have some much-needed time off. The
slow pace, flexible schedule and choice of activities have
made these trips successful.

327

-Theresa and James Moran
Ridgewood, New Jersey



Surf's Up!
Brian loves the beach. With a PVC-pipe beach buggy
we have made ourselves, Brian is able to enjoy
walks on the beach and getting splashed by the
waves.

Brian, 11, has lissencephaly and cerebral palsy He is unable
to sit or stand unsupported. Brian uses a custom-buik wheel-
chair that provides lateral and head support

We started building equipment for Brian years ago when we
could not find certain equipment, or when the commercial
alternatives were too expensive. One of our most successful
early projects was an "all-terrain vehicle." We started by build-
ing a PVC-pipe chair frame modeled after the seat portion of
his wheelchair. The/chair's back and seat were made of ply-
wood, cushioned with foam and covered in canvas. We bolted
it into a Little 'Mos plastic wagon with wide wheels that went
well over gravel, dirt and grass.

Best of all, we discovered that our home-built vehicle also
rolled along great on a sandy beach! We started taking vaca-
tions in Cape May at the New Jersey shore where we eventu-

ally bought a summer home.
Many of the Cape May beachet:,
are accessibleramped down
to the sand. (Several adult-size

beach wheelchairs are also
available and might be use-
able by children with good
trunk control.)

After five years, Brian out-
grew this first wagon. That is
when we made our newest
beach buggy. It was a family
project with Brian assisting
from his prone stander,
now re-named "Brian's
workbench." The new
buggy has an all-PVC frame
with large, fat, garden-cart
tires. The seat, back and
footrest are made from
the same kind of vinyl-
coated nylon webbing
that is used for lawn fur-
niture. The chair comes
off th? wheel base so

Brian can also use it around the house.
The best feature of this beach buggy is that it is completely

waterproof. We can walk the buggy right into the water and
let the waves splash over us. Brian likes to "jump waves" with
his dad.

Brian always smiles when sonwone stops us to ask
about his buggy. He is proud that he helped to build it, and
he really likes being able to enjoy so many once-inaccessi-
ble places.

Mom Helen and "beach
bum" Brian enjoy the beach
at North Cape May, New

Jersey.

-Helen and Joe Mmicee
Franklin, Massachusetts

1; C4
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The choice
is easy . . .

A Columbia Toilet Support
gives your child independence,

privacy and secure support

0

11/

The choice is easy -
when you have a choice!
That's why we offer 5
models to suit your
child's support needs.

Easy mount, easy off!
Adjustable height
Fits any toilet: school,
home or institutional

Ask for our FREE Full Color Catalog
of Convenient, Helpful Products

10

It includes the unique
Columbia Car Seat,
now crash-tested for
children 20 to 102 lbs.,
up to 5 feet tall!

Handsome, durable and
convenient to use!

Contact us for your
nearest dealer

1-800-454-6612

arc', # 151
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Sharing the World
with Our Children

0 ur two-year-old son's diagnosis with a rare disorder
sent us into a tailspinsurgeries, specialists on both
coasts and trying to make sense of all the changes
this diagnosis meant for Ezra, for the two of us and

for the rest of our family.
Through it all, we held on to a very strong desire to travel

Re/gin. Traveling had been an important part of our marriage
and we did not want to lose all sense of our previous life. We
found the answer in cruises.

Both our son and daughter have disabilities. Ezra, now 5, has
familial dysautonomia (FL)), a genetic disease occurring primar-
ily in Jews. FD causes dysfunction of the autonomic nervous
system, which controls such bodily functions as blood pressure,
body temperature, swallowing and digestion. The condition also
affects sensory abilities. Individuals with FD may have a
decreased or absent reaction to pain and a lack of taste buds.
Unrelated to FD, both Ezra and Eliana, 8, also have a deletion of
the short arm of the eighth chromosome.

When planning a cruise, we always have our travel agent
inform the cruise line about our family's special needs. This pre-
pares them to make accommodations. When we arrive at the
dock, the ship's staff is waiting to help us carry Ezra's medical
equipment onto the ship. They always make sure we can board
immediately and do not have to wait in line for documents.

Dietary needs are a constant concern for us. Eliana is highly
allergic to all dairy products. Err a is fed every night by a gas-
trostorny tube; he can eat some food, but rarely drinks by
mouth. Shortly after boarding a ship, we give the head chef a
detailed list of the foods our children can and cannot have.
Kitchen staffs have been very accommodating in meeting our
children's special food needs and have always made food avail-
able if a meal is missed or med-
ical needs interfere.

Cruise ships always sail with
a full medical staff. We make
sure we meet the doctor and
know the location of the ship's
medical center. Fortunately, we
have needed medical attention
only once.

Ezra participates in all the
activities planned for Idds
even if that means joining a
group of slightly younger chil-
dren in order to keep up and be
able to rest when he gets tired.

Eliana and Ezra clown around
with dining room waiter David.
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All aboard! Gary and Georgia Freedman-Harvey, with children Eliana,

7, and Ezra, 4, board the cruise ship Viking Serenade during a 1993
family vacation.

During our last cruise, Ezra and Eliana were determined to
enter the talent show Even though Ezra was just learning to
sing, and only sang every other word, our kids were the stars
of the show. They received medals and lots of applause;
Ezra's pride lasted for weeks.

A cruise ship offers plenty of room for moving around. When
Ezra isn't feeling well, we push him in his cruiser to a spot on
deck where things are happening. That way he still feels that
he is part of the action. During visits to various ports, one of us
can alaays return to the ship with Rua, while the other contin-

ues sightseeing with Diana.
Neither of us ever feels like we
are stuck in a hotel mom at any

time.
We look forward to going

on longer cruises with our
children. It is one way we can
let our son see the world and
participate in the fun of travel.
Travel is an important part of
the way we educate and have
fun with our children. While
we may not be able to travel
to the most exotic and isolat-
ed spots, we can still share
the world with our children.

-Geolyia and Gary
Freedma n-Ila meld

Seal Beach, GatUhrnia
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With maximum passenger seat
maneuverability, a new easy
off/on ground hugging plat-
form, plus reliable all-electric
operation.

The Crow River Industries VAN-
GATER'" fold-in-half lift is a timeless
classic When folded it offers half a
doorway of usable space for easy
loading/unloading, more usable in-
terior space, a clearer side view, and
allows the front passenger seat to be
almost fully reclined for maximum
comfort But we can't seem to stop
trying to improve on perfection

All-electric reliability
The enclosed non-hydraulic, all-

electric operating mechanism is
cleaner and quieter than hydraulic
lifts, especially in extreme tempera-
tures (There's also no leakage or
unpleasant odor ) And our new
auxiliary electric override provides
emergency electrical lift powernot
to mention peace of mindwhen
you need it most

A flatter platform
We've made getting on and oft the

VANGATER"easier than ever with a
new flatter platform that sacrifices
nothing in ruggedness and reliability
And you'll find the improved side
entry option and exit access great in
tight parking situations!

RAPID RESPONSE LINE:
For more information and the name

ot )our closest dealer call today
1-800-488-7688

Circle # 119
4

RIVER
industries Incorprnated

14800 28th Avenue North
Minneapolis, MN 55447 (U.S.A.)

(In Minnesota, 612-559-1680)



TRAVEL RESOURCES

ORGANIZATIONS

Mown, Dammam'. USA
Mobility International USA
miusAy is a non-profit organiza-
tion dedicated to equal opportu-
nities for persons with disabilities
in international educational
exchange, leadership develop-
ment, disability rights training,
travel and community service.
Since 1981, MIUSA has offered
international educational
exchanges for individuals with
and without disabilitiesinclud-
ing teenagersfrom more than
20 countries. Program partici-
pants take part in leadership
training, disability rights aware-
ness, cross-cultural education
and language classes.
Applications are now being
accepted for upcoming 1995
exchanges in Azerbaijan, Mexico,
Russia and Eugene, Oregon.

MIUSA publications include A
New Manual for Integrating
Persons with Disabilities into
Intemational Exchange Programs
($16 for MIUSA members, $18
for non-members; includes ship-

ping) and A World of Options for
the 90A Guide to International
Educaffonal Exchange, Community
Service and Travel for Persais with
Disabilities ($14 for MIUSA mem-
bers, $16 for non-members;
includes shipping). MIUSA also
offers videos, a quarterly
newsletter, Over the Rainbow,
and travel information for mem-
bers. To join MIUSA, or for an
exchange application, contact
P.O. Box 10767, Eugene, OR
97440, (503) 343-1284 (WTTY),
(503) 343-6812 (fax).

I:myelin' Talk

TaAvaae Tax
Founded by Rick Crowder, an hr
Force veteran with a disability,
Travelin' Talk is a network of peo-

ple and organizations who are will-
ing to provide travelers with dis-
abilities with information before
and during their trips. Travelin'
Talk spans the globe with
resources, offers of help and infor-
malign people with disabilities may
need all available over the tele-
phone. A complete listing of mem-
bars, the information they can offer
and their phone numbers Is corn-
piled in The Travelin' Talk Directory,

available Through Exceptional

Parent Libra'', (800) 535-1910; 0
$32.50. Travelin' Talk also publish-
es a quarterly newsletter that
includes updates of the member
list new travel resources, travel
tips and stories about the ways
members are helping travelers with
disabilities. Subscriptions are avail- w
able with any size donation to
Travelin' Talk. Other services

include lislings of resources such
as van rentals, accessible lodging,

travel/tour agencies specifically for
persons with disabilities and other
organizations who can help travel-
ers. For more information, contact w
Travelin' Talk, P.O. Box 3534, *
Clarksville, TN 37043, (615) 552-

6670 (voice), (615) 552-1182 (fax).

ORO
cos%

PUBLICATIONS

Books
ABLE TO Time: TRUE STORIES BY AND FOR

PEOPLE WITH DISABILITIES

Edited by Alison Walsh with Jodi Abbott and Peg L.
Smith; Rough Guides, Ltd. (1994)
More than 100 articles by travelers wibh various dis-
abilities. Information on transportation, food, lodging,
costs, and attractions from Amsterdam to
Zimbabwe. Organized by country. 603 pp.

Available In the U.S. from: Penguin Books, 37
Hudson St, New York, NY 10014, (212) 366-2000
(voice); $21.95 (includes shipping).

ACCESS TRAVEL U.S.A.
Creative Hospblity Concepts (1994)
Ouick-referance book, easy-to-use
chart format More than 800 listings
of cruise ships, hotels and resorts,
information and organization
resources, ski areas and transporta-
tion providers; national directory of
7TY numbers. Each listing features
accessibility data including number of
adapted rooms/cabins, automatic doors and eleva-
tors; room, bath, shower and door dimensions; and
dining and public facility information including table
height and Braille menu availability. 176 pp.

Available from: Exceptional Parent Library, (800)
535-1910; $19.95.

heieve headed safaris in their neighborhoodt.

st pitrk, and pondered the panthers and pythons;

ttst'en probed along the surface of Mars in their trusW..:

all-terrain vehicles. They've recovered the last of the

golden keys while their computer proclaims them

heirs to the realm. Kid Powee is for kids making

, 'tricks. A child's tool, like a child's toy must be durable''

. and adaptable, allowing them the freedom and rionge,

to explore their environment creatively and indegmin;:,;;-

deftly. Kid Powee is tough and reliable With'

unique styling that adjusts to your child's changing

needs. Kid Pows rn. is easy to program, with precision

controls, accessible battery boxes, controlled tracidng,

a rugged steel frame and a host of options that allow, ,

kids to assert their individuality and lifestyle.

Evcrcst Jinnin

CIrclo 0207
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FODOR'S GREAT AMEFUCAN VACATIONS

lign TRAVELERS WITH DISABILITIES

Fodor's Travel Publications (1994)
Guide to cities parks and campgounds for bavelers
with mobility, hearing and vision irnp*rnents. Very
detailed accessibility intimation for restaurants,
hotels and attractions 6W pp.

Available from: Exceptional Parent Library, (800)
535-1910; $18.00.

HANDICAPPED IN WALT DISNEY WORLD:

A Gum FOR Emma
By Peter Smith; SouthPark Publishing (1993)
Focus on mobility, but also addresses other dis-
abilities and special health care needs. Includes
travel options to and within Orlando; planning tips;
detailed descriptions of hotels, airlines, rides and
costs; maps. Resources arranged by specific dis-

ability. 293 pp.
Available from: SouttiPark Publishing Group,

4041 W Wheatland Rd, Ste 156-359, Dallas, TX
75237, (800) 669-5657, (214) 296-4686 (fax);
$13.95 (includes shipping).

WHEELS & WAVES: CRUISE, FERRY, RIVER

& CANAL BARGE GUIDE FOR THE PHYSICALLY

HANDICAPPED

By Genie and Georye Aroyan; Wheels Aweigh

Publishing Company (1993)
Individual passenger vessels are described in terms
of wheelchair accessibility diagrams and deck
plans; organized by type of boat and region of the
world. Includes tips on sailing, canoeing and raft-
ing; local resources; and ADA regulations related to
water fravel. 173 pp.

Available from: Wheels Aweigh, 17105 San
Carlos Blvd, Ste A-6107, Ft Myers Beach, FL 33931;

$11 (Includes shipping).

Newsletters
THE DIABETIC TRAVELER

Quarterly. Each issue focuses on a different topic.
Diabetic Traveler, PO Box 8223-RW, Stamford,

CT 06905, (203) 327-5832, $18.95/year.

IWIDICAPPW TRAVEL NEWSLEFIER

Si-month/y.41i aspects of bevel.
Handicapped 'Ravel Newsletter, PO Drawer 269,

Athens, TX 75751, (903) 677-1260 (voice/fax), $10/year.

OVER THE RAINBOW See: Mobility International US4

under Organizations.

TIDE'S IN
Quarterly newsletter of Travel Industry and Disabled
Exchange (TIDE). Information on international accessi-

&Hy, transportation, hotel accommodations and
national and international tours.

TIDE, 54S5 Donna Ave, Tarzana, CA 91356, (818)

343-6339; $15/year.

TRAVEUN' TALK NEwsurrER See: Travelin' Talk

under Organizations.

Other Publications
ACCESS TRAVEL: AIRPORTS

Contains charts on accessibility featums of Individual
aimorts in all parts of the world. Published 1993. Free.

NEW Hcazows FOR THE Aie TRAVELER

WITH A DISABIUTY

Explains rules and guidelines governing airline trav-
el and airport accessibility 33-page booklet; 51*

Available from: Consumer Information Ctr, Dept
3898, Pueblo, CO 81009, (202) 501-1794.

TIPS FOR TRAVELING

wan DISABILITIES
Travel tips and listings for tours, travel agencies
and resources for travel information (including
many large-print books and books on tape).
Focus on U.S. 30 pp.

Available from: information Ctr for Individuals
With Disabilities, 27-43 Wormwood St, Boston, MA
02210, (800)-462-5015 (V/TrY; MA only), (617)
727-5540, (617) 345-9743 (TTY), $10 (includes

shipping).

:11
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May every Milne In America now uses
the Columbia AisleMaster Boarding
Wheelchair, a highly maneuverable, extra-
narrow chair designed for use In con-
fined spaces. The chair may be aced
rolled or, when necessary, CV-
tied up and down stairs. For
information, contact Columbia
Medial Mfg., P.O. Box 633,
Pacific Palisades, CA90272,
(800) 454-6612 (voice), (310)
305-1718 (fax). Columbia's
Internet address Is

CMedOnlineeaol.com.

Circle* 216
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A community of alternatives for children,
adolescents and adults who may be physically,
mentally, or medically challenged.

miApproved Private School
(Extended School Year)

Summer Activity Program

Adult Vocational and Day
Programs

Physical and Speech Therapies

Occupational Therapy

Aquatic Therapy

Therapeutic Horsemanship

24-Pour Nursing

Personal Care Homes

Residential Cottages

Respite Care

Center For Independent Living

Home of "The Country Garden Guild"
and "The Joybells"

2600 Wayland Road, Berwyn, PA 19312
Phone (610) 353-1726

Fax (610) 353-8528

Circto lt69
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TRAVEL RESOURCES

Hotels and Motels
Major hotel and motel chains can pro-
vide information about accessibility at
individual properties. Most will also
send free brochures with accessibility
information.

Adam's Mark: (800) 444-2326

Best Western: (800) 528-1234 (voice),
(800) 528-2222 (TIY)

Budget Host Inns: (800) 283-4678

Clarion: (800) 252-7466,
(800) 228 3323 (TIY)

Colony: (800) 777-1700

Comfort (800) 228-5150,
(800) 228-3323 aro
Compri: (800) 426-6774,
(800) 528-9898 (TTO

Days Inn: (800) 325-2525,
(800) 325-3297 (TIY) '

Doubletree: (800) 528-0444
, (800) 528-9898 OTO

Econo Lodge: (800) 446-
6900, (800) 228-3323 (IIY)

Embassy Suites: (BOO) 362-
2779, (800) 458-4708 (TTO

Fairfield Inn: (800) 228-
2800, (BOO) 228-7014 (TTO

Forte: (800) 225-5843

Four Seasons: (800) 332-
'3442

Friendship Inns: (800) 453-
4511, (800) 228-3323 (TIY)

Hilton: (800) 445-8667,
(800) 368-1133 (ITO

Holiday Inn: (800) 465-

la Quinta: (800) 531-5900, (800) 426-
3101 (TTO

Leading Hotels of the World: (800) 223-
6800

Marriott (800) 228-9290, (800) 228-
7014 (TIY)

Merldien: (800) 543-4300, (800) 441-
2344 (ITO

Motel 6: (505) 891-6161, (505) 891-
6160 (TlY)

Nikko International: (800) 645-5687,
(800) 255-2880 (IN)

Omni: (800) 843-6664

Quality Inn: (800) 228-
5151, (800) 228-3323 OTO

c.::;sl.

Accessibility at some
Holiday Inn hotels
include wide door-
ways and roll-in
showers. Pictured is
Holiday Inns Crowne
Piaza Ravinia in
Atlanta, Georgia.

oto courtesy
Embassy Suites.

4329, (800) 238-5544 (TTO

Hyatt Hotels & Resorts: (800) 233-1234,
(800) 228-9548 (ITO

Inter-Continental: (800) 327-0200

Radisson: (800) 333-3333

Ramada: (602) 389-3800 ,

(800) 228-3232 (M)

Red Lion: (800) 547-8010

Red Roof Inns: (800) 843-
7663, (800) 843-9999 (TTY)

Ritz-Carlton: (800) 241-
3333

Rodeway: (800) 228-2000,
(800) 228-3323 (rro

Sheraton: (300) 325-3535,
(800) 325-1717 (flY)

Sleep Inn: (800) 221-2222,
(800) 228-3323 (TTY)

Stouffen (800) 468-3571,
(800) 833-4747 (TTY)

Super It (800) 848-8888,
(800) 533-6634 (TT()

Travelodge: (800) 578-
7878

Westin Hotels & Resorts:
(8D)) 228-3000, (800) 221-

8818 (TTY)

Wyndham Hoteis & Resorts: (800) 822-
4200 , (800) 441-2344 (TTY)e@GOOfb.0

Van Rentals

While vacationing, many families
need to rent wheelchair-accessi-
ble vans or automobiles that are
large enough to accommodate
needed equipment.

Some national car rental com-
panies can provide accessible
vehicles In some locations, but
two leading rental companies
specialize in vehicle rentals for
people with disabilities:

Wheelchair Getaways: More
than 85 locations throughout the U.S.
and Puerto Rico. Offers full-size vans
with wheelchair lifts or ramps, tie-down
systems, raised roof or lowered floors
and seating for up to four other passen-
gers. Mini-vans and electric scooters

Photo courtesy Wheeers Accessible
Van Rentals, Glendale, AZ.

t 1,
333

available at some locations. Some vans
equipped with hand controls.

Wheelchair Getaways, PO. Box 605,
Versailles, KY 40383, (800) 642-2042.
(606) 873-8039 (fax)

Mlninned on pail(' 46
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TRAVEL RESOURCES

continued from page 4 4

Photo courtesy Wheelchair Getaways, Versailles, KY

Wheelers Accessible
Van Rentals:
73 locations throughout the
U.S. Offers accessible

Chrysler mini-vans with low-
ered floors and automatic
tuck-away ramps with seat-
ing for two wheelchair users
and fNe other passengers.
Electric scooters available. All
vans can be equipped with
hand controls if needed.

Wlreele s Accessible Van
Rentals, 7101 N. 55th Ave.,

Glendale, AZ 85304, (800) 456-
1371, (602)435-9989 (lax)

Call rental companies several

weeks in advance to make

sure they have what you need.

Company representatives in
many locations can provide

information about local attrac-
tions and accessible accom-
modations. They may also pro-

vide advice on packing wheel-
chairs and other equipment for

air travel.

Marc S. Ma/kin

The Ultimate Playground:
Amusement Parks

by Donna G. Albrecht

ertainly the ultimate play-
ground is an amusement park

because it combines all types of
sensory stimulation. Whatever
your child's level of physical abili-
ty, there will be new sights,
sounds, smells and sensations to
thrill her. Many parks have active
attractions like rides and more
passive attractions like stage
shows. Plan to keep a balance so
neither you nor your child
become overly exhausted.

if you have any questions about
whether a particular ride is safe
and appropriate, ride it alone once
to determine if it is safe for your
child. For instance, a ride that
exerts strong "G" forces as it
swings in circles may cause you to
slide on the seat. Ascertain if you
can hold your child safely without
her slipping or getting a body slam

from you as you slide.
For children who are physically weak, the safest rides are normal-

ly the ones that do not need safety restraints, such as merry-go-
rounds and any ride where you are completely enclosed in a seating
container that moves gently. If you are considering taking your child
on a thrill ride such as a roller coaster, talk with your doctor or physi-
cal therapist first and, if you must make an immediate
decision, err on the side of caution.

TAKE CONTROL
*INDEPENDENCE

MOBILITY
-s,s*-

*CONVENIENCE

Wheelchair Getaways provides mobility freedom.

Start now to access more of life.

Experience what you want, when you want it...
friends, family, entertainment. You Choose!

Select vehicles equipped with hand controls.

Call today to rent one of our fully equipped,
wheelchair accesssible, full sized or mini vans.
Serving over 80 cities in the Continental U.S. and
Puerto Rico.

m6a. Wheelchair
adiftga Getaways®

FOR RESERVATIONS AND FRANCHICE INFORMATION
CALL: 1-800-642-2042

Circle rats
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Abby Albrecht, 4, meets Mickey
Mouse during a 1979 visit to Walt
Disney World in Florida.

Avoiding lines
Many parks have special entrances to rides and attractions for
families with a child who has a disability. Cften you can bypass
the long lines and be accommodated almost immediately.
However, some parks now have a policy that only one person
may accompany the child. Others have to go through the line
and you will all be accommodated when they reach the front of
the line. In theory, it makes sense, but it can be pretty boring for
the person who spends most of the day alone standing in line.
Check with the park about its regulations before you go.

Meeting restroom needs
In all likelihood, the park will have some extra-large restroom
stalls marked for people who have disabilities. However, if
your particular equipment and maneuvering needs do not
permit you to use these stalls discreetly, help is usually avail-
able. Look for a nursing or first-aid station. It should have a
bathroom and/or private area with beds and bedpans where
you can help your child with her toileting needs. The staff
may be willing to lend a hand if you need help.

Excerpted with permission from RAisiNG A C,-ssin Wiso HAS A
il'S/CA/ u I" by Donna G. Albrecht (John Wiley & Sons,

Inc., 1995); available through EV:EPTION,AL PAWN! LIHRAR);
(80(J) .53.5- / 910; $1 2 .95
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TRAVEL RESOURCES

Theme Farks
Many theme parks offer free
detailed guidebooks for visitors
with disabilities. Some also offer
discounts for visitors with dis-
abilities. Accessibility services
provided by each theme park are
coded by number and follow
each listing. Numbers corre-
spond to items listed in the Key
to Services.

Adventure Island
PO Box 9158
Tampa Bay, FL 33674
(813) 987-5600 (voice)
(813) 987-5443 (fax)
1,3,5,6,7,12,13

Busch Gardens Tampa Bay
PO Box 9158
Tampa Bay, FL 33674
(813) 987-5000 (voice)
(813) 987-5443 (fax)
1,3,5,6,7,12,13

Busch Gardens
Williamsburg
1 Busch Gardens Blvd
Williamsburg, VA 23187-
8785
(804) 253-3350 (voice)
(804) 253-3399 (fax)
1,2,3,5,6,7,12,13

Disneyland
do Information
1313 Harbor Blvd
Anaheim, CA 92803
(714) 999-4565 (voice)
(714) 999-4569 (TTY)
(714) 490-3223 (fax)
1,2,3,4,5,6,7,8,12

Hersheypark
100 West Hersheypark Dr
Hershey, PA 17033
(717) 534-3900 (voice)
(717) 534-3830 (1TY)
(717) 534-3165 (fax)
1,23,4,5,6,7,10,12,13

Oceans of Fun/Worlds of Fun
4545 Worlds of Fun Ave
Kansas City, MO 64161
(816) 454-4545 (voice)
(816) 454-4655 (fax)
1,2,3,5,6,7,12,13

Sea World of California
1720 South Shores Rd
San Diego, CA 92109
(619) 226-3929 (voice)
(619) 226-3953 (fax)
1,23,5,6,7,8,12,13

Sea World of Florida
7007 Sea World Dr
Orlando, FL 32821
(407) 351-3600 (voice)
(407) 345-5268 (fax)
1,2,3,6,7,8,9,12,13

Sea World of Ohio
1100 Sea World Dr
Aurora, OH 44202
(216) 562-8101 (voice)
(216) 995-2185 (1TY)
(216) 995-2119 (fax)
1,2,3,4,5,6,7,11,12,13

Sea World of Texas
10500 Sea World Dr
San Antonio, TX 78251
(210) 523-3000 (voice)
(210) 523-3199 (fax)

1,2,3,5,6,7,9,12,13

Six Rags Great America
PO Box 1776
Gumee, IL 60031
(708) 249-1776 (voice)
(708) 249-2390 (fax)
1,2,3,5,6,7,1213

Six Rags Magic Mountain
PO Box 5500
Valencia, CA 91385
(805) 255-4100 (voice)
(805) 255-4815 (fax)
1,2,3,5,6,7,12,13

Six Flags Over Georgia
PO Box 43187
Atlanta, GA 30378
(404) 948-9290 (voice)
(404) 948-4378 (fax)
1,2,3,5,6,7,12

Six Flags Over
Mid-America
PO Box 60
Eureka, MO 63025
(314) 938-5300 (voice)
(314) 938-4805 (TTY)
(314) 587-3617 (fax)
1,2,3,4,5,6,12

Six Flags Over Texas
PO Box 191
Arlington, TX 67010
(817) 640-8900 (voice)
1,2,3,5,6,7,12,13

Universal Studios Florida
Guest Relations
1000 Universal Studios Plaza
Orlando, FL 32819
(407) 363-8000 (voice)
(407) 363-8265 (TTO
(407) 363-8660 (fax)
1,2,3,5,6,7,8,12,13

Universal Studios Hollywood
100 Universal City Plaza
Universal City, CA 91608
(818) 508-9600 (voice)
(818) 752-8514 (TTY)
1,2,3,4,5,6,7,8,13

Walt Disney World
Resort
(Epcot, Disney-MGM Studios
and Magic Kingdom)
PO Box 10,000
Lake Buena Vista, FL 32830
(407) 828-1258 (voice)
(407) 345-5984 (TTY)
(407) 934-7081 (fax)
1,2,3,4,5,6,7,8,9,10,12,13

Water Country USA
176 Water Country Pkwy
Williamsburg, VA 23187
(804) 229-9300 (voice)
(804) 253-3399 (fax)
1,2,3,5,6,7,10,12

Sesame Place
100 Sesame Rd
Box L579
Langhome, PA 19047
(215) 752-7070 (voice)
(215) 741-5307 (fax)
1,3,5,6,7,12

Six Flags Great Adventure
Rte 537
Jackson, NJ 08527
(908) 928-2000 (voice)
(908) 928-2775 (fax)
1,2,3,5,6,7,12,13

KEY TO &NEES
1 Accessible restrooms
2 Accessible telephones/ITYs
3 Accessible restaurants
4 Accessible hotels/motels
5 Accessible rides/ateactions
6 Accessible parking
7 Wheelchair rentals
8 Sign language interpreters
9 Braille Information guides

10 Wheelchair repair services
11 Personal care services
12 Guide dogs permitted
13 Guidebooks for visitors

with disabilities

This director), was compiled by
Michele San Flippo, an &EPROM!.

PARENT intern.
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Emma%
Medical Supply, Inc.

Supplies

UROLOGICAL
Bard Baxter Coloplast
Convatec Hollister Intenned
Mentor MMG Sherwood
Sierra Urocare United

INCONTINENCE
Attends Caring Depends
Medline Tranquility

OSTOMY
Coloplast Convatec Cymed
Hollister NuHope United

WHEELCHAIR
CUSHIONS
Roho Jay

SKIN & WOUND CARE
Bard Com atec Hollister
Sween United Urocare

FREE SHIPPING
for orders over $75.00 in the
continental U.S.

Call for a Free Catalog

800-633-2139

Circl 056
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Suzanne Ankrom of Rffion, New Yodt says she could have never
imagined air travel with an adoiescent in swharrichearnot unti
last summer, when daughter Chdstina, 18, who hes cSrebratnairry,.
and communicates with a tight Talker, was offered thedfarner0o,
spent a week at an augmentative cornmunication Cam in `-'0
Cakfomia. Before long, plans for aWast-Celet iarnitilosbOtin"--
were in the works!

After Christina's week at
camp, the Mkroms spent a
memorable week seeing the
sights in San Francisco,
Yosemite and Lake Tahoe. On a
day trip to the Muir Woods, a
detour from the wheelchair-
accessible paved pathways
found 18-year-old Christina
and dad Mike inside an ancient.,
giant redwood tree. "Now,"
says Mom, "I wouldn't hesitate
to fly off to another distant
adventurer

Michelle Coe, 5, of Aurora,

Coiorado, enjoyed meeting Rd*
Hood and Maid Marian during a
1993 trip to Disney World. Michelle

was born with a defect of the first
cervical vertebra which resulted in

quadriplegia; she has been ventila-
tor-dependent since the age of five
months. Her mom, Ellen, says she
has always been determined to give
Michelle the same oppcctunities and
experiences as other children of the same age.

A few near-catastrophes occurred during their Florida MA in a
sudden, drenching downpour in the Magic Kingdom, Michele's
power wheelchair and ventilator both stopped waiting. Difficul-
ties in obtaining a rental ventilator made Ellen vow to bring two
abng on every future bip"As with anything we do in life, we
come away with new experiences end better ways to plan for the
next time. Most importantly, howeven all Micheile talks about are
the good times and good memories from this vacation. And left
that what it's all about, anyway?*

Would you like to share a favorite candid snapshot or slid* of your
child and/or family with other readers Of EXCEPTION& PARENT? Send it to:
Readers' Photos, EXCEPTIONAL PARENT, 209 Harvard Street, Suite 303,
Brookline, MA 02146. (Sony, photos cannot be returned.) On a separste
sheet of paper, write your child's full name, age at the time photo was
taken, address and daytime phone number, and Identify everyone in the
photo. If you like, you can also write a few sentences about your child.
Then look for a familiar face In an upcoming issue!
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Alexandra Maniscalco, 4, and
father Thomas catch some rays
during a seaside vacation in Cape
May, New Jersey. Alexandra was
born with a transiocation of chro-

mOsOrnet SiVen end nine. She is fed through a g-tube and
-require* oxygen while sleeping. Parents Thomas and Louise
'ened visits to Cape May before Alexandra was born, but
find it to be the perfect vacation for their daughter as well.
"She gets to lay down on the beach and we put her feet in the
Ocean," says her dad. "ft's a different experience for hen"
Wien not on vacation, the Maniscalco family resides in
Vand°"141911ta. New York.

Five-year-old Adam Dnalsbach waits for
a wave with dad Tim during a 1991
family vacation in Myrtle Beach, South
Carolina. Adam's mom, Suzan, believes
she has found the key to a successful
family vacation with a child who has a
disabillty"You shouldn't stop doing
things as a family. You just need to find
out what the child likes to do and plan
around that. We know Adam doesn't like amusement part
rides, hut he enjoys any activity involving water; that helps us
make our vacation plans, and we have a great fimel" The
DielebacheTim, Suzan, Adam, now 8, and Brian, 14live in
Northampton, Pennsylvania Adam has a seizure disorder.

The Totey family, includ-
ing eight-year-old twins
Allison and Brian,
enjoyed visits to several
California theme parks
during a 1994 family
vacation. Mom Janice
had high praise for the

-liccessibility of Universal Studios in Hollywood, noting that
the tour tram even had a hydraulic lift for boarding heavy
power wheelchairs. A high point of the tour came when the
twins met Harry, star of the movie Harry and the
Henderson& The Toteys live in Renton, Washingtonthe
heart of "bigfoot country"where Hany and his relatives are
local iegands.
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SPECIAL ADVERTISING SUPPLEMENT

MOVE International
GIVING CHILDREN INDEPENDENT MOBILITY AND CHOICES

OVE International is about people who care. About dedi-
cated individuals who took a hard look at their past work
and had the courage to call it a failure. About people who
are challenged by immobility and about the people who

care about them. People like Linda Bidabe.

ADMITTING FAILURE

MOVEMobility Opportunities Via Educationbegan with
children who had severe mental and physical disabilities and
attended the Blair Learning Center in Bakersfield, California In
the early 1980s, the staff of the center decided to take a cold,

hard look at the out-
comes of their
efforts with these
children.

The results of this
evaluation were
depressing: Sixty-
three percent of the
students who had
profound disabilities
and were nonambu-
latory were func-

tioning below the six-month level of motor skill development
These children had entered the educational system at three
years of age. However, by the time they left school at age 22,
many seemed to havefewer skills than when they had entered.
Babies were growing into young adults with painful deformities
and bleak futures. Many students had such poor head and
trunk control that they could not sit unsupported; most could
not feed themselves or use the toilet.

Linda Bidabe, an educator working for the Kern County
Superintendent of Schools Office (which operates the Blair
Center) realized that one reason for this apparent regression in
skills was that the children spent most of their time reclining in
bean bag chairs or strapped into wheelchairs. As they grew
older and heavier, gravity became the enemy. With increasing
size and weight, the children became less able to bear weight
on their legs, pull up to a sitting position or take reciprocal
steps. With lack of use, their limbs became less flexible and less
amenable to manipulation or therapy. Over time, the children's
educational program turned into custodial care; teachers and
therapists had to spend so much time caring for the children's
basic needspositioning, feeding and toiletingthat there was
little time left to help the children learn new skills.

PILOT PROGRAM

A dynamic and gifted teacher, Linda refused to accept this sit-
uation as the inevitable result of severe disabilities. In the
summer of 1986, Linda's office created a mobility pilot pro-

3 3 8

gram to focus on just
three skillssitting,
standing and walking.
The students involved
in the program were
between the ages of
six and 16; all had
multiple disabilities.
None of the children
had ever walked.
Only one had any
speech. The program
involved integrating every aspect of the educational curricu-
lum into a physical activity that could help teach specific
motor skills. For example, during speech therapy, the children
were placed in an upright stander instead of a wheelchair
During art, students would sit in chairs that had been slightly
modified to provide support and prevent falls but that would
encourage their back and stomach muscles to work through-
out the duration of the activity

The results of the pilot program were astounding. The
teachers worked with individual children throughout the day
on specific motor skills, such as sitting or standing. Within a
matter of days, an individual child would progress from toler-
ating this activity for a few seconds, to sitting and standing for
an hour or more.

Not only were the children mastering the motor skills that
had been the original objectives of the program, they were
also becoming more alert and interactivelaughing and mak-
ing attempts to communicate with their teachers and with
each other. Giving a child a means of independent mobility
and the opportunity to make choicesbecame the foundation
for the development of additional skills.

leachers were amazed. Parents were thrilled. It was obvious
the program needed to be defined and expanded. Through a
Rotary International fellowship, Linda spent a year in Australia
replicating the early successes of the program and doing
research to write the MOVE
curriculum.

EQUIPMENT NEEDS

One of the most
pressing prob-
lems was the
need to design
equipment.
Linda's early
research
showed that
children

El
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0,100-Pdii0 PiageS, This
sa ISO Pad OA. childhood;
parents end I moved te
appearances:

iiyptjsicaZ &ONO *VOW&
OerRettal rail being on the move.

le be arelativelyfeet end effielent
,

,t0.1Centueky, Them, I got my fist motorized Meet-
but l enjoyed, my new freedom and thought I

neighborhood friends. Together we discovered a great

Walitbet`v.

..:POil#400,0:0104):**
the fkstVoierie
' Aftet., eighth grade,Ve.
movettto.ogr irr (kWh:.
a** ofiviRsorne ropti"
-Myssisters, end I attend':
MarshfieldNIgh School,.
',where I eni*senior..

WheflAY.Physic011era-
piet Introduced me to the,.
MOW.ptegrain at the begin-
ningef the last school year, I
was interested. Bhe told the that This was no ordinary program. Rather than the
theraPists telling Me what to do, I Would be in control of the pace and order in which
progreised. That sounded very cool. So, we went to wok

I wasn't very Impressed In the beginning. Learning to balance in a regular chair
was hard wok It took a tong time and it wasn't much fun. But after I mastered that
skill, things started moving faster Next, I worked on "prompted" standing for three
minutes :. and then prempted walking, supported from the front or the rear.

in December, I met a brilliant, fun and incredibly understanding woman named
Linda Bidabe, the creator of MOVE. Linda brought me a Rifton Galt Trainer. I stood
there for a minute, feeling an awesome sense of control. This was going to be the
first time I would walk under my own power. I took off across that cafeteria, and I've
never looked back.

The Gait Trainer is a walker with adjustable, removable prompts. Already, my
*training wheels" have been removed; next I'll lose the seat.

MOVE has opened doors for me. Transfers are easier. I eat lunch in a regular chair.
I walk the halls after school and chat with friends. I am able to "dance." Almost
every day, I gain confidence, and am surprised by new or better abilities.

-Amber M. Steenbock

A

AnWeteenbo*enjoysthe view from her folly%
deck with huddles Scooter (oh WA arid Rebel-

Amber M. Steenbock, 17, lives with her sisters Erin, 16, and Audrey, 14, and parents,
Mark and Deborah, on a family fann in Coos Bay, Oregon. Amber loves reading, writ-
ing and using her computer She also enjoys working with small children; one of her
goals is to become an elementary or pre-school teacher
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with profound disabilities often required
more than 2,000 practice sessions to master
a single new motor skill. Public education
simply did not have the resources to hire the
additional personnel needed to hold children
in place while they practiced these skills.
The equipment that was needed to support
the MOVE cuniculum did not exist.

In the beginning, Linda and the staff of the
Blair Center created their own equipment
using little more than old bicycle parts and
imagination. Then, in 1990, Linda asked the
Hutterian Brethren, members of a Christian
community who operate Rifton Equipment, if
they would like to work with the Kern County
Superintendent of Schools to meet the unique
needs of this program. The equipment had to
be versatile enough to serve a variety of stu-
dents with varying levels of proficiency yet
sturdy enough to be passed down from class
to class as children progressed through the
program. The equipment needed to support
children with the most severe disabilities, yet
that support had to be progressively remov-
able as students gained strength and skills.

As a result of this collaboration, Rifton
designed and created several key pieces of
equipmentthe Mobile Prone Stander, the
Universal Chair Frame and the Gait Trainer.
Each piece of equipment uses a series of
"prorapts"belts or strapsthat provide sup-
port to different parts of the body and can be
gadually removed as a child develops skill
and confidence.
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THE CURRICULUM IN ACTION

MOVE takes a practical, common-sense
approach to teaching children to sit, stand
and walk.

For years, many doctors, therapists and
teachers have believed that in order to walk,
children must fii-st learn to push up and
crawl. The natural inclination of adults is to
begin teaching where children start failing.
Unfortunately, this approach did not work
well for children with the most severe dis-
abilities. As children worked on skills like
crawling or rolling, they grew into adults
who were still working on the same skills.

MOVE turned that model on its head.
Instead of using a "bottom-up" model based
on typical infant development, Linda began
by doing a task analysis of the skills 1 he chil-
dren would need to lead functional,
dignified livesskills like bathing indepen-
dently, feeding themselves and using the
bathroom.
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,.-MARKUS num
Worianti toward ,a :dream

-
'1Vrarkis' physil therapist, Darren Veh, called me in
.1.ViDelober of 1994. Ha. wanted to "try something differ;

- wriolti ray sok.,MaltuS is 10 years old ,and has cerebral,-
. ,:paisy.'Wehad Veir many dlfferantthliigs to Improve his

motor abilities; bUt Markt had rnacle little progress In the
'last several yeais. Markus could stand In a prone stander,

btit hated itile could wheel himself Slowly and erratically in
his wheelchair, but required assistance to travel any dis-

tare. His poor vision made motorized 'mobility risky. What type of

everiment Were we going to subject Markus to this time?
Dann introduced us to MOVE and the Gait Trainer and Mobile

Stander. Madam loved the stander and was Immediately able to
wheel himself around in an upright position. Markus then tied the
Galt Trainer. He struggled, but couldn't quite get it moving. As a
team, we discussed which piece of equipment Markus should work
with. We deckled to work with the Gait Trainer because it would pro-
vide more room for improvement

Marl= initially required every pmmpt on the Gait Trainer and assis-

tance to make it move. These struggles in the school hallways pro-
duced benefits far beyond the physical. Markus' schoolmates stopped

to encourage him. A class of eighth graders gave him a spontaneous
ovation. Teachers and students encouraged Markus and applauded his

'every little success. His self confidence began to grow.

. ,Ayear ago, Markus told a doctor, "My greatest hope is

.to Walk -sorneday." He was now taldriple first steps
toward this dream. .

Nter justfour Months, Markus is able to walk 30 to 40
minutes a day In h0 rait Trainer, for distences of up to a

half a mile. He new requtres only the fereann supPoits and

one leg prompt He stM haat sible conlrolting his direction,
.but the power is ail his.

Markus has moved out of a wheelchair desk, and into a

"regular desk. He said, "I love having a de* like the other

kids. I can get my own books and pencils and that other stuff." Even

Marks' wheeled mobility has improved His wheelchair speed has tripled,

and he now *eels himself armi the school completely kidependenlly.
My husband, Michael, has always felt Markus could walk if we

could find the right equipment to give him the support he needed.
We finally found the equipment and the approach. We look forward,
with anticipation, to seeing what Mattis can accomplish next.

-Glide Smith, with Dann D. Veh

Markus Smith is a third grade student at Nickerson Elementary School

in Nickerson, Kansas. .

Dann D. Veh, P T, Ls a physical therapist with Reno County Educaiion

Coverative, which provides special education services to Nickerson

Bementary School students.

Instead of starting at the point where
a child begins to fail, the MOVE curricu-
lum starts at the point where he or she
befgns to succeed. MOVE starts with
real life skills.

Upon entering MOVE, a child is
assessed starting at the highest skill level
and moving down to the first level at
which he or she demonstrates proficien-
cy. If, with support, a child can bear
weight and move his or her legs recipro-
cally, why work on the skill of crawling'?
With continued practice and the applica-
tion of MOVE principles, many can learn
independent movement.

MOVE GOES INTERNATIONAL

The success of MOVE has been phenom-
enal. The curriculum has been translated
into seven languages, and training work-
shops are conducted throughout the
United States and Europe. Today, MOVE
International, a not-for-profit organiza-
tion, is supplying informat ion about the
MOVE program to people in all parts of
the world.

For more Wormation, contact:
MOVE International, City Centel; I.
17th St., Bakenyield, CA 93301; (805)
636-4560 (voice).

SIMON THORPE
Hard mark leads- to greater
independence

I n1993, 11-year-old Simon Thorpe received a .

McDonald's child Of AchlevementAward for

sitting on a standard chair at a table and feeding

himself:For Simon, these "simple" tasks represented

a major achievement
Simon was bom with profound learning and physical

disabilitiesincluding difficulties in ming and con-
trolling all four limbs. His famikir was determined that

Simon should live as full and active a life as possible.

Together, the family worked to encourage Simon to

MOW.

In 1984, Sinn began to receive home-based physi-

I i 1.
. ,;: ,

'71

Simon Thorpe received 4993
McDonald's Child of Achievement
Awed from British breaststroke
champion Nick Gillingham and British
television star 'Midi Goodwin.

cal therapy. At five, he began to attend Gorse Bank School in Chacideron, England, a special school

for children with learning difficulties., where therapists, teachers aid parents work ciceely together.

By 1992, Simon was able to sit in fully supported seating and could tolerate being placed

upright In a standing frame. However, he was unable to feed himself, sit on a standard class-

room chair or walk.
In June 1992, with the backing of school officials, the physical therapy department intro-

duced MOVE. SiITIOflt participation required teamworit from parents, teachers and therapists;

but above all, it required hard work from Simon.
After one year, Simon was able to sit on a standard chair without support and feed himsetf.

Following major surgery to his legs, Simon is now learning to walk
Norbury

Mrs. P Norbury, M.C.S.P, S.R.P, is supervising physiotherapist of the Learning Difficulty

Services department at Gorse Bank School in Chadderton, England.

. A
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"Appropriate movement,
not static positioning.
is the key to improved
health and independence."
The M.O.VE.* curriculum

Circle 0 41

Walking with his father is now a daily Joy for Duane Bazeley. Thanks
to his parents, teachers. M.OV.E.* and Rifton Equipment, Duane is making real
progress. The M.O.V.E.* curriculum teaches standing, walking, and functional
sitting skills to children with disabilities Working in partnership
with M.OVE.* founder Linda Bidabe, Rifton has developed a
complete line of equipment to support the M.03/.E.* program.

The M OV E urriculum 1.4 copyrighted by thc K rn ounty Ccililortil
Superintei dent of Sc hook dnd lk ensed to M OVE Intermit lomd

Take your first step today. Call 1-800-374-3866
for more information and a free catalog. 3 41

.....,

44,.Ili on 4:,,,,,w,,,,,,,,,o,,,, Willi Disnhil:Ois PO Fim 901 finule 213 Nikon. NY 124 71-0CM1
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e , is er! Is e e r e?
by Steve Volkert

"Hey, nusterf Is she retarded?"
"What ?!"
"Is she retarded? Site sure acts like
slw's retarded."

We were on vacationjust a
long weekend really. Spending
some time at the Iowa Lakes.

Just kicldng back, relaxing, trying to
regroup and recharge. Stacy and I
were in the swimming
pool, splashing and play-
ing like any other daddy
and daughter. We
weren't thinking or wor-
rying about the differ-
ences our family has
learned to live with over
the past nine years.

Then along comes this
very inquisitive, very
straight-forward seven-
year-old kid with a ques-
tion--"Hey, mister! Is
she retarded?"

My first reaction was
to grab Stacy, get as far
away from the pool as
possible, and sit down
and cry. Then I thought
about really letting this
kid have itwith both
barrels! I could say

Dad holds Stacy
before she had
piercedpart o
birthday celebra

mg and wash out her mouth'
Then I looked around The hti le girl

wasn't alone; she was with three
other, slightly older girls who were
looldng at her in disbelief. One of
them even said, "You don't ask ques-
tions like that."

I looked into the eyes of the girl who
had just ripped my heart out. I didn't
see hatred or hurtonly the innocence
of yorth. From some-

where deep inside me, a
voice asked, "So, what
are you going to do?"

To make a long story
short, we stood in the
pool and talked. Talked
about what it means to
be different. Talked about

3 sign language. Talked
about how everybody is
special, how all of us
have something we have
problems with and about
working together to help
each other. In the end,
Stacy had made some
new friends. For the next
two days, they were
inseparable. Then we all
went our separate ways.

That was three years
ago. Last summer, we

were spending another couple of days
at the lakes when I heard someone
say, "Hey, Stacy! Remember me?"

You guessed it same kid! Only

moments
her ears
f her thirteenth
tion.

something like, "How dare you, you
blankety-blank little twerp?" Or,
maybe if I held her underwater for a
few minutes, it would clear her think-

Fathers' Voices is a regular featum of EXCEPTIONAL PARENT magazine. This column,

coordinated by James May, Project Director of the National Father's Network, focuses

on fathers' experiences roaring children with special needs. Your contributions to this

column aro eiuxmraged.
For more information about the National Fathers'Network (NF119 or to receive

their newsletten write or call: National Fathers' Network, The Kindering Center,

16120 N.E. Eighth Street, Bellow WA 98008, (2C9) 747-4004 or (206) 284-9664

(fax). Funded by a Maternal and Child Health Bureau grunt, the NFN provides net-

working opportunities for fathers; develops support and mentoring programs; and

mates curriculum pmmoting fathers as significant., nurturing people in their chil-

dren's anti families' lives. ! '4.),

3 4 2

Play ball! The entire Yolked family(from left)
Chad, Steve, Stacy, Mary and Steveis
involved with Challenger League baseball.
Parents Steve and Mary coach Stacy's team;
brothers Chad and Jeff help indMdual players
during practice and games.

this time she had different ques-
tions"What grade are you in? What
school do you go to? Are you having
fun this summer?"

This time, she was talking to Stacy,
not about Stacy! Then, this little girl,
the same one who had torn my heart

Dad keeps a watchful eye as Stacy, then 4,
wades in a river during a family vacation in
Minnesota

out not SO long ago, reached out and
touched my heart again. It was impos-
sible to hide the tears when I heard
her say, "You know what, Stacy? I've
been telling all my friends at home
about you. And you know what else? I
think I'd like to be a special ed.
teacher someday!" EP

Steve Vol/cell lives and works on a fam-
ily farm in northwest Imva. In addi-
tion to farming, he wollis part-1 ime as
a pa taut (yxarlinator for the Parrnl-
Educator Connetlion Prognnn at the
mea educat ion agency when, his wife,
Mary, 111)&5 as an inclusion associate
in a fitst-grade classroom. teve and
Maly have three childrenChad, 18;
J(11; 15; and Stacy, now 14.
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Help Wanted
Summer and part-time jobs
provide valuable experiences.
by Doris M. Willoughby

Did you, as a child or teenager, gain valuable experience
through a summer or part-time job? Your son or
daughter with a disability can do the same.

I see four stages through which a youngster pases in mov-
ing toward adultjob responsibility. Although all youngsters
move through this progression in one way or another, it may
be helpful to analyze this more carefully with a young person
who has a disability. The second stage, especially, is often
given little thought; but careful attention to experiences at this
level can aid greatly in proceeding to the third and fourth lev-
els of responsibility. (See, for example, "Adventures in
Babysitting" below.)

1. Doing chores in the home, gradually taking an more
responsibility. A child may be given responsibility for picking
up toys, hc..-sehold cleaning, washing dishes, taking out the
trash, caring for pets or helping to care for younger siblings.

2. Woiking at a job outside the home while an adult is pre-
sent for guidance as needed. Examples may include working
as a mother's helper, entertaining children while the parent is
present but busy; assisting with jobs at a local business; doing
house-cleaning or other chores for a neighbor, under close
direction; or learning work skills under the supervision of a
teacher or job coach.

3. Working independently at a job with some iesponsibility.
The youngster may shovel snow, deliver r I, wspapers, wash
dishes in a restaurant, baby-sit for one or two children (with an
adult on call in case of serious problems) or do office work

4. Holding a job with greater responsibilities.
As a youngster takes on more and more responsibility, he or
she can also earn more money. Even at the first level, it is very
helpful if children can receive payment for certain jobs; this
teaches that successful work brings the agreed-upon wages,
while failure results in no wages. I ant not suggesting that
youngsters be paid for all chores; they also need to learn to
carry their own weight as family members. But it is instructive
to pay the child a small wage for certain choresperhaps
those that are optional or more difficult.

The volunteer option
While recognizing the importance of earning money, volunteer
work can also provide valuable benefits. Sometimes, volunteer
work can turn into a paying job with the same organization or
group. Even when volunteer work does not lead directly to
actual employment, it can offer excellent experience.

Doris Willoughby has worked as a teacher of both blind and
sighted children. She is the author of two books on education
for children who are blind. She lives with her husband,
Curtis, in Arvada, Colorado. Curtis was one of the filst blind
individuals to be educated and employed as an engineer
Doris is sighted.

This article was adapted fivm a longer article, "Part-Thne
and Summer Jobs," which appewed in FUTURE REFLECTIONS
(Spring/Summer 1994), the guartedy Publication of the
National Oiyanization of Parents of Blind Childten (NOPBC).
NOPBC provides information and support to families ofchil-
dren who am blind or visually impaited. Family membership
is $8 per yean and includes a subsoiption to FuruRE
REH,ECT7ONS. For more information, contact NOPBC, 18(X)
Johnson St., Baltimore, MD 21230; (410) 659-9314 (Voice).

A young woman's
first job benefits

two families
BY BEVERLY K. SHERMAN

After six years of being home with
my children, I returned to work in

1991. My son, Benjamin, was six and a
half, and my daughter, Anna, was two
and a half. Making arrangements for
Anna was easy; she began attending a
daycare center. But what would I do
with Ben? Ben has severe mental retar-
dation. Ile is non-verbal and nonambula-
tory, and has a seizure disorder (under
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Babysitter Dawn Sander, 17, reads a
book with Ben Sherman, 10.

control). At the time, he still wore dia-
pers.

Because of his sensory integration
problems, the noise and commotion of a
daycare center would make Ben miser-
able. I also knew that the teacher-stu-
dent ratio would not be adequate. My
husband and I also decided against a
family daycare home because Ben is
very difficult in other people's homes. He
is very unhappy unless he is watching
his videotapes. He also would not be
interested in playing with other children.
We needed a sitter in our home.

Ben attends Kirk School, which serves
students with mental retardation and
multiple disabilities in the suburban
Chicago area. My husband, Alan, a com-



puter consultant, arranged his
schedule to be home in the morn-
ing so he could take Anna to day-
care and put Ben on the school
bus. For after-school care, we
advertised at the local high
school, and found a student to
come to our home until I returned
from work. Over the next year
and a half, we used two other
high school students. When our
last sitter graduated, we found
ourselves in a bind.

While fretting over where we would find a sitter, I began
thinking about what the job really entailed. The sitter
needed to get into my house, take Ben off the bus, put him
on the toilet, and turn on the television and videotapes.
Ben never varies from his routine. It was not a "difficult"
job. I just needed a reliable person who could phone my
husband or me in case of an emergency.

/44
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Glady was stunned at my
request, but phoned four days
later to say she and her hus-
band would be thnlled for
Dawn to have her first job.
However, they were womed
that this might be too big a
step for her. They were con-
cerned about my son's needs
and the responsibility Dawn

Alan and Beverly Sherman, with children. Ben, 10, and Anna, 6. would be assuming.
They eventually decided to

Stunned, but thrilled
I decided to ask Glady Sander, one of our neighbors, if she
thought her daughter, Dawn, might want to babysit for us.
Dawn attends the special education program at our local
high school. She had always enjoyed coming over and
playing with my kids.

The Baby Joggete
Mobility and comfort combine for
both parent and child! The Baby
Jogger offers new models to suit a
variety of special needs. Go
anywhere with the ultimate
all-terrain stroller. Travel over
gravel, grass, curbs,even sand and
snow with "The stroller for runners."
Trips to the beach or park are easy
with the smooth-rolling three wheel
design. Models available for
children of all ages. Folds easily for
transport, adapts to seating inserts.
FREE BROCHURE.

Racing Strollers Inc.
POB 2189, Yakima, WA 98907

1-800-241-1848
Safe, stable, endorsed by pediatricians.

01990 RSI
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let Dawn work for us, feeling
they would never know Dawn's full potential unless she
was given the opportunity to try. Glady is home in the
afternoons and would be able to stay with Dawn for the
first few months while Dawn learned the routine. Glady
would also be available whenever a problem came up.

When we asked Dawn what she thought about working
for us, she was so excited. She immediately said, "When I
go to their house, I can bring in their mail!" We all felt this
comment was a good sign because it showed her initiative.

The next Saturday, Dawn and Glady came to our home,
armed with a clipboard and a list of questions. I showed
Dawn how to unhook Ben's bus harness, how to put him
on the toilet and how to work the VCR. We talked about
what to do if Ben soils his pants, what to do if he is unhap-

Got a Computer?

Don't know
what to do with it?

.rAgi We can help.

dr )7
Just ask Alexander!

Since 1979, IntelliTools has been helping people use computers by
c,

providing intelligent tools for special education, early childhood,
elementary educatWn and adults with disabilities. \

To receive a free copy of our new 1994-95 catalog 4S
featuring over 15 new products, call or write: N>

INTELLITOOLS, INC
55 Leveroni Court, Suite 9

Novato, CA 94949

Phone: (800) 899-6687

Fax: (415) 382-5950
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"Hi, honey, I'm home!"

Y ou wouki have thought we had won the million-dollar sweepstakes when Bev Sherman
asked Dawn to babysit foe' her. It sounded too good to be true.

But we received a prize more valuable than money. Our daughter was given the opportunity
to be gainfully employed. Dawn was to receive much more than a paycheck. The value of this
job cannot be calculated in monetary sums.

It has been two years since Dawn began caring for Ben. At the conclusion of her
work day, Dawn arrives home with a smile and a spring in her step. As I open the
door to welcome our "working girl" home, she often cheerily exclaims, "Hi, honey,
I'm home!"

"Pay day" is Dawn's favorite day. She marches proudly ;-to the bank with her pay-
check. Some of the bank employees who have gotten to know Dawn have even attended
the Special Olympics to cheer Dawn on.

Should you ever have the privilege of meeting Dawn, her job is one of the first things
she would tell you about. She is so proud of her caregiver responsibilities and seems to
have a real gift for working with children.

As part of a recent English assignment at school, Dawn was asked, "If you could be any
person in the world or could have anything you wanted, what would it be?"

Dawn's answer: "To be a teacher and teach kids."

Glady Sander

Glady Sander lives in suburban Chicago with her husband, Dick, and children, Todd, 22, and Dawn, 17.

py and what he likes to eat. We also agreed that Dawn
would not answer the doorbell or the telephone.

This first meeting made me realize how complicated this
"easy" job really was. I was afraid Dawn felt overwhelmed by
the many details we had discussed; still, I felt that with enough

Superior Quality

Community Living
Opportunities
For more than 65 years, Martha Lloyd Community Services has provided superior quahty

day and residential programs for adults with mental retardation. Located in the scenic rural

village of Troy, Pennsylvania, Martha Lloyd has a unique relationship with its neighbors.

Residents are valued members of the community and make full use of its resources.

There are five programs for women (from semi-independent to highly structured) including

one specifically designed for mature women. A new communIty-bassd program for men
Is now avails*.

Life skills and vccational training.

Employment opportunities at Martha

Lloyd and in the Troy community.

Easy access to nearby community

resources including retail shops.

restaurants, churches, and recreafion.

A caring professional staff experienced

in working with developmental

Our interdisciplinary team approach

assures continuity and consistency in

individual planning.

Unique leisure and recreational expe-

riences in a rural community setting.

Excellent health care provided by

on-staff health professionals and a

community medical center.

Annual fees among the lowest in

the nafion.

A MARTHA

"CV CLOWIUNITY
SERVICES

For Information Call

(717) 297.2185
a wilt Merits Uoyd Cconmurq Semces

so West min st, Tray, 1416447
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time, Dawn would be able to handle the
job. It was comforting to know that
Glady would be there every day until
Dawn understood the routIne.

After about a month, Glady felt com-
fortable merely being in my house
while Dawn worked; that is, Glady
would be in my living room while Dawn
met the bus and took care of Ben in the
family room. After a few weeks, Dawn
felt ready to do it all by herself Dawn
would call her mom when she arrived
at my house, and again after bringing
Ben in from the bus. Although Glady
would sometimes come by to help
Dawn with her homework, Dawn was
the one looking after Ben.

The unexpected
The hardest part for Dawn was when
something out of the ordinary happened.

For example, one time Ben knocked over a picture frame and
cut his finger on the glass. Another time a plumber showed up
early for an appointment, and repeatedly rang the doorbell.
Dawn called her mother and Glady ran over to see who was at
the door. These types of situations presented no challenge for

Are AmcyLiatte 11,4e6
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our other babysitters, but they are learning experiences for
Dawn.

Dawn is a terrific babysitter. She truly enjoys being with Ben
and he loves her, too. She lets us lalow each day how Ben did
and if anything unusual happened. We increased her responsi-
bility by having her keep track of the times she arrives and
leaves our home. Her mom helps her add up the hours each
week so we know how much we owe her.

More self-confidence and assurance
We have all seen tremendous changes in Dawn since the
job started. She has much more self-confidence and han-
dles Ben with more assurance. She loves telling people
that she has a job. Alan and I are proud of her progress
and feel good that we gave her this opportunity.

Beverly Sherman lives in suburban Chicago with her
husband, Alan, and children, Ben, 10, and Anna, 6.

by Earl Schive

L ast summer, I got a newspaper
route. I deliver newspapers

every morning by 7 a.m. Every week,
I collect money from my customers. I
pay my bill at the newspaper office
on Fridays, and then I keep the
money that is left.

On my first collection day, I felt
very nervous. I wondered how I
could communicate with my cus-
tomers. What would they think
about me? Would they dislike me or
think I am stupid because I am deaf?

I went to the first customer's house
and knocked on the door. The woman opened the door and I
showed her the money collection cards and pointed to show
how much money she owed me. The woman realized I was
deaf. She nodded her head and gave me the money with a
smile. I still felt nervous but after a few houses, I realized it
would not be that hard, so I relaxed.

In November, there was a contest to get new customers. I
wondered how I could win one of the prizes. Hearing newspa-
per carriers could talk to people and ask them if they wanted
to subscribe. I couldn't talk so what could I do?

Then I had an idea My idea was to make a big poster that
said, "I deliver the Boston Globe in this neighborhood," and
explained the full service. I stood near the store where people
buy newspapers each Sunday. Every time I noticed people carry-
ing the Boston Globe from the store, I approached them and
showed them the poster. The first time I tried this, I got two new
customers. I did this every Sunday for five weeks. As a result, I
got more new customers than any other kid in my town. I won
many contest prizes; I got a watch, a $25 gift certificate and cash.

Earl Schlve kept his
newspaper route for
nearly four years.

V.k

COTTING SCHOOL
"Congratulations. You've Just Found
a Place for Your Child to Thrive."

_
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Cotting School is a 766-approved day sotto! in Lexington,
Mass. serving children and young adults, ages 3-22, with a
variety of physical, medical, and learning challenges.

Cotting's program features: physical, occupational and
communication therapies art, music and drama classes

prevocational and off-campus internship programs
basketball apd track & field teams--and more--all under one
roof! We give your child every opportunity to succeed.

At Cotting School, your child will be nurtured
and stimulated, not set apart.

For more information or a tour, call Bob Driscoll, Director
of Admissions, at (617) 862-7323.
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Help Wanted

As I continued delivering newspapers, some customers
became my friends. They tried to fmd ways to communicate
with me. For example, Mrs. O'Brien, an elderly woman on my
route, started writing notes to me. She left them in her door
with her newspaper money. I wrote some notes back to her.
Then she started to leave little gifts for me. She treated me
almost like a grandson.

Other customers on my route have also become my friends.
We find ways to communicate. I have taught some customers
some sign language. With others, I write notes or try to under-
stand their lips. We discuss sports and sometimes they ask me
questions about myself

I have learned a lot from having this newspaper mute. I have
learned to be responsible; I have learned that I can find ways to
communicate with and become friends with hearing people; I
have learned that I can do as good ajob as hearing kids.

Earl Schive, now 20, was born profoundly deaf and has
additional mild physical and learning disabilities. He
is the adopted son ofEXCEPTIONAL PARENT associate edi-
tor Kira Schi ve .

Earl wrote this essay when he was 13 yews old. It won fint
prize in the 'Deafness" category of the 1988 Craative Contest
sponsored by the National Association of the Deqf and WORLD

Aitot rNo You, a magazine for deaf and hard of hearing
teenagers. (For information about WoRLD AuouND You, contact

Save up to 60% on Disposable Diapers

And We Will Deliver Right to Your Door

AVAILABLE
IN

BABY
YOUTH
SMALL

MEDIUM
LARGE

To order, call toll-free

1-800-777-1111
24 Hour Service

Ask about our complete cwalog including GoodNites,
Depend, Attends, At Ease, Comfort Dry, Ultra Shield,

Dri Pride, Promise and No-Rinse Pmducts

Woodbury Products, Inc.
4410 Austin Boulevard - Dept. 250

Island Park, New York 11558
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Gallaudet University, Pre-College Programs, KDES PAS 6, 800
Florida Ave. NE, Washington, DC 20002-369,5, 202/651-5340,
ViTTY Subscriptions cost $7 per academic year forfive bi-
monthly issues; oraer line: 800/526-9105, virry)
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by Charles Cheadle

L ast summer I worked for Wilhelm Commercial
Builders, a construction company in my area.

We spent most of the summer rebuilding a basement in
a renovated factory building. The basement floor was
above a large underground chamber that had been sealed
off years ago. We needed to fill in the lower chamber
with concrete to prevent water damage from below.
Under the supervision of our foreman, we removed floor-
ing and hauled it in huge pieces to a nearby dumpster.
The work was tedious, slow and grueling.

The floor was roughly six inches thick. On the bottom
was three and a half inches of spline-jointed Georgia pine
covered with one-inch tongue-and-grooved maple. On top
of those two layers were two more layers of three-quar-
ter-inch plywood covered with rubber tiling.

Breaking up the floor was no cakewalk! We took it up in sec-

The

WEATHERBREAKER'
collapsible canopy for ALL wheelchairs and strollers.
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"Hey Mom, Pm Ready To 6o Outsidel
The weather doesn't always care if you need to get to school or
run errands. So, when there's no break in the weather, The
WeatherBreaker protects against downpours and sunburns.

And, for keeping legs and feet dry, nothing beats The GunnySack,
lap, leg, and feet cover ... for the one you love! Contact your
local medical supplies dealer, or call:

I

800-795-2392
rDIESTCO Mfg. Co., P.O. Box 6504, Chico, CA 95927
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On the job: Charles Cheadle helps
other members of his construction
crew remove the basement floor of
an old factory building.

tons. Mist, we removed the
linoleum-plywood layer in four-foot
squares. Next, we removed the
maple, which was very securely
nailed in place. lb take up these
two layers, we Used wrecking bars
which we jammed under the nails
to pry them free.

My blindness caused me
trouble only when it was time

to pick up the wood. I had to be careful not to stab
myself. I used a simple technique"Don't go grabbing
wood in a hurry!" I also found that by initially reaching
out a few inches above the wood and then carefully pick-
ing it up, I could avoid the larger splinters and nails.

Our next step was to remove the pine timbers. When
the timbers were cut free we had to carry them out and
stack them in the dumpster too. This was the last layer of
the floor; when it was removed, our place to stand went
with it. Now the surface was full of holes with a seven-
foot drop-off. This intimidated me at first, but because

THE RIGHT DECISION
New England Villages is a private, non-profit resi-
dential community nationally recognized for its
commitment to personal care and a supportive
family-like environment. We provide a full-range
of opportunities for your family member in a non-
pressured lifestyle.

The Village offers residents single or double
rooms in very attractive modern homes or apartments
set on a beautiful 75-acre wooded site some 25 miles
south of Boston. Our vocational center provides for
the satisfaction and dignity of productive employment
in a supervised work set-
ting. A wide range of
recreational opportunities

and professional support services
are available.

A private endowment and
minima! dependency on govern-
ment reimbursement assui es
stability now and for the future.

Call or write Bryan Efron, Ph.D.,
Executive Director for information
and a descriptive brochure. A visit
to New England Villages may help
you make the right decision.

new england
A Model, Supportive Community

For Mentally Retarded Adults

664EP School Street, Pembroke, MA 02359 (617) 293-5461
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the work had to be done, and I liked having a job, I had
only one optionI just made sure I was constantly aware
of where the holes were and where I was. I figured as
long as I wasn't on top of where a hole was, I would be
OK. This proved to be a good strategy, and I didn't
encounter any hostile or malicious holes subsequently.

The few problems I had did not hinder my productivity
in any way. Yes, they did seem difficult at first, but taking
an open-minded approach helped me come up with solu-
tions. Careful thought and some planning will go a long
way in ensuring a safe and productive work environment EP

Charles Cheadle, 17, has been blind from birth. He lives in
Baltimore, Maryland with his adoptive parents, John and
Barbara. A junior iwnois student at Catonsville High
School, Charles is a member of the cross-counby team and
active in Boy Scouts and a kval National Federation of the
Blind chapter

Charles' father helped Charles and
his older brother get summer jobs with
Wilhelm. Though the presence of hi,s
older brother was initially reassuring
to Charles' supervisors, it was not
integral to his success. He has been
offeind another job with Wilhelm this
yearwith or without his brother
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Preventing School Failure

:JAL%

Students with learning disabilities have
special instructional needs
by Louisa Moats

In the last 20 years, our understanding of many
specific learning disabilities has grown significantly.
Among the various learning disabilities, disorders of

language comprehension, language expression, reading
and writing are the most common. Up to 80 percent of
the children we categorize as having learning disabili-
ties, in fact, have disorders of language. These lan-
guage-based disorders include reading and writing dis-
abilities.

Through research we know that listening, speaking,
reading and writing are closely related language skills.
For example, preschool children with disorders of oral
languagemeaning listening and speakingusually
develop difficulties learning to read and write.
Conversely, most children who encounter reading fail-
ure demonstrate a basic deficit in speech perception
and speech sound processing.

These children have trouble detecting the speech
sounds in words and associating them with letter pat-
terns. For example, younger children with reading dis-
ability usually can tell that spoken words like "moats"
and "most" are different, but cannot identify which
sounds are different or how many sounds there are in
each word. They may also have difficulty with rhyming
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Effective programs for reducing
1 reading failure involve individual or

very small group instruction by a
well-trained teacher.

activities, word games (such
as pig Latin) and activities
requiring them to count or
change the sounds in words.
They may have unusual trou-
ble learning the differences
between words such as "goal"
and "gold." I knew one child
who sat through an entire les-
son on the Gold Rush and
thought that the teacher was
talking about "goals," like soc-
cer goals.

Children with these lan-
guage disabilities have
difficulty discriminating
between words such as
"boost" and "boast," or "unani-
mous" and "anonymous." Such
children have a weak sense of
word structure which under-
mines their ability to learn the
code of written English. As
time goes on, this problem, in
turn, undermines their vocab-
ulary, reading comprehension,

spelling, written expression and their motivation for
language-based learning. Obviously, they are at high
risk for school failure.

Do we know how to teach these students'? Yes; edu-
cational researchers have agreed on the essential com-
ponents of effective teaching. Model schools and pro-
grams with low rates of failure do exist. Do we practice
what we know? No; not on a nationwide scale that
would make a difference. Clearly, several educational
policies and practices must be altered to clear the way
for better implementation of good teaching practices
for students with learning disabilities.

Early intervention essential
First, reading failure can be prevented for all but a very
small percentage of children. Intervention, however,
must begin early in kindergarten and first grade. The
longer intervention is delayed, the more likely it is that
a child's failure will become entrenched. Programs
which have been proved effective in reducing reading
failure involve individual or very small group instruc-
tion by a well-trained teacher. Examples of such pro-
grams include Project Read Out of Minnesota, Success
for All in Baltimore and Philadelphia, Reading Recovery

349



in New Zealand and Ohio, the Winston/Salem Project in
North Carolina, Benita Blachman's projects in New
York City and Syracuse, and many others.

Effective prevention of reading failure includes read-
ing and writing practice with a wide variety of worth-
while material. But, most importantly, effective preven-
tion includes the direct teaching of speech sound
awareness, alphabet knowledge, the links between
sounds and symbols and fluent decoding of print (the
ability to go from looking at printed words on a page to
comprehension of meaning). In the case of reading dis-
ability, the nature of the problem suggests the nature of
the curethose children who are not sensitive to
words can learn when the word structure is taught to
them explicitly. Though not part of the standard read-
ing curriculum, this type of instruction should be avail-
able in every school for those who need it.

A full continuum of services
Secondly, the policy known as "full inclusion" should
be replaced by the original provision of the Individuals
with Disabilities Education Act (IDEA)a continuum
of services and placement options for students with
learning disabilities. In the schools I visit, full inclusion
has come to mean that students with learning disabili-
ties receive little or no appropriate instruction in main-
stream classes. Those who learn differently are not
being taught differently.

Typically, teaching aRsistants are placed in regular
classes to adapt curriculum and walk children through
inappropriate assignments. Educators often have neither
the administrative support nor the time to instruct chil-
dren in the basic skills they lack using research-support-
ed methods that address their language, attention and

Participation in Research Studies

R
esearchers are currently looking for participants to take
part in the following research studies. The information

has been reprinted with permission from Orphan Disease
Update (Fall 1994), the newsletter of the National
Organization for Rare Disorders (NORD), 100 Rte. 37, PO
Box 8923, New Fairfield, CT 06812, (800) 999-6673 (voice),
(203) 746-6481 (TTY), (203) 746-6481 (fax).

BRANCHIO-OTO-RENAL SYNDROME
Research aimed at identifying the gene on chromosome 8
that causes Branchio-Oto-Renal syndrome is being conduct-
ed by Dr. W.J. Kimberling and Dr. S. Kumar at Boys Town
National Research Hospital (BTNRH). Volunteers will be
asked for a family history, medical records and a blood sam-
ple. Researchers will pay for or reimburse expenses associat-
ed with these requests.

Contact Tom Fowler, BTNRH, BOR Project, 555 N. 30th
St., Omaha, NE 68131, (800) 835-1468.

memory deficits. Students with learning disabilities may
be able to pass courses because the teacher changes their
assignments, or someone reads to them, or someone
writes for them, but they are not learning how to read,
write, calculate, solve problems and study.

Mainstream teachers usually have not been trained to
teach language in a structured way and do not have the
energy, time, commitment or expertise to be all things to
all students. Some students with learning disabilities can
be mainstreamed with curriculum adaptations, but many
need small groups away from the mainstream, many need
tutorials and a few need self-contained day programs and
residential placements.

It is not where instruction takes place, but the quality
and jbcus of that instruction that ultimately determine
the success of students with learning disabilities. EP

This article was adapted from remalics presented by
Louisa Moats, Ph.D. at the Summit on Learning
Disabiliti es. Louisa Moats is the director of teacher train-
ing and clinical services at the Greenwood Institute in
Putney, Vermont. The Summit, sponsored by the National
Center for Learning Disabilities, was held in Washington,
DC, Sept. 20-21, 1994.

LEARNING DISABILMES: A NATIONAL RESPONSIBILITY, a report
firm the Summit, is a summary of recommendations for
improving the lives of individuals with learning disabili-
ties. This 24-page booklet costs $4 (including postage). It is
available from the National Center for Learning Disabilities
(NCLD), 381 Paiic Ave.' South, Ste. 1420, New Y01*, NY
10016; (212) 545-7510 (voice), (212) 545-9665 (fax).
NCLD has other available publications, and can provide
information and referrals to parents of children with learn-
ing disabilities. Contact them for more information.

POLYMYOSITIS AND DERMATOMYOSITIS
Researchers are seeking volunteers with polymyositis or der-
matomyositis who have blood relatives with any type of
myositis. This investigation is looking at genetic factors that
might be responsible for certain connective tissue diseases.
Volunteers will fill out a questionnaire and donate a blood
sample.

Contact Dr. F.W. Miller or Dr. Lisa G. Rider, Molecular
Immunology Lab CBER, FDA, National Institutes of Health,
Bldg. 29, Rm. 507, HFM-521, 8800 Rockville Pike,
Bethesda, MD 20892, (301) 496-6913.

DIABETES INSIPIDUS
Dr. Robert S. Wildin is studying the genetic causes of con-
genital nephrogenic diabetes insipidus. He has identified 15
different genetic mutations in the renal vasopressin receptor
in different families. He is interested in collecting more
blood samples from families he has not yet studied.

Contact Dr. Robert S. Wildin, Dept. of Pediatric Genetics,
UTMB, 301 University Blvd., Galveston, TX 77555-0359,
(409) 772-3466.
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IEP Strategies
Getting what your child needs from IEP
meetings and annual reviews
by Barbara Ebenstein

How will we educate Risa? I worried
about how I would communicate
my daughter's special needs to our

school district and how the district
would respond. How could they possi-
bly understand this beautiful child who
loves without words?

RLsa entered a special education
nursery school class while I was a law
student. My professors were under-
standing of my unorthodox class sched-
ule and sudden absences. Risa experi-
enced one educational crisis after
another until I developed an approach
to special education that permitted me
to obtain the services she required.

I now work as an attorney represent-
ing parents in special education mat-
ters. I also conduct parent workshops. I
never come away from one of these
sessions without having learned some-
thing useful. The strategies presented
here are based not only on my own
legal knowledge and experiences, but
also on the collected experiences of
many parents.

Ten Strategies
1. Keep "busi ness" records. Treat
your relationship with the school
district as a business relation-
ship. All communication should
be in writing, and you should
keep a copy of every document
you submit. Keep brief notes of
important telephone conversa-
tions. Keep a written record of
all verbal agreements, and give a
copy to the school district.

I land-deliver important docu-
pents directly, or use certified
mail and keep the return receipt.

Keep a diary noting the dates you sub-
mit documents. Some regulations
require that t he district comply with
time requirements. For example, they
may have 30 days to respond to a wi it-
ten request. If so, you need to know the
date you made that, request. Legally
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speaking, if it is not in writing, it never
happened.
2. Docunwnt aU of your child's unad-
dressed needs. A parent's insistence that
a child requires a specific service is never
sufficient. Every unaddressed need
should be described, in writing, by a pro-
fessional who knows your child or has
evaluated him or her for this purpose.

Letters from your child's pediatrician,
therapist or other professionals can be
brief, but should include a description
of the child's special need(s), its educa-
tional impact and a "prescription" for
needed services.
3. Review your child's classUication.
Many states have lists of conditions
that permit eligibility for special educa-
tion services. These are educational
classifications, not medical terms. For
example, in New York State a child
with a medical diagnosis of attention
deficit disorder (ADD) may have an
educational classification of "other
health impaired" or "learning disabled."

Risa Handelsman (third

from left) participates in
her "communication

development" class at
the Quaker Ridge

Elementary School

in Scarsdale,

New York.

Ideally, special education services
should be provided on the basis of a
child's individual needs. Unfortunately,
some school districts provide children
with senices according to their
classification.

If you are dissatisfied with the ser-
vices your child receives or his class
placement, begin by reviewing his or
her classification. Is it the most appro-
priate classification? Would denied ser-
vices be available if the child's
classification were changed? If so, have
your child evaluated by an appropriate
expert. Your child's classification may

; also need to change as he or she devel-
ops new strengths and weaknesses.
4. Cooperate with the school district's ma-
sonable evaluation process. The school
district needs your consent to conduct an
evaluation; however, if you refuse, they
can request an impartial hearing The
hearing officer will deem the proposed
evaluation reasonable, and the district
may be permitted to proceed without
your consent All you will have accom-
plished is the destrnction of your relation-
ship with your school disttict Save your
energy for battles you can win.
5. Be sure the committee has accurate

reports. If you disagree with an
evaluation done by the school
distnct, there are several steps
to take. First, review the maccu-
rate reportwhat is wrong with
it? Was it perfonned when your
child was not taking Ns usual
medication? Were inappropnate
tests used? Was the evaluator
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Barbara Ebenstein and daughter

Rise Handelsman.
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unfamiliar with your child's
strengths and limitations?

Second, ask about the evalua-
tor's position and credentials
After receiving a devastating
speech assessment on my daugh-
ter. I discovered it had been writ-
ten by an inexperienced speech

Dr. John Handelsman and daughters (from left) Leanne, Risa
and Sarah.

teacher. I obtained a more detailed
report from my child's private speech
therapista woman with a Ph.D. and
many years of experience. The district
followed the therapist's suggestions and
agreed to remove the teacher's report
from Risa's file.

If you disagree with the school district's
evaluation, you are entitled to an indepen-
dent evaluation at the district's expense.
The district may place a reasonable cap
on the cost. If the district disagees with
the necessity for another evaluation, you
may need to go through an impartial hear-
ing. But if you know an evaluation is inac-
curate, it is worth fighting.

You must state your disageement
with the school district's evaluation
before they use it to determine your
child's placement If you disagree later
the district will assume that your objec-
tion is to the placement rather than to
the accuracy of the evaluation. This
becomes a more difficult battle to win.

If all evaluations from experienced
professionals are contrary to your
expectations, consider whether they
might be right. Is it possible that you
are denying the severity of your child's
problem? If not, pursue other experts at
your own cost. If you obtain private
reports, it is your choice whether or not
to share them with the team. You may
decide to share only those documents
that strengthen your position.
6. Build accountability into tlw
IEP The school district has a legal
obligation to make the necessary
arrangements to provide related ser-
vices promised on the IEP If a related
service is not provided as required, par-
ents have a right to full due process.
Request an impartial hearing in writ-
ing. Most districts will solve the prob-
lem immediately rather than face the
time and expense of an impartial hear-

ing they will probably lose.
The follow-up of specific educational

objectives is more difficult. For exam-
ple, a child who is included in a regular
class may have a classroom teacher, a
resource room teacher and a psycholo-
gist. Usually, no one is designated to
have authority to make sure all of them
are pursuing the lEP objectives.

There are several things you can do
to prevent this situation. First, be sure
the IEP clearly states who will be
responsible for follow-up; this can be a
brief statement on the front page of the
IEP. Second, list only two or three
important educational objectives in
each IEP category. Limit the objectives
to your absolute priorities. Remember,
the IEP can specify the teaching
method or materials to be used. Finally,
make sure all professionals who will be
working with the child actually read the
IEP and are aware of the objectives
they should be working toward.
7. Wm* things out befoir the annual
review. Submit all reports to the com-
mittee three weeks before the meeting.
Insist that all school district reports be
given to you at that time. If there are
questions or issues to be resolved, try to
work them out before the meeting. The
best annual review is a short meeting in
which the committee gives approval to
what has already been decided.

Many parents believe that they can
obtain an impartial hearing to compen-
sate for their own lack of preparation
for the annual review. This is a serious
error. A due process hearing will deter-
mine only whether the school oistrict
acted in compliance with federal and
state mandates. It is not a second
chance for the parents to "get it right"
by bringing in late reports.
8. Mvotiale. The process is not an all-
or-nothing deal. Reasonable negotiation
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is possible Several years ago, I
wanted my child evaluated by an
Alliance for Technology Access
center far from my home The
school distnct agreed to pay for
the evaluation and purchase sug-
gested computer hardware. I
agreed to pay for our transporta-

tion and lodging.
9. Consider all proposals for inclusion
carefully. Federal law requires that chil-
dren with disabilities be educated in the
least restrictive environment. This
means including the child in a regular
classroom whenever possible. But suc-
cessful inclusion usually requires sup-
port and related services. Sometimes, a
school district will include a child with-
out providing needed services. Too
often, this is a cost-cutting maneuver
which sabotages the child's placement.
If you and your school district decide to
include your child in a regular class-
room, be sure that all teacher training,
follow-up procedures, support and
related services are provided.
10. Dvat the annual review as your
most important business meeting of
the year Dress for business. Bring a
sufficient number of copies of all docu-
ments in case they have not been dis-
tributed to all committee members
prior to the meeting.

Request a meeting time that pennits
all adult members of a child's immedi-
ate family to attend the annual review.
If a child's father is involved with the
family, he must attendI cannot stress
this point enough. Request a meeting
time that permits his involvement.
Meetings are often dominated by
women. The presence of the child's
father lends credence to the family's
full participation in the meeting. Special
education is not a women's issue; spe-
cial education is a family issue. EP

Barlxim Etwustein is a partner in the
Law (Vices qf Hany K Ebenstein, a
family law firm in New Ymk C'ity. Slw
lives with her husband, John
E. Handelsman MOO, and their
three daughtersSamh, 14, Leanne, 11,
and Risa, a
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by David Hirsch, M.D.

Hypotonia, Gastrointestinal Problems
IQOur 14-month-old daughter was
recently diagnosed with hypoto-

nia. Her gross motor developmental
milestones have been delayedshe
did not sit unsupported until one year
and she barely stands holding onto
furniture now. Her fine motor skills
are more age-appropriate, but her lan-
guage skills are slightly delayed. Our
pediatrician has referred us to a neu-
rologist who has done a number of
blood and urine tests, an EEG (elec-
troencephalogram or brain wave test)
and an MRI (magnetic resonance
imaging) of her brain. All these tests
have come back "negative." We still
do not know the cause of her hypoto-
nia. My daughter's neurologist has
indicated that a muscle biopsy may
be needed. What do you think'?

A
Hypotonia or low muscle tone,
sometimes called "floppiness in

infancy," is not a syndrome or a dis-
ease; it is a symptom. There are
numerous possible causes of hypoto-
rUa in infancy, many of which are very
rare. However, most of these causes
fall into four categoriesdisorders of
the central nervous system (the brain
and spinal cord), disorders of the
peripheral nervous system (the
nerves that go directly to the mus-
cles), disorders of the neuromuscular
junction (where nerves and muscles
meet and electrical signals and chem-
icals are transferred) or disorders of
the muscles themselves.

If possible, accurate diagnosis is
very important because the diagnosis
will influence the treatment, if any.
The child's prognosis and any possi-
ble genetic implications would also
be better understood with an accu-
rate diagnosis.

In your daughter's case, I assume
the "negative" tests inchided the
newer types of chromosome test-
ing as well as metabolic testing.
Did doctors perform an elec-
tromyography (XIN(), a test of
motor nerve cmduction velocities'?
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Is there a family history of hypoto-
nia, or muscle or nerve disease?

A muscle biopsy has become one
of the more essential procedures for
diagnosing various neuromuscular
diseases for which hypotonia is a
common symptom. Based on what
you have told me, and assuming the
other issues we discussed are not
helpful in making a diagnosis, a mus-
cle biopsy may be very helpful, espe-
cially if your daughter's muscle tone
has improved very little during the
last six months.

QMy eight-year-old son suffers
daily from stomach pain and

gastro-esophageal reflux (the symp-
toms of severe heartburn) for which
he has been on various medications
(Zantac, Reg Ian and Propulsid). His
esophagus (the muscular tube con-
necting the back of the throat to the
stomach) is chronically inflamed. We
have had to seal his permanent teeth
to minimize damage from acid reflux
and frequent vomiting. He has a small
sliding hiatal hernia (the top part of
his stomach moves up and down
through his diaphragm). Medical tests
suggest that his esophageal muscles
are weak and uncoordinated.

Our son is very bright but has a
learning disability in reading and
attention deficit hyperactivity disor-
der (ADHD) for which he takes
Rita lin. These problems frustrate him
in school and aggravate his digestive
problems. His recurrent vomiting at
school embarrasses him. Is there any-
thing else we can try?

AThis is an example of a situation
where one type of developmen-

tal or behavioral problem might. be
making a separate and unrelated
physical problem worse. It sounds
like you have tried rut aggressive
medical approach to your son's
chronic vomiting with medications
that typically work for similar prob-
lems. Zantac decreases stomach acid

S53

production. Reglan stimulates motili-
ty of the upper gastrointestinal tract,
the stomach and the first part of the
small bowel. Propulsid (also known
as Cisapride) increases the
esopl, ageal motility (the ability to
push food down the esophagus and
keep it in the stomach) and emptying
of the stomach. I assume that those
medications have been used in the
proper combination and dosages. A
few other medications, such as
Carafate, Urecholine and Prilosec are
also available. However, I am not sure
if they would be any more effective
than those you have already tried.

Your son's pediatrician and gas-
trointestinal consultant may have to
consider other studies to define the
most likely cause or causes of his gas-
trointestinal problems. If it has not
already been done, a test called an
antroduodenal manometry may be
considered. This test assesses the
pressures in the lower part of the
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Publications
Expectations is an annual anthologi of children's literature in Braille,

for grades three to six. This free publication includes color illustrations
with raised edges and a "scratch and sniff' page. Included with each
copy is a 1995 calendar printed in both Braille and large print Contact

Braille Institute Sight Center, 741 N. Vermont Ave.,
Los Angeles, CA 90029, (800) 272-4553.

Knowing the Ropes is a 100-page book for
parents of children, ages 4 to 15, with speech
and hearing impairments. Topics include par-
ents' feelings and supports, deaf culture and
alternatives in communication and education.
Free to Minnesota parents; $10 for others. Send
payment (payable to the Minnesota Foundation

for Better Hearing and Speech) to the Parent. Network, MFBHS,
166 4th St. East, Ste. 320, St. Paul, MN 55101; (612) 223-5130
(wrry)

Pmdei,Willi SynclinmeA Handbook for Pampas is again available.
The book, considered the primary parent-to-parent publication on the
syndrome, had been out of print for several years. Order from Prader-
Willi Syndrome Association, 2510 S. Brentwood Blvd., Ste. 220, St.
Louis, MO 63144, (800) 926-4797 $6 ($7 out-ide U.S.), includes shipping.

Learn how to influence lawmakers and policy with the 32-page
booklet Making Your Case. One free copy per person or organization
is available from the Minnesota Governor's Planning Council on
Developmental Disabilities, 300 Centennial Office Bldg., 658 Cedar
St., St Paul, MN 55155; (612) 296-4018, (612) 296-9962 (ITY), (612)
297-7200 (fax). For additional copies, contact. Minnesota's Bookstore
(612/297-3000, 612t282-5077, TrY).

Achieving in Spite of ... A Booklet on Learning Disabilities, a
practical guide for parents and professionals on helping children with
learning disabilities succeed academically and socially, is available
from the National Neuroflbromatosis Foundation (NNFF). Send $1 to
cover postage and handling to NNFF, 95 Pine St., 16th FL, New York,
NY 10005; (800) 323-7938 (V/TrY).

(Indian& from opposite page

stomach and the first part of the small bowel. Further studies of
esophageal motility may also.be needed. These tests may be impor-
tant, especially if more agwessive surgical intervention is being
considered. If your son aLso has had problems with constipation
and abdominal distention, doctors need to consider whether he has
a condition called "intestinal pseudo-obstruction."

I do not believe that the Ritalin your son takes for ADHD is caus-
ing any of his gastrointestinal problems, although this medication
can cause abdominal pain and decreased appetite. I also do not
think the nwdications for your son's gastrointestinal condition are
affecting the action of the Ritalin signifle: unity. However, any time
medication changes an made, your son's doctors and your phar-
macist need to consider possible side effects or drug interactions.

It is important to keep your son's teachers infommed of his med-
ical condition and the things that seem to aggravate it. Perhaps
they can modify his program to decrease the stress he is feeling.
Above all, try to be as reassuring as possible to your son. EP

354

Special Olympics
World Games
More than 7,000 ath-
letes are expected
to compete in the
1995 Special
Olympics World
Summer Games
July 1-9 in
Connecticut at sites
in New Haven, West photo coiirteey 1895
Haven, Hamden, special Olympics world
Old lyme and New Games.
London. In addition
to the athletes, an estimated 2,000 coaches,
15,000 families and friends, 500,000 specta-
tors and 45,000 volunteers from 140 court-
tries will attend the ninth annual World
Games.

Sporting events include aquatics, athletics
(track and field), badininton, basketball,
bocce, bowling, cycling, equestrian events,
football (soccer), pit gymnastics, powerlift-
ing, milerskating, sailing, softball, team hand-
ball., table tennis, tennis and volleybalL .

Opening ceremonies take place
Saturday, July 1 from .7 p.m.-11 p.m. The
games close July 9.

Participation in Special Olympics events is
open to individuals older than five years old
who have mental retardation or cognitive
delays. Children nw begin participating com-
petitively at eight years of age.

An important part of the World Games
will be the incorporation of Unified Sports,
a program that combines an approximately
equal number of athletes with and without
mental retardation of similar age and ability
on teams that compete against other
Unified Sports teams.

Founded by Eunice Kennedy Shriver in
1968, Special Olympics' mission is to provide
year-round training and athletic competition
in Olympic-type sports by providing partici-
pants with "opportunities to develop fitness,
demonstrate courage, experience joy and
participate in the sharing of gifts, skills and
friendship with their families, other athletes
and the community"

For more information on this event, contact
1995 Special Olympics World Summer Games,
196 Munch St., 16th Ft, New Haven, CF 06510;
(333) 498-7773, (203) 408.0618 (fax).

toNtiGaie4
'
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Providing Quality Services for Children and Adults
with Autism and Related Dwelopmental DisabilitiescI

\c)
t°A

!!!1 iii21!1!1
AEI'OF 11.-0S10 N

Dgy Residential Farmstead
Early Intervention Age 22 Ages 6-22 Age 18 Adulthood

Twelve-Month Day Educational Programming

Specialized Community Residences

Early Intervention and Home Training

Community-Based Supportive Employment and Vocational Training

After-School Recreational Programs

Friendship Farms: Adult Farm Living in the Heart of Cranberry Country

League School of Boston, Inc.
225 Nevada Street

Newtonville, MA 02160
(617) 964-3260

Herman T. Fishbein
Executive Director

Accreditation Massachusetts Dept of Education. Dolce tor Chiloren. Dept of Social
Services Dept of Mental Retardaoon. Dept of Mental Health. NY Dept ol Educat:on

Circle #24

Special Care
for

Special People
Progressive education, home environment for the mentally

handicapped child and adult.Opportunity for educational progress
at any agemultiple recreational and social activities. A year-
round program with an active and full lifestyle among friends on
a 750-acre bluegrass estate. Est. 1893.

Phone 502-875-4664/Fax 502-227-3013
or write for brochure

THE STEWART HOME SCHOOL
Box 20, Frankfort, KY 40601

John P. Stewart, M.D., Resident Physician

Circle #4
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Free Product & Service Infannation_
iSPECIAL SERVICE FOR EXCEPTIONAL PARENT READERS'

This Reply Card enables you to receive FREE information about products and services seen in
Exceptional Parent.

How to use this service.
1. Locale the number at the bottom of each ad or refer to the Directory ot Advertisers
2. Circle the numbers on the Reply Card that correspond to the companies or products about which

OP would Irke to recehe free literature.
3. Fill in your name and address on the card and mail the postage-pad catd. You will receive free

literature from each company for which you circled a number

4. If both Reply Cards have been removed from this issue, lust call or write to the companies drrectly

8e sure to tell them yeti Saw their ad in Exceptional Parent!
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LANDEEZ
This all-terrain wheelchair
allows kids to go where con-
ventional wheelchairs cannot.
With large tires, plastic rims
and a corrosion-resistant
frame, this product can handle

sand, snow, gravel and grass. The frame assembles
and disassembles without tools.
Natural Access, Honolulu, HI 96815

Circle it 195

SIMPLE SENTENCE
STRUCTURE

Children with :anguage dis-
abilities often need assistance
overcoming word order prob-
lems. This language interven-
tion program is designed to
help them master sentence
forms necessary for comnur-
nication and comprehension.
The program includes speech
output, graphics and anima-
tion. For Apple He, Apple
IIGS, IBM and Macintosh computers.
Laureate Learning Systems, Winooski, VT 05404

Circle # 196

ADJUSTABLE
POSITIONING TRAY

This height-adjustable Positioning Tray is larger than
most in order to accommodate
extra-large feeder seats and
wheelchairs. The tray adjusts
from 17 to 25 inches in height
and has an inner width of 24
inches for added wheelchair
accessibility. An optional clear
tray is also available.
Tumble Forms, Jackson, MI
49204-008

Circle #197

JUPITER JUMPSUITS
Infants and toddleis who require
gastrostomy feeding or heart
monitoring now have a unique
clothing option: jumpsuits with a
front flap that cioses with Velcro
to give easier access to leads
from heart monitors and gas-
trostomy tubes. These 100-per-
cent cotton-knit suits are
machine-washable, available in pastel colors and come
with long or short sleeves and pants. Snaps around the legs
make changing diapers easier.
Carol Nesper Studio, Cleveland, OH 44106

Circle # 198

AIR UFT CHILD'S BACKPACK
These backpacks are designed to
encourage oxygen dependent chil-
dren to move around and enjoy
play activities. Backpacks available
for liquid oxygen units and oxygen
cylinder units. They are sized for
each child and come complete
with padded shoulder straps and
adjustable waistbands.
Air Lift Unlimited, Evergreen,
CO 80439

Circle # 199

CLASSROOM
POSITIONER CHAIR

Although designed for use in the class-
room because it adjusts to most desks
and tables, this seating system is just
a-s adaptable in home settings. The
chair encourages the child to use his or
her equilibrium while providing the
necessary external support. Features
include a contoured seat, seat belt,
upholstered back pad and laterals to fit
children up to 60 inches tall.

Prospect Designs, New Hartford, CT 06057
Circle * 200

The ABLE'DATA database of assistive technology and rehabilitation equipment contains information on more than
19,000 products for persons of all ages who have a physical, sensory or cognitive disability. Products are chosen for
this page by the ABLEDATA staff based on their specific applicability to or design for children with disabilities. The
circle numbers in ea Ct. listing are to be used on EXCEPTIONAL PARENT'S "Free Product & Information Cant." Readers
can circle a number on this issue's card (page 63) to get more information on any new product featured above.
Please allow three to four weeks for delivery of the information.

For more information on assistive devices, or to submit product information for the database (and possible
inclusion on this page), contact ABLEDATA, 8455 Colesville Rd., Ste. 935, Silver Spring, MD 20910-3319,
(800) 227-0216 (WFTY), (301) 588-9284 (Virry) or (301) 587-1967 efax).
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HEALTH INSURAN.CE TROUBLESHOOTER
by Richard Epstein

Cutting Costs
in Medicaid
and Medicare
Instead of answering a reader's ques-
tion in this issue, TROUBLESHOOTER

columnist Richanl Epstein gives his
ideas on how to eu: ,.osts in the
Medicaid and Medicare programs.

Under the U.S. health care system,
many people rely on Medicaid

and Medicare to meet the cost of their
families' medical care. Medicaid is the
only health insurance program for
thousands of children with severe dis-
abilities. Medicare serves as the prima-
ry insurer for many younger and older
adults who have disabilities.

Generally, Medicaid covers children
until they are 18 years old; Medicare is
for people over 65 or for people who
have been getting Social Security dis-
ability benefits for two years. Because
children, even those with disabilities,
do not get Social Security disability
benefits until they turn 18, a child usu-
ally cannot get Medicare coverage
until he or she is 20. However, children
with chronic renal disease, who need a
kidney transplant or dialysis, are eligi-
ble for Medicare.

Federal and state legislators are
currently discussing ways to cut fund-
ing for these programs. The desire to
balance the budget and reduce taxes
is understandable. However, Medicaid
and Medicare are vital programs.

Ways to save
There may be ways to achieve sub-
stantial savings in Medicaid and
Medicare without cutting essential
services. Regulations that govern
these programs have become so com-
plex that they may result in unneces-
saty costs. Changing some rules
could result in significant savings.

Managed care
Federal and some state governments
seem to have concluded that money
could be saved if Medicaid recipients
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are encouraged to switch from tradi-
tional plans to managed care pro-
grams such as health maintenance
organizations (HMOs). However
Medicaid rules in some states appear
to discourage recipients from choos-
ing managed care programs.

When a child with a disability is
covered by Medicaid and a parent's
traditional group insurance plan,
Medicaid generally acts as the sec-
ondary insurer. This means Medicaid
considers paying any co-pay amounts
remaining after the primary insurer
has paid its portion of the bill.
However, if the parent chooses an
HMOs as the child's primary insurer,
Medicaid rules in some states appear
to prohibit the payment of any co-pay-
ments, even when they are significantly
lower than they would be if the parent
had chosen traditional insurance.

The problem appears to be that
HMOs sometimes require co-payments
be made befoir services have been per-
formed. lechnically, this does not rep-
resent an amount remaining qfter the
primary insurer's payment.

A great deal of money could be
saved if Medicaid paid the co-pay-
ments when a child is covered by an
HMO and Medicaid.

Medicare changes
Rule changes could also result in
significant savings. The rules deter-
mine whether Medi are or a group
insurance plan is the primary or sec-
ondary insurer are so complex that
people sometimes are given the wrong
information about which is primary

When that happens, the error must
be corrected through a costly
process. It may require that claims be
reified with both Medicare and the
group insurance program.

According to a Medicare representa-
tive, when a person has a disability, is
under 65 years of age and is aLso cov-
ered by a group insurance policy that
has more than 100 members, Medicare
is generally the secondary insurei:

If the group insurance policy has
fewer than 100 members, Medicaie is
the primary insurer, and the group

I
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insurer is secondary However, there
are exceptions to these rules.
Simplifying the rules would probably
be easier and less costly than trying
to correct the enors resulting from
these complex regulations.

Filing a claim
Other rule changes related to regula-
tions dealing with enforcement provi-
sions, billing, claim determinations and
other areas may also result in enor-
mous savings. But perhaps the easiest
way to save significant money would
be the implementation of a national
electronic claim filing and payment sys-
tem for Medicaid, Medicare and private
insurance companies.

The paperwork involved in filing a
claim is frustrating expensive and
time-consuming. With computerization,
the use of technologically-advanced,
electronic "smart cards" could com-
pletely eliminate this paperwork.

Inefficient situations
Before the government beOns to cut
services, the first step should be to elim-
inate the rules that create inefficient sit-
uations This might reduce expenditures
so significantly that there would be no
need to cut services.

It is important to write to state and
federal legislators to demonstrate the
importance of Medicaid and Medicare.
You might suggest the approaches dis-
cussed in this column aF a way to
reduce costs. EP

In this column, Rir!tiunt
Epstoin ansven; routOW
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A Special Care Facility
Exclusively for Children

At Voorhees Pediatric Facility we provide comprehensive and progressive
subacute health care for medically fragile children ages birth to 21 years.

Here's why Voorhees Pediatric Facility is the right choice:

An alternative to acute care hospitalization with dramatic
cost savings
Largest pediatric ventilator unit in the country (including pressure vents)

Strong medical and rehabilitative imerdisdplinary team approach
In-house developmental pediatrician and medical resident program

Board certified pediatric pulmonologists
Affiliated with St. Christopher's Hospital for Children and
Cooper Hospital's Child Development Center
Respite care available at our 105-bed facility

Future programs Pediatric specialized medical day and home
health care
Caring for children from the Mid-Atlantic statessince 1982

Voorhees Pediatric
Foci I it

Carl Untied:Ind, Administrator
130,1 Laurel Oak Road Voorhees, New jersey O8043-1392

(609)346-3300 FAX (609) 4$5-4223
Brochure or video available upon request.

"Accreditation with Commendation"
cint Ccmniksion on Accreditation of Hospital Organization,

Member: Natkinal knion of Children', I lospitalsand Related inminittons

Circle #108

THE WATER WALKER

* Prone or supine support.
* Contour lines that allow

use of arms and legs.

* Straps to secure person
on float.

* Pillow for head support.

* S.M.L

* Improves coordination.
postural control and
muscle tone.

* Provides independence.
* Secured in center with

belt or seat.
* Trade-in policy.
* S.M.L
* Covereri by most

insurance companies.

AQUATIC THERAPY FLOAT

Contact:
AQUATIC THERAPY
1903 East B Avenue
Plainwell, MI 49080
(616) 349-9049

Circle *118

.001:
SUPIIMERAA11144-
sponsored by Children's4,44(t

CAMP CHATTERBOX'
AGES 5-Is AUGUST 20-26
Ovornight Camp Program
An intensive therapy camp for noniceaiong children &
adolecents who use augmentaUve communications
systems and a training program for their parents.

SPORTS &.RE. C TIN
AGES 7-17 #3O4 +4 PM
July 31-August 4, Ocean County, NI
August 21-25, Union County, NJ
August21-September 1, Union County, NJ
liAletk training & recreation for junior athletes with
ISYySiCal

-

'CAMPOREE
AGES 34 AUGUST 1-25 940 am - 3 pm
Children with attention problems, learning disabilities
or speech language deficits.

UNDER THE UMBRELLA
AGES 7-11 AUGUST 1-25 tea am -Ipest
Children with attention problems, learning disabilities
or speech language deficits.

ININIR MOO MOOPORITATI011 CALL 111/13-1133-MO, EXT Ss*
Sit WRITE T R511M1 SCHAFFER

CHILDREN'S SPECIALIZED

HOSPITAL
150 New Providence Road mountainside. NI 07092

Clrcte *11

Finally...Headgear designed
just for little kids...

(...And now for Grown-ups tool)
And the healthcare professional's answer to safety.

ProtectaCap® is Plum Enterprises' exclusive, patented
custom-fitting protective headgear designed with the
safety, comfort and self-esteem of children in mind. Made
with proven Ensolite® foam for superior impact-absorbency,
ProtectaCap provides maximum head coverage- with the
comfort and safety of less than 3 ounces of weight!
Meticulously hand-stitched in a variety of wonderful fabrics,
ProtectaCap features our exclusive soft cottonknit Velcroed®
chin strap. And ProtectaCapse are machine-washable and

dryable! Now available in 5 sizes,
Newborn thru Adult, ProtectaCap is
ideal for post-surgery, therapeutic
activities, neonatal and geriatric care.

"ProtectaCap Is wonderful!"
W JosiMichelsen. MD
ProlesscriChaurnan Depl . Neurosurgery
Montehore Medical Center. Bronx, NY

OTeejb

Monuloclured Exclusively by

CCriP-1# Ises, inc
Order Now

1400-321-PLUM PO Box 283
Worcester, PA 19490
Phone (610) 584-5003

Modicald Approved Fax (610) 584-4151
WORLDWIDE PATENTS PENDING

9 Clysfon Circle

360
Circle #12
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'National.

Bethpbage Mission
4980 S. 118th Street
Omaha, NE 68137- 2220
(402) 896-3884
Where potential comes to life!
Serving over 15(X) children and
adults with dev. disabilities in
16 states, Great Britain, Latvia.
Residential, vocational, employ-
ment, respite, in-home support,
spiritual development. Eght
decades of caring.. _
The Guided Tour, Inc.
7900 Old York Rd., Suite #114-B
Bkins Park, PA 19027-2339
(800) 783-5841/
Fax (215) 635-2637
The Guided Tour, Inc., founded in
1972, has enabled thousands of
men & women 17 yrs. & over
with developmental and physical
challenges to achieve greater
independence through travel. For
info & free materials, call or fax.
Iry Segal, DCSW, LSW-Director

California

St. Vincen's
P.O. Box 669
Santa Barbara, CA 93102-0669
(805) 683-6381
Therapeutic home-like residential
program for DO children, 6-21.
Teaches basic care, independent
IMng, social & community skills.

Connecticut

CIB/Oak Hill School
120 Holcomb Street
Hartford, CT 06112
(203) 242-2274
Oak Hill School has over 100
year's experience in meeting the
needs of children with multiple
disabilities and believes that
each student, regardless of the
severity of his/her disability,
can make progress. Our residen-
tial education programs are com-
munity-based and provide oppor-
tunities for stimulation, friend-
ship and peer interaction at
school and home.

Florida
.

RSIph J. Baudhuin Oral School
3375 S.W. 75th Avenue
Ft. Lauderdale, FL 33314
(305) 475-7324
A humanistic learning environ-
ment for children, birth-8th grade

with communication disorders,
learning disabilities and ADD.

Threshold, Inc.
PO. Box 1110
Goldenrod, FL 32733
(407) 671-7060

Georgia

Agape Village
3711 Agape Village Rd.
Macon, GA 31210
(912) 471-3700
Providing mentally disabled with
50 acre protected place to live,
work in greenhouses and enjoy
active life with supervision.

Annandale Village
35120 Annandale Lane
Suwanee, GA 30174
(404) 945-8381
Private, nonprofit community for
adults with developmental disabil-
ities. Full residential, day, and
evening programs and services
promote well-balanced lifestyles
which include a broad range of
activities. Located on 125 wood-
ed acres near Atlanta.
See ad on page 77

Allendale School
PO Box 1088
Lake Vdla, IL 60046
(708) 356-3334
Allendale School is a special
education program providing
comprehensive services to
youths with emotional/behav-
ioral disabilities.

Kansas

Headspring
2400 Jardine Drive
Wichita, KS 67219-4699
(316) 262-8271
Heartspring serves students
ages five through 21 who have
multiple disabilities and commu-
nication disorders. We serve res-
dential school and day-only stu-
dents. Outpatient assessments,
short-term treatment programs,
and hearing center services are
also offered.
See ad on page 6, Ckde #6

Kentucky

The Stewart Home School
Box 20
Frankfort KY 40601
(502) 875-4664
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Progressive education, home
environment for mentally handi-
capped children and adults.
Muitiple recreation and activities.
Year round prcgram. Est. 1893.
Call or write for brochure.
See ad on page 66

:Maryland

The Harbour School
1277 Green Holly Drive
Annapolis, MD 21401
(410) 974-4248
Serves LD & multi-handicapped
children ages 5 through 21.
Services include counseling, OT,
job training & a HS diploma.

Massachusetts

Cotting School
453 Concord Avenue
Lexington, MA 02173
(617) 862-7323
Cotting School welcomes boys &
giris ages 3-22 with physical,
medical, learning & communica-
tion disabilities. We offer individu-
alized academic, pre-vocational
and social experiences to build
confidence & enhance students'
self esteem.
See ad on page 57

_ . .

The Ivy Street School
200 Ivy Street
Brookline, MA 02146
(617) 738-7982

_

Latham School; R.R.C.I.
PO. Box 1879
1646 Main Street
Brewster, MA 02631
(508) 896-5755
Special education / residential
facility for girls ages 8-22 with
mild dev. delays and ED/ BD
Contact: Shirley Landers-Pfautz

Berkshire Meadows
249 N. Plain Road
Housatonic, MA 01236
(413) 528-2523
For children and adults who have
severe neurodevelopmental
disabilities and complex medical
problems. Private, non-profit
residential setting in the
Berkshires,offering a comprehen-
sive approach to each individual's
well-being with integrated educa-
tional, medical and rehabilitative
services.
See ad on page 28

League School of Boston
225 Nevada Street
Newtonville, MA 02160
(617) 964-3260

The Learning Center
411 Waveriey Oaks Road
Waltham, MA 02154
(617) 893-6000
Children and young adults with
MR, autism, communication dis-
orders, challenging behaviors,
developmental disabilities. 12 mo.
day/residential.
See ad on page 77

The New England Center
for Autism
33 Turnpike Road
Southboro, MA 01772
(508) 481-1015
Day/residential school for children
with develop, disabilities, behavior
disorders age 3-22. Integrated
preschcl, inclusion services, staff
intensive program., functional
actMly based curriculum., sup-
ported employment in modern
school and group homes.
See ad on page 22_ _

New England Villages, Inc.
664 School Street
Pembroke, MA 02359
(617) 293-5461
Exceptional private community for
MR adults offering a range of res-
idential options, vocational, recre-
ation and social opportunities.
See ad on page 59 - -
St Coletta's of MassachusPils
Cardinal Cushing School cnd
Training Center
400 Washington Street
Hanover, MA 02339
(617) 826-6371
See ad on page 81

New Jersey

Githens Center
40 Cedar Street
Mount Holly, NJ 08060
(609) 261-1667
Providing a school; DT, PT, ST,
day care; respite; medical ser-
vices; adult activities and family
support for individuals with physi-
cal and other disabilities.
. _ . .

LARC School
Creek Rd. & Park Dr.
Bellmawr, NJ 08031
(609) 933-3725
SeMng developmentally delayed
multiply handicapped students 5
to 21 with educational, therapeu-
tic and recreational services.

Matheny School and Hospital
Main Street
Peapack, NJ 07977
(908) 234-0011



A residential and day facility for
young Nople with severe physi-
cal disabilities (ages 3-21) Also
adult services and respite care.

New Hampshire'

Crotched Mountain
Rehabilitation Center, Inc.
1 Verney Drive
Greenfield, NH 03047
(603) 547-3311, ext. 235
A comprehensive preparatory
school and rehabilitation center
providing the best in education, a
guided return to the community
access to community housing,
education, and support services
for lifelong planning.
See ad on page 13

-New York.-

Pathfinder Village
for Down Syndrome
Edmeston, NY 13335
(607) 965-8377

Conductive Education Center
of Long Island
91 N. Bayview Ave.
Long Beach, NY 11520
(516) 377-0591

Ohio

Camp Nuhop
404 Hillcrest Drive
Ashland, OH 44805
(419) 289-2227
Summer residential camp which
serves LD/BD-ADD children.
Eleven programs are offered
according to age and ability.
Founded in 1974.

Pennsylvania

Camplal Special School
1784 Fairview Pd.,
Glenmoore, PA 19343
610/469-9236;
FAX 610/469-9758
Children's Village, DD, resident-
iaVday programs, extensive ther-
apies. Waldorf-based curricu-
lum,focus on arts/festivals.
School year/summer camp,
pool, equestrian therapy.
Students sl rare homes with
curative educators & staff chil-
dren. On-campus medical staff
& Facility. IMAGINE THE BESTI

H.M.S. School
for Children with CP
4400 Baltimore Avenue
Philadelphia, PA 19104

(215) 222-2566
See ad on page 78

Keystone City Residence
406 N. Washington Ave.
Scranton, PA 18503
(717) 346-75611(800) 747-4988
Keystone Camp in Pocono Mtns.
for persons with developmental
disabilities. 31st year Special-
izing in recreation, cultural &
performirg arts, sports services
for Prader Willi Clients. Well
trained exp'd. staff. ACA acc-
redited, sessions flom 2 weeks.
See ad on page 78

Lee Mar Summer Camp & School
360 E. 72nd St. Ste. A-711
NY, NY 10021
(800) 8LEEMAR/
Fax (215) 635-2637
43rd year of camp leadership in
beautiful Pocono Mtns. Co-ed 5-
21yrs. Balanced program geared
toindMdual needs of campers.
Aca-demics, speech & language,
socialmotor & perceptual training
& innovative recreational & athletic
activities.
Contact Ms. Lee Morrone.
See adon page 77

Martha Lloyd
Community Services
190 West Main Street
Troy, PA 16947
(717) 297-2185
Superior quality community IMng
opportunities for men and women
with mental retardation. life skills;
vocational programs; job opportu-
nities; easy access to community
resources; experienced, oaring
staff; excellent health sere; annual
fees among natbn's lowest.
See ad on page 56

Melmark
Wayland Road
Berwyn, PA 19312
(610) 353-1726
A unique community of alterna-
tives near Valley Forge, Pa.
Children/adolescents/ adults
receive special ed/adult day pro-
grams/ OT/ PT/ speech-lan-
guage/aquatic/pet/ music thera-
py/horsemanship. Seff-help/ safe-
ty skills and community involve-
ment promote a more indepen-
dent life style.
See ad on page 44

The Devereux Foundation
(800) 345-1292, Ext. 3045
(610) 964-3045 fax
(610) 971-4600

Residential, day and community-
based treatment centers nation-
wide. Comprehensive services to
individuals of ali ages who have
emotional disturbances, develop-
mental disabilities, mental retarda-
tion, dual diagnosis, autism, and
post-head trauma.
See ad on page 21

The Pathway School
162 Egypt Road
Norristown, PA 19403
(610) 277-0660/
Fax (610) 539-1973
Exceptional Children 5-21
Structured program: ID; NI; ADD;
TBI; PDD; mild to moderate
social and behavioral disorders.

Woods Services
RT. 213, Langhorne, PA
(215) 750-4231
Woods services, founded as the
Woods School in 1913 provides
specialized residential,
educational and therapeutic
services to children, adolescents
and adults with developmental
disabilities, emotional disorders,
physical and sensoral handicaps
and challenging behaviors.

South Dakota

Children's Care Hospital & School
2501 West 26th Street
Sioux Falls, SD 57105-2498
(605) 336-1840/800-584-9294
Private, nonprofit facility with out-
reach, outpatient, day sthool,
and residential seNces for chil-
dren with disabilities. Multi-disci-
plinary teams provide indMdual-
ized,farnily-centered services.
Pediatric rehabilitation program
now offered.

Tennessee

The King's Daughters' School
Columbia, Tennessee 38401
Ages Seven-Adult
(615) 388-3810

Tall Pine Camp
114 Tall Pine Circle
Tellico Plains, TN 37385
(615) 261-2329/(615) 261-2138
A special place for special needs
campers. A co-ed, 6-week resi-
dential camp for learning disabled
& mild MR. Prof. staff & nurse, 2,
3, 6 -week sessions. Traditional
camp activities, equestrian and
computer programs. 26th year in

362

Smoky Mtns-SE Tenn. FREE
BROCHURE

Texas'

Willow River Farms
PO Box 450,
San Felipe, TX 77473
(713) 525-8482
Organic farming & artisan com-
munity meeting the special needs
of adult men & women with men-
tal retardation. Beautiful rural
atmosphere.
See ad on page 59

West Virginia

CONCORD - Residential & Training
Canter and School
PO. Box 39
Yellow Spring, NA/ 26865
(800) 344-6817:
Fax (304) 856-3768
Comprehensive service for youths
and adults with mental retardation
and dual diagnos-noncompli-
ance aggression, pedophilia, fire-
setting, etc. Group home IMng
on campus and in community.
Strong Behavior management.

Wisconsin

Chileda Habilitation institute
1020 Mississippi Street
La Crosse, W 54601
(608) 782-6480
Fax (608) 782-6481
Residential treatment for youths
with severe mental & physical dis-
abilities, closed head injuries &
challenging behaviors.
See ad on page 77
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Alabama

Premier Vans
2652 Gov't Blvd.
Mobile, AL 36606
(800) 725-6782, 471-4554
The only full svc. custom shop in
this am of our kind. Adaptive
equip. of all types. Local
owned.Member-NMEDA-OAP,
ADM-BBB. Ins'd

Arizona

Handicap Vehicle Specialists Inc.
3306 E. Washington #106
Phoenix, AZ 85034-1624
(602) 275-3325

California

All-Pro Mobility
1156 Hillside Blvd.
Co !ma, CA 94014
(415) 756-9802

Driving Specialties, LTD.
215 Commercial St.
Vallejo, CA 94589
(707) 553-1515
Accessible transoortation equip.
All major brands of wheelchair
lifts, hand controls, tie downs and
floor drop, raised roof/doors.
NMEDA member- four locations.

Mobile Help
735 W. Rialto Ave.
Rialto, CA 92376
(909) 820-1200
5 star charter member of
NMEDA-We do it all-dealers for
Braun, Br Lino, Crow River,
Handicaps, IMS Mini Van, Mobile
Tech, Ricon, MPS & Scooters.

Connecticut

New England Wheels West, Inc.
15F International Drive
East Granby, CT 06026
(203) 653-8064
Custom builders for physically
challenged drivers. Large inven-
tory of new transporters for
arnbulette and school, inotitution
and transportation. Call to see
demonstrator. NMEDA member.

Drive-Master, Inc.
9 Spielman Road
Fairfield, NJ 07004
(201) 808-9709
Full service mobility center, raised
tops/doors, drop floors, custom
driving equipment; distributors for
Mobile Tech., Crow River lifts,
Ricon, IMS, EZ Lock, and EMC
touch pad systems. 41 yrs. of
service to the disabled communi-
ty. Please call for more informa-
tion. NMEDA member.

Florida

B & R Mobility Services, Inc.
914 E. Skagway Ave.
Tampa, FL 33604

(813) 933-5452
Complete mobility equipment
dealer. NMEDA Quality
Assurance Program. Charter
member with 5 star rating. Call
for information.

C.E.H., Inc.
4457 63 Cir N
Pinellas Park, FL 34665
(813) 522-C364
NMEDA Member

Freedom Vans Inc.
1717 N.E. 32nd Ave.
Ocala, FL 34470
(904) 622-9133
Complete line of Van Conversion
for the disabled including w/c
lifts, handcontrols, raised tops,
ETC.

Ocean Conversions & Mobility, Inc.
Pompano Beach, FL
(800) 464-8458
Helping you meet your mobility
needs. Total vehicle conversions.
Certified sales and service for
wheelchair lifts and drMng
aids. Featuring IMS "World's
Most Handicapped Accessible
Mini Van" Member NMEDA

Originator Corporation
832 NW 1st Street
Ft. Lauderdale, FL 33311
(305) 463-7231
Sales & service of all types of
equipment. Ricon, Crow River,
Braun, Bruno, EMC, MPS.
Manufacture of Rotary lifts. Full
machine shop.

Parkwood Mobility Equipment
7920 Congress St.
Port Richey, FL 34668
(800) 252 3054
Top quality van-auto conversions
all type lifts full size & mini
custom driving systems mobility
programs accepted NMEDA
member *custom seating special-
ists* Rehab consultants NRRTS
member

Illinois

Access Litt
1565 Rockland Road
Lake Bluff, IL 60044
(708) 680-3064
Wheelchair lifts, scooter lifts, hand
controls, hiquads, sales, service,
Braun, Crow River, Ricon, IMS,
Member NMEDA

_ .

C & C Ford-Mercury
5th & Monroe Streets
Sturgis, KY 42459
(800) 332-6696
New/used van conversions,
raised roof & doors, Braun lifts &
tie-downs installed by certified
technicians. NMDEA member.

Georgia

Uuall Country Customs
6922 Hardup Road
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Albany, GA 31707
(912) 432-7258
Wheelchair lifts, scooter lifts, hand
controls Sales, Service. Braun,
Crow River, Mobil Tech, Bruno
MPS, MPD. Member NMEDA.

Indiana

C & C Ford-Mercury
5th & Monroe Streets
Sturgis, KY 42459
(800) 332-6396
New/used van conversions,
raised roof & doors, Braun lifts &
tie-downs installed by certified
technicians. NMDEA member.

Forward Motions
214 Valley Street, Dayton, OH
45404
(513) 222-5001
Full-size/Mini Van modifications,
new/used lifts, drop floor, raised
roof, lockdowns, driving equip,
NMEDA member. Owned by
person with disability.

Kentucky

C & C Ford-Mercury
5th & Monroe Streets
Sturgis, KY 42459
(800) 332-6696
New/used van conversions,
raised roof & doors, Braun lifts &
tie-downs installed by certified
technicians. NMDEA member.

Forward Motions
214 Valley Street, Dayton,
OH 45404
(513) 222-5001
Full-size/Mini-Van modifications,
new/used lifts, drop floor, raised
rcof, lockdowns, driving equip.
NMEDA member. Owned by
person with disability.

Tri-State Mobility Inc.
940 Cleveland Ave. S.
Canton, Ohio 44707
1-800-343-3150
New/Used handicapped vans
Immediate delivery
available.Trade-ins welcomed.
NMEDA member.

Massachusetts

Handicap Mobility Inc.
81 Pond St.
Norfolk, MA 02056
(508) 384-1220
The premier full service adaptive
equipment center in N.E. Rased
Roofs, Lowered Floors, Van
Conversions, Loaders & Lifters.-- -- - -

New JerseY

Arcola Mobility
51 Karo Road
Carlstadt, NJ 07072
(201) C07-8500/
(800) ARCOLA-1
New-Used-Trad3-Lease-Buy.
Full sized, mini, rear and side
entry. We carry products from

363
"

the following manufacturers:
Braun, KneeKar, Vantage, Ricon,
and Pick-A-Uft. If we don't have
it, we'll find it! Rnancing is avail-
able. NMEDA Member. Please
call for more info.

Causeway Ford Lincoln, Mercury,
Jeep, Eagle, Inc.
Route 72 Fast
Manahawkin, NJ 08050
(800) 424-3875 Ext. 50
One-Stop mobility specializing in
new-used cony. vans. We stock
IMS, Minivans, Dist. of Major
Equipment Products, IMS, EZ-
Lock, BMC touch pad systems,
Braun, Bruno & Rk_on NMEDA
member- NJ state and VA cert.

Drive-Master, Inc.
9 Spielman Road
Fairfield, NJ 07004
(201) 808-9709
Full service mobility center, raised
tops/doors, drop floors, custom
driving equipment; distributors for
Mobile Tech., Crow River lifts,
Ricon, IMS, EZ Lock, and EMC
touch pad systems. 41 yrs. of
service to the disabled communi-
ty. Please call for more informa-
tion. NMEDA member.

Monmouth Vans,
Access & Mobility
5105 Route 33/34
Farmingdale, NU 07727
1-8C0-221-1XX34
Car & van rnodifications/driver
or transport. Major Manufacturers:
Braun, Crow River, Mobile Tech, &
Riccn Ufts; Raise top/lower lbOr
SalesServiceRentals
NMEDA-Quality Assurance
Program Member. Rus:BUILD-
ING ACCESSIBILIW Power
Access Door Openers, Stair Lifts,
Bevators & Vertical Lilts

Missouri

CAREMED Rehab Technologies
5702 Hwy 49
Hattiesburg, MS 39401
(800) 434-3903
Complete adaptive equipment
dealer. Auth. Braun, Crow River,
Mobittech, EZ-Lock, EMC, MPS,
MPD, Bruno Dealer, installer &
service center

_

New Mexico

New Horizon Vans, Inc.
3717 High Street, NE
Albuquerque, NM 87107
(505) 343-9194

New York State

Arcola Mobility
51 Karo Road
Carlstadt, NJ 07072
(201) 507-8500/
(800) ARCOLA-1
New-Used-Trade-Lease-Buy.
Full sized, mini, ;ear and side



entry. We carry products from
the following manufacturers:
Braun, KneeKar, Vantage, Ricon,
and Pick-A-Lift. If we don't have
it, we'll find it! Financing is avail-
able. NMEDA Member. Please
call for more info.

Drive-Master, Inc.
9 Spielman Road
Fairfield, NJ 07004
(201) 808-9709
Full service mobility center, raised
tops/doors, drop floors, custom
driving equipment; distributors for
Mobile Tech., Crow River lifts,
Ricon, IMS, EZ Lock, and EMC
touch pad systems. 41 yrs. of
servic,e to the disabled communi-
ty. Please call for more informa-
tion. NMEDA member

J. Bussani, Inc.
34 Bedell St.
Freeport, NY 11520
(516) 223-6080
Full size-Mini Van modifications
wheelchair & scooter lifts, com-
plete drMng systems, distributors
for Braun, Ripon, Crow River
IMS, EZ Lock-EMC. NMED.1
Quality Assurance Program.
Factory rebate programs. 20
years of service. Please call for
info and demos.

North Carolina

Van Products Inc.
100 Glenwood Ave.
Raleigh, NC 27603
(800) 662-7572

Ohio

C & C FordMercury
5th & Monroe Streets
Sturgis, KY 42459
(800) 332-6696
New/used van conversions,
raised rcof & doors, Braun lifts &
tie-downs installed by certified
technicians. NMDEA member.

New Era Transportation
810 Moe Drive
Akron, OH 44310
(800) NET-VANS
New and used adapted vans and
a full line of adaptive equipment.
Delivery and financing available.
Call us for personalized service.

Forward Motions
214 Valley Street
Dayton, OH 45404
(513) 222-5001
Full-sizeifvfini-Van modifications,
new/used lifts, drop floor, raised
roof, iockdowns, driving equip.
NMEDA member. Owned by per-
son with disability.

Tri-State Mobility Inc.
940 Cleveland Ave. S.
Canton, Ohio 44707
1-800-343-3150
New/Used handicapped vans
Immediate delivery available.
Trade-ins welcomed.
NMEDA member.

Pennsylvania

Drive-Master, Inc.
9 Spielman Road
Fairfieki, NJ 07004
(201) 808-9709
Full service mobility center, raised
tops/doors, drop floors, custom
drMng equipment; distributors for
Mobile Tech., Crow River lifts,
Ricon, IMS, EZ Lock, and EMC
touch pad systems. 41 yrs. of
service to the disabled communi-
ty. Please call for more informa-
tion. NMEDA member.

Tri-State Mobility Inc.
940 Cleveland Ave. S.
Canton, Ohio 44707
1-800-343-3150
New/Used handicapped vans
Immediate delivery available.
Trade-ins welcomed.
NMEDA member.

Tennessee

C & C FordMercury
5th & Monroe Streets

Sturgis, KY 42459
(800) 332-6696
New/used van conversions,
raised roof & doors, Braun lifts &
tie-downs installed by certified
technicians. NMDEA member.

World of Independence
6700 Asheville Hwy.
Knmi Ile, TN 37924
(615) 546-3477

Texas

Lift-Aida, Inc.
2381 Pecan Ct.
Fort Worth, TX 76117
(817) 834-3881/(800) 351-UFT
Mobility Specialist for physical-
ly 2,hallenged Since 1968. Largest
wheelchair lift installer in Ft.
Worth metro area. Authorized
dealer/installer for Crow River,
Ricon, Braun, Handicaps, MPS/
MPD. Drop floor mini vans. 5 Star
NMEDA QUALIN ASSURANCE
DEALER.

West Virginia

Tri-State Mobility Inc.
940 Cleveland Ave. S.
Canton, Ohio 44707
1-800-343-3150
New/Used handicapped vans
Immediate delivery available.
Trade-ins welcomed.
NMEDA member.

ALERS ASSOCIATION

Look For This Symbol

Irs Your Guarantee of Quality
It means your adaptive equipment dealer is a member of NMEDA the National Mobility
Equipment Dealers Association and that he makes a special effort to assure customer
Safety, Comfort, and Convenience!

NMEDA members are professional factory-trained and certified.
NMEDA dealers use only the proper tools and best materials, and employ certified technicians and welders,

because the safety and wetfare of their customers and everyone on the road is their first priority.

A NMEDA customer knows the work on his vehicle has been professionally completed by a dedicated,

caring and responsible dealer worthy of the customer's trust.

Call our toll-free National Hotline for the location of the NMEDA dealer nearest you:
1-800-833-0427

National Mobility Equipment Dealers Association
909 East Skagway Ave. Tampa, FL 33607 1-813-932-8566
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Marketplace - Incontinence Urologicai Ostomy

Skin Care Wound Care

Bibs

Ross' BibsHaco, Inc.
PO Box 5642, Asheville,
NC 28813
Call (704) 274-0075
Bibs are made of machine wash-
able, heavy duty vinyl. Large child
size is $13.95; small adult size is
$15.95; plus $2.00 shipping. Call
for more information.

Bicycle Trailer

Blue Sky Cycle Carts
P.0 Box 5788
Bend OR 97708
(503) 383-7109
Enjoy cycling with the whole fam-
ily We offer customized bicycle
trailers adapted to carry children
& adults with special needs.

Catalog

Learning disAbilities Resources
PO. Box 716
Bryn Mawr, PA 19010
FREE CATALOG of Alternathie
Instructional Materials for LD.
1-800-869-8336

Consulting
Paynter Educational Partners
P.O. Box 42829-1001
Houston, TX 77242-2829
(713) 568-7954
Call for FREE Guide for parents &
FREE 20 minute consultation for
education/social skill problems or
write for FREE copy of Guide.

Cribi & Youth
Beds

HARD Manufacturing
230 Glider Street
Buffalo, NY 14215
(800) USE-HARD
The #1 mfg. sets the standard for
safety in the hospitals. 216 color-
ful models available. HARD will
adapt products to meet your
special requirement.

E ui ment Dealers

Massachusetts

Atlantic Rehab., Inc.
81 Rumford Ave.
Waltham, MA 02254-9055
(617) 894-0069

Atlantic Rehab. specializes in
Pediatric Mobility and Seating.
Sales and Service. Please call for
more information.

New York

Dowd Medical
1010 Main Street
Buffalo, NY 14202
(716) 883-8188
Dowd has been serving the area
since 1930. For personal service
and quality equipment call Dowd.

Free Catalogs

Consumer Care Products, Inc.
P.O. Box 684
Sheboygan, WI 53082-0684
(414) 459-8353

Incontinence

Access Medical Supply
2006 Crown Plaza Drive
Columbus, OH 43235
(800) 242-2460
Attends Youth Briefs fits
children 35-75 lbs. $51.95/cs
(96), Free Delivery. Also
Depend, Serenity, other items.
Manufacturer's coupons accept-
ed. Free Catalog!

Duraline Medical Products
324 Werner St., PO Box 67
Leipsic, OH 45856
800-654-3376
Call DMP for all your incontinent
needs such as briefs, pants,
pads and liners, as well as skin
care products.
Call_for.FREE catalggl

H.D.I.S.
1215 Dielman,Industrial Court
Olivette, MO 63132
(800) 538-1036
See our ad in this issue.

Summers Laboratories, Inc.
Collegeville, PA 19426
(800) 533-SKIN (7546)

Triple PasteTM for
diaper rash and
chronic irritation.
Used at leading
children's hospi-
tals. Available
without prescrip-
tion. Call now for
free treatment
information.

Monitoring
Systems

FREE 50 page catalog featuring

the latest information and products.

Care Electronics
5741 Arapahoe
Rd., Suite 2A
Boulder, CO 80303
(303) 444-CARE
(2273)
WanderCARE
Systems notify caregivers
when their wanderer leaves
home. Locate them up to
ONE MILE away. FREE
catalog!

Competitive prices

Helpful Customer Service

Call 800-228-3643
Today for a free catalog!

(Mon. - F. 8 AM to 5 PM Pacific Time)

FXREsEARCH.
Li! MEDICAL

In of pretax profits go to medical research

Software'

DIM, Inc.
1703 Woodway
Twin Lakes, OH 44240
(216) 678-2814;
Fax (216) 672-4101
Educating special learners
(IBM)
23 modules with 103's of
teachingtips and information
about children with disabilities.
$99.50 ppd.30 day full refund.

UCLA Microcomputer Project
1000 Veteran Avenue/
Rm 23-10
Los Angeles, CA 90024
(310) 825-4821
Catalog of dev. appopriate software
for thildren w/clisab. 18 mths-5 yrs.
Appie, Mac, IBM, use/effect. game
format, basic preschool concepts

Free Brochure

Medical
42, JournalI Research

orp.

Suite 135; 4706 N. Midkiff #30
Midland, TX 79705 (800) 551-9040

By searching the professional
medical literature, we can help
you obtain the latest infor-
mation on any medical condition.
Free Brochure call Toll Free 24 hrs.

. Specific to Your Condition
Current to the Lates1Research'

MEDICALINFORMATION I.

Video

HOME TUTOR VIDEOS
teach phonics skills in the com-
fort and security of your home.
K-2nd grade level, 5 tapes.
Perfect for SLD, Homebound,
others. Satisfaction Guaranteed,
30 day trial. $99.95 Special.
Leave message: (8130) 741-0226

*BOOKS, AUDIO/VIDEO & EDUCATIONAL MATERIAL

: I .

Turtle Books
Approved by the
American Academy of
Pediatrics. These upbeat
stories with warm, colorful
illustrations address real
issues found in the lives
ot real children with dis-
abilities. Provide a bridge
of understanding for your
children with disabilities,
siblings & friends. FREE
Brochure. Jason and
Nordic Publishers,
PO Box 441,
Holhdaysburg, PA 16648.
FAX (814) 696-4250
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FreeThe NEW Special
Needs Project Book
Catalog
The best books from all
publishers about disabilities.
Comprehensive resouroes
for parents, children & pro-
fessionals. Special Needs
Proiect, 3463 State Street,
Santa Barbara, CA 93105,
(800) 333-6867.

, bob

t`. Educational
Materials

FreeThe 1995
Woodbine
House/Special-Needs
Collection,
a catalog of excellent
books for parents, chil-
dren, and professionals
on autism, CR Down
syndrome, Tourette syn-
drome, mental retarda-
tion, visual impairment,
physical disabilities, spe-
cial education, and more.
Woodbine House,
6510 Bells Mill Road,
Bethesda, MD 20817,
(800) 843-7323.

`65

INCLUSIVE EDUCATION
RESOURCES
A series of practical
resource materials and
tip sheets for parents
and professionals on
inclusive education for
pre-K-1. For free publi-
cation list send to
WE ALL BELONG,
4 Dernar Road
Lexington, MA 02173



To place an ad, contact

Vicki Brothel

(201) 358-0220

or fax to:

(201) 358-2857

4.

Private, 501(c)(3)
Nonprofit Community

"THEIR COMMUNITY...WITH OUR
HELP" Residential, day, and evening
programs and services for adults with
developmental disabilities.

Paid Vocational Training
Visual and Performing Arts
Daily Living/Life Skills
Therapeutic Recreation
Case Management
Health Services
Off-Campus Activities
125-Acre Wooded Environment

Annandale at Suwanee, Inc.
3500 Annandale Lane
Suwanee, GA 30174
(404) 945-8381

"MAXIMIZING INDIVIDUAL
POTENTIAL" Community-based,
positive learning environment for
difficult-to-place children, adoles-
cents and young adults with MR,
autism, communication disorders
and challenging behaviors. A pro-
gram of the Protestant Guild for
Human Services, Inc.

12-mo. day/residential programs.
10 miles.west of Boston.

Contact: Aci,dssons Director
The Learning Center
411 Waveriey Oaks Road
Waltham, MA 02154
(617) 893-6000

The
ArborWay'

School
1,01

.

THE ARBORWAY SCHOOL
A 24 hour learning experience which
provides individualized services for
multihandicapped students.

1:2 staff to student ratio
clinical consultants on staff
recreational and leisure activities
vocational training & on-site work
12 month program
ages 6 through 22

Contact: Carolyn MacRae,
Executive Director
ArborWay School
147 South Huntington Avenue
Boston, MA 02130
(617) 232-1710

CIBLEDA HABILITATION INSTI-
TUTE Educators for youths with
developmental disabilities. Residential
treatment center provides complete
training & intensive therapy for chil-
dren with severe mental & physical
disabilities, closed head injuries &
challenging behaviors. Estab. 1973.

Intensive
Progressive
Specialized

Chileda Habilitation Institute
1020 Mississippi Street
LaCrosse, WI 54601
(608)782-6480 / (608)782-6481 (Fax)

Camp Huntington

34th Year

A VERY SPECIAL CAMP FOR
SPECIAL NEEDS CAMPERS
A co-ed residential camp for the:

Learning Disabled, ADD.
Neurologically Impaired.
Mild-Moderate MR.

Located in beautiful High Falls in
the Catskill Mts. of NY state.
2, 4, 8 wk. sessions. Highly qualified
staff. 34th year. Free brochure.
Contact: Bruria K. Falik, Ph.D.
Camp Huntington
56 Bruceville Road
High Falls, NY 12440
(914) 687-7840/(914) 6794903 winter

LEE MAR SUMMER CAMP AND SCHOOL
For Children and Young Adults with Learning

and Developmental Challenges

43rd year of camp leadership in beautiful Pocono Mt.ns. of

PA. Co-ed 5-21, with balanced program geared to individual
needs of campers. Academic, speech & language therapy,
social, motor & perceptual training, daily living skills, plus

innovative recreational & athletic activities. Call or write for
FREE BROCHURE describing unique program acclaimed

by parents and educators.

Mr. Ariel .1. Segal, MSW, LSW Ms. Lee Morrow, M.A., M.S.
Contact: Lee Morrone MO E. 72nd St., Ste. A-711

NY, NY 10021
1-800-8-LEEMAR FAX (215) 379-0384

Camp Matz Watertown, WI.
Accepts any individuals, age eight and up, who are
developmentally challenged. Campers participate in
activities such as Bible studies, sing-a-longs, craft
projects and outdoor activities. For additional
information contact Donna Winter at (414)261-3050, ext.
217, or Jan Zwart at
(414)261-3050, ext. 215.

Bethesda
LUTHERAN HOMES
AND SERVICES, INC.
700 Hoffman Drive
Watertown, Wisconsin 53094
Phone: (414) 261-3050
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Beautiful Pocono Mountain Summer Camp

for persons with

Developmental
Disabilities.

Recreation, Sports,

Cultural and

Performing Arts. Well
trained, experienced staff, 31styear. Sessions from

2 weeks up. Year round residential services for

Prader-Willi clients.

Write Keystone City Residence
406 N. Washington Ave.

Scranton, PA 18503

or call 1 800-7474988

Circle #48

Hms school
For Children With Cerebral Palsy

Serving children with multiple disabilities resulting from
cerebral palsy or traumatic brain injury who need compre-
hensive, individually structured programs that include:

Physical Therapy

Occupational Therapy

Speech and
Language Therapy

Communication Aids

Special Education
Music Therapy
Special Medical
Attention
Adapted Recreational
Activities

HMS, open to students two to 21 years, offers all of these
services and more. The experienced staff and well-respected
consultants provide strong interdisciplinary programs for day
and residential students at the licensed private school.

For more information write or call:
Diane L Gallagher, Director

HMS School for Children with Cerebral Palsy
4400 Baltimore Avenue, Philadelphia, PA 19104

(215)222-2566
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Announcing the Juyiter Suit

for Infants & Toddlers with &aiming Tubes.

This design in wo% cotton features a decorative patch that opens

to allow for feedings. $24 short sleeve $28 Long sleeve

other adaptive clothing styles available by custom order;

call us and discuss your child's yecial uteds.

MOONBEAMS iy carol Nap

I2026 Murray mil Road ckveloul OH 14106 216/721-4100

Circle #61

Be sure to ask
about our Reusable
Swim Diaper.

My Pool Pale flota-
tion swimsuits and
Reusable Swim Diapers
are sized according to
weight.

FUTURE
PRODUCTS
CORP.

My Pool Pal® flotation swimsuit is
designed so that children float feet down
with their heads in an upright position.

My Pool Palo provides safety, comfort,
and allows unrestricted movement.
Wearing My Pool Pate helps children not
only to gain confidence, but also to develop
muscles necessary for swimming and exer-
cise while making these activities fun.

Retail price starting at $50 + shipping.

,a4b

L

To Order.or For Nearest Retail Location

Call 1-8007453-9399
My Pool We preserver and mast be used with adult supervision at all times.

t 1(.4 .
Circle #214



rinfornialioa from The Natio:silk:Parent Network oil Disabilities

Change on Capitol Hill
SEX FRIST NAMED CHAIR OF DISABILITY
POLILT SUBCOMMITTEE

Sen. Bill Frist, R-ienn, is the new chairman of the
Disability Policy Subcommittee of the Senate
Labor and Human Resources Committee. The
freshman senator, a 1974 graduate of Princeton
University and 1978 graduate of Harvard Medical
School, is a Nashville surgeon specializing in
heart and lung transplantation.

At the Vanderbilt University Medical Center's
Vanderbilt Transplant Center, which he estab-
lished in 1986, Frist pioneered innovative diag-
nostic techniques and performed the first
pediatric heart transplant and first lung trans-
plant in Thnnessee. The author of more tam
100 articles and abstracts on medical research
and policy, Frist has also published Transplant,
a 1989 book examining the social and ethical
issues of transplantation.

Frist received the Distinguished Service
Award from the Unnessee Medical Association
in 1992 for his efforts in successfully organizing
a grassroots campaign to return the organ
donation card to the Tennessee driver's license.
That same year; he was asked by then Gov. Ned
McWherter to serve as chairman of the Ten-
nessee Task Force on Medicaid.

Sen. ibm Harkin, DIA, the subcommittee's for-
mer chairman, remains a subcommittee membec

MORRISSEY NAMED STAFF DIRECTOR
OF DISABILITY POLICY SUBCOMMITTEE

Patricia A. Morrissey, Ph.D. hae been hired as
the staff director of the Senate's Disability Pol-
icy Subcommittee, chaired by Sen. Bill Frist, R-
Urm. A graduate of Hartford Community
College, Stetson University and Pennsylvania
State University, Motrissey is a long-time dis-
ability-rights advocate and government worker,
having held positions at the House Committee
on Education and Labor, Rehabilitation Ser-
vices Administration in the Office of Special
Education and Rehabilitative Services and Gen-
eral Accounting Office.

Most recently, Morrissey was vice plesident
of Government Relations for Community Pro-
grams and governmental relations specialist at
the law firm of McGuiness & Williams. From
1991 to 1994, Morrissey was vice president of
Employment Advisoty Services, Inc., where she
advised corporate, public and federal clients on
federal disability policy. She also served as a
technical advisor to and appeared in commer-
cial training videos on the Americans with Dis-
abilities Act (ADA).

Morrissey is the author of several books on
disability-related topics, including the Employ-
ment Policy Foundation's Disability Etiquette

BEST COPY AVAILABLE 3 6 8

The National
Parent Netwodc
on Disabilities

Board of Directors

Marta Motion&
TASK, Anaheim, CA

Dianna Autin
Advocates for Chikhen of New York,

Long Island, NY

t261,retmarY,0H

Joanne Butts
Washington PAVE, Tacoma, WA,

Preskient

Connie Curtin
Vermont Parent Information Center,

Burlington, VT

Diana Cuthbortson
Statewide Parent Advocacy Network

(SPAN), Westfield, NJ,
Past President

Joseph Garcia
Touchstones, Seattle, WA

Paula Goldberg
PACER Center, Minneapolis, MN

Connie Hawkins
Exceptional Children's Assistance

Center (ECAC), Davidson, NC,

Bowie Johnson
Arkansas Disabilities Coalition,

Little Rock, AK

Joan Kilburn
MATRV, A Parent Network

& Resource Center,
Mill Valley, CA, Troasuer

Sue Ratt
CAUSE, Lansing, Ml

Pat Smith
Georgia/ARC, East Point, GA,

Par/lament/Ian

Pam Steinberg
DisabiltlY Rights Education &

Defense Fund (DREDF),
Berkeley, CA,
Vice President

Janet Vohs
Federation for Children With
Special Needs, Boston, MA,

Secretary

Patricia McGill Smith
Executhe Director

Sen. Bill Rid, R-Tenn, the new chairman of
the Disability Policy Subcommittee.

in the Workplace, the Vocational Education
Association's Educator's Guide to the Ameri-
cans with Disabilities Act and ISP Publica-
tions' A Primer for Corporate America on
Civil Rights for the Disabled and Employer's
Guide to the Americans with Disabilities Act.

REP. CUNNINGHAM HEADS SUBCOMMITTEE ON
EARLY CHIIDHOOD, Youni AND FAMILIES

Rep. Randy "Duke" Cunningham, R-CA, has been
named chairman of the House's Early Childhood,
Youth and Families Subcommittee. This subcom-
mittee has jurisdiction over the reauthorization
of the Individuals with Disabilities Education Act
(IDEA). The subcommittee's ranking minority
member is Rep. Dale Kildee, D-ML Hans Meeder
will serve as the key sWff member to this sub-
committee as well as to the full Economic
Opportunity Committee, previously known as
the Education and Labor Committee, chairsd by
Rep. William F. Goodling, R-PA. The ranking
minority member on the full committee it Rep.
William Clay, D-MO.

Legislalive Update
SENATE SETS IDEA REAUTHORIZATION
CALENDAR

Paticia A. Moni%ey, staff director of the Senate's
Disability Policy Subcommittee, has issued a tenta.
tive schedule of events for the reauthorization of
the Individuals with Disabilities Education Act
(iDEA):

Immediately: One-year extension of IDEA,
Parts C through H.

May 1995: Two days of informational hearimit
on the education of students with disabilities.

June 1995: Four days of briefings for subcom-
mittee staffers.

Fall 1906: Reauthorization bill drafted, two
continued on page 80
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Networking

Gail Johnson with sons Eric Jr., 13, and Isaiah, 9. John-

son and her husband, Eric, also have a daughter, Ain, 19.

New Staff Announcement
NPND is pleased to announce that Gail D. Johnson joined
the staff in January as development and program special-
ist. Her chief responsibilities are the lbys "R" Us Project
which includes the third edition of the Thy au..kle For Dif-
ferently-Abled Kies due to be released this spring, develop-
ment of special projects and providing members with
parent-to-parent support and information, including infor-
mation on legislative activity directly related to families of
children with special needs.

Johnson, a mother of children with special needs, was
formerly the Coordinator of the Association for the Care of
Children's Health (ACCH) Parent Network, a nations!. aet-
work of approximately 2,000 parents and family members
of children with special needs.

For the past seven years, Johnson has been a speaker
and consultant for many state and national programs on
topics including family and professional collaboration, par-
ent-to-parent support and networking, cultural compe-
tency and parenting children with special needs. She
frequently presents workshops and conference talks to
parents and professionaLs about family-centered, commu-
nity-based and culturally-competent service delivery

continued from page 79

days of reauthorization hearings and mark-up of the bill.
November 1995: Senate floor debate on bill.
The House may have a similar schedule and may hold joint

hearings with the Senate in the spring.
In coqiunction with the Consortium for Citizens with Disabili-

ties, the National Parent Network on Disabilities (NPND) has
agreed to lead the identification of issues and the development
of a panel to describe how schools can be most responsive to
families. This work is anticipated to shape the reauthorization
hearings in the spring and summer.

OSERS RELEASES "VISION" PAPER

In February the Office of Special Education and Rehabilitative Ser-
vices (OSERS) released a draft of its "vision" paper outlining its pro-
posal for the reauthorization of IDEA. This draft of the paper is
intended for review by interested groups and organizations. NPND
has had extensim convematans with Judy Heumann, assistant sec-
retany of OSERS, and 'Ibm Hehh; director of the Office of Special
Education Programs (OSEP), concerning the preliminary drafts of
the paper, which will eventually become the Clinton administration's
recommendations for IDEA reauthorization.

AO EXCEPTIONAL PARENT / APRIL 1995

As Exceptional Parent went to press, an updated draft of the
proposal was slated to be issued in late March.

Copies of the proposal are free. Contact Ong 600 Indepen-
dence Ave., SW, MES Building, Rm 3086, Washington, DC 20202-
2570, (202) 205-5507 (voice), (202) 205-9754 (TTY), (202)
260-0416 (fax), or request a copy through the Internet at
thomas_hehir@ed.gov.

UNFUNDED MANDATES

The House and Senate has passed unfunded mandate
which limits Congress from imposing mandates on states without
authorizing federal funds to help with their implementation.
Through the efforts of the Family Action Network (FAN) to Save
IDEA, NPND's special project in which FAN members contact legis-
lators on key issues, we have received letters from Rep. William E
Gooding, R-PA, Sen. Dick Kempthorne, R-ID, and the Congressional
Research Service staling that IDEA and the Americans with Disabili-
ties Act (ADA) will not be dismantled because they are not conskl-
ered unfunded mandates. These assurances will be. of great
importance as the reauthorization of IDEA proceeds.

ConhEcnoNs DAY
The National Governors' Association (NGA) has written to House
Speaker Newt Gingrich requesting that IDEA be modified, even
before reauthorization, during "Corrections Day," a yet-to-be-
amnounced day proposed by Gingrich for the House to "fix" the tech- I
nical aspects of any law "in need of fixing." NGA has asked the
House to review several issues related to IDEA, particularly at ways
to give states more flexibility in the spending of IDEA funds.

NPND opposes any attempts to amend IDEA before the reautho-
rization proem takes place. NPND has alerted membem about this
through its Fax Tiee program and in a FAN alerL Fbr more inform&
tion, contact NPND, 1600 Prince St., Ste. 115, Alexandria, VA 22314,
(703) 684-6763 (WITY), (703) 836-1232 (fax).

A Parent's Perspective
on Bright Futures
Bright Futures: Guidelinesfor Health Supervision on
Infants, Children, and Adolescents, a guide supported by
the federally-funded National Center for Education in
Maternal and Child Health, not only talks about the integm-
tion of health services with child development, human ser-
vices and education, but it actualizes a family-centered,
culturally sensitive, community-based approach to provide
care to children and their families. This comprehensive
guide equips health care professionals with techniques that
put families in the "center ring," enabling families to be
meaningful participants in the care of their children. Cost is
A22.35 (includes shipping and handling); bulk discounts are
available. Order from National Maternal and Child Health
Clearinghouse, 8201 Greensboro Dr., Ste. 600, McLean, VA
22102, (703) 821-8955, ext. 254 or 265, (703) 821-2098 (fax).

For mote information about Bright Futures other than
ordering, contact National Center for Education in Mater-
nal and Child Health, 2000 15th St. N, Ste. 701, Arlington,
VA 22201-2617, (703) 524-7802, (703) 524-9336 (fax).

GAN D. Johnson



Our prices make
everyone happy!

Send for a free catalog
of adaptive
equipment.

equipment
P.O. Box 33 Bedford, MA 01730
(617) 275-7681 Fax (617) 275-4094
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Exceptional Programs
For

Exceptional Children.
t St. Coletta Schools
we believe life is what
happens today. Our

goal is to provide the best
possible life experience for
your exceptional child.
Students here are not only
preparing for tomorrow,
they are living quality lives
evoyday. Founded in 1947,
St. Coletta Schools offer a
wide range of programs for
children with mild to severe
developmental disabilities.
Twelve-month residential and
day programs for ages 6-22.

Extensive Vocational Training

Rinctional Academics

Community Skills Training

Daily Living & Social Skills

Adapted Phys. Ed. & Recitation

Activity Program

Special Olympics

Behavior Management

Physical & Occupational Therapy

Speech Therapy

Music, Art & Computers

Prader-Willi Program

Cardinal Cushing School & Training Center
400 Washington Street, Hanover, MA 02339

Braintree St. Coletta Dkv School
85 Washington Street, Braintree, MA 02184

Contact: Coyuk
Tel: (61 826-6371
Fax (61 826-6474

Sponsored by
The SisleTS if SL Francis of Amsi of Milwailka,

St. Coletta's
Of MASZACHUSITTS

John W. Shyne, Jr., President
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NO ONE TO PLAY WITH
THE SOCIAL SIDE OF LEARNING DISABILITIES

Betty B. Osman with Henriette Blinder

r ailing a spelling test is only one of a learning disabled

child's many problems. Often having "no one to play

with" can be more troubling and anxiety-producing than any

classroom difficulty. This book offers parents and teachers

compassionate insight into the special needs of a child with

learning disabilities and gives detailed information about

where to find support. 6x9 softcover, 170 pp. #687-8 $10.00

THE TUNED-IN, TURNED-ON BOOK
ABOUT LEARNING PROBLEMS - REVISED EDITIONIn this self-help guide written for adolescents and teens,

author Marnell Hayes, EdD takes a practical approach

to helping kids capitalize on their individual learning style.

The content of the new edition includes new study tips, a

new glossary, and more 'homework' for parents and teach-

ers to help them understand what a child with learning diffi-

culties needs them to know. 6x9 softcover, 163pp. #090-1 $10.00

NPAo. Add S2 50 sih B M:n. 015 order; add 1A 5,11 irn:n. 02.50! CA ,& KY res.dents add tax

Circle #213

ft

0
0

For people with disabilities,

WE CAN
turn your computer into an open door.

.1 door opening to new owormnitWo at work, at whool and at honw.

Thanks to 1 BM technolop; persons with rision, speech/lwaring
or attentnm/memory disabilities ran do th ings once net rr thought
possibk Like compete in the uorkplace and support families.
imb.pendently of otlwrs, kind out mow by calling I-M-126-1832
(I ol(:E ); 1-800- 12b-3383 (TDD): in Canada, 1-1100-10-7999.

.1i HIM, we can do mon. than .1yot think.

==r.= =
ABM I NIWITAI WNCE SERIES

1110 IY" l" I Pe. fro I. moritol in" mar.n.il Noun .110 I wg
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Library
You can order
any of the

books listed here
with the coupon
below or by calling
(800) 535-1910

THE EXCEPTIONAL
PARENT 1995 RESOURCE
GUIDE: Directories of
National Organizations,
Associations, Prof:Meta
& Services
A valuable reference tool for
parents and professionals.
EP102EP $9.95

4.14

1: ti

BY *ism Boom
DAVID HOOPER

AND ELLIE REIDLINGER

Motivating students to
read independently.
Each book is a short
story (10-15 pages)

with pictures on each page to help carry the story
line. Two separate sets of 10 different titles each, in
a colorful earrier bag. Set #1 is easier than Set #2.
Set 1: PE034 110 books) $21.00
Set 2: PE034a1(10 books) $21.00

1losting
Early

1111latervektIon_
MIChallongss

Lsf..11110 Mr

YY I MY
01.Y. ICI
dal

B BY Ye I .1.6.1
1.16... IY11 I.

MEETING EARLY
INTERVENTION
CHALLENGES
Issues from Birth to Three
Second Edition
Li. JOHNSON ET AL

Guiding professionals and
parents through changes in
early intervention practice.
P9095E1 $30.00

THE WORST LOSS
How Families Heal /tom the
Death Of a Chad
How do families survive
the worst loss? What helps
people heal? What barriers
ice there to healing, and what
will break down those barri-
ers?
HH10200 $25.00

Mom,
: I hove u
Marius)
Problem

COMPUTER RESOURCES
FOR PEOPLE WITH
DISABILITES: A Guide
to &plating Today's
Assistive Technology
DIE ALLIANCE FOR

TECHNOLOGY Access

Provides user-friendly
support, information, and
upto-Aate answers.
HP08700 $14.95

CHILDREN WITH
DISABILTIES
A Medical Primer
M.L. BAISHAW, M.D. &

Y.M. PERRETT, MA
For parents and professionals.
Over 200 detailed illustrations,
an extensive glossary, and a
section on syndromes.
P907100 $29.00

THE ILLUSTRATED
DIRECTORY OF

' DISABILITY PRODUCTS
EDITED BY M. MACE

Shows hundreds of products
along with names, addresses
and phone numbers providing
customers with the information
to make the best decision.
7P02600 $12.95

MAKING SCHOOL
INCLUSION WORK
A Guide To Everyday
Practices
K. BLENK & D.L. FINE

The excitement and the
challenge in true inclusion
demands involvement.
imagination and dedication
to insure its goals. This book
is peppered with suggestions
for dealing with the myriLd
of challenges.

BL104ED $24.95

Mom, I HAVE A
STARING PROBLEM
M.C. BUCKEL & T. BUCKEL

A true story of Petit Mal
Seizures and the hidden prob-
lem it can cause: Learning

A111097SZ $3.95
(Includes shipping charges)

FEELING FIT
A Professionally designed
low impact, low intensity aerobic
excercise program for
individuals with developmental
disabilities.
0010300 V1DED $24.95

371

PHYSICIANS' GUIDE
'I`O RARE DISEASES
EDFTED BY J.G. THOENE

Over 1,000 pgs. Contains
information on approximately
700 disorders.
DP02100 $75.50

PLANNING FOR
THE FUTURE
Providing a Meaningfid L(fe
for a Child with a Disability
qfter Your Death
MARK RUSSELL

AP02400 $24.95

THE SPECIAL CHILD
A Source Book for Parents
of Children with
Developmental Disabilites,
2nd Edition
S.M. PUESCHEL ET AL.

Filled idth straightforward
medical information, helpful
illustrations, and practical
recommendations on disabili-
ty-related issues.
P1510100 $24.00

SON RISE
The Miracle Continues
BARRY N. KAUFMAN

An awe-inspiring reminder
that love made tangible can
move mountains,
01089ANI $20.00

WORIUNG TOGETHER:
Workplace Culture,
Supported Employment and
Persons with Disabilities
DAVID HAGNER

Assisting individuals to
achieve meaningful careers.
131.06000 $24.95

NARY."

valloliikitA:1 WHEN YOUNG CIULDREN
- ARE INJURED: Families

as Caregivers us Hospitais
and at Home
1. HALTIWANGER & M. LASH

A book about the family's role
in caregiving when a young
child is irkfured.

EP0135ML $7.50
(Includes shipping charges)
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WHEN Yout Cmw GOES
TO SCHOOL AFTER MI
INJURY
MARILYN LASH

Issues parents need to con-
front about their child's
future schooling, health care
and social needs.
MOORE $7.50
(Includes shipping charges)

WHEN YOUR CHIW IS
SERIOUSLY INJURED
The Emotional Impact
on Families
MARILYN LASH

Topics include preparing for
hospital visits, reaction to
loss, helping siblings, and
coping.

EPOOSMI. $4.50
(Includes shipping charges)

LOVING JUSTICE
The ADA and the
Religious Conununity
EDITED BY G. THORNBURGH

How the Americans with
Disabilities Act affects reli-
gious institutions including
congregations, hospitals,
nursing hnmes, seminaries,
universities and more.
NO10000 $10.00

THAT ALL MAY WORSHIP
An Interfaith Welcome to
People with Disabilities
GMT THORNBuRGH

An interfaith handbook to
assist congregations in wel-
coming people with disabili-
ties to promote acceptance
and full participation.
NO08400 $10.00

IT ISN'T FAIR!
Siblings of Children with
Disabilities
EDITED BY S.D. KLEIN

& M.J. SCHLEIFER

Features chapters b!, parents,
siblings and professionals.
EPOOIEP $14.95

AN INTRODUCTION
TO SPINA BIFIDA
D.G. Mellow:, M.D.,PILD
The purpose of thls booklet is
to ald the parents, family and
the non-medical people who
care for the child twrn with
spina bifida.
S809488 $4.00

1

Iltz1Nunv
.011017fteelfrnI

4.1

LEARNING DISABILITIES
& THE PERSON WITH
SPINA BIFIDA
P.J. Amass, En.D
The information compiled in
this booklet is for parents and
teachers, to help in the dilem-
ma which has affected all
those.
S809258 $9.95

SExuntrry &
THE PERSON WITH
SPINA BIFIDA
S.L. SLOAN, PH.D

This book was written to
answer the questions that
families and persons with
spina bifida may have about
their sexuality.
S8092SB 69.95

TRAVEI

ACCESS TRAVEL U.S.A.
A Directory For People
with Disabilities
C.H. CREMONA

You will find names, addresses,
phone numbers, dimensions,
quantities, and descriptive
information in an easy to use
chart format.
CC106TR $19.95

GREAT AMERICAN
VACATIONS FOR TaAvELEas

, WITH DISABILITIES
!, A Fodors Vacation Planner

With complete accessibility
information on hotels,
restaurants and attractions.
RH108IR $18.00

:77

THE TRAVELIN'
TALK DIRECTORY
The ultimater directory of
resources providing assis-
tance to travelers with dis-
abilities.
Includes: Names, locations,
telephone numbers of all
800+ members, specific prob-
lems addressed, travel & tour
agencies, hotels, rental info.,
other organizations.
R007600 $47.50

;

JOEY AND SAM
I. Kisrz & E. Rim, M.D.
A heartwarming storybook
about autism: a family, and
a brother's love.
RL099681 4995

-":747311

MY BUDDY
A. OSOESKY

Buddy is the best dog
a boy could have. Fully
illustrated, this book
demonstrates the
desires of the disabled
to be independent.
liN098C8 $5.95

WHAT HAPPENS
Non.?
C. CHRISTIAN & L. DWIGHT

Babies love the colorful
photographs and hidden
surprises in this sturdy
little book.
CH09100 $4.95

Mail to: Exceptional Parent, Dept. EP9504, P.O. Box 8045, Brick, N.J. 08723

Or call (800) 535-1910
QTY. TITLES & ORDER NO.

SHIPPING & HANDLING CHARGES: U.S. -- $3.50 for I item; 75t for each additional
item. Foreign - $6.50 for I item; 75e for each additional Item.

Name

UNIT PRICE TOTAL

Sub-Total
NJ Resdords
add 6% Sales Tax

Shipping

TOTAL

Address U.S funds orny These pnces are
sulaect fo change Please allow 4-6
weeks for dahvety. Returns must be

City State Zip wahrn 0 weeks of delwory
No Overseas returns.

Telephone
I have enclosed my check payable to Exceptional Parent or charge to my: U Visa U Mastercard

Account Number: - - - Exp. Date /

Signcture

-
Circle #300 to receive a brochure of the complete library
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HILDREN AGE

I LOVE
MY
BROTHER
by Ivan G. Smith

1

i
y brother's name ,, " /

i.'.i. i
is Nick. He is 10 4-::',-;,1......, .0
years old. His

:.z..,1

birthday is January 2. Nick
has cerebral palsy. That
means his muscles don't
work like mine. [

Sometimes, we play
together in the tent we put up
in our backyard. I like to play
school with Nick. He doesn't always want to do math because he's not very good at it.
Nick says he hates school, but he really likes it.

Nick has a wheelchair and walker to walk. We have a wheelchair ramp in our van.
If Nick didn't have cerebral palsy, we wouldn't have the van.

Nick and I don't go to the same school, but someday we might. I love Nick a lot. EP

Drawing by Ivan G. Smith

44;

Ivan G. Smith, 7, lives with his par-
ents, Nancy and Rodney, and his
brother, Nick, 10, in Bradford,
Massachusetts. Ivan enjoys writing,
drawing, reading and baseball. Re is
a second-grader at the Greenleaf
School in Bradford. Nick attends a
special education program at the
Frost School in Lawrence,
Massachusetts.

Nick and Ivan Smith, Just before leaving for school
one day last year.

The Children's Page welcomes contributions from children with disabilities and their siblings. Be creative! Send your stories, photos and artwork to: Children's
Pegs, Exceptkaal Parent, 209 Harvard Street, Suite 303, Brookline, MA 02146-5005.
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No OBSTACLES. No LIMITS.

When your family's plans are as big as the great
outdoors, don't let your minivan box you in!

Vantage Mini Vans is proud to introduce our
new line of premium lowered-floor conversions
built on the exciting FORD WINDSTAR minivan.

As a leader in our industry, Vantage is one
of the first to offer the popular Windstar as an
alternative to our existing line of fine Chrysler
minivan conversions. Just as we've been leaders
in bringing you the most dependable, top quality
conversions since our inception in 1987.

Your Vantage Windstar lowered-floor
minivan is available as either the popular and
economical TREKKER, with its easy-to-use manual

fold-out ramp; the St IMMIT, with its reliable power
folding ramp; or as the premier Nou-HISTAR edition,

with its sleek, under-the-floor
ramp that glides smoothly out
virtually from "nowhere!"

Every Vantage Windstar comes equipped with a
myriad of standard features to make your life simpler

and your commutes safer.
Most notable are the flexible
seating configurations and

I le V.LILLILLI;L: NoILIL,ILL)
i/IL.'1111m stideout 1,111111

crashtested restraint system.
And, as with all Vantage
Mini Vans, optionslike our
all new 4button key chain
remote controlahnuid. In
additkm, our optional sliding
rear seat allows for abundant
seating and an extra nine

cubic feet of storage in the rear of the vana must
for families on the go! These are just two of the many
ways your Vantage Mini Van can he customi:ed to fit
your active lifestyle and the needs of your children.

Ti IE NEW VANTA(U: WINI)STAR CONVERSIONS.

Life offers no limits. Why let your transportation set
the botindaries!

(800) 348-8287 TOLL FREE

NJ 11 K/I I NJ I NZ A IN! S
( ill todaN Li full-041w ht.,iclitite

%

BEST COPY AVAILABLE 74
Licaler netionk wah tot -dm e iduch., it ailoble
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Quirlr Change

Imagine an infant stander so adaptable it can
change its appearance instantly to become a
stroller or even a highchair. Tumble Forms®, a

leader in early intervention products, now intro-
duces the ChameleonTM.

Perfect for home or schooi tise, the Chameleon
accommodates children from 25 to 37 inches and
up to 50 lbs. With this one lightweight unit, you
can create numerous vertical, prone, and supine
positions, for sitting, lying, or standing. The seat,
seat back, and foot support each adjust for infinite
possibilities. Meanwhile, the child is cradled

against cushioned supports to ensure proper body
alignment. You get three versatile products
stander, stroller and highchair all for the price of
one.

The Chameleon features a removable tray to
allow easy transfer as well as swivel casters for
portability. Breathable fabric covers are conve-
niently removed for laundering.

Leave it to Tumble Forms to change the way you
view standers.

For more information, call 1-800-631-7277. In Canada call 1-800-665-9200.

it 0
art* # 2.
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Ford Mobility Motoring
Adds More To Life's Rewards!

Ford Motor Company understands that a physical

disability doesn't mean life can't be rewarding. For

many, there's no greater reward than the feeling of

freedom and independence that comes from driving.

That's why your Ford and Lincoln-Mercury dealers

want your active life to include a new 1994 or 1995

Ford or Lincoln-Mercury car or van or Ford light

truck. And that's why the Mobility Motoring Program

was created ... to make adapting your new Ford or

Lincoln-Mercury product easier and more rewarding!

A SMOOTHER ROAn TO TRAVEL
Mobility Mot,;,ing starts with a toll-free call. You'll

know you've arrived when your Ford or Lincoln-

Mercury dealer hands you a check for up to $750

toward the installation of adaptive driving or passen-

ger equipment. There's nothing tor you to send in ...

and there's no waiting for your check!

You'll also receive a complimentary Ford Cellular

Telephone' and Roadside Assistance' for the

duration of the bumper-to-bumper limited warranty

MOBILITY
MOTORIN

PROGRAM

INFORMATION YOU NEED ...
FOR INFORMED DECISIONS
The Ford Mobility Motoring Program also provides ...

friendly toll-free and special "TDIY information

lines to answer ycur questions.

a list of nearby assessment centers authorized to

provide a 'prescription" for your vehicle's adap-

tive equipment.

a list of local adaptive equipment dealers and

installers.

sources of fading which may be able to provide

assistance in addition to the amount you receive

from the Mobility Motoring Program.

8est of ad you get Ford Motor Company's products

and services A Company where qua;lly and service

are always Job 1"

So whether your life demands a new Ford or

Lincoln-Mercury car or van, or Ford light truck ...

just call 1-800-952-2248 (for TDD users:

1-800-11113-0312). You'll discover that Mobility

Motoring is your kind of reward!

Fres Mihaly Motorise Weal
This video shows how easy it is to open the door to

Mobility Motoring rewards. You'll meet people who

have learned that the process is really simple. You'll

also see how Ford products adapt ... for versatility,

convenience and just plain motoring tun. Just ask tor

your free video when you call us

PROGRAM PERIOD
October 1, 1994 September 30, 1995

Customer is responsible for a 121day minimum activation on the
Ford Cellular System Some local individual carriers may require

a longer agreement as *ell as other related service and usage

charges, so acceptance is optional To be eligible for the
compliMentry Ford Cellular telephone, the customer must also

bve in all area covered Who Fold Cebu& System at the lime oi

the purchase or lease

' Ask your dealer for a copy ol the limited warranlyand complete
details of the Roaclside Assistance Plan Vehicles covered by Me

Lincoln Commitment, F-Series Preferred Care or Red Carpel

Lease plans have additional benehls

A NEW CAR, VAN OR LIGHT TRUCK ... ADAPTIVE EQUIPMENT ... AND ON-THE-SPOT CASH!

tell Ford and
Lincoln-Mercury Divisions

Circle # 135 377
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WITH A Saying it a Different Way by Judi Rosenstein and Jan Turner

DISABILITY "Problem behaviors" may be a means of communication

MAY 1995 VOL 25, ISSUE 5

COMMUNICATION

PAGE 22

Since 1971

Cover: Benjamin Wainwright, 5,
practices signing with mother
Tammy. According to his mom,
Benjamin has worked hard to
learn to communicate with
younger brother Byron, 2, who has
mental retardation and uses sign
language. Benjamin helps Byron
practice the signs he learns during
therapy sessions at the Kennedy
Krieger Institute in Baltimore,
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Janicka, 4, and dad Benjamin are
learning the signs as well. Byron's
speech-language pathologist, Judi
Rosenstein, was one of several
Kennedy Krieger staff members
contributing to this special issue
on communication.

Benjamin lives with his family
in Edgewater Maryland. He
attends Hillcrest Elementary
School and enjoys playing outside
on his swingset. Photo: Robert
Smith Jr
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Controversial topics
This issue of Exceptional Parent deals with several topics that arouse much contro-
versy and emotion on the part of parents and professionals. As part of our look at
communication, we present several perspectives on facilitated communication (FC).

And, in his regular department, Ask the Doctor, David Hirsch, M.D.,
discusses the confroversial topic of "smart drugs."

Both topics have received a great deal of media attention, and
as I meet with parents and professionals in my travels, I am often
asked about them. Such questions typically come from dedicated,
caring parents who are troubled and angry about the opposition
of many professionals to FC, "smart drugs" or other relafively new
approaches. Each time I speak with one of these parents, I
remember the movie Lorenzo's Oil, the true story of courageous
parents who struggled to find answers for their son without the
support of the health care establishment. But at the same time, I

look back some 40 years and remember my first experience with one of these
"breakthroughs." In that instance, a consulting psychologist demonstrated that a
youngster with severe physical disabilifies and no understandable speech was not
consistently responding "yes" or "no" to the questions Iand others thought he
was answering. It was shocking and demoralizing to realize we had wished so hard
for the youngster's success that we had tricked ourselves into believing it was so.

Several years later, as a beginning clinical psychologist, it was my sad task to
demonstrate that a different child could not actually read the word "mother" as her
parents and teacher believed. Instead, she said "mother" any time she saw the letter
"M"upside-down, sideways, and with any other scribbles nearbyjust as she did
when she saw the letters "m-o-t-h-e-r."

Some truths are clear and will never changeparenting is hard work and parents
will do whatever they can on behalf of their children. All of usparents and profes-
sionalsare human, make mistakes and are inconsistent, because life is like that. We
work each day on behalf of children and young adults with disabilities with as much
hope and strength and wisdom as we can musterand, yes, we wish for miracles.

Over the years, I have listened with wishful interest and respect to reports of "mira-
cles"diets, for example, that claimed to dramatically alter mental retardation or
mental illnesses. Each time, although it seemed a few individuals appeared to benefit
from these treatments, most did not. And the proponents of these "miracles" were
unable to explain their ;failuresexcept, sometimes, to blame parents for not carrying
out instructions properly. Despite these experiences, when I first witnessed FC and
heard reports of this communication breakthrough, I hopedsomehowit was true.

The reading and research we did in preparing this issue has convinced us that FC is
not a valid approach to communication. Nonetheless, we have included reports from
readers who believe FC has been helpful for their children. Similarly, I have invited
Syracuse University professor Douglas Biklen, who introduced FC to the United States
and remains a proponent, to comment in a future issue. Some readers may find this
inconsistent, even confusing. But this magazine remains open to parents and profession-
als with differing opinions. I have known Doug Biklen for many years and respect his
dedication and caring; we also the observations of parents who believe Ft
works for their children. Our mission is to inform our readers as completely as possible.
We =St that the information we provide gives both parents and professionals the
power to act responsibly and with compassion.

Swim D. KLEIN, PHD.

M the arademic year draws to a close, we say fareweN and extend thanks and best wishes to three fine
journalism Interns from Boston UniversityAndrea Kamens, Jennifer Koerber and Michele San Filippo
who have helped us in many ways for many months. Congratulations on your graduation. We also wel-
come two new editorial staff members, Siobhan MuMns end Naomi Chedd.
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And the
healthcare
profeSsionals'
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safety.
ProtectaCap® is ideal
for post-surgery and
therapeutic activities.
ProtectaCap is made
with proven shock-
absorbent Ensolite®
foam which helps to
prevent injury by
absorbing the impact
of a blow or fall.
ProtectaCap's unique,
expandable design
provides a
comfortable, custom fit
for each child under
six years of age.
And ProtectaCap
weighs only three
ounces.
Tested by safety

Iengineers,
ProtectaCap rates
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hard plastic by
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heat, bacteria and
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Little heads are
secured quickly with a
convenient Velcroe
closure. And
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the self-esteem of any
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1
home with the patient after cranial sUrger0,-

'/.404odiit,HO##ot San Antoni4 TX

44ProtectoCap is the best thing"in the woirldlit'sio
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other ones. It really protects her. Arid it's eo cute.
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4Your ProtectaCaps are Colorful and offt.4 many good
features for comfort. We will reCoremend thern to our
families. 9, Chikhan's Howital of Philadelphia, Plaladolphio,
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"All Together, Nowl"
Many articles haw made me want to
sit down and write you, but after read-
ing "All lbgether Now," the guest edito-
rial by Justin Dart (February 1995), I
finally did. This piece should be a
warning cry to your readers that we
must not become complacent with
respect to hard-won gains made on
behalf of people with disabilities.

I worked for two congressmen in
the 1970s, and have always followed
the political scene closely. I believe
that politics is the art of compromise,
but today's political climate seems to
lack the kind of give-and-take that is
necessary to move ahead. It is disturb-
ing to think that the majority party in
Congress could seek to undermine the
basic rights of our loved ones.

KC, Maryland

In I could not agree more wholehearted-
ly with Mt Dart It is of crucial impor-
tantance that we all voice our opposi-
tion to any congressional actions
designed to weaken the American with
Disabilities Act (ADA), the Individuals

CEPTIONAL

.
7b mach out to parents

of children and young adults
with disabilities and special

health care needs and to the
professionah who serve Amass

I To empower parents and
professionals by providing
practical information and
emotional Jupport.
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Attorney, Aetna, Hartford, CT

T. BERRY BRA/ELTON, M.D., Clinical

Professor Emeritus of Pediatrics,
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American Academy for Cerebral Palsy

and Developmental Medicine,

Rosemont, IL

FRANCES P. CONNOR, Ed.D., Professor
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Unhersity Teachers Colley, New York, NY

with Disabilities Education Act (IDEA)
or any other statutes protecting children
and adults with disabilities.

Tbday's legislators should under-
stand thai... Congress passed LDEAthe
law ensuring that children with disabil-
ities receive a public educationas a
cost-saving, not a cost-incurring,
statute. The entire purpose of IDEA
was to enable our children to develop
into economically productive citizens
of our society Let us work together for
victory in this watershed legislative
session of the United States Congress.

Prtnessee

Child Care
I am the inclusion/special needs rep-
resentative for the Arrowhead
Association for the Education of
Young Children, an affiliate of the
National Association for the Education
of Young Children. I have assisted in
daycare centers and preschools and
was a preschool teacher for a short
time. I am also an experienced respite
care provider.

The entire February issue really got

ALLEN C. CROCKER, M.D., Director,

Developmental Evaluation Center,

Children's Hospital, Boston, MA

EU FACTOR, D.M.D., Parent, President,

Wheekhair Motorcycle Association,

Brockton, MA

MURRAY FEINGOLD, M.D., Physician-

In-Chief, National Birth Defects Center,

Waltham, MA

SANDRA B. FLEISHMAN, Parent,
Project Director, A WOMB OF

DIFFERENCE Institute, Anti-Defamation

League, Boston, MA

BRUCE M. GANS, M.D., President,

Rehabilitation Institute of Michigan,

Detroit. MI

SOL GORDON, Ph.D., Professor

Emeritus, Child and Family Studies,

Syracuse University, Syracuse, NY

STANLEY I. GREENSPAN, M.D.,

Clinical Professor of Psychiatry and

Behavioral Pediatrics, George

Washington University Modica] School,

Washington, DC

HERBERT J. GROSSMAN, M.D.,
Professor of Ped lollies, Neurology, and

Psychiatry, Univ. of Michigan Medical

Center, Ann Arbor, MI

DAVID HIRSCH, M.D., Phoenix
Pediatrics, Phoenix, AZ
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me excited. I immediately started to
write to some of the organizations list-
ed in the resource directory so I could
make contacts for information.

I love your maga2ine!
California

III I want to commend you on the won-
derful job you did with the articles on
early childhood (February 1995). The
magazine provided a lot of really useful
information, and the stories from real
families about their child care experi-
ences were superb.

I want to correct several statements
in "Child Care and the ADA." Fast, with
regard to the "direct threat" excep-
tionin the ADA regulations on "pub-

, lic accommodations"a child may be
excluded only if he or she poses a
threat (defined as "a substantial risk of
harm") to others; a child cannot be
excluded because of risk to self. This
confusion has arisen because the ADA
regulations dealing with employment
allow the exclusion of individuals who
pose a risk to themselves.

It is also a bit misleading to say that
continued on page 6

GOODWIN D. KArart, Former
Executive Director, Rockland County
Center tor the Physics/1y Handicapped,
Pomona, NY

SUSAN M. KLEIN, Ph.D., Profesor
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JEAN B. McGREW, Ph.D.,
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EDWARD NEWMAN, Pb.D., Professor,
Temge University School of Social
Administration, Philadelphia PA

BEM PENDLER, M.S., Parent,
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STEVEN P. PERLMAN, D.D.S.,
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Boston University School of Dentistry,
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HARVEY PRESSMAN, President,
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SIEGFRIED M. PUESCHEL, M.D.,

Parent, Prof. of Pediatrics, Brown Univ.

School of Medicine, Providence, RI

PEGGY MANN RINEHART, B.A., Parent,

Director of Communications, Center for

Children with Chronic Illness and

Disability, University of Minnesota,

Minneapolis, MN
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of Pediatric Optometry, University of

Houston, Houston, IX

MARILYN ROUSSO, A.C.S.W., Director,
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Child Life Dept., Rhode Island Hospital,
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CAROL TINGEY, Ph.D., Parent,
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Graduate Dentistry, Boston University,
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"Appropriate movement,
not static positioning.
is the key to improved
health and independence."
The MOVE.* curriculum

CireA * 41

Walking with his father is now a daily joy for Duane Bazeley. Thanks
to his parents, teachers, M.OV.E.* and Rifton Equipment, Duane is making real
progress. The M.O.V.E.* curriculum teaches standing, walking, and functional
sitting skills to children with disabilities. Working in partnership
with M.OV.E.* founder Linda Bidabe. Rifton has developed a
complete line of equipment to support the M.OV.E.* program.
The M OVE curriculum Is copyrighted by the Kern Connty California
Superintendent of Schools and licensed to WOVE. International.

Take your first step today. Call 1-800-374 3866
for more information and a free catalog.

ia.Rifton
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continued front page 4
to exclude a child for this reason, a
child care provider "must document
efforts made to include the child."
Any decision about excluding a child
must be made using objective infor-
mationsuch as medical informa-
tionnot sheer speculation. If the
threat of harm can be eliminated
through reasonable accommodations
in the program, this must be done. In
any case, the "direct threat excep-
tion" is a very narrow one, and will
not ordinarily be considered a proper
basis for a child care program to
exclude a child.

As you mentioned in the article,
the Child Care Law Center provides a
number of publications on this topic.
I wanted to add that all publications
are also available in Spanish.

Abby Cohen, Managing Attorney
Child Care Law Center

22 Second St., 5th FT.
San Francisco, California

Happy, But He Shouldn't be Wet
Words cannot express the sorrow I
feel for Marcia Todhunter and her
family ("Wet, But Happy," February
1995). I don't feel this sorrow
because Todhunter's son, Ben, has
severe disabilities, but because the
family has encountered a person who
has the worst disability of allintol-
erance.

My six-year-old son is still in dia-
pers. 1 itave met some very ignorant
check-out clerks at our local retail
store where I buy diapers, but the
administrator in Ben Todhunter's day
care program really takes the cake!

Even if this school program is not
included as part of Ben's IEP,
Todhunter still has a tool she can use
on her son's behalf. It is the
Americans with Disabilities Act
(ADA). The ADA states that public
accommodations, including child
care centers, must make reasonable
modifications in policies, practices
and procedures to accommodate
individuals with disabilities. Helping a
child with toileting should be consid-

ered a reasonable modification. It
sounds like the staff is willing to help
this child; if so, they should stand up
to the administrator and let her know
she is wrong.

I am glad Ben is happy in this pro-
gram and that he is doing so well, but
he should not be wet.

MP, Illinois

Thanks for "Hop On!"
We were thrilled and inspired to see
Stephanie Royster's story ("Hop on!"
March 1995). Like Stephanie, our
three-and-a-half-year-old daughter,
Kelly, also has spinal muscular atro-
phy (or Werdnig-Hoffman disease).
Kelly got her power chair when she
was three and quickly mastered it. It
was wonderful to be able to show
her another child who is in the same
situation.

D.G., Michigan

Professional Praise
Although I am a professional (a
teacher of children with severe dis-
abilities), I find Exceptional Parent
much more interesting and informa-
tive than many "professional" jour-
nals. Keep up the good work.

C.H., Florida

Fathers' Voices
I have really enjoyed the Fathers'
Voices column in Exceptional Parent.
It makes me feel more like a real per-

continued on page 8

Tell us about...

...your views on and
experiences with various
educational options
(inclusion, special schools, etc.).

Write to: Readers Rilk, EXCEPTIONAL

PARENT; 209 Harvard St., Suite .903,
Brookline, MA 02146, (617) 730-8742
(jar). A sampling of reader responses
to this question will appear in a
future issue.

t
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For more information on Apple'
products, contact us at 800-600-7808,

800-755-0601 (TTY), or on the
Internet at applewdsg@eworld.com.
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continued from page 7
son to see so many of my thoughts
and feelings put into perspective. I
certainly appreciate James May's
efforts.

T C., Nebraska

Inspiration for a Support Group
My seven-year-old daughter is beauti-
ful, energetic and loving. A birth
irkjury left her with moderate mental
retardation, a severe seizure disorder,
attention wficit hyperactivity disor-
der (ADHD) and sensory integration
disorder. She was not diagnosed until
the age of five because she has
always been very healthy and in her
birth records, the hospital neglected
to mention that she was without oxy-
gel for 15 minutes after birth.

I hegan reading Exceptional
Pa, ent when my daughter's disabili-
ties were first diagnosed. A wonder-

ful doctor gave me my first copy. It
has been an excellent resource
very informative, even heartbreaking
at thries. I have yet to read an issue
that doesn't bring tears to my eyes.
The magazine has helped reduce my
feelings of isolation, fear, self-pity
and grief. It has given me the
strength and courage to do what is
necessary to improve the quality of
life for my family.

We live in a rural area, about 70
miles north of Minneapolis.
Resources in Minneapolis are inac-
cessible to us due to distance. I had
been looking for a parent support
group for two years but could not
find one within a 50-mile radius of my
home. After reading the September
1994 issue focusing on education, I
was inspired to begjn my own sup-
port group. I announced it in a letter

to the editor of our local newspaper
and our first meeting was held in
October. Nine people attended
three parents of older children, four
parents of younger children and two
special education teachers in our
school district.

Many professionals have offered
their services to lead discussions of
topics ranging from accessing ser-
vices to dealing with feelings of grief
and loss. We plan to form a sibling
support group and organize social
events. The school district has asked
me to write an article about the
group in their monthly newsletter.

I would like to help make your
magazine more available to families
in this community. I don't want to
part with any of my issues because I
reread them often.

J.L., Minnesota

TTING
Pacific International has been dealing with this major parasomnia and correcting it effectively for 44 years Men not caused by organic defect or

disease. When a proper correction is achieved with an enuretic (bedwetter), they may learn to sleep better or more normal. If you have a
bedwetter, you might like to see what Pacific International can do. jF YOU WAIT TILL IT'S EVIDENT ITS AFFECTED YOUR CHILD. YOU HARI

WAITED TOO LONG,
Bedweffing can cause a lack of self-image, self-esteem and lead to other problems. They
can't go to camp or stay over with friends without having fear or stress.
The wet bed is not the only problem. The child or adult who has the problem of bedwetting is sleep-

ing incorrectly and may not benefit from the REM (Rapid Eye Movement) sleep the way they

should.
The late Dr. Joseph G. Molner, Master of Public Health, recommended
our Program, as does Dr. E. Safapour, Master of Public Heanh and Dr.
Douglas Paimenter, Pediahiclan of 15 years. Send for our free booklet.

"Bedwetting - what it's all about and how to end it."
EQUALLY EFFECTIVE FOR ADULTS

01996 Polk Inlernaknol Ltd

"WE HELP SOME DOCTORS CHILDREN"

MAIL TO: Pacific International 555 Birch St., Nekoosa, WI 54457

NAME OF PARENTS

ADDRESS

CITY STATE ZIP

PHONE( AGE (age94to50coty)

EXP

ClrcI# 226
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Berkshire
Meadows

a place of "small miracles"

Nestled in the serene beauty of the Berkshire Hills in western Massachusetts,
Berkshire Meadows is a private, non-profit residential school for children and

adolescents who are severely developmentally delayed and may be multiply
disabled. Our program includes thorough medical, psychiatric and nursing care,

speech therapy and augmentative communi-
cation, behavior management, physical

, therapy, hydrotherapy and functional
communication. An innovative approach to
education includes sensory stimulation, self

care, and the development of precognitive,
cognitive, pre-vocational and independenta.

living skills. We have an open-door visiting
policy, with each client's family encouraged

to participate in their child's program.

hroughout all the programs at Berkshire Meadows is a commitment to improving each young
1 person's ability to communicate. For most of these young people, there has been no incentive to

communicate: their basic needs have been provided for, in one way or another, and they have in any event
been unable to express needs or wants in ways that other people understand. So the first task is to motivate
communication, which we do by offering choices - of toy, snack, drink, etc. By using pleasurable choices and
consequences, we provide even greater incentive to the child to break through his or her passivity.

I n general, the Berkshire Meadows staff use Total Communication with all the students that is, we use
a combination of sign language, facial expressions and words. However, for many of our students using

normal sign language is not feasible, so we develop individual augmentative communication skills. We
teach the use of mechanisms such as object displays, switch-operated scanning devices and VOCAs (voice
output communication aids) ranging from simple, pre-programmed devices to sophisticated computers
with speech synthesizers. Once a system of communication has been established, we ensure that family
members and all staff are trained to understand it, so that the student is spared the repeated frustration of
not being understood.

Concomitant with learning to communicate is the ability to impact one's own
life. For the youngsters at Berkshire Meadows, this is a primary step toward
psychological development and emotional wellbeing. We believe that all
children, no matter how severely disabled or mentally retarded, can make
progress, and that through careful assessment of all aspects of development,
con. Jered planning and teaching, round-the-clock structure, and a nurturing
environment, children can achieve their maximum potential.

For further information, please contact: Gail Charpentier, Executive Director,
Berkshire Meadows, 249 North Plain Road, Housatonic, MA 01236 (413) 528-2523

SiSC
Circle 0 10



Alpha-Mannosidosis; Telling a
Child About her Disease
My 10-year-old daughter has been
diagnosed with alpha-mannosidosis.
This is one of the lysosomal storage
disorders, progressive diseases in
which a defective enzyme causes bio-
chemicals (in the case of alpha-man-
nosidosis, oligosaccharides) to be
storedrather than metabolizedin
the body. Alpha-mannosidosis is simi-
lar to mucopolysaccharidosis (MPS),
but much rarer, affecting only a few
hundred people in the U.S. There is
no known treatment.

My daughter has been diagnosed
with alpha-rnannosidosis, type II, a
"milder" juvenile form. Her immune
system is probably affected; she is
undergoing testing to confirm this. She
also has a bilateral hearing impairment,
learning disabilities, mild mental retar-
dation and many physical difficulties.

I would like to hear from anyone
who has information on alpha-mannosi-
dosis, or who knows other families
dealing with this disease. I would also
like to hear how other parents have
approached the delicate situation of
explaining a disease like this to a
childwhen have you found it appro-
priate to do so, and how much informa-
tion did you volunteer? My ex-wife and I
have found it hard to agree on what to
tell our daughter. I'd especially like to
hear from other divorced parents deal-
ing with this issue. How have you han-
dled it, and how did it work out?

PM, Georgia

Colorful Brace Stockinettes
My daughter is almost four years old
and wears bilateral KAFO's (knee-
ankle-foot orthoses). She uses "brace
liners," cotton stockinettes that absorb
perspiration and prevent the plastic
part of her braces from sticking to her
legs. Although young, my daughter is
quite fashion-conscious and wants leg-
gings in different colors. We've tried
tights, but because the braces cover her
thighs, tights make diaperinWtoileting
difficult Does anyone know a source
for colorful brace stockinettes?

E.L., New Yolic
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Born Without Arms
My 18-month-old daughter, Kayla, was
born with amblia of the upper extremi-
ties; in other words, she was born
without arms. This is a rare physical
disability occurring once in every
450,000 births. Experts believe Kayla's
disability has no specific cause or ori-
gin; it just happened by chance.

I am looking for families who have a
child with this or a similar disability
who can give us insight and support We
would appreciate any correspondence.

PEA, Louisiana

EDIRDR'S NOM: SUPERKIDS NEWSISTIER

(60 Clyde St., Newton, MA 02160) is
a terrific publication full of useful
information and stories fram fami-
lies and kids who have limb disorders
like your daughter's. Subscriptions
are free (two issues per year). To help
families of children with similar
limb disorders find each other,
SUPERKIDS also publishes a directoiy;
$12 for families, $17 for profession-
als (includes postage).

Partial Trisomy
of Chromosome One
Our 16-month-old daughter has partial
trisomy for a portion of the distal long
arm of the first chromosome. Ashley
was born with a club foot; a CAT scan
showed that the corpus callosum por-
tion of her brain did not fully develop.
She currently receives physical therapy
and speech therapy; most of her motor
skills am at a six-month-cid level.

The doctors tell us this is a very rare
condition. We have been unable to
locate any other children with this
chromosomal abnormality. We would
like to hear from anyone who has any
information about this condition.

S.P & S.P, North Carolina

Dealing with Seizures
My wonderful son, Christopher, is
almost three years old. He scoots
around on his behind and is just
starting to stand by holding onto fur-
niture. His speech is limited to coo-
ing and babbling.

In July of 1993, Christopher had an
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MRI which showed that he had cere-
bral dygenesis; meaning roughly half
his brain is gone. He has had a nor-
mal EMG, and an abnormal EEG.
Chromosome tests have been normal.

Christopher has developmental
delays, hypotonia (low muscle tone;
mainly on the left side), slightly
clubbed feet, farsightedness and a
seizure disorder. His seizures are
controlled, for the most part, by
Dilantin. But now, when he does
have seizures, he stops breathing.

Are there any other children out
there like Christopher? I want to
know how other parents deal with
the seizures. In particular, how do
other parents sleep at night?
Christopher is on a monitor right
now, but it's showing he has some
apnea. I want to know how far this
might go, and what we can expect.
Right now we don't have many
answers and it would be nice to
know that we are not alone.

D.R., Wisconsin

Adams-Oliver Syndrome
rm a 21-year-old mother in search of
information on a rare genetic disorder
known as Adams-Oliver syndrome,
which involves congenital scalp, skull
and skeletal defects. My one-year-old
daughter was born with aplasia cutis
congenita on the top of her head; this
means that the skin in that area did
not develop. That has healed over. In
addition, her toes are very short.

My daughter's case is unique
because she has severe brain darn-
agenot typically associated with this
syndrome. However, doctors say that
her brain damage may be related to
the syndrome, occurring as a result of
deformities of the veins in her brain.

My husband and I have done as
much research as we can. We know
there have been only 40 cases of this
syndrome reported since it was first
diagnosed in 1945. Some of these
cases included vascular deformities,
but none as severe as our daughter's.
We are looking for any information
that may help us help our daughter.

E.L., Arkansas
conlin On rage 12



tBack and forth, in

and out of dinven-

tional hospitals and treatment

programs. Because complex

behavioral issues frustrate

treatment of a young child's

neurological deficits. Our

unique medical and behavioral

approach can break the cycle

of multiple failures.

4.

_

-

4

-

A

'04

Hospital for Children and Adolescents 9407 Cumberland Road New Kent, Virginia 23124 1-800-368-3472
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Kartagener Syndrome
I am the mother of a five-year-old
boy who has inunotile cilia syn-
drome, also known as Kartagener
syndrome, a genetic disorder char-

, acterized by chronic sinusitis and
respiratory problems.

My son gets frequent respiratory
infections and is often hospitalized
to have intravenous antibiotics. He
has asthma and a speech delay.

My husband and I have not
found any other families dealing
with this syndrome or many doc-
tors who know much about it. We
are looking for any information,
and contact with other families to
start a support group.

B.U., Michigan

Chromosome 10p
We have a two-year-old son, Jake,
who has been diagrmed with a P
deletion of chromosome 10. Jake has
a severe hearing impairment, multi-
cystic dysplastic kidney disease and
global developmental delays.

We are seeking information about
the tenth chromosomewhat infor-
mation is stored there and what are
the effects of a deletion? I want to
hear from other families who have
dealt with abnormalities involving
chromosome 10.

J.S., Calitblnia

Search and Respond is an opportunity for our read-
ers to exchange information about their practical
emeriences meeting the everyday challenges of life
with a child or adolescent with a disability. We also

emect parents to ask appropriate professional&
Please indicate whether the letter is a search or

response. Ifa response, be sure to note in which
issue the original Search letter appeared. All
responses are forwarded to the writers of the Search
letters; some are published. Published letters may be
edited for purposes of space and darity.

Write or fax
Search or Respond, Exceptional Parent

. 209 Harvard Street, Suite 303,
Brookline, MA 02146-5005
Fax: (617) 730-8742

For information about specific disabilities, contact
the National Organization for Rare Disorders
(NORD), 100 Rt 37, P.O. Box 8923, New Fairfield, CT

06812, (800) 999-NORD, (203) 746-6518. ALlo, see

"National Resources for Specific Disabilities and
Conditions" in Eyawnovic Powes 1995 Resume
Guide (January 1995).
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Loud Noises in Public
G.W & J.W. (December 1994) have a
six-year-old daughter, Kaitlyn, with
seven intellectual disabilities. Kaitlyn
does not talk, but makes loud noises
and high-pitched screams; her parents
worry about how these noises will be
handled when she starts kindelgarten
next year They wanted to hear from
anyone who has dealt with a child
who has similar characteristics, anti
were especially interested in sugges-
tions for getting Kaitlyn's noises
"down to a reasonable pitch."

I began to write to you after reading
your letter, but with our busy lives, I set
my response aside and never finished it.
I wish I had, especially after reading the
response that was published in the
March 1995 issue. D.T. from lexas,
whose daughter also screams in public,
said she and her husband had decided
against forcing their daughter to modify
her behavior"These screams are [her]
only means of communication... This is
one area where society will have to
make the adjustments." fd like to offer
another opinion.

Our son, Danny, will be five this
summer. Like your daughter, Kaitlyn,
he enjoys picking things up and drop-
ping them. He also has a constant
need to touch things and bring them
to his mouth. Danny is unable to
speak; when he becomes frustrated,
he bites his shirt. He also Screams a
high-pitched scream.

Danny began screaming when he
was a year old. As he .got older, the
screaming became louder and more
frequent. I would have loved to have
said, "Well, society can just deal with
it," unfortunately, society and our edu-
cation system don't work that way.

Danny attends a special school that
is part of the public school system.
You can imagme how thrilled we were
when his teacher told us he felt Danny
was ready to attend a preschool class.
We thought, "He's on his way now." He
began the transition by attending this
class every Friday for a month.

My heart sank when Danny's
teacher told us that the preschool
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teacher felt Danny's screaming was dis-
ruptive to the other children; she was
not sure he should attend her class full-
time. I knew that by law, Danny had a
right to attend her class. But why
would I want someone teaching my son
when she felt he was a burden?

On a routine visit to the doctor,
Danny started his screaming. The
doctor asked if this is what we had
been telling him about for the past
three and a half years.

I said it was.
The doctor said he wanted to try

something. He turned Dan's chair to
face him and used a strong tone to
tell him that screaming was inappro-
priate behavior.

I was appalled. We had been going
to this doctor for almost five years; he
knew the screaming was Danny's only
way of communicating. But then I
realized that Danny had stopped
screaming es soon as the doctor rep-
rimandet; him.

After that doctor's visit, my husband
and I took a long, hard look at our-
selves and the way we disciplined our
son. We asked ourselves if Dan under-
stood us. The answer was "yes." Then
we asked whether we would allow our
other three children to sen ara or
make loud noises for no apparent rea-
son. The answer was "no."

We realized we were treabng Danny
differently because of his special needs.
So we began to give him a time-out
every time he screamed, by putting him
in a chair. This was very hard for us to
do. Every time I placed him in the chair,
my heart would break

It's been four months since we
started doing this. Now, Danny only
screams once in a while. When he
does, I can tell him that if he
screams again, he'll get a time-out.
Normally, he won't scream again.
This also works in public. If I warn
him, he'll stop. If he screams again,
he gets a time-out. His teachers are
amazed at the difference in his
behavior. Very rarely does he scream
at school because they also have a
time-out chair.
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The best part is this: now that we no
longer accept Danny's screaming as
communication or as part of his dis-
abilities, he has started to use sign lan-
guage. He now signs "yes" and "no,"
and when he wants our attention; he
uses appropriate ways of getting it.

This may or may not help you; every
child and family is different I don't
know you or Kaitlyn, but I thought you
might like another idea instead ofjust
expecting others to accept her scream-
ing. I love my son with all my heart and
want all the opportunities in the world
for him. I learned that. by letting Danny
scream, I was taking some of these
opportunities away from himoppor-
tunities to make friends, to communi-
cate better with the people around him
and to learn in a regular classroom. I
don't feel like we made our son con-
form to society's standards, but that we
taught him he must behave at home
and in public in the same way we
expect our other children to behave.
He has grown from this experience,
and so have we.

D.B., Micnigan

Undiagnosed
D.N. (March 1995) was seeking a
diagnosis for her three-year-okl
daughter's condition.. Amanda was
born with extremely low muscle tone,
dislocatable hips and hypermobile
joints. She began walking indepen-
dently with the use of ankle-foot
orthoses (ADDs) just before she turned
two. Based on a muscle biopsy, doc-
tors believe she has Duchenne muscu-
lar dystmphy. However, D.N. has
doubts about this diagnosis because
this type of muscular dystrophy is
mre in females, is not evident at birth
and leads to elevated creatine phos-
phokinase (CPK) levelsAmanda's
CPK levels are normal.

I read your letter out loud to my
husband. When I got to the part
where you said "I have a strong feel-
ing that one of the readers of
Exceptional Parent has seen a child
like Amanda," my husband sarcasti-
cally replied, "No, we've never seen

anything like that..."
Two of our three children have a

connective tissue disorder called
Ehlers-Danlos syndrome (EDS). Has
anyone considered this syndrome as
a diagnosis for Amanda?

EDS causes extreme joint laxity
and dislocations in some children.
Brynthea, the first of our two children
to be diagnosed with EDS, was tested
for the disorder after I told her pedia-
trician that she would pop her hips
and shoulders in and out at will to
gross out her sister and brother. She
was slightly delayed with sitting and
crawling.

Good luck to you. It must be terri-
bly hard to search for a diagnosis. It's
hard enough having one!

R.K, Pennsylvania

We saw our own experiences mir-
rored in the letter from Amanda's par-
ents. Our son was born in May 1984
with low muscle tone, joint hypermo-
bility and velvety skin. Like Amanda,
he started walking after getting AF0s.
Our doctors considered muscular
dystrophy as a diagnosis, but he did
not fit all the criteria. Fmally, the
genetics specialist decided to investi-
gate a connective tissue disorder
called Ehlers-Danlos syndrome
(EDS). A tissue biopsy confirmed this
diagnosis. There are about 15 differ-
ent sub-types of this disorder.

The Ehlers-Danlos National
Foundation was established by Nancy
Rogowski and her husband in 1985.
This foundation is art enormous sup-
port for anyone who has EDS or
knows someone who does. The foun-
dation can refer Amanda's family to
resources for diagnostic testing. If
Amanda is diagnosed with EDS, they
can put her family in touch with oth-
ers in their area

D.D. & M.D., Iowa

Emmu's Nmv: 77w Elders-Danlos
National Foundatim may be can-
teeted at PO. Box 1212, Southgate,
MI 48195; (313) 282-0180, (313)
282-2793 (fax).
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SPECIAL KIDS
LOVE OUR

SPECIAL EDITION.

The AmTryke, designed to give
physically challenged children their
first set of wheels, is just one of
many AMBUCS achievements.

AMBUCS provides fun, innovative
service opportunities for people who
want to help their community, but
who dont necessarily have a lot of
spare time. By working together,
AMBUCS volunteers make their spare
time go a long, long way.

If youve Llways wanted to help
others, but you could never find the
time to make a big commitment,
AMBUCS suggests you make a small
commitment instead. Call us about
membership opportunities or for in-
formation on our AmTryke.

AUMFIEWICS
creating Independence For People With Disabilities

CALL

1.800.838.1845
8:3BAM-5PM EST

Circle *223
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Crisis
Poetry and photos by Galen Lowe

Take two aspirin and call me in the morning; life should be so .

simple. My ten-year-old son Brennen has a fever and is unable
to swallowswish and spit, swish and spit, over and over.

This is new, something different. I call the doctor's office.
The nurse's voice sounds measured, reluctant to squeeze yet

another patient into an already overcrowded schedule. "Well, if he
can't swallow, I guess you'd better bring him in." Brennen is list-
less in the car; he staggers like a drunk across the parking lot and
into the doctor's office.

I never imagined how sick a child could be. I never imagined I
would hear a doctor saying, "The next few minutes will be critical.
If we don't work fast, your son may die."

The next few minutes have stretched out for three yews. We've
seen times of crisis, as well as times of peace. Brennen had fallen
prey to an infection that made his epiglottis, the skin-sized flap
that closes when we swallow, swell up to the size of his thumb. He
could not breathe without a tube running down his throat into his
lungs. His mouth taped shut around the
tube, he could not speak. Nights were hard.

Apples
If I have to go

back to the hospital again

to be with my son,
I'll always take my knife

Because there is never

anything sharp enough

in the parents' kitchen

to cut up the apples
that frustrate several

plastic knives before

yielding finally to
the blunt edge of a spatula
I find behind the
microwave.

When all I want

is a slice of normal life

like apples

in my cereal

for breakfast.

A sticky fluid began building up inside his lungs; a respirator was
brought in to help him breathe. Scared, I wrote "Kites" at 2:08 in
the morning while Brennen was lying awake in his hospital bed,
exhausted, and trying to cough around his breathing tube.

Brennen spent two weeks in intensive care, recovering from
that infection only to have his body's white blood cells rise up in
rebellion against him. Leukemiaanother year in and out of the
hospital. Now, fortunately, chemotherapy, radiation, shots and a
never-ending supply of pills have finally laid this beast to rest.
Brennen is now six months out of treatment, and confident he'll
never be back.

As parents of children affected by disability or disease, we face
challenges that force us to reach deeply inside for resources we
may not have known existed. For some, the challenge lasts a life-
time; for others, the experience plays itself out over a much shorter
segment of time.

These poems are expressions of what it was like to be with my son
in the hospital while he was living with the
agony and frustration of cancer...
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Nighttime
on the

Pediatric Fi0Of

We

are the parents

who wait
unnerved

rocking and holding

waiting and hoping
our courage prevails

our dreams

reveal

a pearl

in place of
peril .

Brennen Lowe with sisters, Kelsey
and Siena.

I Don't Feel
I don't feel
like doing anything

except th,t things

I need to do to suMve.

I eat, sleep, dance

and look for comfort
in the presence of friends

I care for.

The rest of my world,
the part composed
of responsibilities,

is piling up around
me untouched

as mountains reaching

toward heights
I yonder
if I shall

ever hreach.
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The Quilt
A Requiem
Whose hands will make the quilt

whose hands will lcwingly stitch
the fabric, fold the cloth

color in details of the faces
loni3 since gone, of our children

vino died young, from cancer?

What field will lie covered
by great squares laid out

open to the mercy of a
fickle wind that may

at any moment crumble
our memories, as it has their lives?

Whose hearts will lie open in sorrow
disbelief at the premature

harvest of life

whose hands thrust deep into pockets
or held tight behind backs

will hold tears of sorrow
at the injustice of our loss.

This poem was written after

viewing the AIDS quilt.

rk

Despite his many tubes, Brennen plays plenty of
Nintendo.

Fathers' Voices is a muter feature Of EXCEPnONAL PARENT

nzagazine This column, coordinated by James May, Project
Director qf the National Father's Network, focuses on fathers'
experiences rearing children with specicd weds. Your contri-
butions to this column are encouraged.

For more information about the National Fathers' Network
(MID or to noceive their newsletter, write or call; National
Bothers' Network, The Kindering Center, 16120 N.E. Eighth
&met, Bellew WA 98008, (206) 7474094 or (206) 284-9664
(fax). Funded by a Maternal and Child Had& Bureau grant,
the NF N provides netwmicing opportunities for fathers; devel-
ops support and mentoring programs; and °W."'
tura promoting fathers as signifiaint, nurturir people in
their duldrenis and families' lives.

Just about to leave the
hospital, Brennen is already
thinking about his next
ballgame.

Kites
When it hurts, Above, lifting you
do you ever and your hand
tTy to think up out of bed, calling
of kites tied you to run free
not to tubes to a place
but to strings? where leaping

sideways
And about how
one of these You can dance
strings, one slender laughing
thread of white in the shadow
against the blue, of their tails?
dips down from

(Clockwise from left)
Kelsey arid Galen Lowe,

Janice Done Lowe,

Brennen and Sierra Lowe
and Julia Conti.

Galen Lowe lives in
Southwest Harbor,
Maine with his wife,
Janice, and step-
daughters Nikki, 13
and Julia, 12. Galen's children., Brennen, 1,7, Sierra, 7,
and Kelsey, 15, live alternate weeks with Lowe and his
former wife, Linden O'Ryan. Brennen's hobbies include
soccer and competitive swimming as a member of the ,
Mt. Desert Island YMCA swim team.

P

EDITOR'S NOTE': As EXCEPTIONAL PAIWItIT was going to pres
we learned that Brennan had suffered a relapse of
leukemia. Doctors hope he will be able to undergo a bone
marrow transplant in the coming months.
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Thomas Strax
Learning to stand

Thomas E. Stmx, M.D. is medical director of the JFK
Johnson Rehabilitation Institute in Edison, New Jersey.
He is also a pmfessar and department chair at Robert
Wood Johnson Medical School and serves on the board of
directois for United Cerebral Palsy of New Jersey. Strax,
53, gmduated film New York University School of
Medicine in I 967. He has a 24-year-okl son and 25-year-
old daughter

The following was adapted film a recent interview
between Strax and Andrea Kamens, an intern at
EXCEPTIONAL PARENT.

I'm old enough to go back to a time when parents were
overprotective and ashamed of children with disabilities.
Children with disabilities did not attend school or play in

the neighborhood. However, my parents had the radical
idea that if I was going to exist in a hostile society, I should
be integrated into that society as early as possible. My par-
ents treated me like they treated my two able-bodied sis-
tersas a child who had to learn to become independent
and not as one to be pitied or coddled.

I was born a mess. I was a breach delivery, with a pro-
longed stage 2, which means not enough oxygen reached
my braina hallmark cause of cerebral palsy.

When I was growing up in Queens, New York in the
1940s, public schools did not admit "handicapped children."
Although I don't know the detaiLs, my parents took the
issue to court and I ended up at a public elementary school.

I was always around able-bodied children my own age.
My mother started a Cub Scout den with neighborhood

Dr. Thomas Strax consults with attending physlatrist mhabiIita-

tion specialist) Dr Sara Cuccurullo at the JFK Johnson
Rehabilitation Institute In New Jersey, 1994.
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kids, and, when I was 11, sent me to a "normal" sleep-
away camp.

At camp, my counselor set up sports so that the team
that chose me was never at a disadvantage. In baseball, I
had a substitute runner. If I got tired on a hike, a coun-
selor carried me on his back.

Fitting in
During my first day at Bayside High School, we had to write
our family history on little cards. Since I couldn't write that
small, I asked the guy next to me for help. It turned out that
he became a class leader. When we became friends, I
became one of those fortunate ugly ducklings who got into
the "in-crowd."

I couldn't always rely on luck. When it came to dating, I
had to hold my own. Once, I asked the best looking girl in
carnp to a dance. She said yes. What I didn't know was that
all the other guys were drawing straws to see who would
get to ask her. I got beaten up, but I had a great time at the
dance.

Another girl I had dated asked me, after a good night
kiss, "Can you have sex?"

I asked back, "Can you?"

RUles of life
Middle adolescence was a lonely time, because my friends
had girlfriends and I did not. But, college was an equalizing
experience.

Someone once asked my college roommate, "What do
you do special for Tommy?" He said, "When Tommy falls
down, I kick him." That may be facetious, but it's vital that
children with disabilities learn the rules of life. Sometimes,
that means letting them get hurt.

One reason it is hard for people with disabilities to get
jobs is that becoming employable involves a tremendous
number of social skills. If you haven't been able to grow
socially with your peers, you can't make it as an adult.

To become an adult, you have to find your own identity.
Able-bodied children do this by trying on different identities
until they find one that fits. I did the same thing.

The family business
I always wanted to be a physician. There are 10 in my
immediate family, most of whom went to New York
University (NYU). My father, Selig Strax, is a famous sur-
geon; my uncle Phil won the Sloan Kettering Award for
research in breast cancerit's the family business.

It didn't always look as if I was going to make it
though. When my parents first tried to get me into grade
school, the superintendent said I had an IQ of 40 and
should be institutionalized.

Physical issues were so pressing that, for a long tinw,
no one knew where I was intellect ually. My grades were
Cs and D's. In the early days, my report cards just
marked me "present." Then, in high school, I grew into



physical maturity and began earning
2Vs and B's

,When I applied to medical schools,
reactions varied. During one inter-
view, I was told, "How dare you
waste my time when there are able-
bodied people who want to get in!"

My first rejection came from Albeit
Einstein College of Medicine in New
York. However, soon after, I received a
call from the dean. He wanted to know
why someone with cerebral palsy felt
he could handle medical school. I told
him; two weeks later, I received my
letter of admission.

In the end, however, I went to NYU,
following in my family's footsteps. To
my knowledge, I was the second per-
son with cerebral palsy to formally
practice medicine.

Thrust into activism
Since becoming a doctor, I have also
become an activist. I had no choice. I
was one of the first children with dis-
abilities to be mainstreamed in the
New York public schools. In college
and medical school, I was the only
person with a disability on campus. I
became a symbol, a ci people used
me to decide whether or not to let
others follow.

Sometimes, it makes me angry It's
easier to deal with a group as if they
were homogeneous, but we're not.
Each person should be evaluated as
an individual and not by anyone else's
success or failure.

In my field, a disability is some-
times seen as an advantage. Many
patients believe someone who has a
disability will be more empathetic
about. injury or illness.

However, I don't think I make a bet-
ter physiatrist (a specialist in rehabili-
tation medicine) because I have a dis-
ability, any more than a woman
makes the ideal gynecologist. You
don't have to experience something to
understand it, nor does experience
guarantee empathy.

Not "handicapped"
In 1973, during a speech, I "defined"
three words we often misuse

"unpairment,"
"disability" and
"handicap." I
later helped
write these
definitions into
the Americans
With Disabilities
Act (ADA).

An "impair-
ment" is some-
thing you don't
have, such as
full strength in
your leg. A "dis-
ability" is some-
thing you can't do because of that
imdairment; you can't walk fast
because of your weak leg.

A "handicap" has to do with func-
tional need. If you are going to be
CEO of a major corporation, wal'-ing
slowly is not a handicap. If you're
going to be a patrolman chasing
down gangsters with your bad leg,
then, you are handicapped.

In the 1970s, ; was asked to
appear in television commercials for
the national United Cerebral Palsy
Associations. I agreed, but demand-
ed I be treated as a competent pro-
fessional. I appeared as a doctor
examining patients. It was the first
major media commercial not to use
the word "cripple" when describing
someone with a physical disability.

Dr. Thomas Strax

was named medical
director of.the JFK
Johnson
Rehabilitation
Instrate in New
Jersey in 1985.

Changing times
I've seen, and effected, a lot of
changes in our society. I introduced
reverse mainstreaming to JFK
Medical Center's child care and pedi-
atric rehabilitation programs so chil-
dren with and without disabilities can
learn and play together. I've helped
students gain admission to exams and
graduate programs by insisting they
be judged on their individual merits,
not their disabilities.

I hope I have gone from being "the
only one" to being just the begin-
ning. I am glad to see that today,
niany more parents are raising chil-
dren the way mine did, to stand on
their awn. EP
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Language Master 6000
SPECIAL EDITION: $490.00
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Picture Communication Book: $85.00
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Communication System
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The Baby Jogger°
Mobility and comfort combine for
both parent and child! The Baby
Jogger offers new models to suit a
variety of special needs. Go
anywhere with the ultimate
all-terrain stroller. Travel over
gravel, grass, curbs,even sand and
snow with °The stroller for runners."
Trips to the beach or park are easy
with the smooth-rolling three wheel
design. Models available for
children of all ages. Folds easily for
transport, adapts to seating inserts.
FREE BROCHURE.

Racing Strollers Inc,
POB 2189, Yakima, WA 98907

1-800-241-1:14
Safe, stable, endorsed by pediatricians.
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The Telkamp kids enjoy a wagon ride near their home In
Hawthorne, California. Seated in the wagon are (from left) Alex.
4, and Christopher, 2. Standing next to the wagon is Alex's
twin, Julie. Alex has hydrocephalus, cerebral palsy and cortical
blindness; he enjoys school, wagon rides and being told how
very handsome he is. Christopher, who has autism, Is a big fan

of Barney the dinosaur and cheese puffs.

Would you like to share a favorite candid snapshot or slide of your
child and/or family with other readers of EXCEPTIONAL PARENT? Send it to:
Readers' Photos, EXCEPTIONAL PARENT, 209 Harvard Street, Suite 303,
Brookline, MA 02146. (Sorry, photos cannot be returned.) On a separate
sheet of paper, write your child's full name, age at the time photo was
taken, address and daytime phone number, and identify everyone in the
photo. If you like, you can also write a few sentences about your child.
Then look for a familiar face In an upcoming issue!
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Four-year-old lyler Nakonechy
lives In Grand Forks, North

Dakota with mom Mickie, dad
Perry and little sister Monne.
Mickie says that Tyler, who has

cerebral palsy, is "a little boy of
few words but many smiles
the biggest of which are saved
for his daddy!"

.Michael *Win, 3, prcpares to
...f011ow his right shoe down the

alide on his backyard jungle
gyin. Michael, who lives in
Use, Oklahoma, has tuber-

; AV, schirosle.
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CO MMUNICATION

Saying it a Different Way
"Problem behaviors" may be a means of communication

Ashley's parents had come to dread
dinnertime. Almost every evening,
the family's meal was interupted by

Ashley's Idcking...screaming or throwing
of silverware. Her behavior made it
impossible for the family to eat at their
favorite restaurant or go to relatives'
homes for holiday dinners. Her parents
were desperate for a "solution" to these
disruptive behaviors that held them
captive in their own home.

Ashley, a friendly two-year-old girl,
has difficulty using and under-
standing language. Like most chil-
dren who cannot use language to
tell others what they want, Ashley
has found alternative methods of
expression. Unfortunately,
Ashley's "words" include throwing
toys, hitting, scratching or having
a "temper tantrum."

Scolding doesn't work
Although it is tempting to simply
scold a child whenever an inap-
propriate behavior occurs, this
approach has its problems.
Responding to a child's disruptive
behaviorseven by yellingoften
gives the child something he or
she wants, like your attention.
This may encourage the child to
repeat the behavior.

There are other reasons why
verbal requests or reprimands are often
unsuccessful in helping children with
communication problems improve their
behavior. First, children who have
diffic, llty understanding language may
not understand a parent's words.
Secondly, because a child with commu-
nication problems has difficulty using
'anguage, what a parent perceives as
"problem behavior" may be the child's
primary means of expression. It iS
difficult. to eliminate a negative behav-

by Judi Rosenstein and Jan Turner

ior if it is the child's only way to com-
municate a particular message.

What is the child "saying?"
Several steps are involved in determin-
ing the communication needs served by
a negative behavior such as hitting,
screaming or temper tantrums. Begin
by identifying situations where the
behavior most often occurs. Then, plan
to watch for instances of the child using
this behavior in these situations. While

Children with communciation problems often
need to learn alternative methods of expressing
themselves; Byron tends to cry and have
trintrums. Speech-language pathologist Judy
Rosenstein teaches Bryon to indicate he wants
to blow more bubbles by signing "more."
Byron's mother and siblings are also learning
sign language.

watching, note what happened immedi-
ately before the behavior began and
what happened immediately afterwards.
See if you can figure out whether the.
child "got" something as a result of the
behaviorlike attention or a second
helping of a favorite food. Getting
something you want as a result of ming
a specific behavior is sometimes called
"natural reinforcement.'

Once you have determined what. the
child is communicating with the prob-

598

lem behavior, you can try to teach more
"appropriate" ways to convey the same
message. Socially-acceptable alterna-
tives might include gestures, pointing to
pictures, formal sign language or the
use of specific words or sentences.
Appropriate professionals, such as
speech-language therapists, can help
you choose the best alternative(s) for
your child. Whatever alternative or
alternatives are chosen, it is important
to make sure the child has the ability to

use these methods, and that oth-
ers can understand them. If possi-
ble, offering children multiple
modes of expression usually
increases their power to affect
their world, and consequently,
decreases behavior problems.

How does it work?
Let's see how this plait worked for
Ashley and her family. Ashley's par-
ents began by discussing the prob-
lem behavior with professionals
who were already involved with
their daughterher teacher, a
speech-language pathologlst and a
behavioral psychologist. As a team,
they decided to focus on the prob-
lem behaviors of hitting, screaming
and throwing things, because these
behaviors always occurred togeth-
er. Ashley's parents told the team

that these behaviors most often occurred
at mealtimes. After observing Ashley's
mealtime behavior over the course of a
week, her parents noticed that Ashley's
negative behaviors often occurred after
she saw her brother eating one of her
favorite food.s. Ashley's "tantrums" often
resulted in somebody giving her a second
helping of that food. Her parents also
noticed that Ashley exhibited similar
behaviors at other times, when she wanted
toys that were out of reach or an object

matinued on page ;.).!
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CO IIIIMUNICATION

Timothy is learning how to follow directIons
Today's lesson is "setting the table."

conlinwIlfinni page 21
someone else was using

Ashley's parents decided that
tantrums were her way of making
requests. Other people had trouble
understanding Ashley's unclear speech,
but everyone responded quickly when
she started hitting, screaming and
throwing things. In a sense, Ashley's
communication needs were satisfied
with these behaviors.

Ashley needed to learn to make
requests in a more socially-acceptable
way. Because her speech was still
unclear; the team decided to introduce
pointing as a way of making requests.
Her parents began this process by pair-
ing the new way of asking for some-
thing (pointing) with the old way
(tantruming). Whenever Ashley used a
tantrum to make a request, her parents
pointed to and named the object they
thought she wanted.

By using words with pointing,
Ashley's parents were trying to give her
an example of the words she could use
to make a request. Because Ashley
rarely used words, or combined words
in sentences, her parents used single
words, such as "cookie" or "car." This
language "model" was basic enough
that Ashley could attempt to imitate it.
And the pairing of pointing and speak-
ing showed Ashley that both ways of
requesting meant the same thing.

Next, Ashley's parents started helping
her use the new way of making requests.
If Ashley didn't try pointing before begin-
ning her unacceptable behaviors, her
parents moved her hand to help her
point toward the object they thought she
wanted. Then they named it and gave it

22 EXCEPTIONAL PARENT / M AY 1995

to her. In this way, getting
the object she wanted
became a "natural rein-
forcement" for pointing.

At first, Ashley only
pointed to objects when
her parents prompted her
to do so. Later, she began
to use pointing without a
promptthough still not
consistently. Once Ashley's
parents were sure she
understood this new way of
making requests, they

began trying to ignore her tantrums.
They accepted any socially-acceptable
attempt at making a request, and "rein-
forced" these appropriate behaviors by
giving her the object she wanted.

Gradually, Ashley learned that she
could get what she wanted by pointing or
trying to talk, but not by using tantrimis.

More power through words
Increasing Ashley's vocabulnry, both the
words she can understand (often called
"receptive vocabulary") and the words
she can use (often called "expressive
vocabulary"), also gives her more
options for communication. Over time,
she will begin to use the words her par-
ents say when they encourage her to
point. She will learn that words are
more specific than pointing, and, there-

fore, more powerfulespecially with
people who don't "read" her non-verbal
signals as well as her family.

Positive changes
As Ashley has learned more appropriate
ways to conununicate her needs, her
parents and teachers have seen a dra-
matic decrease in negative behaviors.
However, because communication is
still difficult for Ashley, she sometimes
reverts to using dismptive behaviors
when she is tired or under stress. At
these times, her parents try their best to
avoid "rewarding" these negadve behav-
iors by giving her what she wants.
Instead, they encourage her to try using
a gesture or a word. EP

Judi Rosenstein, M.S., CCC-SLP is a
speech-language pathologist at Kennedy
Krieger Institute in Baltimore,
Maryland. She evaluates and treats
children and adolescents with commu-
nication disorders, and behavior prob-
lems and communication disonlers.

Jan Thrner, Ph.D., CCC-SLP is direc-
tor of the Speech and Language
Department at Kennedy Krieger
Institute. She is particularly interested
in language disorders associoled with
learning disabilities, and with the
difficulties some children have in story-
telling or conversational intenwtion.

Communication Problems

Communication problems, like behavior problems, can occur alone or along with
movement, learning or emotional problems. In fact, behavior problems may be

the result of undiagnosed or untreated communication problems. Children of any
age may have communication problems or behavior problems, or both, although
communication disorders more often are diagnosed in younger children.
Communication difficulties that begin at an early age may persist as a child grows
older, or a communication problem may become evident for the first time as older
children face increasing communication demands with peers, at home or at school.

Many families may find that the techniques presented in this article will be helpful
in resolving their children's behavior problems. Some families will be able to apply
these principles on their own, while others may find it more beneficial to work with
professionals. Experienced "outsiders" may have an easier time identifying );roblem
behaviors and the situations that trigger them. In any case, it will be easier fol child
to learn new communication modes if all adults involved with the child on a ,,zular
basi5including teachers and other professionalsare involved inthe effor. to teach
and reinforce these methods.

Children whose actions are severe enough to cause injury to themselves or others need
immediate professional help. Parents who are not sure about the seriousness of a child's
behaviors should discuss the behaviors with medical or educational professionals.

Children who may need more elaborate or electronic communication systems can
be referred to appropriate specialists for these services. (See "Getting Started with
Augmentative Communication," page 34.)
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CO MMUNICATWN

TURN-TAKING:

A Giant Step to Communicating
by James McDonald

Children learn to communicate by
taking an active part in interac-
tions, not by simply listening to

adults, or being "taught" words.
Staying in conversations is so natural
for us that we don't think about it, but
children with developmental delays
often need a great deal of practice tak-
ing turns with movements and sounds,
even before they start to talk.

Most babies learn reciprocal turn-
taking (back-and-forth interaction
between partners who respond to
what the other does and says) through
natural interactions with adults
exchanging funny faces and sounds,
waving "bye-bye" and playing "peek-a-
boo." Turn-taking soon becomes a life-
long habit.

But turn-taking can be difficult and
discouraging for some childrenespe-
cially if adults take most of the turns.

Adults often find it difficult to wait for
slower children to respond, but wait-
ing is one of the most important ways
to help children learn to communicate.

What children learn
from turn-taking

Here are five important things a child
can learn by taking turns:

How to initiate interactions. Some
adults have a tendency to start and to
take over activities and conversations;
this can cause children to become pas-
sive observers or followers. If children
are encouraged to take the lead fre-
quently, they will learn to choose their
own activities and topics.

How to imitate others. Children
learn a lot by imitating, or attempting
to imitate, what other people do.
When we engage in back-and-forth
interactions with a child, using

Becoming Andrew's Playmate

U ntil he was three years old, Andrew was an isolated and
physically defensive child with autistic characteristics. He

communicated only with screams. I hoped he would learn bet-
ter communication skills once he got to school.

During a chaotic first year of preschool, we were able to find
ways to help Andrew stay calm. However, he still didn't interact
with other people, and his communication skills didn't
improve.

Then I learned how important it was to play with Andrew in
ways he could play. I wanted Andrew to learn to take turns,
and I started by imitating his actions. Resistant at first, Andrew
eventually began imitating me and enjoying our contacts.

I had never thought about all the little things Andrew did; I
just wanted him to talk. But I was starting to realize that
Andrew's every sound and movement could be an important
step in learning to communicate.

We took turns making funny sounds and body movements.
When watching TV, we'd point and squeal at the Muppets and
other "friends." In the kitchen, we'd take turns getting a drink or
putting away silverware.

Once I realized that Andrew would not learn to communi-
cate unless he interacted more with people, I started trying to

ontions, sounds or words, the child
feels motivated to imitate.

How to respond creatively. Although
learning to imitate is important; chil-
dren will enjoy interaeions more if
they feel free to respond in their own
ways, without fear of failure or criti-
cism. A child's actual responses are
not nearly as important as the fact
that he is getting practice taking turns
and learning to prefer being with peo-
ple more than with things.

How to use actions in useful and
meaningful ways. Before they learn
to talk, children need a lot of practice
trying out different actions and
sounds. Turn-taking interactions give
children opportunities to try out new
actions and sounds.

How to keep interactions going.
Often, children with developmental

keep him for "one
more turn" when he
started to leave me.
He began staying
longer; in fact, he
started coming to me
to initiate our play.

After a lot of work,
Andrew got the idea.
He chose to be with
people more often.
After being alone for
so long, he was
finally interacting.

Now, Andrew is
so much more fun to
be with. Andrew, now four and a half, is just starting to talk. But
he didn't start talking until I forgot about teaching him to talk, and
just started playing back and forth at every opportunity. I had to
become his playmate, not his teacher or therapist. I would advise
other parents to do the samehave fun, and let your child teach
you how to slow down and appreciate things for what they are.

Pam Rodawalt
Columbus, Ohio
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delays interact only briefly before being
distracted by another activity or object.
However, to become real communica-
tors, children need to learn how to stay
in interactions. As a first step toward
communication, learning to enjoy peo-
ple is more important than learning to
make sounds and words correctly. The
best way to help children learn this is
to show them that playing and interact-
ing with us is fun, not work! When
adults become partnersrather than
"directors" or "instructors"children
learn that their actions are important
and often find ways to keep interac-
tions going.

Thrn-taking strategies
Any action or sound a child makes can
become an interaction or communica-
tion. By responding to a child's seem-
ingly meaningless behaviors, we can

LOW COST
Measuring 9.5" x 6" x 1.75", BlackHawk is
light and compact for ready portability (1.5
lbs) ideal for inclusion situations. Standard
four minutes of high quality digital voice.
Matrix of sixteen one inch squares, soft
touch, with four levels for a total of sixty-
four messages four seconds each. Use levels
to organize vocabulary into functional con-
texts. One button programming with tricolor
LED for feedback. Overlays held by trans-
parent plastic on touchpanel. Options:
keyguard; shoulder/wrist strap. Connector
for attachment of switch-inputs adaptor. In-
cludes wall charger. Call for shipping sched-
ule. Price: $650

ADAMLAB WC RESA
33500 Van Born Road

P.O. Box 807
Wayne, MI 48184-2497
(313) 467-1415 or 1610

Circle #220

"Get up! Get up!"

S
ince I've learned how to play and talk
with my seven-year-old grandson,

Marcus, he's beginning to communicate
with me much more. Marcus, who I am
raising, has Down syndrome and is just
starting to talk in words we can really
understand. It's so exciting!

I began interacting more with Marcus after
I learned to "match and wait," a technkjue
in which I say something, then wait for
Marcus to imitate me before I do anything
else. He usually repeats what I say, but he's
also starting to initiate more on his own. Last
week, he came into my bedroom and said,
"Get up! Get upl" This was the first time he had ever done this, so, of course, I got up.

I wish I would have learned about matching and turn-taking when Marcus was
younger; I think he would be doing much more now. Now, I "match and wait" in
almost everything we do together.

Marcus likes to help me wash dishes. When I say things like "dirty dishes," "wash,
wash," "rinse cup" and "ali clean now," he imitates me.

I also imitate Marcus' actions a lot when we play together. He still plays like a
younger child, so that's what I do. He likes to throw stuffed animals at me in a little
back-and-forth game, so I throw them back and say "good throw," "duck down,"
"missed" and "cheating!"

I've learned that any game can turn into a conversation if you just become part of
your child's world.

'F.sy

L.:

Barbara Cook with grandson Marcus
Moore, 7.

o

Barbara Cook
Bellebantaine, Ohio
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Making Turn-taking Fun

F
inding ways to take turns is fun and easy, once you get in the
habit. I've learned three things about turn-taking: first, watch

what your child is doing and become part of it; second, keep
the interaction going for awhile; and third, make it fun!

This morning at breakfast, my son, Mark, a five-year-old with
Down syndrome, was pretending to read the
back of the Cap'n Crunch box. I peeked
around the box and said "Hi!"

He poked his head out and said, "Hi!" back.
The game had started. We made funny

faces, growls and roars back and forth with
each other as he looked at me from one side
of the box, then the other.

Here's another game we've played with wonis.
One day, Mark called me Barbara. This was the
first time he had done that, and it was a real sur-
prise. I looked at himjust a little sternlyand
said, "Don't call me 'Barbara.' Call me 'mama.'"

He repeated "mama," then said "Barbara" again.
Then I knew how to make a turn-taking game of it. I

changed my words a little and said, "Don't call me
'Barbara!' Call me 'mother dear.'

Well, of course, he repeated "mother dear," then said
"Barbara" again, this time with a big grin.

What a game! We went through 'sweet mama," "pretty
mommy," "skinny mom," "smart mama"
and just about everything else I could think
of. He loved it! Even after we ended the
game, he would sneak up behind me and
say "Barbara," just to start it over again.

We don't play this game much anymore
and I miss it. But all the funny faces, silly
sounds and word games have served an
important purpose for Mark's develop-
mentour days are now one long conver-
sation.

-Barbara Mitchell
West Liberty, Ohio

continued _from page 25

make these behaviors interactive. The
more we enter our child's world and
wait for the child to participate, the
more likely it is that his actions will
become social and meaningful.

Whether your child uses actions and
sounds to communicate or is already

beginning to talk in sentences, you can
help the child take turns by making a
habit of the following strategies:

Keep your child interacting with you.
Don't wait for play times to teach your
child about turn-taking. Interactions
will be more enjoyable for both of you

At Devereux...
a helping hand is just a phone call away

1-800-345-1292
In a nationwide network, Devereux
provides services to individuals of all
ages who have a wide range of
emotional disorders and/or
developmental disabilities.

Devereux services include:
residential treatment centers
community-based group homes
day treatment programs
transitional living
acute and partial hospitalization
foster care homes
family counseling and therapy
in-home services
aftercare programs

Devereux
Since 1912

Circle #107

26 EXCEPTIONAL PARENT / MAY 1995
4 03

1 t

when they occur naturally and sponta-
neously throughout the day. 'Dry to have
many little back-and-forth exchanges
with your child during all your normal
activities. The more practice your child
gets and the longer he stays interacting,
the more he will learn about communi-
cating. Try to keep your child interact-
ing with you just a little longer each
time. You can do this by making inter-
actions fun.

Balance turns. This means you and
your child each get the same number of
turns. Give your child your complete
attention and the time he or she needs
to do somethingthis will help the
child feel successful and self-confident.

Try to avoid question-and-answer
routines in which you simply ask a
child to label pictures or objects
"What is this?" "doll;" "What is this?"
"bunny." Boring routines won't help a
child learn creative, spontaneous turn-
taking. Instead, add variety to your
turn-taking by using different actions,
sounds and words that your child can
do and say.

Act and communicate like your
chikl. The more you "match" your
child's actions and sounds, the more he
will learn from you. If your child doesn't
speak yet, you can copy his or her
movements, sounds or gestures. If your
child is beginning to talk, use the words
he or she knows how to say. When we
act and communicate like our children,
they stay in the interaction longer. That
gives us the chance to show them the

ront hinted on page 28



Seven Years of Turn-taking

Qur daughter Laura spent the first year and a half of her life in
the hospital after being born with multiple complications.

When we brought her home, she was on a feeding pump. She
did not speak and had very little physical movement, but she
always appeared to be observing the world around her.

When she was about three, Laura was able to begin outside
therapy and preschoolalways accompanied by a nurse or
me. Finally, our family began to think about the future. A friend
referred us to Jim MacDonald's clinic.

We arrived at Jim's officeLaura, Grandma, me, a feeding
pump, a suction machine and oxygen. While we waited for
Jim, I talked to Laura, shaking rattles in her face, trying to "stim-
ulate" her. I wanted to make a good first impression.

As Jim walked into the room he said, 'Would you please
quit talking." I was offended and shocked.

But then I watched as he began interacting with Laura on the
most basic level. If Laura moved her arm, he moved his arm in
exactly the same way. If she glanced at something in the room,
he followed her gaze, using single words to comment on what
they were looking at. Laura never took her eyes off of him.

Over the following months, Jim taught us about turn-taking,
matching and waiting. This involved adjustments for the
whole family. Not only were we dealing with a child who had
multiple disabilities, we were also learning to communicate
with her in new ways.

It was hand for me to learn how to play with my daugtiter.
My definition of play was "do, do, do; teach, teach, teach;
stimulate, stimulate, stimulate." But I was doing all the "doing,

teaching and stimulating;" I was trying to teach Laura things
like colors, and she was just sitting there. Laura was not com-
municating with me, and I was frustrated and discouraged.

It took a long time for me to reach Laura's communication
level and feel good about it. However, once I did, I began get-
ting responses from Laura. She started to imitate me, and Ir."
eyes glistened with delight while we played. She began making
very basic sounds, which I would repeat. Eventually, I started
adding syllables. Laura was starting to communicate with us,
and we understood her.

I also learned the importance of waiting. In my earlier interac-
tion style, if Laura didn't respond quickly, I would either tell her
the correct response or move on. By waiting, I began allowing
Laura the time she needed to respond.

Laura, now 10, is in a reg-
ular classroom with supports.
She has a delightful sense of
humor, independence and
fairness, and she always has
something to say. Laura still
struggles with finding the
words, but if we wait, she
always comes through.

.Jan Daily
Worthington, Ohio

Laura Daily (right) enjoys

playing with best friend
Marlene Moore.

FREE SAMPL S
Save up to 60% on Disposable Diapers

And We Will Deliver Right to Your Door

AVAILABLE
IN

BABY
YOUTH
SMALL

MEDIUM
LARGE

To order, call toll-free

1-800-777-1111
24 Hour Service

Ask about our complete catalog including GoodNites,
Depend, Attends, At Ease, Comfort Dry, Ultra Shield,

Dri Pride, Promise and No-Rinse Products

Woodbury Products, Inc.
4410 Austin Boulevard - Dept. 250

Island Park, New York 11558
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WEATHERBREAKERT"
collapsible canopy for ALL wheelchairs and strollers.
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"Hey Morn, frn Ready TO 6:o Outsidel
The weather doesn't always care if you need to get to school or
run errands. So, when there's no break in the weather, The
WeatherBreaker protects against downpours and sunburns.

And, for keeping legs and feet dry, nothing beats The GunnySack,
lap, leg, and feet cover ... for the one you love! Contact your
local medical supplies dealer, or call:

800-795-2392
r DIESTCO Mfg. Co., P.O. Box 6504, Chico, CA 95927
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1 picture Can unlock tl-le door.

"It's your turn, David. "What's the matter?" "Do you want pizza
or a hamburger for lunch?"

Answering questions, making choices, and expressing emotions
are everyday occurrences for you and me. But for David, they
create a world of challenges, confusion, and frustration. David is
non-verbal.

David came to Heartspring with a limited signing vocabulary,
and because of his restricted motor skills, even those words were
hard for others to understand. Today, he is able to tell you he
doesn't want to play that game right now, or he has decided on
pizza for lunch. He does this through the use of various alternative
communication systems. His vocabulary and independence con-
stantly increase.

Heartspring's speech therapists tailor the systems to meet the
needs of each child. A child may start out with picture hoards and
hooks, and then may combine them with a system using single words
then phrases. Sometimes an electronic communication device,
which is set up with pre-recorded words matching the picture or
word pages, is used by a child.

The door of communication is open for David and many other
children at Heartspring with the use of various alternative communi-
cation systems and the skills and encouraging words ot caring,
trained professionals.

If your childor a child you knowneeds help unlocking that
door, call Heartspring today.

I1MKTSPRJNGSU

A lifeskills learning center
2400 JARDINE DRIVE WICHITA, KANSAS 67219-4699

1-800-835-1043
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continued front page:26

next step they need for their develop-
ment.

Wait, signal and expect. Children
need to participate in order to learnit
is not enough to listen to us talk. If an
adult does not wait, the child misses his
or her turn. Use a lGok of genuine antic-
ipation to show your child that you
expect something. If the child doesn't
know what to do, you can point or
physically help the child to take a turn.
However, often, just waiting will elicit
much more from a child.

Imitate and animate. If you feel that
you don't know how to play and com-
municate with your child, imitating the
child's actions and sounds is a good
way to start a turn-taking interaction.

Practice taking turns with no pres-
sure to teach any particular sidlls. A
child will stay with an interaction
longer and do more when you make no
demands other than keeping him there.
Keep track ofjust two thingshow
long he stays and new things he does.
Make those your rewards!

When adults say, "I can't think of what
to do with my child," we reply, "First
look at what he is doing. Then follow his
lead,- and then do something that keeps
him doing his things with you." EP

James McDanakl, PhD, C.C.C., is associ-
ate professor of speech and hearing sci-
ence and director of the Parent-Child
Communication Program at the
Nissonger Genie); both at The Ohio State
Univeisity in Columbus, Ohio. The
authors of the stories accompanying this
article are participants in Dr
McDonald's program at the Nissonger
Center

Dr. McDonald is the author of
BECOMING PARTNERS WITH CumpnEtv

(Riverside Press, 1989) and is the edi-
tor of COMMUNICATING PARTNERS, a quar-

terly newsletter for parents of children
developing languoge. (Subscriptions
are $15 a year; CoMMUNICATING
PARTNERS, PO. Box 141306, Columbus,
OH 43214.) This a rticle was adapted
from the Summer 1994 issue.
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The Arrow Walker TM offers
the most unique way ever
for children to experience
the joy of independent
movement.
Its comprehensive range
of accessories and
adjustments allow it to be .

quickly and easily tailored to
each Individual user's needs.
The low profile shape allows easier
access through doorways and
around obstacles. Dynamic control
is provided by the unique feature of
directional locking castors allowing
the user to walk a planned course.

Features
Available in 3 Sizes
Easy to Adjust
Mobility in Upright
Position
Hands Free
Packs Flat
Various Acces

VISA-MasterCard
P.O. Box1364

CUMBERUND, MD 21502 301-759-3525
Copyngh
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Children's Specialized Hospital is dedicated exclusively to
serving the special needs of children and adolescents.

Child Study Team
Learning Disabilities
Attention Deficit Disorder
Early Intervention/Pm-School
Speech and Hearing
Psychological Services
Rehab Technology

Occupational Therapy
Physical Therapy
Cognitive Remediation
Day Hospital
Recreational Therapy
Augmentative Communication/
Computer Evaluation
Nutritional Counseling

Childreris
Specialized
Hospital

MOUNTAINSIDE FANWOOD IDMS RIVER
For information in North krsey call (908) 233-3720 PAL 8429 of 8439

For information in Central and South Jersey call (908) 914-1100 Est.706

Children's Specialized Hospital was among SS rithe nation's hospitals last year
awarded "Accreditation with Commendation" the highest distinction awarded

by the Joint Commission on Accreditation of Healthcare Organizations.

.
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Hearing Thwainnent & Hearing Aids

Frpm birth to age five, children are
on the "fast track" for acquiring
speech and language. As infants

and young children build communica-
tion skills, they also build stronger and
more meaningful relationships with
their families. Surrounded by examples
of speech used to refer to everyday
objects and activities, children learn to
produce the same speech sounds to
express themselves.

Learning to talk and understand oth-
ers, then, depends heavily on the ability
to hear. For young children whose
speech and language development has
not kept up with their peers, hearing tpt-
ing is especially critical If a child with a
hearing impaimient receives help and
good auditory input at an early age, he or
she will have a better chance of learning
to use speech and language successfully.

Evaluating hearing
A child's auditory function should be
evaluated by an audiologist, a professicn-
al who measures hearing and can fit peo-
ple with different equipment to enhance
their hearing. Infants and children from
six months to two years of age are tested
with a technique known as visual rein-
forcement audiometiy In this test, the
child is exposed to animated toys that
appear in a window as sounds are pre-
sented through a speaker or earphones.
The child's hearing can be 'ested once
the child has leamek, to anticipate the
toys' appearance by turning toward the
window whenever he or shes hears a
sound. Older children may be asked to
place pegs in a pegboard or blocks in a
bucket when sounds are heard.

Special test procedures can bc u:ed
with infants or older children who are
unable to make voluntary responses to
sound. For example, auditory evoked
potentials (AEPs) use a computer to
measure the brain's response to sound.
AEPswhich require that the child be
asleep or under light sedationuse
electrodes taped to the scalp to mea-
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by Joseph P. Pillion

sure the brain's electrical activity while
sounds are presented.

One component of an AEP evalua-
tion is the auditory brainstem response
(ABR) or brainstem auditory evoked
response (BAER). Audiologists can use
ABRs to assess the hearing of even
newborn infants. Any infant at risk for
hearing impairmentsthose with a
family history of hearing impairment,
very low birth weight, cleft palate
and/or certain developmental disabili-
tiesshould be tested.

This is the audiogram of a child with a
bilateral, moderate-to-sevem hearing loss.
Frequency of the sounds (pitch) appears
across the top of the graph; intensity (loud-
ness) appear along the side. The shadad
region of the graph shows the typical fie-
quency and intensity of conversational
speech. The audiologist has plotted this
child's responses to sound with red circles
(right ear) and blue X's (left ear).

Without hearing aids, this child hears
very few speech sounds. However, with
hearing aidsshown as "R" and "L" (for
right and left eare)the child can hear
most sounds in a typical conversation.

Types of hearing loss
Each sound can be characterized by its
pitch, or "frequency" (measured in cycles
per secondHert4 abbreviated as "Hz")
and by its loudness, or "intensity' (mea-
sured in decibels, abbreviated as "dB").
Most speech sounds fall between
250-4000 Hz. Conversational speech is
usually at about 60 dB in intensity.

407

During a hearing evaluation, the audiol-
ogist plots the quietest sound that an indi-
vidual can hear at each frequency on a
graph called an "audiogram." As viewed
on an audiogram, hearing losses may
have different shapes. One child may only
have trouble hearing high frequency
sounds, but hear everything else normal-
ly. Another may miss only low-intensity or
quiet sounds, but hear fairly evenly across
all frequencies. These two listeners would
hear the same speech differently The flial
child might not be able to hear specific
high-frequency speech sounds like "f' and
"s," vithile the second may be able to hear
all the speech soundsbut only if they
are loud enough. Individuals can have
either type of hearing loss, or a combina-
tion of the two.

Amplification
Boosting hearing level is called
"amplification." When a child's hearing
is not within a normal range, parents
and professionals work together to
decide if amplification will improve the
child's ability to understand and use
speech. An audiologist will by to pro-
vide a hearing aid that will allow the
child to comfortably hear the full range
of speech frequencies and intensities.

Sensorineural hearing impairment,
which involves damage to the inner ear
or the auditory nerve, may have an
adverse effect on a child's perception of
loudness. A child with this type of hear-
ing loss may perceive barely detectable
sounds as uncomfortably loud. The audi-
ologist will try to solve this problem by
adjusting the aid to control the maxi-
mum possible sound produced by the
tiny speaker in the hearing aidalso
known as the aid's "output" Hearing aids
also include circuits that permit audiolo-
gists to adjust the output to provide
more amplification in the frequency
region where the child has the greatert
amount of hearing loss.

A variety of amplification devices ar
available. However, audiologists gener-
ally prefer behind-the-ear hearing aids

COntiMled on page .92
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Meeting the future needs of a son or daughter with a disability is a challenging task, but one you can manage

with the help of an EPPD Life Planner. EPPD professionals are at work now helping families like yours

throughout the country. Let as show you how to help
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continued from page SO
for young children because they can be
fine-tuned more easily as additional
information about the child's hearing
loss becomes available, or if a child's
hearing changes over time. Because
infants and toddlers grow so fast,
in-the-ear and canal-type hearing aids
are not typically used as a child grew,
the instruments would need constant
re-sizing. With behind-the-ear hearing
aids, only the earmold needs to be
replaced as a child grows.

Assistive listening devices may also be
available in public places. These include
FM systems (like small radios) and
infrared listening systems, which use the
same kind of signal used in TV/VCR
remote controls. Designed to overcome
the effects of background noise, these
devicescommon in theaters, churches
and schoolstransmit a speakefs voice
directly to a listener's headphone.

Because of noise levels and bad
acoustics in many classrooms, back-

In a visual reinforcement audiometry test,
children may be asked to place pegs in a
pegboard whenever a sound is heard.

ground noise can be a big problem in
school Acoustic ceiling tiles and wall-to-
wall carpeting can improve acoustics dra-
matically If necessary for a child, these
clammom modifications, as well as class-
room use of an assistive listening device,
should be included on the child's IEP

Hearing aid
maintenance

Hearing aids worn by an active toddler
are subjected to considerable wear
and tear Because a hearing aid is
worn on the body, moisture may affect
its delicate electronic circuitry
Hearing aid dehumidifier kits help pre-
vent this type of damage.

It is important to monitor a child's
hearing aid(s) on an ongoing basis to
ensure optimal functioning. This
includes daily battery checks and lis-
tening checks using a hearing aid
stethoscope that can be purchased
from an audiologist. Every three
months, have the audiologist take stan-
dardized measurements of hearing aid
performance. Most hearing aid manu-
facturers provide a one-year insurance
plan for loss or damage. Extended
policies can be purchased through the
manufacturer or a third-party insur-
ance provider.

Here at The New England Center
for Autism, we offer the programs
now that will make a better future
for the young child with autism,
PDD, and behavior disorders. At
the primary level, our residential
program focuses on children ages
3-12. Students are taught using
proven intensive instructional tech-
nique... based on applied behavior
analysis. Studies nationwide have
shown the significant Impact this
type of program can make on the
young child's development. This
short-term placement, combined

Mauna
fir a

Better Future
with our individualized transition
programs, provides an avenue to
return children to their homes and
public schools with the skills to
grow and thrive in integrated set-
tings. Let us work with you to meet
the needs of the young children in
your system with autism and PDD.

Services include:
1:1 and low staff-to-student ratios
Discrete trial training
Positive behavioral programs
Parent support and training
Language acquisition

For more information on our
programs, please contact

Catherine M. Welch, MEd,
Director of Admissions.

33 Turnpike Road, Southboro, MA
01772 (508) 481-1015

Just 20 miles from Boston
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Limitations of hearing ahis
Parents and professionals should be
aware of the limitations of hearing aids.
In addition to speech, hearing aids ampli-
fy other sounds, such as environmental
noise. When amplification is sufficient to
amplify speech, "background noise" may
interfere and be bothersome to the hear-
ing aid user.

Some children may have such severe
hearing impairments that they are able
to receive only limited benefit from
hearing aids. In such cases, hearing aid
use may only prUide a child with
awareness of environmental sounds
like car horns and smoke detectors, or
access to certain features of speech,
such as changes in loudness or pitch,
which may add clues to lip reading.

If a hearing aid is not sufficient to allow
a child to develop speech and language,
other communication optionssuch as
sign languageshould be explored.
Cochlear implant surgery is another

Behind-the-ear hearing aids am ere
most common form of amplification

prescribed for toddlers and younger
children. As the child grows, only the

earmold will need mplacement

option that could be discussed with an
otolaryngologtst (an ear, nose and throat
doctor). Cochlear implants have been
very contmversial within the deaf com-
munity. Although some profoundly deaf
individuals have become able to discrimi-
nate conversational level speech remark-
ably well after receiving cochlear
implants, others receive far less benefit

Providing hearing aids to a young child
is a critical first step. But children with
hearing impairments also need early
interventionincluding language stimula-
tionduring their primary language-
learning years. Auditory training can help
new hearing aid users learn to pay atten-
tion to auditory signals, to recognize dif-

40:.....7S.V.2"--
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ferences between anditory dgnals and to
associate meaning with sounds.

For more information, or referral to
resources in your area, contact the
American Speech-Language-Hearing
Association, 10801 Rockville Pike,
Rockville, MD 20852, (800) 638-8255
(WM), (301) 897-5700 (V/1710, (301)
571-0457 (fax).

Joseph P Pillion, Ph.D., CCC-A is a
senior audiologist at Kennedy Krieger
Institute in Baltimore, Maryland. He
has been. with the institute for eight
years and specializes in audiological
management of children with brain
disonlers.
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Hear, There and
Everywhere

Give the gift of hearing in a way you never thought possible. Now
your child can hear surrounding conversations and sounds naturally, and

take part freely.
Sennheiser's revolutionary Mikroport 2013-PLL FM System is a totally

new concept in assistive listening. This system interacts with the environ-

ment the same way as a human ear, by
continually balancing ambient noise
with more specific sounds, allowing
your child to identify important, even
critical, soundslike your voice. Don't
let your child be cut off from his or her
surroundings . Sennheiser supplies the

freedom to connect.

IP' A °SENNHEIIISIER
6 VISTA DRIVE P.0 BOX 987, OLD LYME, CT 06371 . VOICE OR TDD: 203.434.9190 FAX

TDD

IN CANADA. 221 LABROSSE AVE., PTECLAIRE, PO 119R 1A3 . TEL: 514.426.3013 FAX
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Getting Started
with Augmentative Communication

by Naomi Angoff Chedd

"You're hungry? You want sonwthing from the cabinet...you
want a cookie...a chocolate cookie? No. A gmham cracker?
No. Hmmm...a granola bar? Yes!" I breathe a sigh of relief; I
figured it out fairly quickly this time.

My conversations with ' .y four-year-old daughter, Kinsey,
who has cerebral palsy and is not able to talk, often
proceed along these lines. Using a combination of

pointing, facial expressions, vocalizations, some simple signing
that others would be hard-pressed to understand and my
knowledge of her preferences, she can tell me what she wants.
Most of the time I understand her, but it can be a struggle.

Is this the only way for us to communicate? Wouldn't it be
more effective and satisfying if Kinsey could tell me right off
the bat, "Mom, I want a ganola bar And how about some
milk to go with it?" I often feel frustrated and impatient, and
Kinsey obviously does too; she has a lot to say and only limit-
ed means of expressing herself. For Kinsey and many chil-
dren like her, augmentative communication (AC) is a solu-
tionpossibly the only solution.

Defining augmentative communication
"AC always involves a voice synthesizer," one parent told me.

"Don't you need to be able to use a computer?" asked
another.

"I thought it referred to those picture boards kids in wheel-
chairs use," responded a third.

AC is all of these things and more. It involves everything
pictures, sign language, computers, voice output devices, letter
boardsthat supplements or replaces speech.

Although many children will move from non-electronic
communication devices to computers, most will use a combi-
nation of AC methods. A child may use a computer and voice
output device in school, but use a picture notebook, vocalizing
and/or signing at home.

No one way fits every situation and every child. The chal-
lenge is finding the right combination of solutions to provide
your child with the fastest, most effective means of attaining his
or her goals. And no matter what features a system has, remem-
ber that the only good communication system is one your child
will use.

Although experts have varying opinions on how and
when to design an AC system, they ail agree on one thing
using an augmentative system will not inhibit speech pro-
duction. Howard Shane, of the Communication
Enhancement Center at Boston Children's Hospital, says
AC often leads to improved speech"It takes the pressure
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Woridng with Edith Thayer, speech and language clinician for the
Vineland School District in Vineland, New Jersey, William Troolin

learned to communicate using his DynaVox within a few days.
William, 16, has spastic quadriplegia, which limits his speech and
movei..ent. Photo courtesy Sentient Systems Technology.

off kids. They can relax, and speech may come more easi-
ly." Shane added that for some children, "learning occurs
using a visual modality, so picture systems can actually
speed up speech and language acquisition." Also, success
with other modes 'of communication motivates the child to
experiment with all available means.

Low-tech options
Preschoolers often begin AC use with situation-specific pic-
ture or symbol boards illustrating activities, chores, foods,
toys, emotions, friends and family These help a child get used
to making choices, expressing feermgs and telling stories.

Large vocabulary picture books are divided into various
sections and contain categories such as people, places,
action words, leisure activities, movies and toys.
Professionals should design a communication book, but par-
ents and teachers can participate in the process.

Electron:: devices
It would be impossible to describe every one of the wide
range of electronic products, but they include:

Small, hand-held keypads, with various options including
screen displays, printout and voice output (requires direct selec-
tion, meaning the child selects options with a single finger);

Hand-held picture display devices with voice output (also
requires direct selection);

Programmable keyboards of various sizes, with or without
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voice output (can be used with direct selection, single switch
use or scanning;

Electronic picture communication books that fit into three
ring binders and have voice output devices; and

User-programmable devices (using direct selection or scan-
ning), some of which include an auditory scanning function for
users with visual impairments.

Home computers can be used as AC devices, and may be
adapted to provide many selection options. These include
touch screens, expanded keyboards and overlays requiring a
lighter, less precise touch.

Pointing and typing aids, such as headsticks, mouthsticks,
handsplints and optical lightbeam devices are also available.

The right system
Integrating an appropriate communication system into every-
day life can be one of the major problems for children and par-
ents. In my house, for example, we have 20 minutes to get
breakfast ready, snacks made and two kids off to school.
Selecting breakfast choices from a picture book would certain-
ly help my daughter improve her symbolic communication
skills, but sometimes it's easier to ask a question and get a nod
of the head in response.

Jude O'Hara learned new things about her six-year-old son
Stephen, who has cerebral palsy, after he started using a com-
munication book For example, the communication book,
which contains alphabet
and number pages, gave
Stephen his first chance to
demonstrate his spelling
and math skills. Steven's
family is now exploring
ways for him to access a
computer system, which he
will need for writing, home-
work assignments and con-
versing with friends.

Linda F'reeman, the moth-
er of Alexander, a seven-
year-old with cerebral palsy
says therapists, AC experts,
computer programmers and
hardware designers haye
been working on develcping
a communication system for
Alexander since he was
two. "Alexander actually
has one, but it's so difficult Alexander Freeman, 7, spells wads

and time-consuming to use using an Intelikeys keyboard and

and has so many bugs that pointing device that was designed and

nobody wants to go near it. consbucted by a family friend.

It frustrates him and every- Occupational therapist Carrie Larson

body else," Linda says. "And helps Aiexandet maintain his balance

it wasn't for lack of trying. by holding his right hand down on the

Our team was creative, desk.
canti nued on page 38
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Columbia makes bathtime easier!
Stable, secure Bath Supports adjust easily
to suit you and your child; fit any tub
All are durable, lightweight, rustproof
Versatile use indoors or outdoors as a go-
anywhere support, for TV, wading pool, beach

How much support?
The Wrap-around Support (above) lets your
child play in the water while seated upright
The Reclining Bath Chair (below) gives your
child full-length head and trunk support;
the angle of the seat is easily adjustable

S."

Ask for our
FREE Color
Catalog of many
helpful products.
We'll also send
the name of your
nearest dealer.
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Is Changes
Everything.

You asked for a change in augmentative communication. One that will help

build a better future for those with speech, learning, and physical disabilities.

And we're pleased to announce that change has come. Introducing the
DynaVox 2 family of augmentative communication devices.

Smarter. Lighter. More flexible. With built-in environmental control, wirele3s

computer access, 8 or 20 megabytes of memory, and your choice of monochrome or

color display. All at a very affordable price.

And that's only the beginning.

Because we're also pleased to introduce DynaVox 2 Software for DOS and

Macintosh. Now you can turn your computer into an augmentative communication

device to easily program and transfer files between DynaVox 2 devices and your

computer without taking away a child's unit.
DynaVox 2. It's the kind of change that can make a difference in people's lives.

A change we can build on together, to create a whole new era in the freedom

and power of speech.

If you'd like to know more, please give us a call at 1-800-344-1778.
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continued from page 35

hard-working and committed to providing Alexander with a sys-
tem he could happily use. But after spending all that time and
money, we're starting again from square one."

Unfortunately, the Freemans' experience is not uncommon.
One of the major problems they faced was that when
Alexander's system was first beginning to take shape five years
ago, the technology was fairly new and there were a lot of
hardware and software problems. But whenever technology is
central to a system's success, keeping up with the latest and
best products and techniques will always be a challenge.

How to get started
Determine if your child is a candidate for augmentative com-

munication. AC ean be used by anyone whose speech cannot
meet their communication needs. Even if a child's family under-
stands his or her speech, AC can provide a means for the child
to interact with friends, teaches and other important people.

Set speci,fic and realistic goals. For a preschooler, making
activity choices and friendships might be the best use of AC; an
academically competitive fifth-grader might need a system that
allows for quick response in class and provides a means of talk.
ing on the phone.

Integrate pictures into everyday conversations with your
child. This doesn't mean using a picture to communicate every
noun, verb or adjective. But if you're going to McDonald's, for
example, hold up a ketchup packet with the McDonald's logo. If
you're going to see Grandma, point to a picture of Grandma
Says one AC specialist, "You can't talk to a non-verbal child using
only words and then expect him to respond using only pictures.
You need to model what you want
your child to do."

Find an experienced AC special-
ist or clinic. Ask for advice from
your speech pathologist, occupa-

In her preschool classroom, four-year-
old Kinsey Chedd (right) uses a vocab-

ulary picture book to communicate
with teachers and classmates.
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tional therapist (OT), physical therapist and other parents. IV
to work with clinicians that are in it for the long haul; you'll
need them.

Get good language, vision, hearing and OT evaluations.
Clinicians, especially O'IS, can often provide valuable advice on
positioning, system access and maximizing hand and eye use.
Be sure they are involved from the beginning.

Become an informed consumer. Product descriptions often
make communication devices sound miraculous. Before pur-
chasing anything, be sure you know how it works and what it
can do. Talk to users and observe a variety of systems in action.
Many manufacturers run seminars and workshops at trade
shows. Most offer rentals as an alternative to purchase and
some may let you borrow devices to try them out.

ilslc far help and axyperation from the school. Find someone
with experience in desiping AC systems or ask for outside con-
sultation. "It is often the classroom aide who is the critical link
and makes the difference between success and failure with an
augmentative system," Shane says. "This is the person who
knows your child the best and has the strongest commitment,
but is the lowest paid and has the least training. I would like to
see that change."

4.4
INTRODUCING...

HOLLY.0
The NEW augmentative communication device

everybody is talking aboutlitill

Portable Affordable User Friendly

riiff«*eipa

11._

built-in 3 1/2" disk drive quick, easy to program
saves all previous work quick change, coded, standard
size (8 1/2"x 11) overlays 9 tilt-up, adjustable keyboard

8 or 32 key tactile key feedback large easy touch
transparent keys superior voice clarity jack for access
by alternate switches PC connectable, RS 232C serial

port built-in storage compartment optional backlighting

COMMUNICATION DEVICES, INC.
2433 Government Way, Suite A Coeur d'Alene, ID 83814
Phone (208) 765-1259 Toll Fro* 1 (600) 604-6559

Call tor a free brochure or video
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When I explained my daughter's capabilities and needs to a
number of experts in the field, I received a variety of perspec-
tives and information. I
asked when I §hould
begin to get more
aggressive with AC,
and perk nr. the most
useful a& Lee came in
the form of a ques-
tion"She's already
four? What are you
waiting for?" EP

--dtk

Naomi Angoff Ched.d
lives in Bmokline,
Massachusetts with her husband, Graham, a filmmaker and
television pmduce4 and children, Hany, 5, and Kinsey, 4.
Naomi is a freelance writer and graduate student in coun-
seling psychology. She writes a regular parent column in the
NDT NEwoRK, a newsletter for therapists, published by the
Neum-Developmental Association, and is a new member of
EXCEPTIONAL PAREAn's editorial staff.

Were talkin now!
Why do the most successful augmentated
communicators use PRC communication
devices with MinspeakTM? Because they enable
people to reach their potential. PRC offers
devices for virtually every age and ability.

PITC. Prentke Romich Company
1022 Hey! Rd. Wooster, OH 44691
800-262-1984 216-262-1984 fax 216-263-4829
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COMMUNICATION

FACIIICATED COMMUNICATION:

What Parents Should Know
by Karen Levine and Robert Wharton

Communicationthe ability to express one's thoughts,
ideas and wishes to another personis a vital compo-
nent of life. However, when a developmental differ-

ence, such as language delay, motor impairment, develop-
mental delay or autism, interferes with communication, a
child needs extra help.

There are many approaches to enhancing a child's com-
munication skills. Some children can benefit from speech
therapy; others may learn to use gestures, signs or augmen-

An FC Nightmare

My husband and I were introduced to FC by a police detective,
who told us our 13-year-old son son, Josh, had made allega-

tions of sexual abuse against a family member. The detective gave us
typed transcripts our scn was supposed to have produced at school
when "facilitated" by his teacher. We had no idea Josh's teachers
were using FC with Josh, who has moderate mental retardation.

We took Josh for a physical. We felt somewhat reassured when
the doctor reported no physical signs of sexual molestation. But
that reassurance was soon to evaporate.

I asked josh's teachers and therapists how he could communi-
cate like this. "He can talk," I said, "but he cannot read, write or
spell." They said they could not explain it, but that FC was a
miraculous new "thing" that unlocked hidden intelligence.

Although we were doubtful, we trusted these professionals. And
we wanted to believe our son was intelligent enough to have
taught himself to read, write and spell. We went along with their
recommendation that Josh should continue using FC.

As months passed, it continued to be facilitated that Josh was
being abused, was not protected by his family, or wanted to leave
home to be safe. At one point, the police were called in to investi-
gate claims he was making "plots and ploys to murder" his family.

I allowed the police to question Josh because they agreed to pro-
vide me with a videotape of the interview It was heartrending to
watch 43 minutes of Josh struggling with the facilitator, using spoken
language to repeatedly say, "Can I stop now? Can I go back to the
room? No, no, no! I don't want to do this." He repeatedly yanked his
hand away from hers, turned the typewriter off and looked around
the room while she "facilitated," concentrating intently on the key-
board. When an officer-suggested that our son might want to stop,
the facilitator repeated the FC lorewhat he says isn't valid; just pay
attention to what is typed. The investigation continued.

A few weeks later, Josh's grandfather was accused of sexual
abuse. My involvement was implied by a facilitated statement
about "the ploy by my mother to appear normal."

VVe were distraught If our son had been abused by anyone, we cer-
tainly wanted to know, but none of Isis made sense. Josh had never
spoken about anything remotely resembling sexual molestation. Yet
his teacher claimed this communication was coming from him.

A final "facilitated" police interview resulted in a typed sheet
describing specific graphic sex acts involving me. I was hysterical
after reading the accusations. School personnel then saki they were
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tative communication systems. In the last five years, facili-
tated communication has received publicity as a possible
breakthrough in communication.

What is facilitated communication?
A six-year-old boy with autism sits in his classroom next to a
teacher. Until recently, the boy was considered developmen-
tally delayed. He cannot say any words but seems to under-
stand a few spoken phrases. In front of the boy and his

continued on page42

convinced that, although
these were his words, josh
was lying. The detective
in charge decided not to
file any charges.

Despite that decision, I
cried for weeks. I was
terrified my child would
be taken away from me,
or that I might be arrest-
ed or forced to leave my
home. I couldn't under-
stand how the sweet,
funny, talkative child I
loved could have done
this. Or why.

Then I discovered he didn't do it. We experimented with our
own electric typewriter. I had believed Josh's hand could not be
pushed to keys he didn't want to press, but I soon discovered that,
holding his hand, I could spell whatever I wanted. If I looked away
from the keyboard, the words turned to gibberish.

At our insistence, the school :topped using FC with Josh. His
recovery from FC began the day he entered a new classroom. After
months of having his spoken language ignored, he was finally
being valued for himself again.

Some people call FC an inexpensive intervention. In fact, FC has
enormous costs. We spent our life savings defending ourselves
against false accusations. And we're not the only victims. FC has
destroyed families, cost jobs, placed children and adults in homes
with strangers ill-equipped to handle their needs, and undermined
the credibility of professionalswho, despite the best of intentions--
insist on ignoring the results of objective, scientific research.

Cecilia Johnson
Georgia

5!fflar

Josh Johnson and his sister, Sammrtha.

Johnson, along with other parents, has formed a support group for
families who feel they have been hurt by FC. The group provides
information, copies of scientific research, articles, and videos exam-
ining FC. For more information, call (404) 973-4045.

This piece was adapted from Mr IARET NEWSLETTER (Summer/Fall
1994). For more information, see "From Someone Who's Been There
and Back," page 51.
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mot inued from page 40
teacher is a piece of cardboard with the letters of the alphabet
written on it. The teacher holds her hand gently around the child's
hand; together they point to letters while the teacher says the let-
ters and words aloud-1... W-A-N-T... want... I want... S-T-R-A-W-
B-E-R-R-Y... I-C-E-C-R-E-A-M... I want strawberry ice cream."

"Oh, you'll get it at lunch!" the teacher answers.
This technique of hand-over-hand spelling out of words is called

facilitated communication (FC).
Australian educator Rosemary Crossley developed FC to help a

woman with cerebral palsy communicate. Crossley began by using a
hand-over-hand approach to help the woman, who had severe motor
problems, indicate preferences by pointing to pictures. Crossley latpr
expanded this technique to include the use of an alphabet board.

A few years later, Crossley began using FC with other students,
including children and adults with autism and/or mental retarda-
tion. Although many of these individuals had not shown any previ-
ous evidence of verbal skills or literacy, through FC, they were
reported to produce highly sophisicated communication.

In 1990, Douglas Biklen, a professor at Syracuse University in
Syracuse, New York, observed Crossley and her students in Australia.
He began writing about FC and teaching its use in this country.

Why is FC controversial?
The controversy surrounding Fe has to do with authorship of the

A Special Care Facility
Exclusively for Children

At Voorhees Pediatnc Facility we provide comprehensive and progressive
subaune health care for medically fragile children ages birth to 21 years.
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Board certified pediatric pulmonologists
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Cooper Hospital's Child Development Center
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l'unire programs - Pediatric specialized medical day and home
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Caring for children from the Mid-Atlantic states since 1982
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%.0 Facilit
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Speaking with Kimberly

when
I began facilitating with my daughter,

Kimberly, I would sometimes ask myself if she
was really typing these words, or was I somehow mov-
ing her hand. To suddenly have one's daughter type
long sentences when she rarely spoke one word, is an
indescribable feeling. Was this the same seven-year-old
child I thought only understood at the level of a three-
year-old?

Yet, I knew in my heart these were her hand move-
ments and not mine. Because of my own doubts, how-
ever, I understood when I heard "through the
grapevine" that some professionals who had already
worked with Kim thought I was the one doing the typ-
ing. But I had no reason to lie, and it hurt to hear that
people thought I was making this up. It might have
been a little easier had they expressed their disbelief
directly to methough not in front of Kimberly.

Now, more than three years later, I have no doubt
that all the amazing things Kimberly types are her own
words, and at least one of the original doubters has
become a staunch supporter of Kimberly's abilities.

None of our friends ever thought we were lying
about Kimberly's abilities. They trust me, and they
know that as a mother of five children, I don't have
time to go around pretending my daughter types. They
know that I facilitate with Kimberly because she has
something to say. Also, some of our friends now facili-

,

COTTI NG SCHOOL
"Congratulations. You've Just Found
a Place for Your Child to Thrive."

1!

Cotting School is a 766-approved day school in Lexington,
Mass. serving children and young adults, ages 3-22, with a
variety of physical, medical, and learning challenges.

Cotting's program features: physical, occupational and
communication thetapies art, music and drama classes

prevocational and off-campus internship programs
basketball and track & fieki teams--and more--all under one
roof! We give your child every opportunity to succeed.

At Cotting School, your child will be nurtured
and stimulated, not set apart.

For more information or a tour, call Bob Driscoll, Director
of Admissions, at (617) 862-7323.
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Marilyn Dixon began facilitating with her daughter.

Kimbedy, now 10, thiee yews ago.

tate with her as well, so they know from personal expe-
rience that these are her words.

However, we still encounter professionals who doubt
FC. About a year after she began using FC, Kimberly
and I went to a conference where a speakeran
"expert" in the field of autismspoke negatively about
FC, even though he'd had no peisonal experience
using the technique.

Since this speaker has never tried FC, his suspicions are
understandable. However, it was not right for him to publicly
criticize something he knows so little about, especially in front

of an audience including many people whose children use FC.
Another time, we took our daughter to a neurologist

because of her seizures. After being given a drug so she would
fall asleep for an EEG, Kimberly, by facilitating with me, tried
to tell the doctor how the drug made her feel. The neurologist
immediately said, "Mom, what are you doing? She isn't even
looking at that thing [her Canon communicatod." Although
this person had never met Kimberly before that day, he was

questioning her ability to communicate. It made
me feel like he thought I was ignorant and that
my daughter was not intelligent. The worse part
was that he said this in front of Kimberly.

Professionals would do better to assume that
all non-verbal or low-verbal individuals they
encounter actually understand everything that is
said. Even if these individuals are genuinely
retarded, it certainly can't hurt to treat them as if
they are not. And if they are intelligent and the
"professional" treats them ctherwise, it can dam-
age their self-esteem. I believe many profession-
als reject FC because it would force them to
admit they had been wrong about everything

they have been taught or believed about the intelligence of
those who cannot speak.

n..

Marilyn Dixon
Texas
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FUN WHEELER
Take your child for a DELIGHTFUL, effortless ride on the beach, through
the woods, over nature trails, and all those places a wheelchair can not go.
With the special patented soft plastic pneumatk wheels on the FUN
WHEELER, sand or uneven terrain is as EASY to traverse as concrete!
WE GUARANTEE IT !!

Carrie Seat by Tumbleforms 0) easily attaches for added postural support
Adjustable, detachable handle
Adjustable length
Disassembles simply w/o tools for convenient transport

Inquire about our Sport Wheeler for teens and adults!

1-800-388-1390
Office 804-461-1122 Fax 804-461-0383

Reprinted By permission of JA Mast on
Corpaatron 1990, Bissei Healthcare Corpctaton

0-0-96Ir4/

5711A Sellger Drive, Dept. E,
Norfolk, VA 23502
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ROBOTRON

Distributor PTY.LTD.

Rainbow Stand Alone or PC Operated
Reading Machine

Aria Braille Input/Speech Output Palm Top
Columbus Talking Compass

Also Available:

- Index Double-Sided Braille Printer
G.W. Micro, Henter Joyce, etc.

Screen Reading Software and Syns.
Customized Computer Systems

Best Prices Available

Write or Call:

Technologies for the Visually Impaired, Inc.
John Panarese, Manager

9 Nolan Court
Hauppauge, New York 11788
Tel. / Fax: 1 (516) 724-4479
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la -kart.
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made in
USA

PATENT PENDING

NOW FEATURING A
Bus Transport Model

* Three Models
* Grows from

infant to age 7
* Complete

Positioning
System

Easy to fold
Easy to transfer
Easy to adjust

1-800-388-5278
732 Cruiser Lane

Belgrade, Montana
kZ. Adjustable High Chair Base 59714
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spelled-out sentences. Critics believe the facilitator determines
the letters to which the nonverbal individual points. In fact,
many studies have shown that the pointing was contxolled by
the facilitator. In virtually all, the facilitators were unaware of
their influence, and were shocked and dismayed by the results.

One of the most powerful of these studies was conducted in
1992 at the O.D. Heck Developmental Center in Schenectady,
New York. Douglas Wheeler and his colleagues intended for
their study to prove to skeptics that FC was a valid form of
communication for the individuals with autism in this program.
The three-month study included hundreds of trials involving 12
individuals with autism and nine facilitators. The results were
completely unexpected. Not only was there not one, single cor-
rect response, the incorrect responses showed overwhelming
evidence of facilitator influence.

Defenders of FC argue that studies such as this one have
been done in artificial circumstances, and, therefore, are not
valid. However, no studies published in peer-reviewed journals
have offered support for FC.

How could a facilitator make someone point to certain
letters without being aware of it?

It is very possible to gently guide someone's hand to point to
certain letters without being aware you are controlling their
movements. This is like an imperceptible nudge made to a car's

continued on page 49

Facilitating Love

T here have been times in the
past that family and friends

have denied that my seven-
year-old son, Joshua, was really
"talking" to us. They have
accused us of putting ideas in
his mind, of spelling what we
want to hear and just making
up the things that Joshua has
told us. Regardless of what they
say, or what the "experts" have
said, I know that FC works for
my son.

I remember the first day we
learned Joshua could use FC
we were thrilled. Imagine being able to hold a two-way
conversation with your child for the first time. Thank God
someone came up with this form of communication, which
has unlocked so many sealed doors for us.

Now, Joshua can tell.me what he wants, how he feels
and what he wants to do. But most of all, he says that he
loves me. And this is something I will not let anyone take
from me.

If you have not tried FC, or are skeptical about it, why not
listen to your heart and give it a try with your child? Unless
you find a speech therapist who is willing to try anything to
help your child, you will find the going rough. But I encour-
age you to stick with it. If your child is able to use FC, you
will certainly be rewarded.

Lewis Johnson
Virginia
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Your child will go far...
with my Cooper Car!

New and improved!
1) More power
2) Proportional joystick
3) More speeds

SAM
...my Switch-Adapted

Mouse device...

...lets you plug
switches into your

computer!

e
j fin er goes across. 4

Use a single switch to
control both.

=mono ci a CI 13 13
CCP 12. a CI ID 5 et
tc..:-...ErsOCICtreeta DEMI'

Still.
Adaptable to any child,

any switch and...

...less than $1000!
(FOR BASIC COMPONENETS)

CrossScannor
...lets one switch (or any

pointing device) do
everything on your Mac
or Windows computer!

I also make a variety of special needs
software for your Mac, Windows, or Apple II
computer.

Hi!
I'm RJ Cooper, inventor of the CooperCar, SAM,

and many special needs computer programs for your
child. I've been helping parents and professionals
for 10 years now, and I'm here to help you!

When you call me, I'll share with you my
experiences, methods, and materials that have
helped thousands of children become successful,
many for the first time in their lives!

So, for a free catalog or advice, call me, RJ, at...

1-800-RJCooper
RJ Cooper & Associates

24843 Del Prado #283 Dana PT, CA 92629
Voice: 714-240-4853 Fax: 714-240-9785

Email: dcoop@aol.com
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INTERIOR
PLANNING &
DESIGN, INC.

Custom designed to your needs:
Institutional, Home,

Office,
Health Care.

Turnkey operation, including furniture,
U.S.A. and International.

2 Annabelle Lane
Florham Park, NJ 07932

(201) 966-0220
Fax (201) 966-6894

CORN
ASSOCIATES
Child Carel the education connection

An uniquely qualified firm and leading advisor to
corporate human resource management personnel.
Corn Associates is foremost a diversified pool of
professional talent and academic practitioners
who become the corporation's personal child care
planners and providers.

Child care consultants

Experienced in knowledge of developmental
grouping

Personnel level advisor to corporate leadership
on current educational trends

For more information write or call:

Corn Assodates
P.0 Box 298
Rochelle Park, NJ 07622
Phone: (201) 996-0720
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Children with Epilepsy:
A Parents Guide
Edited by Helen Reisner
Woodbine House, Inc., 1988

Edited by the mother of a child with epilepsy,
this book Is designed to help patents under-
stand the nature of epilepsy In children and to
familiarize them with therapy, coping skills and
some of the special Issues that arise when a
child has severe seizures. Contributors to the
book include parents and professionals.

Catalog # 118CWE
314-Page Softcover Book
$14.95

A Guide to
Understanding and
Living with
Epilepsy
By Orrin Devinsky, MD
EA. Davis Company, 1994

Easy-to-understand resource
for people with epilepsy and

their families. Covers a wide range of
medical, social and legal issues. Topics include
explanation of seizures and epilepsy; information
about medication, side effects and risks; and getting
the best medical care.

Catalog # 228GUL
345-Page Softcover Book
$15.95

Does Your Child Have
Epilepsy?
By James E. Jan, MD, FRCP, Robert G. Ziegler,
MD and Giuseppe Erba, MD University Park
Press, 1983

Establishes "Ten Basic Rules" for
parents of children with epilepsy.
It addresses the initial fears
parents have: Is my child going to
die? Will he be reta.d? How
did he get epilepsy? Is epilepsy
inherited? Provides information
on how to manage your child's
condition, how to work with
physicians to obtain appropriate
media' care and how to cope
with changes that occur as both
the child and family mature.

Catalog # 135DCE
201-Page Softcover Book
$22.00

Spider Man
Battles the
Myth Monster
Let Spider-Man help you battle the Myth Monster!

Spider-Man helps bring truth and justice to the lives of thtee
children with hidden health conditions: epilepsy. asthma and
diabetes. This comic book is an excellent resource for anyone
working with children. It encourages acceptance and undlr-
standing among all children. Ages 8-11. (1991)

16-Page Comic Book

FREE!
With order!

Understanding Seizure
Disorders
Entendiendo los Desôrdene;
Epilépticos
Merit Award Winner
The American Medical Writer's Association

Provides an explanation of seizure disorders In
everyday language. Dispels many misconceptions
about epilepsy with medically accurate informa-
tion; describes what happens In the brain during a
seizure, and explains why different people experi-
ence different symptoms.

Actual seizure footage used. Doctors explain
how they use family and patient histories , EEG's
and other tests to look for causes and accurately
diagnose epilepsy. A Family Video Library pre-
sentation. (1990)

Catalog # 512USD (English)
# 538USD (Spanish)

VHS Videocassette, 11-mlnutes
$13.46 EFA Member E-Ij
$14.95 Non-Member

Seizures & Epilepsy in
Childhood: A Guide for
Parents
By John M. Freeman, MD, Eileen P.G. Vining,
MD, and Diana, J. Pillas
The Johns Hopkins University Press, 1990

Written for parents who want to understand as
much as possible about the
causes, mechanisms, treat-
ment and social aspects of
epilepsy. Encourages
parents to become active
partners In their
children's care and gives
them the background
information (and
vocabulary) to do so.

Catalog # 125SEC
287-Page
Softcover Book
$16.95

Mail to: Epilepsy Foundation of America, Attn: Catalog Sales Department, 4351 Garden City Drive, Landover, MD 20785

Order by phone
or mail today!

CREDIT CARD
ORDERS ONLY

301-577-0100
Monday-Friday

(9 a.m.-5 p.m. EST)

FAX YOUR ORDER

301-577-9056

Name

Company

Address (No P.O. Boxes Please)

City/State/Zip

Phcoe

EFA Membership #
Please check method of payment.
J Check enclosed.
J VISA J AmExp. J MC Exp. Date

Card#

Signature

CATALOG NO.

004CAT

129SMM

TITLE OTY. PRICE TOTAL

EFA CATALOG 1 FREE 0.00

SPIDER MAN FREE 0.00

Shipping & Handling
$ Amount of Order ESN

Under $5.00

55.00-59.99

510.00-524.99
$25 99-$59.99

560.00-599.99

$100.004 above

$1 03

$2.00

$400
$6.00

00
10% of Iola! purchase once

SUBTOTAL

5% TAX (Maryland 05101
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steering wheel as the driver thinks about
making a turn.

It is natural for a facilitator to anticipate
the next letter of a wordlooking toward a
likely letter and, without realizing it, subtly
guiding the person's hand to that letter.

Does it really matter who controlls the
pointing? If everyone believes the commu-
nication is coming from the child, and the
child is doing so well, why does it matter?

Parents and teachers report that some chil-
dren show improved behavior after FC is
introduced. This may be due to the fact that
when FC is used, other good things happen at
the same timethe child gets a lot of posi-
tive, individual attention and close physical
contact; he is often given more opportunity to
express preferences, included in a greater
variety of activities and treated with more
respect. All Of these good things can cause
the child's behavior to improve, even if he or
she isn't actually using FC to communicate.

If using FC only caused positive changes in
the lives of children and their families, per-
haps it would not matter who was controlling
the pointing. But FC also poses serious risks:

Non-preferred life changes. A facilitator
may report that the child types requests that
may not reflect the child's true desires. While
misrepresentation of preferences regarding
clothing or hairstyle may be harmless, FC
messages have also led to changes in chil-
dren's medical treatment and educational
placement.

False allegations of abuse. Even more
serious is the fact that FC has resulted in a
large number of sexual abuse allegations.
When these communications are not coming
from the child, and the allegations are false,
the consequences can be tragic. In some
cases, children have been removed from
their homes. When these cases were investi-
gated, it turned out that there VMS no abuse,
and that the FC messages came from the
facilitator.

Elimination of dlecti ve communication
methods. When a child begins using FC, his
or her other forms of communicationges-
tures, signs or augmentative communication
systemsare sometimes ignored. But if FC is
not really t he child's communications, these
other forms of communication are vital for
the child to be understood and to express his
or her own, unique personality.

What is needed for someone
to be able to communicate?

Communication is a very complex process
involving a variety of intellectual, social, emo-
tional and physical abilities. This process can
pose challenges for many people with disabili-
ties. For example, consider some steps a child
might go through to obtain ice cream.
Step 1: The child must be able to think about eat-
ing ice cream; he must be able to imagine eating
ice cream, even though he cannot see the ice
cream. Imagining something one cannot see re-
quires a certain level of intellectual sophistication
Step 2: The child must understand that telling
someone he wants ice cream will help him get
ice cream! Understanding the necessity of
directing communication to another person
requires social understanding.
Step 3: The child must have a way to indicate
what he wantsspoken words, sign language,
written language, pictures, gestures or a
specific behavior that those around him
understand to mean "I want ice cream."

Communication can break down at any
step. It is very important to find out where the
problem occurs so we can add support to that
part of the process.

For example, communication is affected
when a child's thinking process is limited to
what he or she can see (Step 1). In such
cases, children can indicate preferences by
being offered frequent, specific choices, such
as a choice between ice cream and cookies.

For children with autism, a disorder affect-
ing social interaction, communication often
breaks clown at Step 2. For example, a child
may be aware that he wants ice cream (Step
1); he may even be able to say the words "I
want ice cream" (Step 3); but he may not yet
understand that he must direct that phrase to
another person (Step 2).

Many children with autism develop unique
ways of communicating that are easily under-
stood by those who know them well. For
example, one child with autism may recite a
line from a television commercial for ice
cream. Mother may take someone's hand,
lead that person to the refrigerator and look
up at the freezer door. If a child's family,
teachers and friends understand his or her
individual ways of communicating, the child
can communicate needs and desires.
However, it is also important to try to teach
more standard modes of communication.

Children with significant motor problems
cfmtrumw,,te pug( .51
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continued from ply(' 49
may not be able to physically form words,
causing a breakdown at Step 3. For example,
such a child may know he wants ice cream
(Step 1), and know he needs to tell someone
(Step 2), but he may not be able to make his
mouth form the word in an understandable way

(Step 3). Providing this child with augmentative
methods of communicatingsigns, gestures, a
picture board or an alphabet board connected to
a speech synthesizerwill allow him to commu-
nicate successfully.

An alphabet board or keyboard, as used in

From Someone Who's Been There and Back
I was the facilitator for a child with autism who,

through facilitated Communication (FC), made
allegations of abuse against members of her fam-
ily. I continue to struggle to understand how the
use of this seemingly harmless technique could
have caused so much pain to so many people.

I was introduced to FC by staff members in my
school system. I had worked for five months with
this particular child using traditional techniques,
but I'd had little success obtaining reliable, ver-
bal communication. Other staff members intro-
duced the child to FC. After a few months, they
reported an emergence of words.

By fall, the child was producing occasional
sentences. At that time, I became her primary
speech/language therapist and began to work
more closely with her. Under the supervision of
the other facilitators, I learned the technique.

The child resisted at first, but gradually began
extending her hand to me when I sat beside her
with the board. In structured, language-based
activities, she began to respond in words, then
phrases and, finally, sentences.

As her ability to use FC increased, the cther
two facilitators began to report "communica-
tions" from this child indicating anger and a
desire to kill herself. Her "team" (composed of
parents, teachers, administrators and special edu-
cation staff) agreed that these feelings could be
considered "normal" for someone who was able
to communicate for the first time. No one ques-
tioned the validity of the communications.

By mid-winter, the other facilitators and I were
using FC to have "spontaneous" conversations
with this child. These conversations seemed to
be student-initiated. Her "communications" often
centered on feelings of anger and frustration.
Eventually, she alleged that she was being hit by
family members.

We agreed not to report our "findings" until
we were sure of what we had. We continued
documenting the conversations and watching for
behavioral or physical changes. I feared for the
child's safety and speculated on the conditions of
her life at home.

Shortly thereafter, during a "spontaneous" con-
versation this child "stated" she was being abused
by her father. The description was specific enough
to warrant concern. We reported the findings to
the Department of Human Services (DHS). During
the three-hour interview with DHS, this child,
through FC, graphically described events of sexual
abuse. OHS authorities removed her and a sibling
from their borne.

OHS appointed a guardian ad litern (a lawyer
hired by the state to protect the rights of the

child) who arranged testing to find out if the
communications were coming from this child.

In the meantime, I attended art FC workshop
at a local university. As the workshop leader
reviewed a 'checklist" for facilitating correctly, I
realized the child I was working with did not
always look at the board. Although the workshop
leader pronounced my technique "exactly, right,"
I was concerned. I asked the leader and other
"experts" if they had ever worked with students
who did not look at the board. They all said they
had, and that they believed their clients had
memorized the board's layout

I came away from that workshop even more
convinced that FC worked. The workshop lead-
ers acknowledged negative validation studies,
but said those studies were flawed.

On the day of the child's FC test, I felt nervous,
but confident the results would support the valid-
ity of her communication. This test included pic-
ture identification, story comprehension, hands-
on activities and short-answer questions that she
should have easily known. The child seemed to
enjoy the activities, and I felt she was communi-
cating in her usual way.

The results devastated me. Not one of her
answers was correct. In fact, the picture-
identification section clearly showed that "her"
answers described the objects I had seen. The
abuse charges were dropped.

A few weeks after the testing, I read those neg-
ative studies. I could no longer ignore the fact
that the communications were coming from
facilitators and not the clients. I convinced my
employer to stop using FC.

Still, I carried guilt and shame for my role in
bringing charges against this child's family. I
knew I could not heal from the experience
unless I apologized. A year later, I sat down and
talked with the family. Although they were
extremely hurt by the experience, her father told
me they understood how I became involved.
They had also wanted to believe in FC.

janyce L. Boynton
Maine

This piece was adapted from The IARET Newsletter
(Summer/Fall 1994), published by the International
Association for the Right to Effective Treatment
(14RE7). IARE T (763 Main St., #10, Waltham, MA
02154-0604, 617/891-7554/voice and ax) is an
educational and aocAxacy group helping to ensure
that all individuals with disabilkies *benefit from
the most progressive, effective interventions possi-
ble." Annual newsletter subscription is $9 for
three issues.

.
*
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"...Mien information available
to facilitators is controlled end
obiective evaluation methods am
used, peer reviewed studies end
clinical assessments find no condo-
sive evidence that facilitated mes-
sages can be reliably attributed to
people with disaMities: Moreover,

FC may have negative coat-
quenas If it precludes the use of
effective and appropdate treatment
sum:ants other forms of communi-
cation, andior leads to false or
unsubstantiated allegations ci abuse

or mistreatment
"...Information obtained through

or based on facilitated communica-
tion shouki not fonn the sele basis
for maidng any diagnostic or treat-
mcnt decisions.

"ASHA strongly supports Galin-
ued researah and clinical efforts to

develop scientifically valid methods

for devaloanfi or enhancing the
Independent communication and lit-
eracy sidlis of people with disabili-

ties..."
AMMAN SPEECH-LAM2447E-HORAV

ASSOCATM 44Siiit Oditer 1994

"TASH regards access to alternative

means of egiression [84 an IndMd-

mai right
"TASli encourages its member-

ship to become informed about the

comploitiei FC training and

pracfice and le stay informed of
new reseerch;.. TASH encourages

people who deade to become facili-
tators to seek training TASH
encourages careful, reflective use of

FC.TASH encourages facitatas to
work in milebation with indMdu-
els with severe dikabilities to find
ways of confirming communication
competence when using facilita-
tion...

"DISH urges that when allega-
tions of abuse or offsk sensitive
communication occur, facilitators
and others seek cradflaton c4 the
communication and world) ensure
that USA Offacilitagori are given ,

the same access to legt and other
systems that are variable to per-
sons without disabilities. it is Impor-
tant not to agate thoee vd,io could
prove thek communication compe-
tence while using facilitation or any
other metbod of scansion.,"

TAM (The As9ociodon ft

Pawns WM Sow Handicaps),
Oct& 1992



The Magic Wand Keyboard
Computer Access that Fits in a Classroom

The Magic Wand Keyboard is a miniature computer
keyboard that requires no strength or dexterity. It is
used in schools all over
the United States and
Canada, from kinder-.
garten through college.

It gives full computer
access to children of
any age: using zero-
force electronic keys.

Children with disabilities ranging from MD to
neurological disorders to spinal cord injuries can
use a computer, and mouse, with the slightest
touch of a wand (hand-held or mouthstick).

Your child can use the Magic Wand Keyboard in
class, to do homework, write, play games. So can
family and friendsbecause it works just like any
other keyboard. Simply and easily.
30-day money-back guarantee. IBM/Apple Macintosh compatible.

6.
....ill.

In Touch Systems
il Westview Road Spring Valley, NY 10977

800-332-MAGIC
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FC, can only address communication problems that occur at
Step 3. It cannot fix problems at Step 1the "thinking" part of
the process, nor can it fix problems understanding the social
use of communication (Step 2).

And FC can only help with problems at Step 3 if the child is
able to spell words and sentences, but is not able to point or
indicate letter choices independently. However, any child with
the ability to spell and write sentences, and the motor ability to
guide an adult's hand to specific letters, has the potential to
develop independent communication skills through augmenta-
tive communication. A child who does not have the thinking
skills to write and spell, or the necessary social understanding
for complex communication, would not be able to use FC, but
may benefit from some form of augmentative communication.

At school they are using FC with my child.
What should I do?

If your child's teachers, speech therapists or other profes-
sionals are using or suggesting the use of FC, we suggest
the following steps:

Consider whether the sentences produced, and the
spelling and grammar abilities, are consistent with your
child's abilities as you and professionals know them.

If you believe your child is communicating successfully
with FC, he or she is an excellent candidate to be able to

Functional Solutions For
Independent Livingr

The free 1995 NCM Consumer
Products AfterTherapy' Catalog
features hundreds of products
for independent living. The
Catalog features products that
allow for dressing and eating
without assistance and to bathe
more safely. Also included are
products that will assist in exer-
cise therapy and help improve
communication. You can now
conveniently order any of these
products directly from the
North Coast NCM Consumer
Products AfterTherapy" Catalog.

'lb receive a Free Consumer Products AfterTherapy" Catalog,
please return this reply card, give us a call, or FAX us.

Toll Free 1-800-235-7054 FAX 408-277-6824
Ship to:

Your Name

Address

City,State Zip

Area Code:Phone

NCMic=groo.4..
P.0 Box 60'0
San Jose, CA 9515O-6070
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quickly learn to use an advanced aug-
mentative communication system.
Recommend that the child be evaluated
for this type of communication aid.

If FC is being used and you believe
the communication is being controlled
by the facilitator, it is important to meet
with your child's team and discuss your
concerns. The communicationmethods
used at school must be consistent with
your child's IEP. If FC is not in your
child's IEP, you should not have
difficulty eliminating its use. The team
should work with you to explore other
communication methods.

Most importantly, to einsure that
your child is working with the most
optimal communication methods, a
thorough evaluation of your child's
cognitive, social, motor and communi-
cation abilities can help the team
understand and address any problems
interfering with his or her ability to
communicate. Such an evaluation can
be done through the school, however,
if there is disagreement about an opti-
mal communication approach, you
have the right to an independent evalu-
ation paid for by the school once they
have done their own evaluation. An
independent evaluation can provide
objective input regarding optimal com-
munication approaches. EP

Karen Levine, Ph.D., is director of psy-
chology at lhe University-Affiliated
Program, Institute for Community
Inclusion, Children's Hospital, Boston,
Massachusetts. She is also an instruc-
tor at Harvard Medical School. Karen
specializes in psychological consulta-
tion for children with autism., Williams
syndrome and other developmental dis-
abilities, and their families.

Robert Wharton, M.D., is chief of
developmental pediatrics and rehabili-
tation at Spaulding Rehabilitation
Hospital and chief of pediatric rehabili-
tation at Harvard Medical School. Dr
Wharton specializes in medical care
and behavioral consultation ,fOr infants
and children with compler medical
problems, injuries and/or developmen-
tal disabilities.

To learn more about FC...
Facilitated Communkation: The Clinical and Social Phenomenon, published in 1994 and edit-

ed by Howard C. Shane, Ph.D. of Children's Hospital in Boston, provides an up-to-date look at

the what is currently known about.FC. Topics include history, legal issues, research methodology

and research results. Available from Exceptional Parent Library (8001535-1910); $45.

The Amedcan Speech-Language-Hearing Association
(ASHA) has issued a technical report on

FC. The report was developed by a committee, which included both professionals and parents. The

47-page reporL released in October 1994, provides a detailed oveMew of K, with an appendix

summarizing the methodology and results of every published research study on the subject. Also

included is a four-page minority statement issued by two committee members who disagree with

some conclusions of the technical report. These materials may be obtained by sending a self-

addressed 12 x 9-inch envelope stamped with $1.93 in postage to ASHA, Information Resource

Center, 10801 Rockville Pike, Rockville, MD 20852; (800) 638-8255 (V/11Y), (301) 897-7348 (fax).

Super Light, Super. Strong,
Super Safe, Super Simple...the
Columbia Car Seat has been the
#1 choice since 1986 Thousands of Columbia Car

Seats are now in use, and we have received some amazing crash stories. One

grateful father in Louisiana sent a picture of his badly crumpled van and said,

"My 4-year-old son escaped without a scratch, did not even break his glasses."

One mother in Colorado wrote, "Thank you for making such a wonderful car

seat! I really like how comfortable ]my son] is in it. On Dec. 5, 1991, we were

hit extremely hard on the passenger side. My 6-year-old son, a healthy 65

pounds, was not hurt at all because your car seat held him so securely."

Our years of real world
experience give you
peace of mind
knowing your child is
comfortable and
secure in our seat!

PLUS it's light-
weight, easy to use,
good-looking and
easy to care for!

V-1,47

Ask for our FREE
Full Color Catalog

of convenient,
helpful products

h cr,?sh-tested
car ,,eat avaitabk...

tor childeen
from 20.to-111'.2

tI %VI 11 I

AL, \lt."( II
t.00),11,11,1,

,

\o" \ci 1.1)1 1,1)4.d.f1o:\ r f

The Columbia Car Seat is your best value!
The LIGHTEST special car seat-easy to handle!

Fits easily into ALL vehicles, no matter how compact!

EXCEEDS all Federal safety standards!
Approved for car, school bus and even airplane travel!

Fits your choice of 4 stroller bases!

A.ILDICA L
(8.00) 454;6612:
l)ept l'.(),Ro \ 613

. fyi 1G. CORP. Pacitii ( A 911272
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SPINA BIFIDA ASSOCIATION
OF

AMERICA

Monumental
Achievements

.°°INm\44,
JUNE 21-23, 1996

ALEXANDRIA, VIRGINIA
(WASHINGTON, DC)

22nd Annual Conference

Spina Bifida Association of America
4590 MacArthur Blvd., Suite 250

Washington, DC 20007-4226
(202) 944-3285
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Using the Telephone
by Susan Phillips

We have all heard stories of the three-year-old who
dialed 9-1-1 and saved his parent's or sibling's life.
Learning to use the telephone is not only fun for chil-

dren, but an important daily living skill as well.
These days, the telephone is used for everything from shop-

ping to banking. However, a child with a hearing impairment
or an inability to speak clearly may not be able to use the
standard telephone.

Modifications
Fortunately many relatively simple modifications can enable
children with hearing impairments to use the telephone. For
instance, a child with a mild or moderate hearing loss may be
able to use a standard telephone with an amplified handset and
volume controL When purchasing these handsets, bring the tele-
phone to the dealer to match the color and brand. Slip-on

MITOCHONDRIAL
DISEASES

SYMPOSIUM

Presentations and Discussions
for

Medical Specialists and Families

June 30th, July 1st & 2nd, 1995
Omni Severin Hotel, downtown Indianapolis, Indiana

Sponsored by:

James Whitcomb Riley Hospital for Children
and The Philip E. Neff Silver Lining Fund

In Cooperation with:

Children's Miracle Network and the National Leigh's Disease Foundation

For Information Contact: Riley Hospital Telethon Office

James Whitcomb Riley Hospital for Children

702 Barnhill Dr., Rml960

Indianapolis, Indiana 46202-5200

(317) 274-2273

432

amplifiers, which fit over
the earpiece of the
receiver, can be pur-
chased from Radio
Shack for as little as $20.

Another option is to
buy a behind-the-ear
hearing aid that
includes a telecoil with
a switch that lets the aid receive sound directly from the tele-
phone rather than from the aid's external microphone. This
option has the added benefit of tuning out environmental
sounds or background noise.

For children with more severe or profound hearing losses.
or those who cannot communicate well through speech, a tele-
typewritercommonly called a TTYmay be the answer.

continued on page 56

Tasha is all smiles as
she talks to her mom on the tele-
phone using a special amplifier
attached to the earpiece.

How Do You Answer Your Telephone

If You Have Difficulties??

Tbis Voke-Activated Phone
is Your Total
Telepbone
Solution

Answer by your own voice

Totally hands-FREE

Spe4k from a distance
Automatiully hang up

Clear speaker phone
Dial out by using the sip

and puff
No special installation

Orir Now ky

1-800-847-1887

Atatiabk f Nark or Ikige

TEMASEK
TEI.EPIIIINE INC.

21 Airport Blvd 110., So. Son Francisco, CA 44080

Circle #121



' "
MUNICATION

continued from pagi, 55

Other names for 'ITY are "TDD," which
stands for "telecommunications devices
for the deaf," or, less common, "I'F,"
which stands for "text telephone."

Ms include a typewriter-like key-
board and view screen. The handset of a
standard telephone fits into rubber cups

on a cradle, which is built into the TN
(In older TFY models, this modem-like
device is an attached appliance called a
"coupler.") A monitor light on the TFY
(or, in older models, its coupler) indi-
cates the status of the outgoing calla
steady light indicates a dial tone; the

As you might suspect,

some of our most

effective medical treatments

come in bottles.

We've had some excellent results with finger paints. You see, at Health

Hill Hospital, art therapy can be part of the rehabilitation process. A
child may come to us after a serious injury or illness causes him to lose

control of his muscles. We provide the best physical therapy possible.

But we also know the value of art therapy It can help a child both
physically and mentally A child can relearn simple tasks, like how to
hold a paintbrush, how to sharpen decision-making skills, or even how

to remember tasks in a certain order. It's Just part or what we do
to help a child strengthen and control his muscles. And the results
are a beautiful thing to see. Health Hill Hospital For Children, 2801
Martin Luther King Jr. Drive, Cleveland. OH 44104. 216-721-5400.

IIiII
HEALTH HILL HOSPITAL FOR CIIILDRIN

FielpIng chikhen feel better wink- thvy'ri. !erinnl,
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light flashes to indicate rings or a busy
signaL The TFY user types outgoing
messages on the keyboard and reads
incoming messages as they appear on
the view screen. Since a Try is used
with a standard phone, any special fea-
tures on your own telephone, such as
rapid dial, are also available for the TFY.

TFY prices range from $280-$500,
depending on optional features such as
built-in answering machines, printers
and additional memory to store mes-
sages. Some TFYs plug right into a
phone outlet and have a dial function,

Portable fold-up TrYs are becoming
increasingly Lavailable. Photo courtesy of

Uttratec, Madison, WI.

eliminating the need for a telephone.
TFY modems, which allow one to use a
computer as a TFY, are also available
These modems typically cost about $300.

TFY relay servicesavailable in every
state and through major long-distance
carriersact as intermediaries between
TIT users and users of standard tele-
phones. A deaf child who uses a 'ITY
could use a relay service to call her
grandmother, who may not own a TFY.

"Voice carryover" (VCO) is an option
built into some TFY models, or available
through most relay systems. With VCO,
a person can speak into the receiver
while receiving typewritten messages
from the other person, or listen to
incoming messages while typing outgo-
ing messages. This allows someone who

33
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Making a call using a Memory Printer ITV,
Model MP2000, made by International
KROWN Technologies, Inglewood, CA.

can speak but not hear, or someone
who can hear but not speak, to make
more efficient use of time on the tele-
phone. To set up your home phone sys-
tem to use VCO through a relay service,
you need only a "double modularjack"
(about $5, available at Radio Shack),
which allows the 'ITY and the telephone
to be hooked into the same phone line.

To alert someone with a hearing
impairment to a telephone call, devices
such as flashing light systems are avail-
able. In addition, personal vibrating
devices work like beepers and can
include lights of different colors to
indicate whether an incoming signal is
coming from the telephone, the door-
bell or the smoke alarm.

Special telephone access systems are
available for children with hearing
impairments, motor difficulties or both.
These include voice-activated phones or
remote-control speaker phones that can
be activated by a switch mechanism.

Special services
Currently, about 33 states have adaptive
telecommunications equipment distribu-
tion programs, which distribute free or
reduced-cost telephone equipment to
children and adults with disabilities, hi
addition, many major long distance
phone contpaniesincluding AT&T,
MCI and Sprintprovide relay services
and may also offer additional benefits,
such as discounts on long distance calls
for homes with TIT machines. For more

information on state programs, long dis-
tance services and other information
about TITs (including local resources),
contact lelecommunications for the
Deaf, Inc. ('nip, 8719 Colesville Rd., Ste.
300, Silver Spring, MD 20910, (301) 589-
3786, (301) 589-3006 (M), (301) 589-
3797 (fax). EP

Susan Phillips, M.Ed., CCC-A, is
an audiologist at the Kennedy
Krieger Institute in Baltimore,
Maryland. She has a master's degree
in deaf education and is a doctoral
candidate at the University of
Maryland. Her grandparents are
deaf.

Spectacular Summer
So ware
S I !

We want your child to benefit from using Laureate's

award-winning special needs software at home. That's

why we're offering this Spectacular Summer Software

Sale. From now until August 31, 1995, you can buy

any of our talking software programs for an incredible

50% off! Your satisfaction is guaranteed. If our

software doesn't meet your child's needs, we'll take it

back... no questions asked.

We have over 60 talking software
programs for children with special
needs functioning at four months
and up.

Language Development
Concept Building
Auditory Processing
Reading

.Call today for, a free catalog.

-800-562-6801

Laureate
110 East Spring Street Winooski,

This offer applies to individuals only. No

school, agency, or institutional purchase

orders, please. We will accept orders prepaid

by check. MasterCard. or VISA. Please

mention this sale when placing your order.

I..VT 05404 802.655.4755
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aihfinder
A Quality Life Experience
For Persons with Down Syndrome

In this picturesque colonial village, located in scenic
central New York State, life is full of wholesome
activities and rewarding opportunities. Residents with
Down Syndrome experience the joy and personal
satisfaction of learning, working, and participating in
a vital, dynamic community. Our year-round, co-ed
program includes education, recreation, and
employment opportunities plus the chance to live life
to the fullest. Call us today.

R.R. #1, Box 32-A, Edmeston, NY 13335
Telephone (607) 965-8377

Circle #204

Superior Quality

Community Living
Opportunities
For more than 65 years, Martha Lloyd Community Services has provided superior quality

day and residential programs for adults with mental retardation. Located in the scenic rural

village of Troy, Pennsylvania, Martha Lloyd has a unique relationship with its neighbors.

Residents are valued members cf the community and make full use of its resources.

There are five programs for women (from semi-independent to highly structured) including

one specifically designed for mature women. A new community-based program for men

Is now available.

Lde skills and vocational training.

Employment opportunities at Martha

Lloyd and in the Troy community.

Our interdisciplinary team approach

assures continuity and consistency in

individual planning.

Unique leisure and recreational expe-

riences in a rural community setting.

Excellent health care provided by

on-staff health professionals and a

community medical center.

Annual fees among the lowest in

the nation.

Easy access to nearby community

resources including retail shops,

restaurants, churches, and recreation.

A caring professional staff experienced

in working with developmental

disabilities.

alMARTHA
LLOYD
COMMUNITY
SERVICES

For Information Call

(717) 297.2185
ww# Male Lbrd Cereuely Sexes

190 Wee 14 St. Troi. PA 16947
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HEALTH INSURANCE TROULESHOOTER

by Richard Epstein

Long-term Physical Therapy;
Wheelchair Ramps

QOur health insurance will not pay for long-term physical
therapy for our child unless he shows "measurable

progress." The therapist says that without long-term physical
therapy, my child will develop secondary medical problems,
such as contractures, which will be costly in the future.

AInsurance policies generally cover treatments that are
related to existing medical conditions or illnesses.

They don't usually cover preventive care.
Although insurance companies may cover the treatment of a

contracture (when a joint loses normal movement and becomes
static), they will not usually cover physical therapy designed to
prevent contractures, or to maintain a particular range ofjoint
motion.

Development of health insurance
When health insurance was developed in the United States, pre-
ventive care, doctor visits and medical tests were relatively
inexpensive. Thus, health insurance was originally designed to
cover the more expensive hospitalimtion and surgery.

As doctor visits and medical tests became more expensive,
they were added to the list of covered items. The guiding princi-
ple, however, seems to have been to provide coverage for treat-
ment for medical conditions or illnesses, not for prevention.
However, in the past few years, some new insurance programs
have begun to cover some types of preventive care.

These days, the fact that a patient is making progress in phys-
ical therapy may be viewed as evidence that the therapy
involves treatment, rather than prevention or maintenance. In
your son's case, progress may be defined as a positive change in
the range of motion of a particular joint, or an improvement in
the child's ability to move more easily in specific situations.

If this type of progress is occurring and continues, and the
insurance company does not pay the claim, file an appeal.
Write "Claim Appeal" on the envelope and on the letter ask-
ing the company to re-evaluate its decision. Include letters
from your child's doctor and therapist describhus, the thera-
py's purpose and documenting any progress that has been
made.

If no progress appears to be occurring , I don't think your
insurance company is likely to cover the therapy. However, if
your child is in school, and the contractures interfere with
educational activities, the school may agree to pay for physi-
cal therapy that takes place at the school. It's important to
include the therapy on your child's Individualized Education

In my March column (A New Insurance Plan for Individuals Considered
'High Risk'"), I discussed a new heatth insurance program, offered by the
Arc, designed to meet the insurance needs of children and adults with
disabilities.

Although the Arc originally planned to offer the insurance program
nationwide, It apparently cannot yet be offered to residents of New
Jersey, Connecticut, Vermont or New Hampshire because of certain state
insurance regulations. The Arc Is working to solve this problem.



Plan (IEP) because school districts
are legally obligated to provide all
services listed on the IEP.

QMy insurance will pay for my
child's wheelchair, but the policy

will not pay to install a ramp on our
home. That means we have to lift our
child, and his wheelchair, to get him in
and out of the house. We would like
him to be able to go outside indepen-
dently.

AHealth iasurance is designed to
pay for medical equipment, and

not for non-medical equipment or
architectural modifications. However,
trying to predict what will be consid-
ered "mediml equipinent," and what
will not, can sometimes be difficult

An electric wheelchair, for example,
is considered "medical equipment"
Insurance policies will generally cover
an electric wheelchair, as long as it
meets the requirements to be classified
as a "medical necessity" However, a
wheelchair ramp (and lift, too) will not
usually be covered because it is con-
sidered "non-medical."

Finding help
Insurance is not the only source of
help in trying to build a wheelchair
ramp. Many volunteer organizations
may build a rump for free. The
Telephone Pioneers of America, a
group of volunteers from AT&T,
Canadian phone companies and local
phone companies, may build a ramp,
or do other architectural or engineer-

In this column, prairstaum
Wald 4stein
answers readers!
questions about
health insainnee
Sendwir questions
to him at lOsygenotiAC
Paw, 209 Hanant
StoSte. aa9, .

Avoid* AO 4146, (617) 7308742
arc.),

ryour quostion Notes to a spat*
heolth (*swung's daim, pieaM include
copies qf any materials you've received
flom the insymnce company. (Raise,
done send originalsa Include your
address and phone manlier. Only your
initials and state wig be publish4 It

not passible to revolt o letters

ing projects for you.
Local chapters offer different ser-

vices. For your nearest chapter, con-
tact Thlephone Pioneers of America,
930 15th St., Denver, CO 80202.

Your local independent living cen-
ter may have information about other
groups that may help build or provide
funding for your ramp. Local Parent
Training and Information Centers

7.'

(PTIs) may have similar information.
(A directory of PTIs can be found in
the 1995 Exceptional Parent
Resource Guide.) State agencies,
such as divisions of vocational reha-
bilitation services, health depart-
ments and developmental disabilities
agencies, may also provide some
funding or advise you of other possi-
ble funding sources. EP

A child's well-being is
a sacred trust.

We work to earn that trust by providing a pediatric team
which includes board certified pediatricians in almost

every known specialty. That is one reason why we were
designated by the State of New Jersey as the Children's Hospital
for Bergen, Morris, Passaic, Sussex, and Warren counties.

Our Pediatric Services Include...
Adolescent Medicine
Apnea Center
Bronchopulmonary
Dysplasia Treatment
Child Development
Center
Child Life Specialist
Service
Children and Youth
Program
Craniofacial Center
Diabetic Care
Early Intervention
Program (EIP)
Genetics
Maternal/Infant
Transport Service

Myelomeningocele
Treatment
Neonatal Intensive Care
Neonatology
Pediatric/Adolescent
Psychiatry
Pediatric Allergy/
Immunology
Pediatric Anesthesiology
Pediatric Cardiology
Pediatric Dialysis
Pediatric Endocrinology
Pediatric Gastroenterology
Pediatric Infectious
Diseases
Pediatric Intensive Care
Pediatric Nephrology

Hosigial
at St. Joseph's

Pediatric Neurology
Pediatric Nutrition
Program
Pediatric Ophthalmology
Pediatric Pulmonology
Pediatric Residency
Program
Pediatric Rheumatology
Pediatric Subspecialty
Clinics
Pediatric Surgery
Pediatric Urology
Perinatology
Regional Perinatal
Center
Swallowing Center

436
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Publications
Guidelines: Choosing the Right

Mobility Equipment is a primer for
people with disabilities who are look-
ing for their first adapted van. This free
booklet discusses considerations asso-
ciated with being a passenger or driver,
finding a vehicle to adapt, full-size vans
versus minivans, lift options and
finding help in paying for a van conver-
sion. Contact the Braun Corporation,
1014 S. Monticello, P.O. Box 310,
Wmamac, IN 46996; (800) 843-5438,
(219) 946-4670 (fax).

Educating Children with 7burette
Syndrome is a free 23-page in-depth guide. Topics include
tics, associated disorders and behavioral features and
learning disabilities. The guide has an extensive bibliogra-
phy. Cor tact the Tourette Syndrome Association, 42-40 Bell
Blvd., Bayside, NY 11361-2861; (800) 237-0717, (718) 279-
9596 (fax).

IN Motkm is a new publication that offers information and
guidance for people with limb disorders or amputations.

Articles will address sports and recreation, physical therapy
tips, new technology and product information. For a free
copy, contact LV Motion, Amputee Coalition of America,
1932 Alcoa Hwy, Knoxville, TN 37920, (800) 355-8772.

Learning 7bgether is a free newsletter published twice a
year (June and Dec.) to connect parents of children with
autism or related disorders for "friendship, encouragement
and information." Readers can list themselves in the
newsletter if they want to find pen pals. For a copy, send a
self-addressed stamped envelope to Annette Vander Weide,
149 E. Cortner St., Hanfrod, CA 93230. For a pen pal listing,
include a paragraph describing yourself.

Videos
Paierits Can Make a Difference is a 90-minute, open-cap-

tioned video for parents of children who are deaf or hard of
hearing. ibpics include parent support, tilos for parents in
mral areas and the IEP process. The video features three par-
ents sharing their experiences. Free to Minnesota parent
$10 for others. Send payment (payable to the Minnesota
Foundation for Better Hearing and Speech) to the Parent
Network, MFBHS, 166 4th St. East, Ste. 320, St. Paul, MN
55101; (612) 223-513) (WIT).

T uchWindow
Simply Point and Touch!

S.

Computer Access at The Touch ofa Finger!
Give your child the most efficient and friendly computing tool around! This

low-cost touch screen attaches easily to the front of your monitor to allow

touch inputone of the most direct and natural ways for children to interact
with the computer.

The TouchWindow takes advantage of children's natural desire to reach out

and touch what they see on the computer screen. They make

selections, move objects, pull down menus and draw graphics,

all with the touch of a finger! Using the TouchWindow, children

work directly with the software's content without struggling with

the input process.

The TouchWindow is ideal for children who have trouble

using a mouse or keyboard. It is especially effective with

preschoolers, early learners and children with developmental

or physical disabilities.

The TouchWindow for the Macintosh works with all Macintosh software,

and the ThuchWindow for IBM/Compatibles works with most software that

uses a mouse. Also available for the Apple ll Series.

1

ToochWindow can be
ved from the monitor

414-0r sed as a single switch

For more information or a free produrt catalog,

call 800-X2-2890

Edeneck. the Edema Lego and Tout hWinclow ere registered trademarks of Edmerk Corporenon. Apple and Macintosh are registered ti dome as of Apple Cnrri alter, Inc IBM is e motel ed hadamerk of International Business Machines. 29146e 4 95
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1995 Special Olympics
World Games

Special Olympics invites
proud families, relatives
and friends of its out-
standing athletes to join
in the fun and excite-
ment at the 1995 Special
Olympic World Games
in New Haven,
Connecticut, July 1-9.
Athletic events will also take
place in West Haven, Hamden,
New London and Old Lyme,
Connecticut

Share the job of cheering 7,000
athletes representing 140 countries
from around the world. Join thou-
sands of other family members
and friends who will gather to sup-
port these spirited athletes as they
participate in the largest and most
exciting sports event of 1995.

The 1995 Special Olympics
World Games Family Services
Committee will provide hospitali-
ty and information to the families
of the athletes who will attend the
games. Centrally-located family
centers will provide a place for
families to relax, meet others and
have refreshments. A main family
center will be located at the Yale
Bowl; satellite centers can be
found at other sports venues. The
main center will feature ent.rtain-
ment a children's play area and
daily competition schedules. A
siblings program for brothers and
sisters of athletes, aged 8 and
older, is also planned.

An extensive shuttle trans-
portation system will be available
to transport families between
sports venues. It is also expected
that transportation will be avail-
able from area hotels and towns.

For travel and car rental infor-
mation, contact Adelman Travel,
the World Games' official travel
agency (800/666-8886). For infor-
mation about New Haven area
hotels, motels, bed and breakfast
inns, call the Greater New Haven
Convention and Visitor's Bureau
(800/332-7829).

And be sure to stop by and visit
with Earl)! lona/ Pairnt! You'll
find our booth at the family cen-
ter at the Yale Bowl.

Support Groups
Tian-to-Min Ransfusion

syndrome (rrrs) is a condi-
tion, which sometimes occurs
in pregnancies involving iden-
fical twins or higher multiples,
when blood passes dispropor-
tionately between one baby
and another through connect-
ing blood vessels in a shared
placenta Survivors of TITS

may be left with a number of serious
disabilities, including cerebral palsy.
The Twin-To-Twin Transfusion
Syndrome Network (2592 W. 14th St.,
Cleveland, OH 44113; 216/731-6940;
216/585-2626, fax) provides support
and information to families and med-
ical professionals through meetings,
participation in conferences and a
quarterly newslette_.

Myasthenia gravis is a chronic
neuromuscular disease marked by
weakness and muscle fatigue. The
Myasthenia Gravis Foundation of
America (222 S. Riverside Plaza, Ste.
1540, Chicago, IL 60606; 800/541-
5454, voice; 312/258-0461, fax) is

starting a pen pal network for par-
ents of children with myasthenia
gravis and for teenagers with the
condition.

Autism Research
The National Alliance for Autism
Research (NAAR) is a non-profit
organization dedicated to funding
and promoting biomedical research
into the causes, prevention and treat-
ment of autism and related develop-
mental disorders. Run by parents,
NAAR is the only organization in the
U.S. dedicated solely to fundraising
on behalf of increased medical
research in autism. NAAR plans to
award researcn grants, publish a
newsletter, sponsor symposia for
researchers and support the work of
the brain bank at MaKsachusetts
General Hospital, a major source of
research on neurological studies. For
more information, contact NAAR,
Two Center Plaza, Ste. 420, Boston,
MA 02109; (508) 470-4747, (908) 359-
9957. NAAR's Internet address is
naarlondon@delphi.com. EP
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Communication
and

making choices
can be fun.

We can help.

Just ask Alexander!

Since1979,IntelliTools has been empowering people by providing
intelligent tools for spe cial education, early childhood, elementary
education and adults with disabilities.

To receive a free copy of our new 1994-95 catalog
featuring over 15 new products, call or write:

INTELLITOOLS, INC.
55 Leveroni Court, Suite 9

Novato, CA 94949

Phone: (800) 899-6687
Fax: (415) 382-5950

Girds #42
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Absolutely No Rinsing Required
Just Apply Massage Towel Dry Comb & Style

Less than 5 minutes for a cleansing shampoo

No-Rinse° Body Bath
Less than 10 minutes for a

refreshing bath

1.4

No longer is bathing an ordeal

Truly Out of .7**\.
This World! .;
No-Rinse
Shampoo
and No-Rinse
Body Bath are used
by NASA's astronauts
on all of their space
flights, and are available
on all future missions. T he original liquid, non-rinsing hair

and body cleansers

For Information
and Samples:

900 E. Franklin St.,
Centerville, Ohio 45459

Toll Free 1-800-221 9348
FAX 1-513-433-0779

Made in LI.S.A
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Help your child learn to talk during
everyday routines and activities!

ea
rJ

Oun's Trip

GAMES MUSIC BOOKS ART
A beautifully illustrated, user-friendly guidebook for parents of
children with language delays. Written by a speech-language
pathologist, it contains practical information on how to facilitate
communication and language learning within everyday conversa-
tions, routines and activities. Used by speech-language patholo-
gists, parents and educators around the world! 151 pages. 1992
edition. $32 (includes shipping and handling).

go The
Hanen
Program,

To order, or for a free catalogue, call:
1-800-828-1376 - Imaginart, Dept EPM,

307 Arizona St, Bisbee, AZ 85603
z.e.e.ezz, wzzz. ezzz zzz 77/77/////7//,////7/
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Frye Product & Sunk' inionnation
A SPECIAL SERVICE FOR EXCEPTIONAL PARENT READERS!

This Reply Card enables you to receive FREE information about products and services seen in
Exceptional Parent.

How to use this service:

1. Lccate the number at the battorn of each ad or refer to the Directory of Advei Users.
2. Circle the numbers on the Reply Card tat correspond to the companies or products about which

you vadel Ike to receive tree literature.
3. Fill in your name and address on the card and mail thepostage-oak! canl. You will receive free

literature from each company for which you circled a number.
4. If both Reply Cards have been removed from this issue, just call Or write to the companies directly.

Be sure fa telt them you saw their ad in Exceptional Parent!

Dirodery ii Adverlisors
Ckde Advertiser Page
713 ACADEMC THERAPY 71

225 NIX CAT BICYCLES INC ")
223 AMBUCS RESOURCE CENTER 15

APPLE COMPUTER 7
75 ARC/OTSEGO 29
10 BERKSHIRE MEADOWS. 9
112,113 BRNIN CORPORATION 45,47
25 OIARLES C THOMAS 41
11 CHILDREN'S SPECIALIZED HOSPITAL

146 CHRYSIER CORPORATION 23
150,151 COLUMBIA MEDICAL 35,53
221 COMMUNICATION DEVICES. INC 39
138 CONSUMER CARE 38
202 COTTING SCHOOL 42
74 CUMBERLAND HOSPITAL 11

107 DEVERELN FOUNDATION 27
105 DIESTO3 MANUFACTURING 26
109 EDMARK CORP so

EPILEPSY FOUNDATION OF AMERICA 48
123 EOLOPMENT SHOP 66
31 ESTATE PLANNING 31
106 EVERGREEN CENTER, INC 66
156 EXPRESS MEDICAL SUPPLY . 72
135 FORD C2

GENERAL MOTORS C3
36 GUS COMMUNICATIONS INC. 71

145 HANEN PROGRAM 62
44 HARD MANUFACTURING 29
166 HAVERICH (CHO SPORT 68
14 HDIS 25
185 REALM HILL HOSP. FOR CHILDREN 56
3 HEARTSPRING 28
77 HMS SCHOOL 66

HOUSE AD 50
92 IBM-SPECIAL NEEDS SYSTEMS 66
122 IN TOUCH SYSIEMS 52
110 INNOVATIVE PRODUCTS ss
42 INTELLITOOLS 61

26 JA PRESTON 04
KALEIDOSCOPE ........ 69

sa KID-KART/MD CARE 44
45 LAUREATE LEARNING 57
78 MARTHA LLOYD COMM.SERIACES

76 NEW ENGLAND CTR FOR AUTISM 32
68 NORTH COASTAL MEDICAL, INC c2
139 NR LABS, INC 62
226 PAOFIC INTERNATIONAL 8
204 PATHFINDER IALLAGE 58
12 PLUM ENTERPRISES 3
59 PRENIKE ROMICH 39
89 PRINCIPAL BUSINESS ENTERPRISES, INC.... 5
80 RJ. COOPER 8 ASSOC. 46
63 RACING STROLLERS 19
41 RIFTON. INC. 6
47 ROLEEZ WHEEL SYSTEM 43
224 SENNHEISER 33
161 SENTIENT SYSTEMS TECHNOLOGY 36.37
167 SPECIAL PRODUCTS ea

SPINA BIFIDA ASSOCIATION 54
17 ST. JOSEPH'S HOSPITAL & MEDICAL CENTER 59
222 TECHNOLOGIES FOR THE IASUALLY IMPAIRED INC. 43
121 TEMASEK TELEPHONE 55
40 TIGER COMMUNICATIONS. 19
as TRIAD tirC.
108 VOORHEES PEDIATRIC EACILUY

220 WAYNE COUNIV R.E.SA ADAMLAB 25
91 YALLOW RAO FARMS 52
72 WOODBURY PRODUCTS 26

Subscriptions
EXCEPTIONAL PARENT
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(800) 247-8000 New subscripUons only
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Exceptional Parent magazine has accepted product and service advertising since 1973 because adeertising
provides important information for consumers. The acceptance of advedising in Excepticrol Parent dces not
constitute nor impty endorsement by Excepkaal Parentmagazine, its editors or its Editorial Advisory Board.
Readers need to consult with trusted clinicians to determine the appropiiateness of products cc services for
their specific needs.
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POOTOCOPVING: Nothing may be reprinted in whole or In part without written permission from the pub-
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cific clients, Is granted by Psy-Ed Coporation for users registered with the Copyright Clearance Center
(CCC) Transactonal Reporting Service, provided that the base fee of $1 per copy, plus 8.50 per page is
paid directly to CCC, 77 Cangress St., Salem, MA 01970. For the organizations that have been granted a
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Magazine editors get
many books from
publishers, eager to

have a current book receive a
favorable review. In an effort
to keep up with these, I often
take a few along for on-
airplane reading. I tend to be
semi-conscious at such
times, and many books serve
as a sedative to help me

sleep. Those were the circumstances under which I
began reading TAKING CHARGE: OVERCOMING THE

CHALLENGES OF LONG-TERM ILLNESS by Irene Pollin, a psy-
chiatric social worker. Very quickly, I was wide awake
and excited. This was a terrific book! Although the book
was 'written specifically for individuals with long-ternt
illnesses, every chapter is filled with powerful informa-
tion and helpful support for parents and other family
members.

In fact, Irene Pollin is a parent as well as a psychiatric
social worker. After the loss of two of her own children, she
returned t; school fbr training as a psychiatric social
worr.ker. After 20 yean of research and work in family
counseling, she developed "medical crisis counseling," a
new model for working with individuals with chronic ill-
nesses and their family members. This model of counseling
is focused on. the medical crisis, not on personal or family
history.

In dealing with her children's illnesses, Pollin became
aware that professionals receive scant training to help
individuals and families cope with long-term effects of
chronic illness or disability. Neither mental health nor
medical specialists provided the support she and her hus-
band needed. In addition to writing this outstanding book,
Pollin established the Linda Pain Foundation, named
after her late daughter, whichin collaboration with
Children's Hospital in Bostonprovides this specific train-
ing to mental health and other health-care professionals. In
Pollin's words-1 have discovered that by confronting and
taking charge of your fears, you can learn to accept your
for your loved one's] long-term condition. Indeed, you can
once again take charye of your life. This book will show
you the way."

Thousand of parents and professionals first learned
about EXCEPTIONAL PARENTfrOM nationally-syndicated
columnist Ann Landers; here's what size says about TAKING

CHARGE: "[Thisl book... should be required reading for
everyone facing the challenge of long-term illness, whether
their own or that of a loved one... II could be the most valu-
able gift you will ever give."

Beginning with this issUE, EXCEPTIONAL PARENT presents

a series of excerpts from. Dram; CHARGE.
Stanley D. Klein, Ph.D.

TAKING CHARGE is available from Exceptional Parent
Library (800/535-1910). The following is an (=mirk

Identify Your Problems
Knowledge is power. In order to handle the problems you're
bound to encounter, you must first be aware of them. As
painful as it may be, with awareness comes the possibility of
adjustment, integration and resolution. Without it, you may
become stuck, confused or embittered. With insight, howev-
er, you can anticipate the rough spots. Because you can
expect certain challenges, yLu prepare for them and learn
how to handle them, thus diminishing their effect on you.

To help visualize the complexity of problems inherent in
coping with long-term illnesses, picture a pane of safety
glass that has been hit very hard by a sharp object such as a
small stone. The glass doesn't shatter and fall to the ground.
Instead, immediately around the center of impact, a web of
fine cracks appears. The network grows, radiating in every
direction. Some fissures are short, others long. Some spread
directly from the center while others intersect All the frac-
tures are connected, even those at the farthest edges of the
pane, because they result from the same impact Although
the glass is more fragile than before it was hit, it still remains
whole in its fractured state.

So it is with your long-term illness. You will encounter a
myriad of intersecting medical, social, emotional and eco-
nomic problems. There are the obvious physical disabilities
to overcome: pain; restricted movement, activities or diet;
dependency on medication ap.d medical technology; to name
a few. In addition, your relationship with family and friends
may change. You'll confront the often intimidating medical
profession. Your income and savings may diminish, possibly
altering your social status. Your loved onesthe major
source of emotional supportmay feel as vulnerable and
helpless as you.

Anyone who denies being overwhelmed at this time is
simply not telling the tnith. Yet, even as you consider the
number of problems resulting from the impact of long-term
illness on your life, you'll recognize that although weakened
and perhaps impaired, you remain the same person. Like the
pane of glass, you've been hard-hit but you are whole and
you are capable of adjusting to the fate you have been dealt.

Consider making a flow chart or diagram showing (and
concretizing) the intersection of the problems arising from
your illness as the fissures in a cracked pane of glass. Put
your illness in the middle and draw and label the issues you
must deal with as lines radiating from the center or inter-
secting with one another. Then draw a circle around your
design to show that wholeness still exists, despite the dis-
ease. This exercise can help you bring your own problems
into focus, so you'll know what you're up against. EP

Reprintal With permission of Vines Books, a division of Ramknn
House Inc., from MAIM CHARGE, 1994 by Irene Pollin.
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LIVING AND LEARNING
IN THE COMMUNITY

With its unique model, The Evergreen Center has a history of successfully
transitioning students to less intensive community settings.

Evergreen students live in actual community settings traveling to and from
school each day through the Blackstone Valley (MA) countryside. With
trained professionals, they learn basic skills in the classroom, in the
community and in their residence.

Students receive vocational training and experience real work opportuni-
ties. Students are supported with behavior development programs, mdical
and family services, and physical, speech, or occupational therapy.

Our Students' Challenges
Autism Flearing]Sight Impairment

Mental Retardation Severe Maladaptive Behavior

Physical Disability

The Evergreen Center is a licensed, private, non-profit residential school
offering students and their families from across the country and abroad
residential programming 12 months a year. For more information call or
write Robert F. Littleton, Jr., Executive Director.

EVERGREEN CENTER
345 Fortune Blvd., Milford, Massachusetts 01757
1-508-478-5597

Circle *106

For people with disabilities,

WE CAN
turn your computer into an open door.

I

--

if door opening to new opportunities at nork, of school and at home.
Thanks to 111.11 technology. iwrsons with rision, mobilit); speech/hearing
or auention Inn-nutty disabilities can do things once never thought
possible. Like compete in the workplace and support fiunilies. Lice
inthpenth.ntly of odwrs. rout out more by calling I-IWO-126-1832
( I DICE): 1-800- 126-3383 (MD ): in Canada. 1-800-165-7999.

+Mit We can do 111011' thatt ynt think.

IBM INDEPENDENCE SERIES
IMF ear 1,11 1111Iond Inch g. alb I. s. Ilfril(1. 111/11,1, /Owl. Mn mammal /N.J...., Vat !Amt.( orp.ranon
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Our prices make
everyone happy!

Send for a free catalog
of adaptive
equipment.

equipment
P.O. Box 33 Bedford, MA 01730
(617) 275-7681 Fax (617) 275-4094

Circle *123

Hgvis school
For Children With Cerebral Palsy

Serving children with multiple disabilities resulting from
cerebral palsy or traumatic brain injury who need compre-
hensive, individually structured programs that include:

Physical Therapy

Occupational Therapy

Speech and
Language Therapy

Communication Aids

Special Education
Music Therapy
Special Medical
Attention
Adapted Recreational
Activities

HMS, open to students two to 21 years, offers all of these
services and more. The experienced staff and well-respected
consultants provide strong interdisciplinary programs for day
and residential students at the licensed private school.

For more Information write or call:
Diane L. Gallagher, Director

HMS School for Children with Cerebral Palsy
4400 Baltimore Avenue, Philadelphia, PA 19104

(215)222-2566
Akla- ,
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by David Hirsch, M.D.

tiSmart Drugs;/9 Undiagnosed

QWe have heard a lot about
"smart drugs," especially for

children with Down syndrome.
Recently on the news show Day
One, a drug called Piracetam was
shown to help learning ability in a
child with Down syndrome. Our son
is six years old and has Down syn-
drome. We would be interested in
anything that may help him reach
his full potential. What do you think
about the use of these new drugs?

AThe use of the so-called "smart
drugs"as well as vitamin, min-

eral and amino acid supplementsis
a very controversial area in the treat-
ment of children with certain devel-
opmental disorders. Recently, there
has been much publicity regarding
"smart drugs," specifically Piracetam,
as a supplement for children with
Down syndrome. Piracetam, often
used in conjunction with other sup-
plements (typically vitamins, miner-
als, amino acids and, somethnes,
digestive aids or enzymes), is one
member of a new class of drugs that
are thought to enhance learning and
memory. No commonly accepted
mechanism of action has been estab-
lished; that is, if it works, we are not
exactly sure how or why.

Piracetam (trade name Nootropil)
is considered an orphan drug. An
orphan drug is a drug still in clinical
testing and not yet approved by the
Food mid Drug Administration
(FDA), or a drug designated for use
in rare disorders affecting 200,000
people or less. Piracetam's only indi-
cated use is for a rare condition
called myoclonus (a type of seizure
disorder); its use is not indicated for
learning disabilities, mental retarda-
tion or Down syndrome. In fact, at
this time, I do not believe Piracetam

can be legally imported into the U.S.
Also, because of a lack of appropri-
ate scientific research on the use of
the drug in individuals with Down
syndrome, the National Down
Syndrome Society does not recom-
mend the use of Piracetam for chil-
dren with Down syndrome.

I wholeheartedly agree that any
childregardless of disability
should be allowed to reach his or her
full potential. Certain less convention-
al therapies such as drugs or other
nutritional or vitamin supplements
may have a role if used in a cautious
manner. And any such supplements
should be used only in conjunction
with more conventional medications,
helpful therapies, an appropriate edu-
cational program, a nutritious diet and
appropriate exercise.

If you wish to consider the use of
any of these "smart drugs" or other
supplements, I encourage you to
check with your son's pediatrician to
make sure no other medical, thera-
peutic or educational options need to
be considered first. Your son's pedia-
trician can also assess the possibility
of any drug interactions. Under no
circumstances should one assume
that if a certain amount of a vitamin
or supplement has been shown to be
helpful, then twice as much (or
more) of that substance will be even
better.

QOur eight-year-old daughter has
global developmental delays

(fine and gross motor and cognitive
delays). Over the years, we have
taken her to many neurologists, spe-
cialists in developmental disabilities,
occupational and physical therapists,
psychologists and pediatricians.
None of these specialist has been
able to give us a definitive diagnosis

for our daughter's problems. My wife
and I are uncomfortable with this sit-
uation. We are also worried about
any future children we may have.
Can you think of anything else we
might do?

A You have done a significant
amount for your daughter

already. Lack of a specific diagnosis
is one of the most frustrating situa-
tions for patients, parents and physi-
cians. Patients without a specific
diagnosis often tend to be "placed"
into broad descriptive-based cate-
gories that describe symptoms such
as hypotonia (low muscle tone),
developmental delay, non-specific
learning disability, encephalopathy (a
disease of the brain, either unchang-

continued on page 68
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Hawrkh Ottho-Sport, Inc.
67 Ennwald Strad
Know NH 03431 (603) 358-0438

111

Europe's leading line of specialized
)cycles, tricycles and tandems
ow available in North America.
eel frame. Duel caliper, drum

coaster brakes available.
jirldng brakes standard.

'test styling and wide
aim, of colour
,Mbinations.
ore than 30 specially
esigned accessories to
bet every need.

ech
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ARD CHILDREN'S HOSPITAL, REHA-
CO

0 TPMA r
<
a. 'Fransitional Power Mobility Aide 51.
cc .-i

.,i-
...1
<
co

CO

Now a child with physical disabilities can be 5,1
positioned in SITTING, SEMI-STANDING, z

or STANDING to optimize access m
to the environment. 0

Features
Electronic Speed Controls
Multiple Switch Options

Proportional Joystick Control
Radio Remote Control

Six Models Available

1-800-950-5185
INNOVATIVE PRODUCTS, INC.

Grand Forks, ND 58201
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Oooh,
Great Briefs!

YOUT1-1

ADULT SMALL
ADULT MED.

ADULT LARGE

Prime Time'
Plus Briefs

By Medical Disposables.

96 Count $47.00
96 Count $49.00
96 Count $55.00
72 Count $55.00

Prime Time"' Plus Briefs.
All SuperAbsorbent, Premium

Quail!), Products. NOT IRREGULARS.

Prices include all Shipping and HandelMg in
in the 48 connectiong states. Delivery is

made directly to your hcme.

Call or write for a FREE SAMPLE

SpEciAl PRoducts
212 N. Market, Suite 115, Wichita, KS 67202-2016

Toll Free 1-800-553-3492 ,

445

ASK THE DOCTOR

continuedfrmn page 67

ing or progressive) or cerebral palsy
(when used in its broadest sense to
mean muscular impairment or poor
coordination).

Such general classifications can
make it difficult to design and obtain
insurance coverage for appropriate
therapies and treatments. It can also
make it more difficult to qualify for
certain state and federal health pro-
grarns that allow coverage only for
certain specific "diagnoses." And par-
ents of a child without a diagnosis
are less likely to find appropriate sup-
port groups or other resources.

Family and friends may be sur-
prised that you have not found an
"answer" to your daughter's prob-
lems. You are probably getting a num-
ber of unsolicited "answers" and
opinions from well-meaning family
members and friends.

If you have not already done so,
you should consider a genetics con-
sultation. This would include a
detailed look at your family history,
chromosome studies and an evalua-
tion of your daughter's symptoms and
appearance to see if they fit any par-
ticular syndrome. This type of consul-.
tation might also address your anxi-
eties with regard to any future chil-
dren.

Medical knowledge changes rapid-
ly, so more information about your
daughter's condition may become
available in the next few years. In the
meantime, even without a diagnosis,
you need to continue to deal with
your daughter's needs for occupation-
al, speech and physical therapy, and
to make sure she is in a school pro-
gram that best meets her educational
needs.

Over the years, I have seen many
patients who were undiagnosed;
some remain undiagnosed. But their
parents, like you, have accepted
these children just as they are.
Parents have taught me that whether
a child has a specific diagnosis or
not, that is the most important thing
you can do. EP
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Is SI III H ill
Tele4ision is,impor tont, for

Anunna's disability community

The netwark's programming

lielps Americans with disabili-

ties move into mainstream life

by (hanging perceptions.

SENATOR BOI3 DOLE

1;s1 +7.% Is WI flu N trl
not only gives people with

diSobilities cc new means of

communication, but television

gives (ill Americans an

opportunity to maxinnie

21...01

SENATOR TOM HARKIN

Please join March of Dimes

and Is 111 11)1 ts-s . With

your help, we can improve the

quality pf life for Americans

with birth defects and other

disabilities. And we can offer

-quality programming the whole

family cun enjoy.

DR. 'JENNIFER I. HOWSE

President
March of Dimes.
BirM Deleds Foundation

AS ane,of 19 million

Americans who happens to

hove u disability, like I

happen to have epilepsy

I'm vet y excited about

I\ 111 INN (WI la\
uses the extruordinar y power,

of television to communicate

ideus and positive role models

fw our complex society.

TONY COELHO, Chairman
President's Cowinl tee
on Employment of Peon!,
with Disabilities

Join with us ut Easter

Seals mid l 11 1'11Hr-44111

We want to share vital, accu-

rate information. We want to

Isrighten.American homes limn

coast.to coast with.good,

quality television.

JAMES E. WILLIAMS JR.
President and CEO .
National faster Seal Society

We'rP delighted to join

1\11 I. II /11. imthe

"Culling on Cable".cumpaign. I

hope you will become a part of

the effort tshring this exciting

network to every home in

America.

ELAINE I. CHAO
Pri,sident mid CE0
Uoited Way of America

AMERICA'S DISABILITY CHANNEL



Bibs

Ross' BibsHaco, Inc.
PO Box 5642, Asheville,
NC 28813
Call (704) 274-0075
Bibs are made of machine wash-
able, heaw duty vinyl. Large child
size is $13.95; small adult size is
$15.95; plus $2.00 shipping. Call
for more information.

Virginia M. Ramsey
P.O. Box 22 EP Eastern Parkway
Germantown, NY 12526
(518) 537-5846 Phone/Fax
Unisex camouflage for drooling &
unpredictable spills. Wear all day
or mealtime. Bandanna, Collar, Full
lorb/knit neck 21$15, dozen/$84-90.

-Bicycle Trailer

Blue Sky Cycle Carts
PO Box 5788
Bend OR 97708
(503) 383-7109
Enjoy cycling with the whole fami-
ly. We offer customized bicyde
trailers adapted to carry children
& adults with special needs.

Equipment Dealers

National

AMERICAN DISCOUNT MEDICAL
FOR DISCOUNTS ON ALL
YOUR EQUIPMENT
NEEDS! Save on Strollers-
Convaid, Carrie Rover; Mac Laren;
Sccoters; Wheelchairs;
Tumbleforms; Walkers;
Seating/Positioning Equip.; and
Aquatic EquO. for Summer.
Call (800) 877-91C0 for FREE
BROCHURE.

Massachusetts

Atlantic Rehab., Inc.
81 Rumford Ave.
Waltham, MA 02254-9055
(617) 894-0069
Atlantic Rehab. specializes in
Pediatric Mobility and Seating.
Sales and Service. Please call for
more information.

Duro line Medical Products
324 Werner St., PO Box 67
Leipsic, OH 45856
800-654-3376
Call DMP for all your incontinent
needs such as briefs, pants,
pads and liners, as well as skin
care products.
Call for FREE catalog!

H.D.I.S.
1215 Die Man Industrial Court
Olivette, MO 63132
(800) 538-1036
See our ad in this issue.

Summers Laboratories, Inc.
Collegeville, PA 19426
(800) 533-SKIN (7546)
Triple PasteTM for diaper rash and
chronic irritation. Used at leading
children's hospitals. Available
without prescription. Call now for
free treatment information.

:Incontinence

Access Medial Supply
2006 Crown Plaza Drive
Columbus, OH 43235
(800) 242-2460
Attends Youth Briefs fits
children 35-75 lbs. $51.95/cs
(96), Free Delivery. AlsoDepend,
Serenity, other items. Manu-
facturer's coupons accepted.
Free Catalog!

YOUTH
BRIEF II
FITS 30
TO 70 LBS.

96 FOR
$ 39.98

CALL 24HRS.
1-800-777-1111

WOODBURY PRODUCTS
INC.

4410 AUSTIN MVO. ISLAND PARK HY I I MS

Youth Incontinence
Products

Overnight

Pants with

Nylon Exterior

24"-44" waist

Training Pants

Toddler-Adult XI.

2 Piece Brief System

Toddler-Adult XL

QUALITY CARE

For Free Brochure
Can: 1-800-259-3099

Medical fidetmation

Little Angel Health Network
PO Box 644
Ringwood, NJ 07456
(201) 962-9307
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Searching For Merkel Information?
You'll find the answer through the
Little Angel Health Network. Free
brochure explaining how to order a
customized, confidential report con-
taining the latest medical research
on your child's condition.

A & H international Products, Inc.
301 E. Ocean Blvd., #1010
Long Beach, CA 90802
(310) 435-1011
BeeperKd child monitor helps
protect your child in public.
-Instantly alarms you before child
can wander or get lost.

Care Electronics
5741 Arapahoe Rd., Suite 2A
Boulder, CO 80303
(303) 444-CARE (2273)
WanderCARE Systems notify
caregivers when tbeir wanderer
leaves home. Locate them up to
ONE MILE away. FREE catalog!

Software

UCLA Microcomputer Project
1000 Veteran Avenue/
Rm 23-10
Los Angeles, CA 90024
(310) 825-4821
Catalog of dev. appropriate software
for children w/disab. 18 mths-5 yrs.
Apple, Mac, IBM, cause/effeci, game
format, basic preschool concepts

Van Conversion Dealers

Connecticut

Drive-Master, Inc.
9 Spielman Road
Fairfield, NJ 07004
(201) 808-9709
Full service mobility center,
raised tops/doors, drop floors,
custom driving equipment; dis-
tributors for Mobile Tech., Crow
River lifts, Ricon, IMS, EZ Lock,
and EMC touch pad systems.
41 yrs. of service to the dis-
abled community. Please call for
more information. NMEDA
member.

Indiana

Forward Motions
214 Valley Street, Dayton, OH
45404
(513) 222-5001
Full-size/Mini-Van modifications,
new/used lifts, drop floor, raised
roof, bckdowns, driving equip.
NMEDA member. Owned by
person with disability.

_

Kentucky
_

Forward Motions
214 Valley Street, Dayton, OH
45404
(513) 222-5001
Full-size/Mini-Van modifications,

44,7

new/used lifts, drop floor, raised
roof, lockdowns, dung equip
NMEDA member Owned by
person with disability

Massechusetts

Handicap Mobility Inc.
81 Pond St.
Norfolk, MA 02056
New Jersey
(508) 384-1220
The premier full service adaptive
equipment center in N.E. Raised
Roofs, Lowered Roors, Van
Conversions, Loaders & Lifters

New Jersey

Arcola Mobility
51 Karo Road
Carlstadt, NJ 07072
(201) 507-8500/
(800) ARCOLA-1
New-Used-Trade-Lease-Buy.
Full sized, mini, rear and side
entry. We cany products from
the following manufacturers:
Braun, KneeKar, Vantage, Ricon,
and Pick-A-Lift. If we don't have
it, we'll find it! Financing is avail-
able. NMEDA Member. Please
call for more info.

Drive-Master, Inc.
9 Spielman Road
Fairfield, NJ 07004
(201) 808-9709
Full service mobility center, raised
tops/doors, drop floors, custom
driving equipment; distributors for
Mobile Tech., Crow River lifts,
Ricon, IMS, EZ Lock, and EMC
touch pad systems. 41 yrs. of
service to the disabled communi-
ty. Please call for more informa-
tion. NMEDA Member.

New York

Arcola Mobility
51 Kato Road
Carlstadt, NJ 07072
(201) 507-8500/
(800) ARCOLA-1
New-Used-Trade-Lease-Buy.
Full sized, mini, rear and side
entry. We carry products from
the following manufacturers:
Braun, KneeKar, Vantage, Ricon,
and Pick-A-Lift. If we don't have
it, we'll find it! Financing is avail-
able. NMEDA Member. Please
call for more info.

Drive-Master, Inc.
9 Spielman Road
Fairfield, NJ 07004
(201) 808-9709
Full service mobility center, raised
tops/doors, drop floors, custom
drMng equipment; distributors for
Mobile Tech., Crow River lifts,
Rican, IMS, EZ Lock, and EMC
touch pad systems. 41 yrs. of
service to the disabled communi-
ty. Please call for more informa-
tion. NMEDA member.



Ohio

Forward Motions
214 Valley Street, Dayton, OH
45404
(513) 222-5001
Full-size/Mini-Van modifica-
tions, new/used lifts, drop
floor, raised roof, lock-
downs, driving equip.

NMEDA member. Owned
by person with disability.

Pennsylvania

Drive-Master, inc.
9 Spielman Road
Fairfield, NJ 07004
(201) 808-9709
Full service mobility center,
raised tops/doors, drop

floors, custom driving
equipment; distributors for
Mobile Tech., Crow River
lifts, Ricon, IMS, EZ Lock,
and EMC touch pad sys-
tems. 41 yrs. of service to
the disabled community.
Please call tor more infor-
mation. NMEDA member.

ROOKS, AUDIO/VIDEO & EDUCATIONAL MATERIAL

Books for Parents
and Professionals

Turtle Books
Approved by the American
Academy of Pediatrics. These
upbeat stories with warm, col-
orful illustrations address real
issues found in the lives of real
children with disabilities. Provide
a bridge of understanding for
your children with disabilities,
siblings & friends. FREE
Brochure. Jason and Nordic
Publishers,
PO Box 441,
Hollidaysburg, PA 16648.
FAX (814) 696-4250

Free Catalogs-

FreeThe NEW Special
Needs Project Book Catalog
The best books from all publishers
about disabilities. Comprehensive
resources for parents, children &
professionals. Special Needs
Pnlect 3463 State Street,
Santa Barbara, CA 93105,
(800) 333-6867.

Audio Tapes

"Little Bits of Rainbow"
12 original songs in the JuoV
ColOns tradition, for the parents of
children with special needs. By
Marianne Kallen. Cassettes only
$11.95. P.O. Box 1n83, lighland
Park, IL 00035
(708) 432-5859

Educational. ..

'Materials .

FreeThe 1925 Woodbine
Nouse/Special-Needs
Collection,
a catalog of excellent books for
parents, children, and profes-
sionals on autism, CR Down
syndrome, Tourette syndrome,
mental retardation, visual
impairment, physical disabilities,
special education, and more.
Woodbine House,
6510 Bells Mill Road,
Bethesda, MD 20817,
(KO) 843-7323.

EAdtki.
NO ONE To PLAY WITH

THE SOCIAL SIDE OF LEARNING DISABILITIES

Betty B. Osman with Henriette Blinder

tailing a spelling test is only one of a learning disabled 111"
child's many problems. Often having "no one to play

with" can be more troubling and anxiety-producing than any

classroom difficulty. This book offers parents and teachers C
compassionate insight into the special needs of a child with

learning disabilities and gives detailed information about

where to find support. 6x9 softcover, 170 pp. 9587-8 $10.00

THE TUNED-IN, TURNED-ON BOOK
ABOUT LEARNING PROBLEMS - REVISED EDITIONIn this self-help guide written for adolescents and teens,

author Marnell Hayes, EdD takes a practical approach

to helping kids capitalize on their individual learning style.

The content of the new edition includes new study tips, a

new glossary, and more 'homework' for parents and teach-

ers to help them understand what a child with learning diffi-

culties needs them to know. 6x9 softcover, 163pp. #090-1 $10.00
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ACADEMIC TRAPY, PUBLICATIONS
20 COMMERCIAL BINCy NOVATO: CA 94949 WOO) 422-7249 ,
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Make any adult bike into a detachable
children's tandem.

Children age 4-10 up to 80 lbs.
Safety is the priority, knowing where your

child is at all times.
The Allycat Shadow bike rotates vertically and

horizontally while restricting side to side motion.
The bike is very easy to turn because of the
hinging motion and low center of gravity.

The Allycat Shadow is designed with a free
wheel allowing the child to peddle as much or as
little as they desire.

ALL :AT
FOB WOODLAND BICYCLES, lfrfle
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Gus!' Multimedia Speech System
All Mani, #)sèliingIAC

Version 5 for Windows productin themoridi

Converts any Windows compatible computer into an
UNBEATABLE dynamic display communication device.
Simplicity and sophistication at a great price. Compare!
Sample torte "

;Typo aretNang and SPEAK la
word and phrase ptedidbn

Aiio, Ilititroom co.. ,, h., - abbrinialsal **and=
'-

h.,
,

4:....

1
Gann now,,,bota

.
i:6 ,6 Li. Z.-abedet .'chiJki...rnnopqrs..

t u v . i x r z :

allDrink

311211125
IMINIZINI

URIC 0

..2-4....
Restaurant

kR. 7
EMT==Oil

iv... ..... I.

R

Also included...
Cm! Abbreviations

Add "AV tg_gny program
Gus! Home Control

Environmental control IX101

Gus) Symbol Selector
Locate, view & reslze pictures

Gusl Mouse Ishown)

I

2 Built-in Switches
ii tit & Right mouse buttons) Minch I or2

Gust Mouse \
Ireduded MEI y 4.
Conned to
Serial Pun

$795
Complete!

Gus Communications Inc., P.O. Box 4362, Blaine. WA 98231-4362
Phone:(604) 279-0110 Fax:(604) 279-84741114
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ExpRFss
Medical Supply, Inc.

UROLOGICAL
Bard Baxter Coloplast
Convatec Hollister Intermed
Mentor MMG Sherwood
Sierra Urocare United

INCONTINENCE
Attends Caring Depends
Medline Tranquility

OSTOMY
Coloplast Convatec Cymed
Hollister NuHope United

WHEELCHAIR
CUSHIONS
Roho Jay

SKIN & WOUND CARE
Bard Convatec Hollister
Sween United Urocare

FREE SHIPPING
for orders over $75.00 in the
continental U.S.

Call for a F

800-63
ree Catalog

3-2139

Circle Mirk;
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GO GLOVES &
HALF SLEEVES

To reduce blistered
hands and soiled
and worn sleeves,
young wheelchair
users can now use
these waterproof
gloves and detachable nylon sleeves.
The fingerless push gloves are fully
adjustable with Velcro fasteners and
come in red, purple or black. The
washable sleeves adjust to fit over any
garment. Different sizes are available.
Wheelin' Wear Products, Ontario,
Canada K9A 412

Circle e 195

SWIGGLE
DRINKING
SYSTEM

This product is
designed to let kids get
a drink whenever they
want, without . ssts-
Once. This system
consists of a large plas-

tic cup which is mounted upside down,
flexible tubing and a drinking control
valve. The valveS stem toggles in any
direction and can be activated by teeth,
tongue or lips to allow liquid to flow.
When in a resting position, the stem
forms a tight seal to prevent leaks.
Available with kits fcr mounting on a
wheelchair, sink or wall.
Kojis Drinking Aides, Waterford, WI
53185-4299

Circle e 196

DYNAVOX 2
These augmenta-
tive communica-
tion devices
come with a
monochrome
display
(DynaVox 2)
and color
display (DynaVox 2c). They include
infrared technology so ffies can be
transferred between computers and
so users can access televisions, VCRs
and other appliances. These six-
pound devices have memory capabili-
ties ranging from eight to 20
megabytes.
Sentient Systems Technology,
Pittsburgh, PA 15203

Circle ft 197

ECOTRACK
TILES

These tiles are
designed for resur-
facing wooden
accessibility ramps
or walkways to pro-
vide a more secure
surface for wheel-
chair tires. The
molded, textured
surface needs little maintenance and
can be installed and used in almost
any weather. These non-toxic, recy-
cled plastic tiles have drainage holes.
Bike Track, Inc., Woodstock, VT 05091

Circle e198

The ABLEDATA database of assistive technology and rehabilitation equip-
ment contains information on more than 20,000 products for persons of all
ages who have a physical, cognitive or sensory disability. Products are cho-
sen for this page by the ABLEDATA staff basetl on their specific applicability
to or design for children with disabilities. The cityle numbers are to be used
on EXCEPTIONAL PAREN'F's "Free Product & Information Card." Readers can
citric a number on this issue's card (page 63) to receive more information
on any new product featured above. Please allow three to four weeks for
delivery of the information.

Fbr more information on assistive devices, or to submit product infor-
mation for the database (and possible inclusion on this page), contact
ABLEDATA, 8455 Colesville Rd Ste. 935, Silver Spring, MD 20910-3319,
(800) 227-0216 (vim), (301) 588-9284 (WM) or (301) 587-1967 (fds).
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Combine Technology and Family Fun...
...during a week of exploration and learning!

Have you ever wished for time with your special needs child
and your family, all of you intensely exploring technology

...le
.,,e,

Annandale
Village

"THEIR COMMUNITY...WITH OUR
HELP" Residential, day, and evening
programs and services for adults with
developniemat disabilities.

Paid Vocational Training
Visual and Performing Arts
Daily Living/Life Skills
Therapeutic Recreation
Case Management
Health Services
Off-Campus Activities
125-Acre Wooded Environment

RJ's
Tech-Weeks
Available year-round

In sunny southern CAI
Options:

Resort Lodging
Vacation packa ges

options, with your own personal guide?
ILT Cooper is internationally

known for his contribution to Special
Needs Technology and his hands-on
work with children with severe-
profound disabilities. Come see how

uryo child might benefit from state-of-
the-art technology.

1-800-RJCooper (InfoLine)

Private, 501(c)(3) Annandale at Suwanee, Inc.
Nonprofit Community 3500 Annandale Lane

Suwanee, GA 30174
(404) 945-8381

Dana PT, CA 92629
Voice: 714-240-4853
email: ricoop@aoLcom

THE ARBORWAY SCHOOL

OA.' 0
ON a

A VERY SPECIAL CAMP FOR
SPECIAL NEEDS CAMPERS
A co-ed residential camp for the:

Learning Disabled, ADD.
Neurologically Impaired.
Mild-Moderate MR.

Located in beautiful High Falls in
the Catskill Mts. of NY state.
2 4, 8 wk. sessions. Highly qualified
staff. 33rd year. Free brochure.

Contact: Bruria K. Falik, Ph.D.

- .

.. The
- ArborWay

.

. SCI-1(X)1

A 24 hour learning experience
which provides individualized ser-
vices for multihandicapped stu-
dents.

1:2 staff to student ratio
clinical consultants on staff
recreation al and leisure activities
vocational training & on-site work
12 month program
ages 6 through 22

Contact: Carolyn MacRae,
Executive Director
Arborway School
147 South Huntington Avenue
Boston, MA 02130

Camp Huntingicin
331 d year Camp Huntington

56 Bruceville Road
High Falls, NY 12440
(914) 687-78401(914) 679-4903 winter

CHILDREN'S CARE HOSPITAL
& SCHOOL (formerly Crippled
Chiklren's Hospital & School) is a
private, nonprofit facility serving
over 1000 children and families each
year. Individualized, family-centered
programs available through day
school, outpatient, outreach, or resi-

CHILDREN'S CARE
dence. Pediatric rehabilitation pro-
gram now offered.

HOSPITAL & SCHOOL
For Children with DisabiliUes Contact:Nathan Anderson

and Their Families Children's Care Hospital & School
2501 West 26th Street
Sioux Falls, SD 57105-2498
(605) 336-1840 or (800) 584-9294

TENNESSEE

VirSik
V

Paiceeptimali Clips
SINCE 1969

Thll Pine Camp A special place for
Special Needs Campers. A co-ed, six
week residential camp for learning dis-
abled and mild-MR. Located in the great
Smokey Mtns. of S.E. Tennessee. Two,
three, six week sessions. Professional
staff and nurse. Provide traditional
camp activities-equestrian program
-computer program.Twenty sixth
year. FREE BROCHURE.

Contact: Ron & Cammie Eydt
Tall Pine Camp
114 Tall Pine Circle
Tellico Plains, Tennessee 37385
(315) 261-2329 (615) 261-2138

a
4

OAK HILL SCHOOL
100 Years of Compassion
Exceptional people deserve excep-
tional care. CIB/Oak Hill School enters
its second century of compassionate
care and ground-breaking education
for children and adults with severe
developmental disabilities.

Residential living
Day and vocational programs
Loving, supportive environment
Dedicated, highly-qualified staff

CIB/Oak Mil
12(1 Holconth St.
Hartford, CT 06112
(203) 242-2274

....
.

-: l 11;1- .

"MAXIMIZING INDIVIDUAL
POTENTIAL" Community-based,
positive learning environment for
difficult-to-place children, adoles-
cents and young adults with MR,
autism. communication disorders
and challenging behaviors. A pro-
gram of the Prot ?stant Guild for
Human Services, Inc.
i 12-mo. day/residential programs.
6 10 miles west of Boston.

Centact: Admissions Director
The Learning Center
411 Waverley Oaks Road
Waltham, MA 02154
(617) 893-6000
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I.rlc1 Library
You can order

Nam,
any.of the

books listed here
with the coupon
below or by calling
(800) 535-1910

h ANNirs,t,

UTUR

THE EXCEPTIONAL
PARENT 1995 RESOURCE
GUIDE: Directories of
National Organizations,
Assodations, Products
& Services
A valuable reference tool for
parents and professionals.
EP102EP $9.95

COUNT US IN
Growing Up with Down
Syndrome
J. KINGSLEY & M. LEVITZ

The authors aiare their inner-
most thoughts, feelings, hopes
and dreams, their lifelong
friendship.
1113073Dfi $9.95

THE CHILD WHO
NEVER GREW
PEARL BUCK

Brings back into print Buck's
Inspiring account of her strug-
gle to help her daughter with
mental retardation.
WBOO8MR $14.95

PLANNING FOR
THE FUTURE
Providing a Meaningful Life
for a Child with a Disability
qfter Your Death
MARK RUSSELL

AP02400 $24.95

II fleeting
AllEarly
AllInterventlon
MI Challenges

borefirm litsk *lbw
loolUsw,

Lo.on 1i.o.
CI Gado,

1,...14111.
foloillim, WO Lona

711:jkl.01.1.1.&fr

41 J. .1

TAKING CHARGE
Overcoming the Challenges
of Long-Tenn Illness
I. POLLIN, M.S.W. & S.K.
Gown., MA
Designed to help the chronically
ill person understand why you're
feeling the way you do and to
realize that your emotions are
normal, natural and predictable.
Coming to terms with reality.

10110700 $22.00

CHILDREN WITH
DISABILTIES
A Medical Primer
M.L. BAISHAW, M.D. &
Y.M. PERRETT, MA
For parents and professionals.
Over 200 detailed illustrations,
an extensive glossary, and a
section on syndromes.
PI307100 $29.00

MEETING EARLY
INTERVENTION
CH/LLLENGES
Issues from Birth to Three
Second Edition
L.J. JOILNSON ET AL

Guiding professionals and
parents through changes in
early intervention practice.
P8095E1 $30.00

MAKING SCHOOL
INCLUSION WORK
A Guide To Everyday
Practices
K. BLENK & D.L. FINE

The excitement and the
challenge in true inclusion
demands involvement,
imagination and dedication
to insure its goals. This book
is peppered with suggestions
for dealing with the myriad
of challenges.
I31.104ED $24.95

CHILDREN WITH EPILEPSY
A Parents' Guide
EDITED BY HELEN REISER
Chapters on diagnosis,
medications, daily care, family
life, advocacy, and special
education.
W401800 $14.95

I FEELING FIT
A Professionally designed
low impact, low intensity aerobic
excercise program for
individuals with des elopnwntal
disabilities.
.0010300 VIDEO $24.95

4 51,
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Still ITV IS OF
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DISABILITIFS
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THE COMP=
DIRECTORY FOR PEOPLE
win DISABILITIES
EDITED BY L. MACKENZIE

A one-stop sourcebook for
individuals and professionals;
products, resources, books
and services.
CH11500 $120.00

THE ILLUSTRATED
DIRECTORY OF
DISABILTTY PRODUCTS
EDITED BY M. MACE

Shows hundreds of products
along with names, addresses
and phone numbers providing
customers with the information
to make the best decision.
7P02600 $12.95

CHOICES IN DE& 'NESS
A Parent's Guide
EDITED BY SUE SCHWARTZ, PH.D.
A clear, thorough, reassuring
book that will help parents
make the best choices.
Written by professionals with
frank personal accounts by
parents.
WB02500 $14.95

IT ISN'T FAIR!
Siblings of Children with
Disabilities
EDITED NY S.D. KLEIN

& M.J. SCHLEIFER

Features chapters by parents,
siblings and professionals.
EPOO1EP $14.95

THE WORST Loss
How Families Heal from the
Death Of a Child
How do families survive
the worst loss? What helps
people heal? What barriers
are there to healing, and what
will break down those barri-
ers?
HH10200 $25.00

DIFFERENCES IN COMMON
Straight Talk on Mental
Retardation, Down
Syndrome, and Life
MARILYN TRAINER

Collection of essays, with can-
dor and humor, brings a fresh,
candid outlook to the chal-
lenges, hopes, and fears of
family life.

W8009MR $14.95
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DOWN SYNDROME
A Resource Handbook
EDITED BY CAROL TINGEY

This book, written for both
families and clinicians, is per-
sonal in approach and direct
in style. It discusses with
compassion and knowledge
the genetic, medical, social,
and family aspects of Down
syndrome.
PE0500S $22.00

BABIES Win
DOWN SYNDROME
A Parents' Guide
ED. BY KAREN STRAY-GUNDERSEN

The complete guide for new
parents of babies with Down
Syndrome. Written by profes-
sionals and parents, this book
ccvers everything new parents
need to know.
WB010AIR $14.95

DOWN SYNDROME:
An Introduction
CLIFF CUNNINGHAM

A comprehensive and well
organized work for parents of
babies and children. Answers
to countless questions.
BLOWS $12.95

INJURY

HIKAD INJURY AND
THE FAMILY
A We And Living
Perspective
A.E. DELL Ono & P.W. POWER

Focuses both on how the fam-
ily can adjust and survive the
trauma related to head injury,
as well as become a partner in
the treatment, rehabilitation,
and adaptation process.
GR10900 $29.95

WHEN YOUNG CHILDREN
ARE INJURED: Families
as Caregivers he Hospitals
and at Home
J. HALTIWANGER & M. LASH

A book about the family's role
In caregiving when a young
child is Injured.
EPOBRAL $7.50
(Includes shipping charges)

WHEN YOUR CIIILD GOES
TO SCHOOL AFTER AN
INJURY
MARILYN LASH

Issues parents need to con-
front about their child's
future schooling, health care
and social needs.
EPOIMML $7.50
(Includes shipping charges)

WnEN YOUR CHILD IS
SERIOUSLY LNJURED
The Emstional Impact
on Families
MARILYN LASH

Topics include preparing for
hospital visits, reaction to
loss, helping siblirgs, and
coping.
EPOOSML $UR.
(Includes shipping charges)

TRANEL

Actizsg ACCESS TRAVEL U.S.A.
TivaelV14;4; I A Directory For People

With Disabilities
C.H. CREMONA

You will find names, addresses,
phone numbers, dimensions,
quantities, and descriptive
information in art easy to use
chart format.
CC106Th $19.95

GREAT AMERICAN
VACATIONS FOR TRAVELERS
wim DISABILIIIES
A Fodors Vacation Planner
With complete accessibility infor-
mation on hotels,
restaurants and attractions.
RHUMB $18.00

THE TRAVELIN'
TALK DIRECTORY
The ultimater directory of
rests rces providing assistance
to travelers with disabilities.
Includes: Names, locations, tele-
phone numbers of all 800+ mem-
bers, specific problems addressed,
travel & tour agencies, hotels,
rental info., other organizations.
RC07600 $47.50

PRICESS Poon
K.M. MULDOON,

ILLUSTRATED BY L. SHUTE

A sibling secretly dubs her sis-
ter'Princess Pooh,' because she
sits on her 'throne with wheels'
and gves orders, until she
takes the wheelchair out for a
spin. An honest lcok at some
universal feeling

AW11000 $13.95

A CANE IN HER HAND
A.B. Linarnetn,
IllABIRATED BY E. Mo.

A great book to help children
who are not physically disabled
understand those who are.
AW111BL $13.95

HOWIE HELPS HIMSELF
,J. FASSLER, PICTURES BY J. LASKER

Designed to help the child with a
disability and the sibling identify
with some of the joys, stresses
and strains of a disability.

AW112PD $13.95

Pm DEAF AND Ws OKAY
L. ASELTINE, E. MUELLER &

N.TArr,PIensEs BY H.

CormaicaRy
How this little boy copes with
the frustrations of deafness at
play and at home.

AW114DF $11.95

PM IDE BIG SISIER Now
M. boor; IIIIBTAATEDBYG.Owm

How the loving ca:e of family
and friends can influence
and benefit the quality of life
for mentally and physically
disabled children.
AW113SI $13.95

Mail to: Exceptional Parent, Dept. EP9505, P.O. Box 8045, Brick, N.J. 08723

Or call (800) 535-1910
QTY. TITLES & ORDER NO.

SHIPPING & HANDLING CHARGES: U.S. $3.50 for I item; 75t for each additional
item. Foreign $6.50 for I item; Mt for each additional item.

Name

Address

City State Zip

Telephone
I have enclosed my check payable to Exceptiona! Parent or charge to my: J Visa 1..1 Mastercard

Account Number: - - Exp. Date /

UNIT PRIDE TOTAL

_
Sub-Total" .
NJ Residents
add 6% Sales Tax

Shipping

TOTAL
U S. funds only These pnces am

subiect to change. Please allow 4.6
weeks for delivery Returns must be

made mItSts 4 weeks ot delivery
No overseas returns

Signature

k ir Circle #300 to receive a brochure of the complete library



Donna T-ball games Pregt6n signed
6.-tpss.the:field-.to Gene Ile since she

\iic6uldri!t hear the.cpaCh:
. .

CHILDREN'S PAGE

SIGNING WITH
MY SISTER
by Preston Timperlake

My sister, Gene lle, is deaf. I corrununicate with her
by using sign language and by talking. When her
hearing aids are off, or if there is any noise, talk-

ing doesn't work, SG I use sign language. Using sign language is lots
of fun because you don't have to talk.

Gene Ile has deaf and hearing friends, and sk lo I. Daniel, my best friend, who lives in
Virginia, has a sister, Kristie, who is also deaf. Sometimes, Gene Ile calls Kristie on the TFY. We
all got together last year at the American Society for Deaf Children convention in Florida

I have been teaching some signs to my kindergarten class. My friends
erkjoy communicating with the signs they have learned. When I sign with my
hearing friends, they try to guess what I am saying. When they ask how I
learned to sign, I say, "I learned it from my sister, Gene lle. My sister is the
only deaf person in my family. I can sign to her anytime I want."

Last year, Gene Ile and I played on the same T-ball team. Sometimes I signed
to tell her what other people were saying. During the games we signed across
the field because Gene Ile couldn't hear the coach. That made me feel happy
because I was signing to Gene lle, and she is one of my best friends.

My morn is president of the American Society for Deaf Children. She tells
a lot of people how important it is to be able to communicate and to under-
stand what people are talking about. All the people in our family can sign,
even my little sister, Erin. She can sign "milk" and "Dad" and a few other

words. Our baby-sitter is also deaf We corn-
Hold onl Gene Ile was interrupted while using municate with her by signing, not talking. We
the TIN during a phone conversation with a
friend.

sign together when she reads me stories. She tells me I think
like a deaf person, and I like that! EP

Siblings Preston, Genelle
and Erin wave to the camera
two years ago. Everyone lii
the family has learned sign
language.

Preston, 6, attends kindelyarten at Wilson Elementally School
in Cotpus Christi, Texas. He lives in Comm Christi with his
sistem, Genelle, 8, and Erin, 4, and his parents, Roger and
Benna. He loves to play soccer, baseball and computer games.

Genetic, who was born profoundly deaf, is a third-grader at
St. James Episcopal School, with support from a sign inter-preter.and a teacher certified in deaf education

T
he Children's Page welcomes contributions from children with disabilities and their siblings. Be creative! Send your stories, photos and artwork to: Children's

Page, Exceptional Parent, 209 Harvard Street, Suite 303, Brookline, MA 02146-5005.
k.
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Maintain your
daily independence through the General Motors

Mobility Program for Persons with Disabilities.

It starts with a toll-free call to our GM Mobility

Assistance Center. We'll identify your local driver

assessment centers, list

your area's installers
of adaptive driving
devices or vehicle modi-

fications and suggest
which GM cars and

Vs

vehicle and any modifications through GMAC in a

single transaction at participating dealers.

The people at GM, and GM dealers nationwide,

know how important mobility is to your e\ eryday

life. Call us today. Or contact your Chevrolet,
Buick, Cadillac or GMC

Truck dealer and find
out how the General
Motors Mobility Program

can help make every
day Independence Day

for you

Call toll-free: 1-800-323-9935
(TDr users: 1-800-TDD-9935)

Reimbursement of adaptation costs, up to $1000

V Financing available through GMAC

V Information on driver assessment centers and
adaptive equipment installers

V Free resource video, "On The Move Again"

V 24-hour Roadside Assistance

Pontiac, Oldsmobile,

light-duty trucks might work best for you.

Next, whether you buy or lease a new GM
vehicle or dealer demo model, we'll reimburse you

for the cost of adapting it-or for the reinstallation

of your own adaptive equipment-up to $1000.
Qualified customers can finance the cost of the

(Reimburwment tor leased whicle adaptation available only
upon lessor's approval to adapt vehicle.)

454

Geqpral Motors,
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`-r:eaturing comfortable, four

t-- point support thel;itde-Hug
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Big-Hug accommodates ,2
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gach durable and
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Height adjustame chest
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Adjustablaknee pad
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transportazipa.

*MOO/jab/ft

Debigned with Comfort aria

safety'in mind,4aph standar

cradles a child in sigreat big,

comfortable andlas-flug.

For more information Oak:,

1-800-631-7277 or,

1-517,787-1600
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You asked for
a change in augmentative

communication One that will
help build a better future for those

with speech, learning and physical disabilities
And we're pleased to announce that change

IS 11111°.
has come Introducing the DynaVox 2 family of

augmentative communication devices.C nges Smarter. Lighter. More flexible. With built-in
environmental control, wireless computer access, 8 or 20

Everything. megabytes of memory and your choice of monochrome
or color display. All at a very affordable price.

And that's only the beginning.
Because, we're also pleased to introduce DynaVox 2

Software for DOS and Macintosh. Now you can turn your
computer into an augmentative communication device to
easily program and transfer files between DynaVox 2 devices
and your computer -- without taking away a child's unit.

DynaVox 2. It's the kind of change that can make a
difference in people's lives. A change we can build on
together, to create a wh.ole new era in the freedom
and power of speech.

If you'd like to know more, please give us a call
at 1-800-344-1778.

4

liSentient Systems ear
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Cover Unified Sports competition,
in which athletes with and without
mental retardation play on the
same teams, was first introduced
at the 199! International Special
Olonpics Summer Gaines with
three sports and 100 athletes Just
four years later the 1,995 Special
Olympics World Games. held July
1-9 in New Haven. Connecticut.
will feature Unified competition
involving more than 1,000 athletes
and 1 I sports. Read more about
Unified Sports in this issue.
beginning on page 56 Photo:
Special Olympics Unified Sports.
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Congratulations, Special Olympics!
In 1968, the first International Special Olympics Games were held in Chicago. One
thousand athletes with mental retardationfrom 26 states and Canadacompeted in
track and field, floor hockey and aquatics. This summer, from July 1-9, at the ninth

Special Olympics World Summer Garnes in New Haven,
Connecticut, more than 7,000 athletes from some 140-plus coun-

:. tries will compete in 21 sports!
The Special Olympics success story is like so many othersa

story of the ways parents, family members, people with disabilities
and advocates have changed the world for people with disabilities,
their families and their communities. When Eunice Kennedy Shriver
started a summer day camp for children and adults with mental
retardation and encouraged their participation in a variety of sports
and physical activities, many people considered her efforts "unreal-
istic." When you watch the Games this summer, in person or on

television, or read about the Games in the media, think about that word--"unrealis-
tic"and how often we still hear it used in reference to individuals with disabilities.
Thankfully, leaders like Mrs. Shriver and others, whose names are not so well-known,
have pursued their visions and made dreams become "real."

Special Olympics has also been open to change. As "inclusion" entered our vocabulary,
Special Olympics initiated "Unified Sports." See our report in this issue.

Recreation
As this issue illustrates, recrealion includes a number of activities. In the past, many
children and young adults with disabilities were discouraged from pursuing recreation-
al activities. Some well-meaning people feared that an individual's self esteem might be
irreparably damaged by his or her inability to "keep up" with peers in compedtive
activities. Fortunately, we are now learning that all people can enjoy active participa-
tion, even when their own talents in an activity may be limited. For generations, many
people have enjoyed watching star athletes perform without feeling badly about their
own more-average athletic abilities. Nonetheless, it seems many have needed to see
the success of programs like Special Olympics to appreciate the value of participation.

Talking about disabilities
Most parents will agree that it is helpful to talk about children's disabilities with
them. But it is not an easy task and there are few guidelines. As usual, however,
when we asked, our readers came through to share their ideas on this topic. You can
read some of their stories in this issue.

STANLEY D. KLEIN, PH.D.

Planning ahead
In 1996, we will mark Ereeptional Parent's 25th anniversary. As we began planning
for this milestone, we welcome suggestions from readers--ideas for "special features"
to include in an anniversary issue, as well as ideas for our 1996 editorial calendar. Be
creativeno suggestions will be considered unrealistic!

Special advertising supplements
This is the second issue in 1995 that includes a special advertising supplement. When
we collaborate with companies on these types of projects, it is because we are
confident that their programs or products are, in fact, special. In April, the Rifton
Company sponsored a report about the MOVE program. In this issue, The Maryland
describes Abilities Pins, its new automobile and homeowners insurance programs
that were specifically designed for individuals with disabilities and their families.

We are pleased that the Abilities Plus program is sponsoring the distribution of
E.treptional Pairnt at the Special Olympics World Summer Games. We k-ok forwIrd
to meeting many of our readers at the Games and joining them in cheering for the ath-
letes and volunteers from throughout the world. g* 9p.
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Outcomes: Posture, function, and improved.

Comments: Bobby shows greater endurance and activity in the
GS Cushion'and Back.

Follow-up: Adjustments will be easy to make as Bobby continues to grow
and develop.

Jai GS: simple, cost-effective children's seating.
0



Mental Retardation?
Last week, I picked up a copy of
Exceptional Parent at my son's
school. As I glanced through the
magazine, the words "mental retar-
dation" stood out on a page in the
Exceptional Parent Library listings.
I found this phrase to be very
offensive.

I have a child who is both physical-
ly and mentally impaired. "Impaired"
seems to be a very accepted word
and sounds much nicer than "retard-
ed." I think the editors should consid-
er this and change this category of
books to "Mental Impairment." I
know this would make the magazine
more appealing to me.

KS., Michigan

EDITOR'S NOTE There are no uni-
formly acceptable terms for many
kinds of disabilities. Foremost, how-
ever we are advocates of using "peo-
ple first" languagethat is, always
referring first to Ow child or adult,
then to the disability (for example,

PAILIMINC

You
Om sit
Yom
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professionals by providing
practical information and
emotional support.
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LISA BLUMBERG, J.D., Corporate

Attorney, Aetna, Hartford, CT

T. BERRY BRAZELTON, M.D., Clinical

Professor Emeritus of Pediatrics,

Harvard Medical School, Boston, MA

CHARLENE BUTLER, Ed.D, President,

American Academy for Cerebral Palsy

and DmekpnienW Medicine,

Rosemont, IL

FIANCES P. CONNOR, Ed.D., Paessor

Emerita, Special Educetion, Columbia

Unitenity Teachers College. New York, NY

"a child with epilepsy," not "an
epileptic child." In keeping with this
perspective, we do not use "disabled"
or "retarded" or "impaired" as a
noun (such as referring to "the
needs of the disabled"). I always try
to speak this way as well, even
though it can sound awkward at
times.

I prefer to use the term "mental
retardation," rather than "mental
impairment," because it is impor-
tant to make a clear distinction that
mental retardation and mental ill-
ness are two different disabilities.
The term "mental impairment" does
not make this distinction clear
While some people have both mental
retardation and mental illness, most
people with mental retardation are
not mentally ill. Similarly, most
people with mental illness are not
mentally retarded. People with both
disabilities have suffered because
the general public lacks intbrmation
about this distinction.

There are also some parents and

ALLEN C. CROCKER, M.D., Director,

Developmental Evaluation Center,

Children's Hospital, Boston, MA

Ell FACTOR, D.M.D., Parent, President,

Wheelchair Motorcycle Association,

Brockton, MA

MURRAY FEINGOLD, M.D., Physician-
in-Chief, National Birth Defects Center,

Waltham, MA

SANDRA B. FLEISHMAN, Parent,

Project Director, A WORID OF

DIFFERENCE Institute, Anti-Defamation

League, Boston, KA

BRUCE M. GANS, M.D., President.

Rehabilitation Institute of Michigan,

Detroit, MI

SOL GORDON, Ph.D., Professor

Emeritus, Child and Family Studies,

Syracuse University, Syracuse, NY

STANLEY I. GREENSPAN, M.D.,

Clinical Professor of Psychiatry and

Behavioral Pediatrics, George

Washington University Medical School.

Washington, DC

HERBERT J. GROSSMAN, M.D.,
Professor of Pediatrics, Neuroiogy, and

Psychiatry, Univ. of Michigan Medical

Center, Ann Arbor, MI

DAVID HIRSCH, M.D., Phoenix

Pediatrics, Phoenix, AZ
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professionals who do not believe we
should use any labelsbelieving
that any label can lead to discrimi-
nation. Sa !ly, that is sometimes
true. However I believe that "labels"
can also lead to greater understand-
ing of individual differences, and
can help family members and people
with disabilities connect with one
another

S.D.K

EpilepsyKetogenic Diet
I'm writing to express my disappoint-
ment in the March 1995 issue of
Exceptional Parent, which focused
so much attention on epilepsy with-
out even mentioning the ketogenic
diet.

Our three-year-old son, Ben, began
having seizures at 10 months of age.
These were diagnosed as infantile
spasms. Even after two courses of
ACTI I (adrenocorticotropic hor-
mone) and trials of every anticonvul-
sant in every possible combination,
Ben's seizures continued to worsen.

continued on page 8
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Superintendent, Glenbrook School

District 1225, Glenview, IL
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*miter, New York Stale Developmental

Disabilities Planning Council, New York, NY

STEVEN P. PERLMAN, D.D.S.,
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Boston Univemity School of Dentistry,
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School of Medicine, Providence, RI
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Child Life Dept, Rhode Island Hospital,
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HOWARD SHANE, Ph.D., Director,

Communications Enhancement Cenh.r,

Children's Hospital, Boston, MA

CAROL TINGEY, Ph.D., Parent,

Psychologist, University of Utah

Hospital, Salt Lake City, UT
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Graduate Dentistry, Boston University,

Boston, MA
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The new lightweight and
highly maneuverable LH

by Action, has been de-
Excelerator,"" from Top End

signed and built especially
for younger riders and Is available in 12" or 14" seat widths and
heights The super smooth, 3-speed shifter is positioned within easy
reach The Sturmey Archer 3-speed hub, with coaster brake, lets
you back up without shifting Oval-tube Chrome-moiy frame
construction, with adjustable seat and upholstery, makes transfers
in and out easy too

Adjustable back
and seat

Adjustable tension
upholstety with 2'
cushion

Clear chain guard

Easy-to-reach,
3-speed shifter

Adjustable
crank height

Adjustable chain
tension idler

Parking
brake

20 performance Custoir-built oval-tube Adjustable duel -solumpr-
wheels with 4130 Chrome-moly frame footrests with
knobby tires safety straps
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From the best-selling author of If You Could See What I Hear

SPECIAL PARENT,
SPECIAL CHILD

Parents of Children with Disabilities
Share Their Trials, Triumphs, and
Hard-won Wisdom

Trough interviews with six families, Tom Sullivan

examines a wide range of concerns confronting parents of

children with disabilities. This rare glimpse into the lives
of exceptional parents who struggle daily to make a differ-,
ence in the life of a child with a disabilim explores-parental

hopes and dreams, heroism and disappointments, and stk.:
cesses and failures: Here's a book that will help all 'spe

parents fulfill their challenging role. Available in book-
store; or through,Exceptional Parent Librapy:

Diextati P TAitcHot,-i*,
'AM or Itrrpotm ituukitic. ,

41014101'.

. , .
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continued from page 4

He was finally diagnosed with
Lennox-Gestaut syndrome.

Ben experienced tonic, tonic-
clonic, atonic (drop attack),
myoclonic and atypical absence
seizuresmore than 100 seizures
every day. His EEG (electroen-
cephalogram) was profoundly abnor-
mal. Ben was also becoming hicreas-

ingly withdrawn, lethargic and
delayed, and was developing many
autistic-like behaviors.

The doctors held out little hope of
ever getting our child's seizures
under control. Through a friend
one I made as the result of a Search
letterwe heard of the ketogenic
diet. Having no other course of treat-

Before they even get to

therapy, our

patients go through a vital

morning ever(ise.

AO*.

*

Getting dressed may be a typical routine in most households, but

not in a typical hospital. Yet at Health Hill, we do things differently.

When children come here for rehabilitation after a serious head or

spine injury, they receive an intensive therapy program and the

best medical and nursing care to help them relearn how to use

weakened muscles. That may include helping a child relearn

basic skill like getting dressed. A Because when children ore
dressed in their favorite clothes, they feel a little better. And that can

actually help them get better Health Hill Hospital For Children, 2801

Martin Luther King Jr. Drive, Cleveland, OH 44104. 216-721-5400.

HEATH HILL HOsPITAL FOR CHILDREN
Helpint chdt!teti feel better whde they're ter1ir2 Wrer

Circle #185

8 EXCEPTIONAL PARENT / JUNE 1995

4 65

; I

I

ment left to try, we decided to inves-
tigate it.

On November 1, 1994, our son was
admitted to the hospital and placed
on the ketogenic diet. Within two
weeks, he was seizure-free and off all
his medications. On February 21,
1995, Ben had an EEGand the
results were normal! Even his neurol-
ogists were amazed.

It's been more than six months
since Ben's last seizure and I feel I
must share this with others. We are
very .;ortimate that this treatment
was available to us, and I kaiow there
must he other children who may
benefit from this diet.

Ben is still quite delayed, but is
making steady progress. Most impor-
tantly, he is happy and safe. That's all
we ever wanted, really. The keto-
genic diet was the light at the end of
a very long, dark tunnel.

D.S., New Ym*

EDITOR'S NOTE: The Epilepsy
Foundation of America (EPA)
stresses that the ketogenic dieta
very restrictive highlat, low-protein
and -carbohydrate regimenis in
no way a "do-it-yourself treatment.
The diet must be initiated in a hos-
pital setting under medical supervi-
sion and followed strictly thereaftei;
with frequent medical checkups.
EFA notes that following the diet
requires a truly dedicated team qf
health prqfe.ssionals and family
members.

The JOHNS HOPKINS KETOGENK'

DIET FACMIEET eaplains that the
diet has typically been used with
children who have uncontrolled
myodonic, atonic and tonic-donic
seizures. Some studies suggest it is
less effective for partial or focal
seizurm, or Or absence or petit mat
seizures. floweret; it is impossible
to predict which children will eape-
rience seizure contml with the diet;
many studies suggest that more
than .50 porent glehildirn with
uncontrolled seizuirs will be helped
considerably.

continued oit Page 15
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Ford Mobility Motoring
Adds More To Life's Rewards!

Ford Motor Company understands that a physical

disability doesn't mean life can't be rewarding. For

many, there's no greater reward than the feeling of

freedom and independence that ccmes from driving.

That's why your Ford and Lincoln-Mercury dealers

want your active life to include a new 1994 or 1995

Ford or Lincoln-Mercury car or van or Ford light

truck. And thars why the Mobility Motoring Program

was creatcd to make adapting your new Ford or

lincuin-Mercury product easier and more rewarding!

A SMOOTHER ROAD TO TRAVEL
Mobility Mctoring starts with a toll-free call. You'll

know you've arrived when your Ford or Lincoln-

Mercury dealer hands you a check for up to $750

toward the installation of adaptive driving or passen-

ger equipment. There's nothing for you to send in ...

and there's no waiting for your check!

You'll also receive a complimentary Ford Cellular

Telephone' and Roadside Assistance7 for the

duration of the bumper-to-bumper limited warranty.

4200
MOBIUTY
MOTORI

PROGRAM

INFORMATION YOU NEED ...
FOR INFORMED DECISIONS
The Ford Mobility Motoring Program also provides ...

friendly toll-free and special ''TDD" information

lines to answer you' questions.

a list of nearby assessment centers authorized to

provide a 'prescription" for your vehicle's adap-

tive equipment.

a list of local adaptive equipment dealers and

installers.

sources of funding which may be able to provide

assistance in addition to the amount you receive

from the Mobility Motoring Program.

Best ot all, you get Ford Motor Company's products

and services. A Company where quality and service

are a0ays 'Job 1!"

So whether your life demands a new Ford or

Lincoln-Mercury car or van, or Ford light truck

just call 1-800-952-2248 (for TDD users:
1400411D-0312). You'll discover that Mobility

Motoring is your kind of reward!

11whilly AstetiegViieel
This video shows how easy it is to open the door to

Mobility Motoring rewards. You'll meet people who

have learned that the process is really simple. You'll

also see how Ford products adapt ... for versatility,

convenience and just plain motoring fun. Just ask for

your free video when you call us.

PROGRAM PERIOD
October 1, 1994 September 30, 1995

' Customs r IS responsible fa a 1214 y minenum Ovation on an
Ford Cella& *tem. Some local individual carriers may requite
a tome agreement as Nell as Whet related service and usage

clurges, so =Once is optional. To te eligible for Ihe
complimenbty Fold Cellular Telephone, the customer must also

live in an me coveted by be Ford Cellular System al he time of
tie purchase (X lave

Ask your dole/ for a copy of tne limited *wanly and complete
details of he Roxlsde Assistance Plan. Vehicles covered by Ihe
Lincoln Commitment f -Series Preferred Case or fled Carpet

Leese pions hate additional benefits

A NEW CAR, VAN OR LIGHT TRUCK ... ADAPTIVE EQUIPMENT ... AND ON-THE-SPOT CASH!

4110, ElVotri-dMercury Divisions

Clid 136 4.70
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Columbia offerS you Solutions tci the daily challenges of
transporting, bathing and toileting your child with comfort, safety and ease!

You and your child face some tough
challenges, but you're the one who must
solve them in the most practical ways.

- Here's how we can help:

II When your child has outgrown that
:infant ear seat, you ...san haVe peace of
'mind knowing that the ColtusibCzr

Seat has been crash-
tested for children

I)

'02000
Car .56.2

from 20 to 102
lbs.-yet weighs only
11 pounds!
It has been the

No. 1 choice 5ince
1986, for,its

lidjustability
and stylish

comfort. ,,

III At bathtime, our popular
Chairs in4

Around Bath Supports allow'
yOur child--; and °

you7to enjoy,
the bath.

Why do these produCts work so well?
Columbia produrts are thoughtfully
designed, with each item available in the
right size for your child, with lots of

adjustability for a custom fit.
They are made of durable
materials, tested and proven in

Teal-life experience.
Made in the USA and sold all over the
world, Columbia produchtare leaders in
all their categories.

.07700 Hi-BaCti
Wrop4roosi
SNPPott

for a Alm "
ton, op to

iiAt tOileting time, our Toilet
Supports fit easily onto any
;toilet; remove easily, too. And
our Positioning Commodes
give the same toileting support
in'any location.

tf4,
sues 5uaU sentrt fo4uufN

Get all the details
from our FREE
full color catalog.
"Sharing the
Caring' means
products

,that work!

CALL 1-800-454-6612 TODAY FOR YOUR FREE CATALOG
Columbia Medical Wye Cor0,,Dept Dl, PiMx 033, Pacific Palisades, CA 90272
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mu:inlay! from page 8

The diet is used most Oen with
children aged two to .slx. It is difficult
to implement and maintain in chil-
chew younger than two, while children
older than six often mbel at its rnstric-
tions. The diet is typically continued
for at kust three years.

For more information, EFA ive-
ommends the following resources:

THE EPtu;Psy DIET TREATMENT AN
ArTRODUCTION TO THE KETOGENIC DIET

(paperback, 1994, 180 pp.): Written
by medical pmfessionals at Johns
Hopkins; Demos Publications986
Park Ave. S., Ste. 201, New York, NY
10016; (800) 532-8663; $21.95.

AN INMODUCTION TO THE KETOGENIC

DIET A TREATMENT FOR PEMATRIC

EPILEPSY (video, 45 min.): The
Challie Foundation, 1223 Wilshire
Blvd, Box 815, Santa Monica, CA
90403; free (send card with name
and address).

THE JouNs HOPKIAS KETOGENIC DIET

FArr SHEET (factsheet, 4 pp.): The
Epilepsy Foundation of America,
4351 Garden City Dr, Landoret, MD
20785-2267, (800) 332-1000; free.

More Vacation Memories
We just received our April 1995 issue
and were happy to see Mickey Mouse
on the cover, but not so happy that
we didn't get our vacation story and
snapshots off to you in time. We
ended up with too many appoint-
ments in February and missed the
deadline. If you could run this let-
ter with Bryant's picture I know
he'd be so happy!

We have been to Disney World
three times and are planning to go
again. Bryant's 180-pound power
wheelchair im es flying difficult, so
we drive. We pack up all his supplies,
which can be quite a trick! He eats by
g-tube, and one trip means about
three cases of Pediasure. Bryant has
a tracheostomy and needs humidity
at night, so we also need to bring his
compressor and humidity "collar."

Anyway, if we could say anyt hiug
to other readers, it would be this: Go
to Disney World if you've got the
chance! Bryant spent three years on

life support and could not leave our
house except for medical emergen-
ciesunfortunately, those were plen-
tiful. But now that life has stabilized,
we enjoy every possible moment.

Of course, there is more to life than
Disney World, but the feeling we get
from going there and the way the
Disney people handle kids with spe-
cial needs is beyond any place we've
ever seen. They have gone out of
their way for us and for Bryant each
time we've visited. We have met
Disney charactersincluding Snow
White, Peter Pan and Alice-in-
Wonderlandat a Disney character
breakfast. Later on, they remembered
Bryant by name and came over to
greet him during the parade! I could
go on and onand wth I had done
so for the vacation issue.

It's an incredible feeling to watch a
child who had been critically ill hav-
ing the time of his life. If you can see
your way clear to go, it's worth the
trip! Make sure you write to Disney
first and explain your family's special
needs. They will accommodate you
especially at the on-site hotels--and
will make every effort to make your
child'r: visit special.

I don't work for Disney, really!
Cheryl Paquette, New Hampshire

continued on page 22
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Dave Paquette and children Bryant, 6, and

Emily, 3, enjoy meeting Winnle the Pooh

during a trip to Disney Work'.

For more information on Appk

inducts, contact us SIM-6002MS,
800-7SS-0601 (ITYL or un tIte

Internet at applewdsg0 eworld.com.

Apple it

'I l- 4.'
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PEOPLE WITH SPECIAL NEEDS HAVE SPECIAL
AUTO INSURANCE NEEDS

janet was on the way to a physical therapy appoint-
ment with her son, Matt, when suddenly, another
car ran a stop sign and... C-R-A-S-H! Fortunately,
Janet and Matt escaped unharmed, but their van

was damaged and undriveable.
When the tow truck arrived, another nightmare was just

belOnning. How would Janet get Matt up into the tow truck?
Even if she could, would he be safe? What would she do with
Matt's power wheelchair?

Then there was the question of the damaged van. Was her
adapted vehicle properly insured? Would she be able to rent
another accessible van while hers was being fixed? And

would her insurance policy
cover the additional cost?

Enjoying a summer
outing are (clockwise from left) Rob,
Laura, Jeff and David Giushakow.
Laura spends much of her spare time
transporting Jeri and David to sports
practices, art classes and other
extracurricular activities in the family's
adapted van. "If our van were stolen
or in an accident and had to be
repaired, our lives would come to a
virtual standstill," she says.

What would you do?
What would you do iyou
were out with a child who
uses a wheelchair and
your vehicle broke down?
Would your insurance
company pay for the adcli-
tonal cost for special
transportation to get you
and your child home?

What would you do if
your vehicle were dam-
aged in a collision?
Would your insurance
company cover the
cost of repairing the
special adaptive equip-
ment you've added? Is

your insurance company even
aware of the equipment you've
added?

Would your insurance cover
the higher cost of renting an
acctsible vehicle if your car or
van were in an accident and
needed to be in the repair shop
for a few days? Or a few
weeks?

Could this happen to you?
Linda is a busy mother who lives in Baltimore, Maryland
with her husband, Dennis, 19-year-old son, Tony, and 15-
year-old daughter, Mira, who uses a power wheelchair
When Tina isn't studying, racing, playing basketball or
swimming, she and her mother are often on the road,
traveling to and from Philadelphia, where Tina sees a
number of doctors and therapists.

16 EXCEPTIONAL PARENT / JUNE 1995
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"I worry about what we would do if our van broke
down," admits Linda. "How would I get help? And what
would Tma do? I guess we would justhave to get out, and
walk and roll tO a phone."

A company that cares about special needs
Most insurance companies don't realize that some of their
customers have special needs. Or they don't want to think
about special needsbecause that would mean spending
a lot of dme, effort and money designing entirely new pro-
grams for a small percentage of their customers.

"The Maryland Insurance Group is the first corporate
sponsor of a Special Olympics Family Program at the
state level in the United States, as they are now the
sponsor of the Maryland Special Olympics Family
Program. With the "Asa.mr...3 Pws" program, and their
close involvement with families in Special Olympics,
the Maryland Insurance Group has certainly taken a
leadership role in providing exceptional caring ser-
vices to families with special needs children."

Jim Santos, Famik Director
Special Olympics internationalMi

Most insurance companies develop policies, then search
for people to buy them. The majority of their customers
have typical abilities and needs. But what about the mil-
lions of people in the United States today who have some
type of disability? And what about the people who care for
them or transport them? Who has addressed their needs?

No one. Until riow.

The Maryland developed ABILITIES Ptus, not because the
law requires them to (It doesn't), but because they care

and ifs the right thing to do.
At The Maryland, they have not only thought about people
with disabilities, they have spent the last two years talking
with men, women, teenagers and children throughout the
United States, finding out what customers with special needs
want and need. Now they've designed an insurance program
to meet those needs. They call this progam AmixnEs Pws.

Could this happen to you?
Helene and Jack, a California couple, are facing a dilem-
ma. "Like all of her friends, our 18-year-old daughter, Beth,
wants to get her driver's license and we don't blame her.
But frankly, we've been avoiding the subject," says Helene.
Beth has been using a manual wheelchair since a diving
accident seven years ago left her a paraplegic.

"Who would insure her? Even if she could get coverage, the

473



SPECIAL ADVERTISING SUPPLEMENT

"MUTES Pwswhat a phenomenal program! Light yeas
ahead of your contemporarieson the cutting edge!"

Patricia McGill Smith, Executive Director
National Parent Neiworic on Disabilities

ccct would probably be astronomical We haven't even men-
tioned the possdbility to our insurance compan" Jark adds.

Could this happen to you?
"We are an extremely busy family," says Laura, who runs a
household, works part-thae outside of her home and,
along with husband Rob, transports their two sons, Jeff
and David, to baseball practice, art classes and a variety
of other appointments and activities in the family's adapt-
ed van. len-year-old David, who has muscular dystrophy,
uses an electric wheelchair.

"If our van were stolen or in an accident and had to be
repaired, our lives would come to a virtual standstill David
and his wheelchair couldn't go anyplace," Laura says.

A company that listens
The Maryland has listened to the personal experiences,
concerns and frustrations of hundreds of people with dis-
abilities, their families, their caregivers and leaders of
national organizations and associations. /lid in the
process they discovered something very interestingin
addition to their special needs, safety and security are
more important to people with disabilities than to most
people. They pre-plan their travel, drive fewer miles and
appear to have fewer accidents. They take good care of
their homes and property, often equipping them with spe-
cial safety features for added protection. And they are
more likely to follow manufacturer recommendations for
regularly scheduled vehicle maintenance.

The Maryland wants to change cutomers' traditional
perception of insurance companies.

Think for a moment. When was the last time an insurance
company offered you a program or service designed espe-

cially far youa program that takes into account that you
or someone you love has a disability?

When was the last time an insurance company sought
out your business and promised to work with you to fur-
ther develop and enhance their coverages and services to
meet your needs, now and in the future?

continent (»I page 20

"ABILITIES PLUS targets a previously ignored market of
people with disabilities and their families who can
benefit horn having protection or security from the
financial hazards associated with auto travela
significant aspect of our liberty!"

John D. Kemp, Executive Director
United Cerebral Palsy Associations

\ it

Tam MAN IISHIND THE

Patrick Favale
Dkectog Ammo PwsPygmy',

On Christmas Eve, 1969, Patrick k
Favale, a Sergeant in the U.S.

Army, was 'critically wounded in
Vietnam. He spent the next 1 1 months
in the hospital, recovering and adjust-
ing to his injuries. In addition to
receiving a Purple Heart, Pat was
twice decorated. Although his
wounds left hlm with a disability, Pat
went on to many and raise a family.
He has spent the past 18 years
working in the insurance industry, where he
has met wtth great success.

Two years ago, Pat was given the spe-
cial assignment of answering this question:
What if The Maryland were to develop a
program that would specifically meet the
needs of people with disabilities? "I consid-
ered it a privilege to be put in charge of
such an important project," Pat says. "What
made this so special is that this was the
first time in my career that I've been able to
integrate 25 years of experience as a per-
son with a disability and 18 years as an
insurance professional to help others in the
disability community."

Pat began with an exhaustive search
for information about people with disabili-
ties in relation to the insurance industry.
He found very little. Pat recalls, "I did find
out one thing. Everyone told me I was the
first person from an auto and homeowner insurance company to ever
ask about the special needs of people with disabilitiet; and those who
care fur them." Pat realized that the only way he was going to gain a
better understanding of individuals' special needs was to go out and
meet people personally. And that's exactly what he did.

For the past two years, Pat has traveled thousands of miles across
the country, has attended numerous meetings and conferences and has
talked with hundreds of people with disabilities, family memhers, care-
givers and leaders of national organizations. Early on, working with the
Maryland Special Olympics and conducting a survey of the National
Amputee Golf Association gave Pat an appreciation of the lifestyles,
obstacles, frustrations, needs and concerns of individuals with a range
of disabilities.

As a result of the information Pat gathered, The Maryland created
ABILITIES Fkus, the first automobile and homeowners insurance prolram
that addressesrather than Ignores- -the needs of people with disabili-
ties. Reflecting on two very busy years, Pat says, "During the last two
years, my life has been enriched beyond measure. I have had the privi-
lege and pleasure of meeting the most incredible and inspirational
group of people one could over hope to meet in a lifetime. And even
though this was a very challenging time for me, my project team ant'
the company, It was time well spentbecause the vision we had two
years ago is now a reality."

Pat is much more than an Insurance professional; he's an advocate.
"People with disabilities are currently underserved in many areas, espe-
cially Insurance," he says. "The ABILMES PLUS program has the potential
to revolutionize the automobile and homeowner Insurance Industry and
finally give people with disabilities and those that care for them the cov-
erage and services they need... and the peace of mind they deserve."

Pat Favale (right),
shown here with wife
Barbara and twin sons
David and Jason, 19,
says that developing the
ABILITIES Ptus program
was one of the highlights
of his professional career.
"This was the first time in
my career that I've been
able to integrate 25 years
of experience as a per-
son with a disability and
18 years as an insurance
professional to help oth-
ers in the disability com-
munity," Pat says.

4 74
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The tow truck is AAere. ,o
How do I get my son
home safely?

Abilities Plus takes care of your

vehicle and your son. It reim-

burses vou, up to a dollar limit,

for the cost of the special trans-

portation he needs, too.

,
1,

Is my van properly
insured?

Abilities Plus also expands your

coverage so that your vehicle,

with its special modifications, can

be repaired.

475

How do I get another
van?

You can rent the kind of replace-

ment vehicle you need, because

Abilities Plus doesn't restrict Ytra

to a daily dollar limit like most

policies. Instead, it provides an

aggregate benefit which gives

you greater flexibility.
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Ma,Mi

Abilities Plus is comprehensive

insurance for people with special

needs. It's Roadside Assistance,

access to a dependent care net-

work, and many other services

that add value for our customers.

It's also fast, NI- claim ,;ettle-

ment, and customer service

that's available whenever you

want to speak with someone,

24 hours a day, every day of the

year. It's all this and competitive

prices too.

For more intimation, call

1-800-222-2788.

Abilitiesriuuw
CarIiqtlo i)lur special mods.

Circle 0131
476

Personal Insurance

A member al the worldwide IV, Zurich Insuranca Group,-

Coverage availability varies by state.



1

TheMaiyland
SPECIAL ADVERTISING SUPPLEMENT

When was the last
time an insurance
company asked you if
you had the right kind
of coverage for your
vehicle and homeand
any special equipment or
adaptations?

And when was the last
time an insurance company
made you feel welcomed?

The Maryland is a caring
company committed to
developing a better Under-
standing of its customers and
to contimially meeting their
clanging needs. You don't

need Lo withhold information
or hide a family member's dis-
abilitybecause Asunms PLus
was designed especially for
children and adults with dis-
abilities and those who care
for them.

What exactly is
ABILITIES lkus?

On one level, Mums
Pws is unique coverage designed especially

for you and the people you care for. On another level,
it's comprehensive automobile and home insurance at a
competitive price. It provides outstanding customer
service and rapid, fair claims settlementthe kind of
service you should expect from any insurance company.

Tailored Auto Protection: When you purchase your
basic policy from The Maryland you can choose the
additional coverages you need from the ABILITIES PLUS
program. ABILITIES PLUS was created for people who
use wheelchairs and have modified vehicles, and those
who have other special needs that require different
types of coverage than those offered by other insur-
ance companies.

Special Towing and Labor Coverage: If your vehicle is
in an accident or breaks down and must be towed, this
enhanced benefit reimburses you up to $75 per break-
down for the cost of special transportation needed for
the person with a disability.

Special Extended Transportation Coverage: If your

"The Abilities Plus program offered by The Maryland is a
significant step... and few businesses have recognized the
opportunity to market specialized programs. I applaud The
Maryland's initiative."

Kent Waldrop, Founder and President
Kent Waldrop National Paralysis Foundation

20 EXCEPTIONAL PARENT / JUNE 1996 ..1

"The AsiunEs Pws program recognizes the unique
needs of people with disabilities, and by providing
for such needs, gives [them] their equal status in
society."

Ross Catalano, Executive Director
National Association of People with Disabilities

vehicle is involved in an accident and needs to be
repaired, ABILITIES PLUS offers coverage that gives you
greater financial flexibility to rent a vehicle with the spe-
cial equipment you needmore dollars per day toward
the rental cost of a replacement vehicle.

Special Customized Equipment Coverage: The higher
cost of repairing or replacing your modified vehicle can
be covered under ABILITIES PLUS.

The Maryland doesn't want to meet your
expectations; it wants to exceed them.

That's why their offices are staffed 24 hours a day, 365 days a
year. When you call, you'll speak with a person, not a machine,
a patient, competent person who will respond to your ques-
tions and problems with understanding and sensitivity.

The professionals at ABILTIES Pus have two goals in
mindto get you back into your car or home safely and
help you get your life back to normal as quickly as possible.

"Mums Pws mirrors the mission of Special Olympics'
27-year historythe empowerment of people... This
insurance product uniquely addresses the underserved
needs of families and people with disabilities.

"The ongoing commitment of The Maryland
Insurance Group to the community with disabilities is
not simply evidenced in this product Maryland Special
Olympics is proudto recognize their commitment to
our local program as well as... financial support,
leadership and employee volunteer participation.

"This is clearly a maniage of enormous corporate citi-
zenship tied to a product whose time has surely come."

Patricia Krebs, Ph.D., CEO
Special Olympics of Maryland

More for your money
ABILITIES PLUS also offers you these value-added services:

Roadside Assistance: 16,000 garages throughout the
country are ready to assist ABILITIES PLus customers at
special reduced rates.

Guaranteed Auto Repairs: To make sure you get the
best claim repair service possible, AnturiEs Puls has orga-
nized a network of auto repair facilities whose work is
guaranteed for as long as you own your vehicle.

Dependent Care Network: If you need to be away from
home for a few hours or overnight, as an ABILITIES Pws
customer you can get a referral to qualified help at a spe-
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cial discount. One toll-free phone call is all it takes to get
a homemaker, personal care assistant or other home
health professional.

Intbrnuttion about Disabilities: How do you find out
about specific disabilities and support goups? Where can

you learn about the availability of vocational training
programs for young adults with

disabilities?
How can you
get informa-
tion on assis-
tive technology?
Access to a
wide range of
information
resources is only
a toll-free phone
call away.
Mail Service

Pharmacy: You
get reduced rates
on brand-name or
generic mail-order
drugs for the treat-
ment of chronic ill-
nesses or conditions.
Plephone Calling

Cant: A discounted
phone card saves you
money on long-dis-
tance credit card calls.

Tina Miller, 15, shown
here with parents Linda and Dennis,
and broer Tony, 19, is a typical
active teen. Along with her participa-
tion in a variety of sports, Tina and
her mom spend a lot of the time on
the road, traveling back and forth
from their Baltimore home to
appointments with medical special-
ists in Philadelphia. "I wony about
what we would do if our van broke
down," admits Linda. "How would I
get help? And what would Tina do?"

A commitment to
future development
At present, ABILITIES '

PIA'S may not be able
to meet everyone's
special needs. But
The Maryland is com-

Mitted to the continued development and enhancement of
ABILITIES Pu's via direct input from people within the dis-
ability community. The Maryland looks forward to hearing
from you so ABILITIES Pws can continue to expand its
capabilitiescaring for your special needs.

"The first of its kind.., needed by thousands... your
company is a champion of people with disabilities."

Nita Savader, Ph.D., Executive Director
Association for Special Kids, Inc.

We can't end discriminat ion against people with disabil-
hies, or change the physical environment. But AIIIIXIIES
PLI 'S can make everyday life a little easier, safer and more
con tiOrtable.

To get more information or to ask for free quot es on
your automobile and home insurance, call The Maryland

at 1-800-222-2788, or mail in the postage paid reply card
provided. You can also write: c/o Patrick A. Favale,
ABILITIES PLUS, P.O. Box 1228, Baltdmore, MD 21203-1228
and tell him what you think about the program and about
your special needs.

If this program doesm't apply to you, maybe you know
someone who szould benefit---a friend, a relative 9r an
organization. Won't you passthis information along so
Aerums Pws can provide quaticoverage and service
for the people who can use them the most?

Frequently Asked Questions
About ARMIES PLus

Q. Who is eligibie for the ASILMES Ptus Program?

Al People with disabilities.
People who care for family members who have a disability.
Employees of human service organizations who use their private

vehicles to transport people with disabilltles.

Q. I already have car insurance. Won't thl cover any damage my modified
van would sustain in an accident?

A: Not necessarily. Check your policy. if you've added adaptive equipment,
such as a wheelchair lift, raised roof or customized control devices, your
insurance company isn't obligated to cover the cost of fixing or replacing
them unless they are properly covered under your policy.

0. What's the difference between my current auto policy and ARMS Pus if
my vehicle breaks down?

ABIUBES PLUS can guarantee to reimburse you up to $75 toward the cost
of special transportation needed to get you and the person with a disability to
a safe place any time your vehicle breaks down away from home.

Q. Is the program reasonably priced?

A: 'rbu may be surprised how reasonable the cost is. Why not WI the toil-free
number and ask for your no-obligation automobile and homeowner quotes?

Q. IS ABILMES PLUS available In my state?

A: Coverage availability varies by state. We are continuing to add additional
states each month.
Even if ARMES PLUS is not yet available in your state, we are eager to hear
from you and every other interested consumer for three reasons:

1. We want to send you information about Aunts PLUS.

2.We want input about ABUTS Pus from consumers everywhere. We
want to meet your insurance needs and find new ways to serve you.

3. We want to be able to contact you when ABILITIES PLUS becomes
available in your state.

Q. Are there any special requirements to apply for kornEs Pus?

A: No. Just call 1-800-222-2788 or mail In the postage paid reply card
provided. You can also write: c/o Patrick A. Fay*, Mums Pus, P.O. Box
1228, Baltimore, MO 21203-1228 and shate your thoughts.

Abilities Available exclusively from
The Maryland
Personal Insurance
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Attention Medical
Professionals

FREE SKIN CARE
PACKAGE

Call: 1-800-GO-PEACH (467-3224)
for information about

Tranquility a FREE Skin Care Pack Program

Or mail form to Skin Care Pack PO Box 129.
Dunbridge, OH 43414-0129

Company
Name
Address
City State _ Zip
Telephone

Skin Care Pack contain, Slim Line' Booster Pads,
Slim Line, Adjustable Briets. Slim Line. Fitted
Liners. and Slim Line' Peach Sheet Care Pads

Offer expires 09 '30/95
1035 Pn.00450.0 Enter:05P 1.c E1'SkrICSS5

Let us send you a
TRIAL PACK
Order Now. - Call Toll Free

1-800-GO-PEACH (467-3224)
Or mail iorm to Exceptional Parent Trial Offer.
PO Box 129, Dunbndge, OH 43414-0129
Name

Address
City State _ Zip
Telephone
Waist Size Hip Size _
Check the appropriate box Enclose a check for
the proper amount and return the form and check
to PB E No copies accepted Good only at P B E
Limit one Trial Offer per family or address Offer
expires 09/30/95

$1.99 Slim Line Fitted Liners 3/Pack

$2.99 2 Pads and 1 Pant, Pack
0 1J95 Prrects &P.m N00.-sos iv Total
ExPT.0.095

Circle 89

Make Life Easier!
LObklet

V411-800-582-4338
NATIONAL 1ST PLACE WINNER1

(tree brochure)
You'll Appreciate the INDEPENV.NCEI

Lubidet
(loo-beday: a toilet attachment)

Gentle, effective, nonintrusive personal cleansing. 1.4.

Warm water wash. Warm air dry.

Jr

( ke..,./ Easy to Install

..bay

Lubldet USA Inc: Dedicated to Healthy Lifestyles! Flight or Lett Hand Use

Easy to Use

Circle ell?
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continued from page 15

Definitions, Please!
I have been receiving your magazine
for about one year and find many of
the articles helpful and mteresting I
even initiated a "Search" letter which
received a few responses

However, I have one suggestion
which I am sure many other readers
would also appreciate. The articles
and departmentsespecially Search
and Respondcontain many names
of specific conditions or other words
that are unfamiliar to those of us who
have children with other disabilities.
It would be helpful to have some kind
of glossary at the end of the magazme
in which these terms could be
defined

I noticed that in the April 1995
issue some definitions were given,
usually in parentheses after the name
of the condition, and that the Ask the
Doctor column provided excellent
definitions for conditions and medica-
tions. I found this very helpful in visu-
alizmg the situation that was
described. I would hke to see more of
this throughout the magazine.

Your maganne has provided me
with some valuable information and I
have recommended it to several other
parents of children with chsabihties.
Keep up the good work'

M.S., California

Em PM'S NOTE. We're glad you've
not d our recent attempts to pro-
vide definitions for specialized
terms. These efforts continue with
this issue and we would appreciate
reader feedback on how we are
doing. Rather than a glossary, we
are attempting to define terms with-
in the contert of their appearance or,
in some cases, with a sidebar (as in
this issue's FATHERS' VOICES). We
appreciate when people writing
SEARCH and RESPOND letters provide
definitions of the terms they use;
this can save us the time it ?could
take to obt a this information .from
other son s.
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HALF A
UFT IS
STILLsum
THAN
WHOLE.
Witb maximum passenger seat
maneuverability, a new easy
off/on ground hugging plat-
form, plus reliable all-electric
operation.

The Crow River Industries VAN-
GATERT" fold-in-half lift is a timeless
classic. When folded it offers half a
doorway of usable space fr easy
loading/unloading, more usable in-
terior space. a clearer side view, and
allows the front passenger seat to be
almost fully reclined for maximum
comfort. But we can't seem to stop
trying to improve on perfection.

All-electric reliability.
The enclosed non-hydraulic, all-

electric operating mechanism is
cleaner and quieter than hydraulic
lifts, especially in extreme tempera-
tures. (There's also no leakage or
unpleasant odor.) And our new
auxiliary electric override provides
emergency electrical lift powernot
to mention peace of mindwhen
you need it most.

A flatter platform.
We've made getting on and off the

VANGATER"easier than ever with a
new flatter platform that sacrifices
nothing in ruggedness and reliability.
And you'll find the improved side
entry option and exit access great in
tight parking situations!

RAPID RESPONSE LINE:
For more information and the name

of your closest dealer call today:
1-800-488-7688

Circle # 119

CROW RIVER"
Industries Incorporated

14800 28th Avenue North
Minneapolis, MN 55447 (U.S.A.)

(In Minnesota, 612-559-1680)
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We have just developed a new line of
children's furnitare made of strong birch
and colorful Formaica that are sturdy,
stylish and adjustable height
to grow with the
child, and Adak

A they will "Cu
Is not tip

overlti

r
-1 1

11F"

s1

./
C oshen Ent. P.O.Box 532, Fair LAwn, NJ 07410

Call for free catalog at 1 800 286 8181 or 201 797 6261 k_

Circle #243

FL1TE GEARTM
4321 N.E. 16th Avenue Pompano Beach, Florida 33064 (305) 784-0800 FAX (407) 495-1746 Email FLITE©Emi.NET

Pure FlIte Gear has developed a new and miting line of gear begs with distindive advanced features for busy people with special needs. Made ofdurable Dupont,. Cordunt and designed for men, women, boys. gins on

the go. From adjustatie. rnovable. yet comfortable shoulder and waist straps to euy access pouches and 'oversized' compartments. These bags and palm offer a fundlonel allemalNeb seem your =talky needs.

HIP POUCH A
Curtippoxhlwirseasyaccess from both sides or zipper top entry
as wet as an adrustable stru. Featuring out unique EASY 'NO
ZIPPER side entry Fits aN LbghtweIght. Super Strong

BLACK, BLUE, TEAL. PURPLE. RED

BUSINESS PAK B
Our Businoss or student model fits legal size notebooks. books and
foklers wkh easy access pouch for keys, wallets, etc. To school, Ibraiy.
or work FOR ANYONE Mobile. Ugh!. Strong, Fits comfortably

BLACK. ewe. TEAL. PURPLE. RED

ATHLETIC PAK C
Our athletic sport pakoffers water boll* space with high skies for easy
access wit our hold pouch also for guldt hand entry to keys. wallets or
gloves Able Disabled Athletes love thls beg. \ For fit and cominience

BLACK. BLUE. TEAL. PURPLE. RED
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Do You Need a Hand
finding bladder control help?

Are you tired of lugging
bulky packages home
from the stores?

Are you able to find
absorbent products that
fit your child just right?

41*ICall Today for a Free Catalog!
1-800-2MY-HOME 4$

1-800-269-4663
ODIS (Home Delivery Incontinent Supplies Co., W.) his the answer

to your problems concerning bladder control products. IIPIS is a

home delivery service that ships incontinence supplies right to

your door in discreet, unmarked boxes. We carry a full line of
products in brands like Ruggles, Snuggems, Attends and

Tranquility that will fit your children properly, so matter what
their size. And, as your loved ones get older and bigger, we have

products that will fit them comfortably throughout all of their
growth stages.

Call RPIS today to see how our convenient discreet service and
warehouse-direct-to-you savings can make your life a little
easier and give you more time for the important things. Call
now ob fill out and send in the order form below and well send
you our 64-page catalog and an 48 coupon. Copyright 1995, HDIS

1

I
Ins! Please send me a FUE Catalog and *8 coupon! I currently use

I

I Name I buy my products from I

I Address I

I City, State, Zip
0 Home Delivery Incontinent Supplies Co., Inc. 1

1215 Dielman Industrial Court
II Phone t I 432 HDIS Olivette, MO 63132 1-800-269-4663L

Circle #14



...

1V.1.

3v.

n Yo

Yo eed

fa

Securing the future needs of a son or daughter with a disability is a challenge
that can be managed.
Estate PlannTho And Capital AcctImulation For 1)ersons

from The Fieprisc Corporati011... because
Their Tomorrows Depend On I low You Plan Today...

iE REPRISE CAMP.
RVI ASSOCIATES
STRIANO FINANCIAL GROUP

( \Nil Hitt id Nii !NI ()711-17;

12860-233-5072 483



"Appropriate movement,
not static positioning.
is the key to improved
health and independence."
The MONE.* curriculum

Circle*41
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Walking with his father is now a daily Joy for Duane Bazeley. Thanks
to his parents. teachers, M.OVE.* and Rlfton Equipment. Duane is making real
progress. The MOV.E.* curriculum teaches standing, walking. and functional
sitting skills to children with disabilities. Working in partnership --sisimmel+fti

with MOVE.* founder Linda Bidabe, Rifton has developed a
complete line of equipment to support the M.ONT.E.* program.
'The MOVE curriculum k copyrightul by the Kern County Calilornia

Snperintemb ccl of 5( hook and Het wied to M OV F. International

Take your first step today. Call 1-800-374-3866
for more information and a free catalog.
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Chromosome 14q+
I am a parent of a seven-year-old boy
who has been diagnosed with the
chromosomal abnormality 14q+ (the
addition of chromosomal material to
the long arm of chromosome 14). The
origm of the additional chromosomal
material has not yet been identified.
James was born with a low birth
weight, a club foot, an eye syndrome
and microcephaly (a small head). The
doctors told me James would proba-
bly be developmentally delayed.

James' growth rate has been slow.
He has nighttime feedings through a g-
tube. He is on a strict feeding program
to encourage him to take more food
by mouth. His development has been
slow, but he progresses steadily.

I would like to know if there is
another child, somewhere in the world,
who has the same chromosomal abnor-
mality or any of the same symptoms.

R.B., Ontario, Canada

Alpers Disease
My 20-month-old daughter Kristin, has
been diagnosed with Alpers disease,
or progressive infantile poliodystro-
phy, a terminal illness. I am searching
for another parent or family with a
child with this disease.

MA., Gemia

Foix-Chavany-Marie Syndrome
My son, Austin, is five years old. Last
summer, he was diagnosed with a
rare disorder called Foix-Chavany-
Marie syndrome. Some of the hall-
marks of this syndrome are mild
mental retardation, poor motor skills,
no speech and a pleasant personality.

Austin has developmental dyspraxia
(difficulty with planning and perform-
ing coordinated movements), low mus-
cle tone, poor goss and fine motor
skills and no speech. He does vocali7p
and uses sign language to communi-
cate. Due to his fine motor difficulties,
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Austin's signing is not exact We are try-
ing to get funding for an augmentative
communication device.

We want to fmd other children or
adults who have the same problems
as our child.

J.B., Kansas

Tell us about...

... your child's favorite
toy or playtime activity.
(Have you found ways to
adapt toys or play activities
so your child can participate
more easily?)

Write to: Readers Talk, EXCEPTIONAL
PARENT, 209 Harvard St., Suite 303,
Brookline, MA 02146, (617) 730-8742
(fax). A sampling of reader responses
to this question will appear in
a future issue.

Hear, There and
Everywhere

Give the gift of hearing in a way you never thought possible. Now
your child can hear surrounding conversations and sounds naturally, and
take part freely.

Sennheiser's revolutionary Mikroport 2013-I'LL FM System is a totally
new concept in assistive listening. This system interacts with the environ-
ment the same way as a human ear, by
continually balancing ambient noise
with more specific sounds, allowing
your child to identify important, even
critical, soundslike your voice. Don't
let your child be cut off from his or hr
surroundings ... Sennheiser supplies the
freedom zo connect.

gErSERINHEISElit
6 VISTA DRIVE, PO BOX 9137, OLD LYME, CT 06371 VOICE OR TDD: 203.434 9193 FAX: 203.434.9022

TDD: 203.434 0509
IN CANADA: 221 LABROSSE AVE., PTE-CLAIRE. PO H90 1A3 TEL: 514 426.3013 FAX: 514.426.3953
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Feeling Isolated
Our four-year-old daughter, Katie, has
been diagnosed as having pervasive
developmental disorder (PDD), or
developmental delays with autistic
characteristics. We first became suspi-
cious that something was wrong when
she was about 18 months old. Before
that age, although she never spoke any
words, she babbled. She waved and
pointed and played a little with toys.
She would go get her diapers when we
asked. Her eye contact was normal.

But by two years of age, she had
stopped making sounds and had devel-
oped an awful temper. She would gath-
er up toys and then just walk around
endlessly holding them. She would let
us hold her, but she wasjust as happy
to be alone.

An EEG, CT scan and hearing tests
were normal.

Katie's eye contact continues to
improve and she is again very lov-

able. She smiles and laughs a.lot. She
loves to be with her brother and
other children. However, she still
doesn't talk. She signs "eat" and
"more." We have a communication
book, but she doesn't use it. She
slaps her chin when she wants to
communicate. Sometimes these

: slaps are soft and teasing, but when
she's frustrated, she slaps pretty
hard.

Katie continues to have hardly any
interest in toys. She just picks them
up and drops them. Her motor skills
are a little delayed and she is just
now starting to use utensils with
help. When Katie is anxious or tired,
she alternates loud and heavy
breathing with holding her breath.
Potty training is just not coming,
either. She wants to eat constantly!

Katie seems to understand so
much more than she can tell us. She
may not get her shoes when asked,

but we'll catch her glance at them. In
fact, she often glances casually at
what we are talking about.

We live in a rural area and our
school is helping as much as they are
allowed to, but that help isn't consis-
tent enough. Does anyone have a
child like Katie? We are at the end of
our rope. We feel so strongly that
with more help, Katie could do so
much more; we are just so alone.

KH. & E.H., Idaho

Undiagnosed
After a variety of genetic tests by a won-
derful team of medical profesionals, our
21-month-old son remains undiagnosed. I
can't imagine our child is the only one
out there with the following birth
defects He was borrt eight weeks prema-
ture but was large for his gestational age
(five and a half pounds). An amniocente-
sis had revealed kidney problems, but no
chromosomal abnonrialities.

ptge30

Transport your child
safely & securely

-4 The E-Z-ON VEST
The E-Z-ON VEST is a dynamically tested safety restraint designed for any kind of

physical or behavioral need

Used with our mounting straps, it is easily installed in any family vehicle, bus, or

wheelchair Available in 8 sizes toddler through adult

The Modified
E-Z-ON VEST SI"
Children with certain physical condi-
tions (body cast, long leg cast or hip
spice) have to ride in a prone or
supine position The new modified
E-Z-ON VEST (Model #101M-2)
enables these children to be transported securely No special installation is

required the Modified E-Z-ON VEST adapts to the vehicle's existing seat belts

hamper t Chlhhen "lying &Ain-

To order or for more information, call toll-free
1-800-323-6598 or FAX (407) 747-8779

E-Z-ON: VEST
E-Z-ON PRODUCTS, INC. OF FLORIDA 500 Commerce Way West Jupiter FL 33458
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continued from page 29

Immediately after birth, Clifford was
diagnosed with the following condi-
tions right hydronephrosis with reflux
(an obstruction of the urethra in
which urine flows backward, from the
bladder to the pelvis, causing pelvic
swelling) and pseudo-prune belly syn-
drome (having the appearance of
prune belly syndrome, a condition in
which abdominal musculature is miss-
ing and the urinary tract is malformed),

an abnormal aortic cardiac valve,
cataracts, high palate and brain anom-
alies (decreased volume of cerebellum
and thin corpus callosum). Clifford
could not be weaned off the respirator
in the NICU but when taken off with
do-not-resuscitate orders, he amazing-
ly, figured out how to breathe. A poor
suck/swallow reflex necessitated gas-
trostomy tube placement.

At 21 months, Clifford is off the g-
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tube, but has many developmental
delays, poor muscle tone, no eye-
brows, hearing loss due to atresia
(absence) of the ear canals, very limit-
ed weak vocalizations due to a serious-
ly narrowed trachea and dysmorphic
facial features. Constant congestion
affects his daily breathing and sleeping.
In spite of daily antibiotic use, doctors
say Clifford's sinus and ear cavities are
totally infected He will probably need
surgeries for these infections.

Doctors have done various blood
studies and a skin biopsy They have
ruled out G syndrome, Zellweger syn-
drome, Prader-Willi syndrome and
Pallister-Killian syndrome. Next,
Clifford's blood will be tested for Smith-
Lemli-Opitz syndrome. I do not feel that
he has enough of the characteristics of
this syndrome but we will follow
through with the blood test.

We read Exceptional Parent reli-
giously in hopes of finding a child shni-
lar to our son. The original prognosis
was for a child with severe retardation
and medical impairment, if Clifford sur-
vived at all. However, each of Clifford's
impaired organs has shown remarkable
improvement, and tests show his brain
is processing speech. We now face a
very uncertain future and would appre-
ciate any helpful information.

B.C. & C.C., New York

Search and Respond is an opportunity for our
readers to exchange information about their
practical experiences meeting the everyday
challenges of life with a child or adolescent with
a disability. We also expect parents to ask appro-
priate professionals.

Please indicate whether the letter is a search or
response. Ifa response, be sum to note in which
issue the original Search letterappeamd. Ail

impulses are forwarded to the miters of the
Search lefters; some am published. Published let-

ters may be edited for purposes of space and deity.
Write or fax:
Search or Respond,
Exceptional Parent
209 Harvard Street, Suite 303,
Brookline, MA 02146-5005
Fax: (617) 730-8742

For Infomution about specific disabilities, con-
tact the National Organization for Rare Disorders
(NORD), 100 Rt 37, P.O. Box 8923, New Fairfield,

CT 06812, (800) 999-NORD, (203) 746-6518. Also,

see "National Resources for Spedfic Disabilities
and Conditions" inEXWITON,41 PAartn's 1995

Remove Guide (January 1995).
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Now there's help for older children
who have nighttime accidents.

A GUIDE TO

D6POSABLE ADSORBENT UNDERPANIS

-,
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GoodNiteskeep
older children dry

overnight.
Bed-wetting is a

common problem for
older children.

ty.e-

GOODNITESAbsorbent Undapants
offer discreet. easy-tow protection in two

sizes to fit boys and girk 45-85 pounds.

You and your

child ire not alone.

Between5and

15percent of all

older children

experience night-

time accidents.

That's almost

3million children.

There are many causes of bed-wetting. Some

are physical, and some are emotional. Since bed-

wetting can be a sign of a more serious problem,

the first step is to see your doctor or pediatrician.

He or she can help you discover the cause and

suggest the best treatment for your child's bed-

wetting. Meanwhile, you can reduce the

inconvenience of bed-wetting with protection from

GOODNITES® Absorbent Underpants.

GoodNitesdAbsorbent
Underpants help make
your life a little easier.

With GOODNITES® Absorbent Underpants

your child wakes confidently to a clean, dry bed. You

and your child can sleep through the night so your

day starts out easier without tension over bed-

wetting or the hassle of extra laundry.

Your child will feel
more confident with an

active role to play.

A good way to help your child feel better

about bed-wetting is to put him or her in charge
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of GOODNITES® Absorbent

Underpants. Your child can store, put

on and dispose of GOODNITES

Absorbent Underpants and let you know

when the supply is low. This will make your child

feel positive about taking responsibility and help

eliminate the helpless, passive feeling that often

accompanies bed-wetting.

Allowywr child to be responsible
lor storing his or her own

GOODNITES Absorbent Underpants.

Why kids like GoodNites®
Absorbent Underpants.

GOODNITES® Absorbent Underpants are

specifically designed for larger children. They're

plain white and go on and off like regular underwear.

They even have a back label. GOODNITES Absorbent

Underpants offer a trim, comfortable fit and are

totally discreet, disappearing under pajamas to build

your child's independence and confidence. Your child

will not be embarrassed by crinkling plastic noises

Look for GOODNITES
Absorbent Underpant.%
in tour training pants

and diaper aisle.

because GOODNITES

Absorbent Underpants

are quiet under clothing.

Children who wear

GOODNITES Absorbent Underpants

feel better about themselves and

that makes for better mornings

for everyone.

How to make
bed-wetting easiei'

control.. .

*Watch what your child drinks

Limit liquids after dinner

Drirduvatel; notiaice
or soda

Avoid soft drinks with

caffeine

Put child in charge of his

or her own GoodNites
Absorbent Underpants

* Support and praise will
help your child

GoodNiteseAbsorbent
Underpants are comfortable,

easy to use and provide
all-night protection.

Try them and see why GOODNITES® mean

good mornings.

NEW Improved
Absorbent Pad
holds in more
than ever and (!

quickly dna=
wetness moo
horn par
child's skin.

,7)

Discreet, white
outer cover looks
and feels like
underwear and is
moisture.proof

NEW
Back Label
Jast like real
andessvean

Stretchable
sides provide
a comfortable.
snug fit.

Thin Absorbent Pad
and leak Guards
offer discreet,
all.nighlprr'tection.

'
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GOODNITES Questionnaire.

You can receive information and offers from GOODNITES*Absorbent Underpants by conipleting this form and mailis

to us at the address below. The information you praide will help us learn more about the absorbent product needs of

older children. The answers will be kept confidential and will only be used in aggregate to help us better meet the nee

of children like yours. Thank you.

I. How old is the child using absorbent products? Years

2. ls tour chIld a boy or prl? Boy Girl

3. Flow many NIGHTS in an average week would your child need an absorbent product' 0 I 2 34 5 7

4 Does your child use aorbtnt products during the day? Yes No

5. Flow many absorbent products would your child use in an average 24- hour penod?

6. 11a4e yOU purchased GOODWOOD Absorbent lInderpants? Yes No

7. How would you rate your sabs faction uith COODNITES Absorbent Fnderpanis' her, cat r. hed Ocelot Not sot), &ins lied

Have not used G(VONITLI Absorbent Underpants

8. Dorm plan to buy GOODN4YES Absorbent Underpants *fit? Yen No I last not vseitlalt)lr,ITLSALrtieor Underpants
9. What other absorbent produc Is does tour clukl use? Check all !hat apply. Adult clisiksable inventmenc

Washable absorbent products Disposable diapers Disposable trOudg Nos
Other (please specify

Mail to: ,p001?NITES Survey

Kri3ox 400029

El Paso. TX 88540-0029

.1.
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Therapeutic Recreation
E.W (December 1994) hopes to
establish a community recreation
program that includes children with
disabilities. Specifically, he wanted
to know how established programs of
this type were operated and funded.

I suggest you contact the National
Recreation & Park Association.
Specifically, you should contact this
special-interest section: National
Therapeutic Recreation Society
(NTRS), 2775 South Quincy St., Ste,
300, Arlington, VA 22206; (703) 820-
,4940, (703) 671-6772, fax.

The folks at NTRS should be able
to advise you and put you in contact
with existing programs in your area
Goof,. luck!

D.V., Oregon

Early Myoclonic Encephalopathy
M.D. (October 1993) wrote about her
then six-month-old son, Austin, who

has early myockmic encephalopathy
(EME), a rare seizure disorder
Austin was conceived while his par-
ents were using the contraceptive
sponge with Nonoxynol-9 spermi-
cide. M.D. was hoping to find mon,
information about EME and other
parents with whom to correspond.

I originally wrote to you, enclosing
my address and phone number, soon
after your Search letter appeared in
Exceptional Parent. As fate would
have it, you called me the day of my
son's funeral. That must have been
horrible for you. But for some reason,
I feel closer to you because of it and I
would really like to get to know you. I
know you also sent me a letter, but I
was like a zombie for a few months
after my son's death, and now I can't
find your address.

Our lives have changed a lot in the
last year. When Danny passed away in
May, I Was pregnant. Our son, Charlie,

was born in September, 1994.
Last January, I landed a job as ser-

vice coordinator for the Arizona Early
Intervention Program. Several agen-
cies wanted to hire me because of my
"service coordinator" experience with
Danny. At the time, I had no idea I
was being a service coordinator, all I
knew was that my son needed equip-
ment, medical supplies, home nursing
care and more. I found that I was
more effective than our case manager
in getting reimbursement approvals,
so I did my own legwork.

At one point, I had approval for in-
home nursing and desperately needed
the help, but there were no state-con-
tracted nursing registries that would
provide a nurse for more than two
hours at a stretch. So I recruited a dif-
ferent nurses' registry to contract with
the state so I could have a nurse. I
didn't know this was service coordi-
nationI thought it was survival.

continued on page 38

Tpark, and pondered the panthers and pythons;

hey've headed safaris in their neighborhood

O.y then probed along the surface of Mars in their trusty

all-terrain vehicles. They've recovered the last of the

golden keys while their computer proclaims them

heirs to the realm. Kid Powern" is for kids making

tracks. A child's tool, like a child's toy must be durable

and adaptable, allowing them the freedom and range-

to explore their environment creatively and indepenr;

dently. Kid PowerTm is tough and reliable with

unique styling that adjusts to your child's changing

needs. Kid Power"' is easy to program, with precision

controls, aCcessible battery boxes, controlled tracking,

a rugged steel frame and a host of options that allow

kids to assert their individuality and lifestyle.
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kid-kart.
cares about kids.

2/

ad-EZ
tilt/reclinet.

=dein
USA

FATENTPENDING

NOW FEATURING A
Bus Transport Model

* Thr ?.e Models
* Grows from

infAnt to age 7
* Complete

Positioning
System

Easy to fold
1,f Easy to transfer

Easy to adjust

kkEZ. Adjustable High Chair Base

1-800-388-5278
732 Cruiser Lane

Belgrade, Montana
59714

CIrclo sea
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Another time, Danny needed respiratory treatments every
two hours around the clock I made it through 48 hours
before I talked the insurance company into paying for in-
home treatments and talked the respiratory therapists at the
local hospital into doing the in-home work. Survivalnot
necessityis the mother of invention. I'm glad I learned so
much from Danny. Now, I am able to share my knowledge
and abilities with other families.

How is Austin doing? And how are you holding up? I am
definitely recovering from the loss of Danny and I would
like very much to get to know you and your family. I hope
you feel comfortable writing to me; and if you call, I
promise no strangers will answer my phone this time.

B.S., Arizona

EDITOR'S NoTE: SEARcH kilos often receive responses
months, even years, after publication. Readers who have
had SEARCH lettets published at any time should make
sure ExcEPrIoNAL PAR.Ebrfs editorial office (209 Harvard
St., Ste. 303, Brookline, MA 02146) always has a current
address to which we can send any responses we. receive.

Persistent ATNR
TW (March 1995) has a 17-month-old son with ceiebml
palsy. Because of a very posistent asymmetrical tonic-
neck mflex (ATNR), his right hand constantly digs into
the side of his face. Someone has to hold his hand during
play, therapy and feedings. TW wanted advice from oth-
vs who have eaperienced this problem.

Over the years, I have taught several students whose abnor-
mal reflexes caused them to hurt themselves or others. It is
heart-wrenching to watch a child pull his own hair, gouge his
ear or cheek, or bite through his lip when an abnormal reflex
takes over. The child is caught in a vicious circle where the
reflex causes pain which causes an increase in muscle tone,
which sirengthens the reflex, thus increasing the pain.

ATNR and bite reflex have caused the most trouble for
my students. One of my students became a ball of nerves
for fear that his out-of-control left hand would scratch his
face, pull his hair or scratch his eye.

Here are four suggestions for dealing with ATNR:
First consult with your therapists about positioning. Don't

be afraid to try what may seem to be unusual options.
Different things work for different kids, even for those with
similar patterns of movement You should aim to reduce
overall tone (the level of tension in muscles at rest). What
might seem like an uncomfortable position to you might be
very soothing to your son if it frees him from his ATNR.

Second, try splinting. That's what worken c-Ir my student.
His therapist and I used a Small fabric knee i rm, qbilizer to
keep his left elbow straight. He could choose tc the
splint at any timewhen he was playing, or e ping artwork
or schoolwork that excited him. The relief he felt at not
having to worry about his hand translated into an overall
reduction in tone. A word of caution, thoughmake sure
all your son's caregivers understand the uses and limita-
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tions of splints. Splinting should be
used only to enable the child, never to
restrict the child or to reduce the
amount of supervision he receives.

Third, I have seen various barriers
used to keep the offending hand
away from the head. Perhaps you
could extend a padded barrier from
your son's head rest, or over his
shoulder from the back of a position-
ing chair. When he goes into an
ATNR, his hand will press against
padding instead of his head.

Finally, your reaction to the ATNR
is important. If you become anxious
and view the protlem as a struggle,
your son will imitate you. Anxiety
raises tone and increases the proba-
bility of reflex. Explain the situation
matter-of-factly to your son in a way
that he can understand, and assure
him that you and his therapists will
find a way to help him control the
reflex and avoid pain. During activi-
ties, be calm and positive. Give him
the support he needs and focus on
the task at hand, not on the ATNR.

C.H., Parida

EDITOR's NOTE: Seating and position-
ing erpert Elaine Tref ler, M.Ed., OTR
reviewed this response far
EXCEPTIONAL PARENT. In addition to

the many good suggestions from
C.H., Elaine notes also that some
children with ATNR may find it use-
ful to tuck an arm under a wheel-
chair tray to keep it out of the way.

Dandy-Walker Syndrome
C.K. (April 1995) have a five-year-old
sun with a variant of Dandy-Walker
syndrome. Doctors say C.K and her
husband carm recessive genes far
this disorder Since Cif. and her
husband would like to have a second
child, they wanted to hear from fam-
dies who carry a mcessive gene for
this condition.

Sometimes, children are diagnosed
with a variant of Dandy-Walker syn-
drome but really have Joubert syn-
drome. In the past, it could be
difficult to differentiate the two con-
ditions, however, this is changing as
more research is done.

Joubeit syndrome is genetically
transmitted, and a decision about hav-
ing more children is always difficult
We had a healthy baby girl after our
older daughter was born with Joubert
syndrome. I firmly believe that the
decision about another pregnancy
depends on what each couple thinks
they can handle. They need to be pre-

pared for either possible outcome.
I am the founder of the Joubert

Syndrome Parents-In-Touch
Network (12348 Summer Meadow
Rd., Rock, MI 49880; 906/359-4707).
If you would like more information
about Joubert syndrome or our orga-
nization , you can contact us.

M.VD., Michigan

A child's well-being is
a sacred trust.

We work to earn that trust by providing a pediatric team
which includes board certified pediatricians in almost

every known specialty. That is one reason why we were
designated by the State of New Jersey as the Children's Hospital
for Bergen, Morris, Passaic, Sussex, and Warren counties.

Our Pediatric Services Include...
Adolescent Medicine
Apnea Center
Bronchopulmonary
Dysplasia Treatment
Child Development
Center
Child Life Specialist
Service
Children and Youth
Program
Craniofacial Center
'iabetic Care

Early Intervention
Program (EIP)
Genetics
Maternal/Infant
Transport Service

Myelomeningocele
Treatment
Neonatal Intensive Care
Neonatology
Pediatric/Adolescent
Psych iatry
Pediatric Allergy/
Immunology
Pediatric Anesthesiology
Pediatric Cardiology
Pediatric Dialysis
Pediatric Endocrinology
Pediatric Gastroenterology
Pediatric Infectious
Diseases
Pediatric Intensive Care
Pediatric Nephrology

at St. Joseph's

Pediatric Neurology
Pediatric Nutrition
Program
Pediatric Ophthalmology
Pediatric Pulmonology
Pediatric Residency
Program
Pediatric Rheumatology
Pediatric Subspeciaky
Clinics
Pediatric Surgery
Pediatric Urology
Perinatology
Regional Perinatal
Center
Swallowing Center

We..accept mast
insurance plans.

Easily accessible via
tnost inajor roadways.

We offer bath an on-
site garage as well ps
valet parking:

496
Circle # 17
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At Devereux...

a helping hand is just a phone call away

1- 800- 345 -1292

In a nationwide network, Dvvereux
provides services to individuals of all
ages who have a wide range of
emotional disorders and/or
developmental disabilities.

Devereux services include:

residential treatment centers

community-based group homes

day treatment programs

transitional living

acute and partial hospitalization

foster care homes

family counseling and therapy

in-home services

aftercare programs

Locations: Arizona, California,
Connecticut, Delaware, District of
Columbia, Florida, Georgia, Maryland,
Massachusetts, New Jersey, New York,
Pennsylvania, Tennessee, Texas

For information and assistance,
contact National Referral Services
1-800-345-1292

V-

Devereux
Circle 0 107 Since 1912
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1.

New books help parents provide
future security and happiness for

their child with a disability

6

PROVIDING A MEANINGFUL LIFE
ma A CURD Wrix A DISABILITY

ArrEAYOURDEAM

Easy to read and understand, an essential book,
Planning For The Future, describes in careful
detail the steps that parents should takefrom
residential, employment and social options to
legal and financial elementsto ensure the
future quality of life for their child. Highly
acclaimed for its original introduction of the
Letter of Intent! The 1995 edition is now
available.

What are people saying about this book?
"For the last 25 years, I have worked with
parents/families in varying administrative roles
responding to their questions and concerns
regarding the future of family members who have
disabilities. Always I wished I would have had this

type of information available. This book is very well written and I really can't
think of a piece of information that is missing."

SISTER ELAINE WEISER, O.S.E, EXECUTIVE DIRECTOR,
ST. JOHN'S VILLA, CARROLLTON, OHIO

"Expert information on this very important often complicated topic. Very
valuable for parents and professionals."

STANLEY D. KLEIN, PH.D., EDITOR IN CHIEF, EXCEIEHONAL P1RENT MAGMINE

"Planning is this book's overriding featureno matter what the disability or how
small or large the income, if there is a well-considered and thoughtful
plan...children with disabilities will have a greater chance of enjoying the best
possible health and security.This book is a must purchase for all parents who have
children with emotional, physical, or mental disabilities."

LI:G4 1.\ToRmATioN ALERT

"A comprehensive publication which presents an easy to follow approach to
addressing vital questions and burning issues that caregivers and consumers
encounter. A must for every professional in the field of mental retardation."

B.R. WALKER, PH. D., PAST PRESIDENT,

AMERR:AN ASSOCIATION OF MENTAL RETARDATION

"Using this hook is probably the single most important planning step that you
can take for your child."

PROFESSOR KENNETH FRIEDMAN, FROM A REVIEW IN
Till: AS.10 C1.-II I-0k PMSONS HMI SHERI: 1-1ANDKAPS (DISH) Nru.st.urri:u

5 4

etr-

hileTtiittrif* Før :17ketore
diictisies itt-the- options in detail,
The- Lift Planning Workhinfie is
designed as'aiandsori VOrkbook
to guide parents 'Areugh the
planning process. py ComPleting
the various patis of the workbook,
parents can put .what they learn in
Manning Pr?r tite'FuiNte, to practiCal.

' use.The workbook enables patents
to: convey :critical inf9rniation
about' their Child to future
caregiVersi -calcnlate their:Child's
lifetime fininCial :needs; organize
their afiairs id permit continuity. of
'care for their child after their
death; sayi -time and money by
preparing in adVance to meet with
attorneys and other advisors. The

Planning Workt4oli Can'be used
separately or irt conjunction with
Manning For The Flamm

To order your copy of Planning For The Future or The Life Planning Workbook
Call 1-800-247-6553 (credit card orders only) or, send your check for $24.95 per book (be sure to include your address)

Ilus $3.50 each for shipping to:
American Publishing t ompany no Box 988 Evanston, Illinois 60204-098

AMERICAN PUBLISHING COMPANY
v (1 If g)X 988 EVANIN r()N II I INOIN
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Great Smile

Comfortable Jersey

fre)eaL
BTE-FM System
by PHONIC EAR

Ultra Relaxed Jeans

Sassy Skirt

Phonic Ear Answers The Age-Old Question:

What To Wear?!

The FREEEAR® BTE-FM System
Made From: 100% FM & 0% Cords One Size Fits A11 Listening Occasions

Teens have been making a case about body
worn FM systems for years, so now we've
made oursto be worn behind the ear.

And with every FREEEAR, kids of all ages
can join the Oticon 4 Kids Club and receive
free t-shirts, book covers, special BTE-siie
stickers and much more.

Call TODAY for more information:
Oticon. U.S. 800-526-3921
Phonic Ear Inc. U.S. 800-227-0735
Phonic Ear Ltd. Canada 800-263-87(X)

FREEEAR is manufactured by Phonic Ear Inc.
for direct distribution to educational institu-
tions. Retail distribution-by Oticon. Inc. in the
U.S. and Phonic Ear Ltd. in Canada.

4
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And now, coming down
the track, in his third year

of Soap Box Derby
competition... it's Jeffrey

Steward Jeffrey, 9, of
Jamestown, New York

races in one of four dual-
controlled cars purchased

by the Masonic Blue
Lodge, Chautaugua

District, for use in the
Special Olympian Division
of the annual competition.

Jeffrey, who has autism,

loves participating each
year and wears his sou-
venir T-shirt and helmet

with pride.

Coming througt Three-year.
old Rachel AWN', Shoots
down a slide at the indoor
playground at McD"
one of her vary favoritehang-
outs. Rachel, whohesio*
muscle tone, hip dysplesla and
facial dysmorphia,l'Ondia0-..
nosed. She communicator" .:;

using a combination of slip
lantluacie speech, an atiOneti'
tative communicit
and, in this case, her broad
smile. Rachel Wee with her
parents, David and Ginn% ki

Bemidji, Minneetta...

Would you like to share a favorite candid snapshot or slid* of your
child and/or family with other readers of EXCEPTIONAL PARENT? Send it to:
Readers' Photos, EXCEPTIONAL PARENT, 209 Harvard Street, Suite 303,
Brookline, MA 02146. (Sony, photos cannot be returned.) On a separate
sheet of paper, write your child's MI name, age at the time photo was
taken, address and daytime phone number, and identify everyone in the
photo. If you like, you can also write a few sentences about your child.
Then look for a familiar face in an upcoming issue!

5

Chistopher Metcalf, 4,
. sports the cep of his NIL

home teemthe Colorado
Ilockles. An avid baseball

fen, four-year-old

,Cliistophor lives with his
p,renti and big sister,

Larissa, in littleton,
-,colorirdO. Christopher has

elowinade estrocytoma
biein tumor, and, due to a
'Wks, ,lias left-side weak-
-Ws and developmental

delays. He attends an

litigated piescilool.

tab.-

Tiptoeing through the pages,
Kayla Felicia-Made Main
doesn't let anything keep her
from her favorite pastime
reading. Kayla, 18 months,

was born without arms but
has found that her feet work
just as well. Better known as
"Sunshine," Kayla lives In

New Orleans, Louisiana.

hormen Ike len Cre ne is riding high on "Roz," his
4.

',Petered Shetland mere, led by 11-year-old brother, Mike.
Wen, 4, has cerebral pals% hydrocephalus and a seizure dis-

odes The fernily lives in Sheidon, Vermont.
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isortunities for a Better
For Students with Autism, Behavior Disorders or Mental Retardation

The New England Center for Autism, is a community-based education center providing day and residential programs for
students aged 3 to adult. Classes in communication, daily living, academics, employment and social skills are taught in 1:1 and
low staff-to-student ratios. Our non-aversive approach is designed to bring children out of the severe isolation imposed by their
disabilities and prepare them for productive, working lives in their own communities. The central educational facility of The
Center is located just 20 minutes west of Boston, in Southboro, Massachusetts, with 13 attractive student homes in nearby
communities. We are less than 3 hours from most eastern states and accept appropriate students feom anywhere in the US.

Aim" 16.

A

EARLY
INTERVENTION

Make a better future for the young
child with Autism, PDD and Behavior
Disorders in your life. At the primary
level, our residential program focuses
on children ages 3-12. Students are
taught using proven intensive instruc-
tional techniques based on applied
behavior analysis. Studies conducted
nationwide have shown the signifi-
cant impact this type of program can
make on the young child's develop-
ment. This short-term placement,
combined with our individualized
transition programs, provides an
avenue to return children to their
homes and public schools with the
skills to grow and thrive in integrated
settings.

INTENSIVE
PROGRAMS

Many of our students arrive at The
New England Center for Autism
after having had a long history of
rejection and failure. With us they
receive intensive, positive, behavior-
ally oriented treatment that focuses
on developing the coping skills and
appropriate behaviors which enable
them to live and work successfully
with minimum support. Intensive
Program students participate in the
full range of academic, community,
and recreational activities provided
for all of our students.

For more information please contact
Catherine M. Welch, MEd,
Director of Admissions.

501

BEHAVIOR
DISORDERS UNIT

Our staff understands how much
can be gained when children develop
a positive self-image, and we work to
make that a reality! Our Behavior
Disorders Unit has successfully
bridged the gap between programs
that traditionally serve students with
emotional disturbances and/or psy-
chiatric disorders, and programs that
serve students with Developmental
Disorders and/or Autism. We combine
individual and group counseling with
sound behavioral techniques to pro-
vide comprehensive educational and
social development programs for all
students, With a strong focus on self-
monitoring, choice and responsibility.

33 Turnpike Road, Southboro, MA 01772 (508) 481-1015
Just 20 miles from Boston

e 0 kk,
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Wear Eler Bow Mild to Moderate
incontinence. 8 oz. capacity.

'111.111MIP

Wear Ever Missy: Mild to Moderate
kradinence. 8 oz. capacity.

141011111111W

Wear Ever Pull-Up: For Severe
Wont/mace. 15 oz. capacity.

r!..

dr() EA'

INEAR.EVERT"
THE FREEDOM TO GO WHEREVER YOU WISH'

Introducing WEAReEVEV. The first family of washable, reusable
incontinence underwear that outperforms disposables.

The secret? WEAREVER underwear is made exclusively
with Hypersorb7 a revolutionary fabric with extraordinary
absorbency and quick-drying properties.

In fact, WEAR*EVER underwear holds up to 450cc of
urine 15 ounces without leakage, and that means
greater comfort, confidence and freedom.

Plus, WEARIEVER underwear can be washed up to
200 times without losing its absorptive powers. Which
means you'll save at least $1,300* a year over
disposables.

WEAREVER. All sizes. Lightweight. Fashionable.
Environmentally-friendly. And guaranteed for one year or
your money back.

To order, or for more information, please call:

1-800-550-4MOM
VISA

Wear Ever Buller
For Severe hIcontmence
15 oz capacity

TOM HEALTHCARE PRODUCTS INC.
307 Bacon Road Rougemont NC 27572 (919) 477-1387 Fax (919) 477-2294

Based on research by TMI

CIrckl II 19 502



Freedom Designs, Inc.

iie

TILT IN SPACE
Our tilt in space feature
is easy to operate.

gn folds
n ease.

RECLINE
I 74 Salutecue offers
X an incremental recline.

-

TILT AND RECLINE
The frame can be reclined
and tilted simultaneously.

om Designs, Inc. 2241 Madera Road Simi Valley, CA 93065

ne (800) 331-8551 (805) 582-0077 Fax (805) 582-1509

Circlo# 168 503
FREEDOM DESIGNS

PICORPORAM
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The iteivtift4'114 " is the tide' s inihi 1.

; Braun line 4**i*, ift, The AO.
aigages l*re thireki

rae grail cToppiecaiiiv sithverit
Cirri& if Miele in the drive r's:lide

c114.5notic" Iii-160# IN'teteriide.
_

:---;17111 Braun hai'reeerily
mimed a helpful boOldet
entitled "Guidelinee.11

, you are seeking an .
adapted vehkie, this is
an exaillent resource for,
equipment selection
said funding tra4ces.
All sourcesPrr'Oor
vehicle rekk_.-4
alao listed ht this
,,compreheasive
booklet,

deihies1 available at no
*ripe by oiling Brkiun ton free at
1100-THE UFT.

... _

A U

41.

EntervarC
The reliability and performance of the new electromechankal kneeling system sets the Braun Enteroan'"

apart from other low floor conversions. The Braun Corporation has a large Selection of Entervans7,in siOck,

converted and ready for delivery.

Roundin out Braun's complete mob-

ility package, the new rear-entry
Windstar Entervan" is the economwal

choice for the couple or small family.

International Leader in
Personal Mobility Products
The Braun Corporation has estiblished
I. their products as the benchmark for

International Personal Mobility. Now, with
the intruduction of the exclusive electro-
mechanical kneeling system, the Braun
Entervarr offers a new level of reliable
mobility.

The electromechanical non-air kneeling
system automatically lowers the rear of the
vehicle while the door is opening. This
design utilizes Chrysler coil springs instead
of airbags, and automatically returns to,
normal driving height when the door doses
or when the vehicle is taken out of park
Even in the event of electrical failure, the
mechanical ovenide will return the vehicle
from the kneeled position.

Braun has a large selection of Entervans" in
stock, convened and ready for delivery.
Calf 1-800-11-IE LIFT for more information

and the All-Star Distributor nearest you.

No matter what your needs, Braun has a
mobility system designed for you. The ori-
ginal Lift-A-Way platform lift is a reliable
performer proven with over two decades of
use. For greater ambulatory and cargo access,
we offer the Swing-A-Way°. The Lift-A-Way
D/C* rounds out Braim's lift selection. And,
for the person who transfers, the Braun Chair
Topper conveniently stores a conventional
folding wheelchair out of your way.

The Braun Corporation. Mobility at its best

Air MANIMIli TIN MVO
MAIMINECORPOISTIOIL
"Providing Access to the World"

r-000-MAr LIAT
Illeoonio Wow P.O. Oa 310 IN 4614 UV.

l'""r1V14).5410 trim, 0,16.410

MENA
*Mkt NJ USA Cleonace. FL IAA lialitypon Rock CA MA

1906 The Bram Corponillort, tro. 11-10-223

The Braun Corporation is the international la ier in mobility prodUcts. With four divisions and a uvrldwide All-Star Distributor
network, we are positioned to provide the eqldpnent and tervice you need. Our commitment to your satiefection to aiso supported by

our Three-Yewr l'r.il-Frer Limited Warranty Jim* 1400-THE LIFT for the Braun All-Ste werest you.

Circle 0113 5 4



After we dropped Samh oft; I sat in
tiw car and cried. Actually, I sobbed.

llwfrustrat ion, anxiety, Jear
and love urnt through my body in
mw spasm after another I irniem-
beird all the sleepless nights, doctors,
hospitals, special diets, vomit and
diarrhea. Then there were all the
words I could tinnily spellhyper-
ammonemia, urea cycle deficiency,
ornithi ne transcarbamylase.

But I also irmembeird all the tender
monwnts with Sarahher giggles
and laughs, her teasing, her lore and
her towage.

After 20 yews qf living al home.
Sandi was now enrolled in a irsiden-
tial school. I missed her abrady, and
as teats poured down my Jace and
old emotions swided amund me, a
whole new set offear s jumped in
who would watch and protect her
check her diet, hold her hand, help
her drms in the morning and kiss
her good night?

0
n the familiar drive to pick Sarah
up for a weekend visit home, I
turn off the radio and roll down

the windows on a beautiful September
afternoon. I want to write about my
life with Sarah, but how do I write
about something that is as much a

a ers ()ices

oinn ara
by David L. Parsons

part of me as breathing?
I m still reflecting on our
life together as I pull into
the same parking lot
where I sat crying five

years earlier I turn off the car settle
back and let the memories wash over
me. I don't have to go looking for
SarahI know I will hear her long
before I see her...

Life with Sarah
Sarah has a
deficiency of a liver
enzyme called
ornithine tramcar-
bamylase (OTC)
which is critical to
protein metabolism.
The condition is
classified as an urea
cycle disorder (see
sidebar, page 50).
By the time Sarah's
condition was diag-
nosed, she had suf-
fered irreparable
brain damage.

Life with Sarah is
much what it
must be like to be
a Siamese twin.
She is all-consum-
ing; her moods
affect my own. If Sarah tugs to the
right, I have to follow; if I want to go
to the left, I have to pull her along.

Small trips to the store can become
major events. Sarah may get scared

and scream hystencally, or she may
decide she wants a piece of candy and
have a full-blown tantrumsitfing in
the middle of an aisle and screaming
at the top of her lungs.

Because Sarah is hyperactive, play-
time usually becomes a constant state
of turmoil. In trying to relate to other
kids, she pokes, hits and aggravates
others. Her friendly personality how-
ever, must somehow pull her through
because most kids develop a real

affection for her.
Sarah is one of

the most loving
people I know. She
thrives on people,
and plays hostess
at most parties,
introducing herself
to everyone. In
fact, she has a
dynamic personali-
ty You always
know when Sarah
is around.

Life with Sarah
is full of emo-
tionsoften all
mixed together at
the same time
from love to hate,
from ganic to
calm, and every-

: thing in between. This dichotomy of
emotion is symbolized by my two
geatest fearsthe first, that Sarah
will die, and the second, that she will
outlive Pam and me.

e je

Sarah, 13 months, enjoys a wagon ride.

By the time her condition was accurately
diagnosed, at 18 months, irreparable
brain damage had occurred.

Fathers' Voices is a irgularfeatuir qfExcErriavni. PAREAT magazine. This column,
coordinated by James May, Pmject Director of the National Father's Network,Jbcuses
en palms' atperiences rearing children with special needs. Yaur contributions to this
i.11umn are encouragat

l'qr more infbrmation about tlw National Fathers' Network (NFN) or to receive
their newsletter, write or call: National Fathers' Netwm*, The Kindering Centel;
16120 N.E. Eighth Street, Bellevue WA 98008, (206) 7474004 or (206) 284-9664
(fikr). Funded by a Maternal and Child Health Bureau grant, the NEN provides net-
wink q opportunities forfatheis; develops support and mentor, ,tff pmgrams; am(
orates curriculum pnanoting fathers as significant, nurturing people in their chit-
then's and families' lives.
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A joint effort
No part of my life escapes the effects
of Sarahfamily life, social life, busi-
ness life, marriage and sex life. It has
been ajoint effort, with my wife, Pam,
taking the brunt of it and t he rest of
us pitching in. For the family, it has
been a shared sacrifice. Vacations
were nonexistent when Sarah lived
with us; even little things like movies I

runlinnod (»I iltyle .50



Braun has recentI
released a hel
booklet entitled
"Guidelines". If you
are seeki4 an
adapted vehicle,
this is an excellent
resource for

equIPTent
Lction and

dintsources., irk
All souices kr
motor vehicle

febates are also listed in this
covmyry..hoisive booklet. a:Guideline

TOIrafitteestaltZimilibR1143rat'm

eBraun Comp
f you havedifficulty entering ancl, exiting
your vehicle, the new Companion Seat' is

your key to greater mobility.' lts automatic
operation and rugged construction enable
semi-ambulatory persons to reliably and
conveniently board Dodge Caravan or
Plymouth Voyager minivans..

The seat extends ar andllts forward a fUll 6"
to.maluiboarding sak and easy,' Clue on die
seat, you are smoothly taiied into the vehicle:
by prming the conveniently ft:bunted switch.
All you have left to do is manually rotate into .
the forward facing poSition. To, exitk the

; procedure is simply reversed.

The Corripanion Seat° utilizes your van's
original Seat, but replaces the existing Seat base

with a uniqiie power base, When pirt needed,
it funitions oractly is the pariaenger seat' This
feature makes it perfect for aciive families with
only, one Member Whaneads asaiStance. And1 .

as always, Braun thoroughly tested the
Companion Seat' to meet all applicable federal
moor Vehicle safety s,tandanls.

Seat'
If you need financial assistance, Chrysler offas
oish rebates towards the purchase of adaptive
equipment thrmigh the CbrY:11. Corporation
Automobility Program. Ask pin. local Braun
distributor aboutotive mums of assistance.

For mom inforniatiOn on the Companion Seat'
orotherBrami mObility products, call us today
at 1-80fi-THE M., We Will give yOu the zianie

'and location of distributors in your area.

, Now more than ever, mebility tine of the
most finportant things in yclur life.- Let Braun

and the Companion Seat° be the answer to

9

Mists Pertains

Tog pia-
AIIMPICONP0111111011.

'Trovidin Access to the World"
'NO' Mei,' ALKOPT,

.rtlevalp4Alierra."."."'""

;

rpiekt MUM Craskinet, RI USA : HUfainglon litio, rA Am

The Braun Corpor' elkerrn the hoteruatknal Wel In mobility piMoluets. Vilthpur itholi+oatui a uorkisOide disteibutor n,..;.teork, we
ere peeekned to provide the *meat ottli rerVete you need'. Our commtment to your attlefection ie 4410 Oupponyi by m There,
year tStrry-Pety Leastleit %Comedy, Sheertycall14:01THE UM* der Brom Mier wool you,

Eis ' nfig 0 iNg bum; Capra* Ine. 11:110414
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More About Urea Cycle Disorders

Aurea cycle disorder is one of six genetic disorders causing an
enzyme deficiency in the urea cycle. The LIM cycle is the

body's way of breaking down excess protein into urea, which is
eliminated frOM the body with urine. The urea cycle requires dif-
ferent enzymes, but when one of these enzymm is missing, it
creates a blockage in the cycle that results In the build-up of
ammonia in the blood. The highly toxic excess ammonia (known
as hyperammonia) reaches the brain throu0 the blood vetere it
may cause irreversible brain damage and/or death.

One in every 25,000 children is affected by a urea cycle dis-
order. Many physicians believe there are many more cases, but
they are not properly diagnosed.

The effects of a urea cycle disorder usually do not appear
until after the first 24 hours of life. At that point, the infant

becomes lethargic and begins vomiting. Soon after, seizures,
decreased muscle tone, respiratory distress and coma may
occur. Death generally occurs if no Immediate intervention Is
taken to decrease the ammonia level. Cases where symptoms
appear at later ages may be caused by a partial (rather than
total) enzyme deficiency.

Treatment, individualized for each child, generally consists of
a low-protein diet and the use of medications which provide
ammonia removal. Prompt treatment may prevent brain dam-
age and/or death.

This information was provided by the National Urea Cycle
Disorders Foundation, PO. Box 32, Sayreville, NJ 08872, (800)
386-8233.
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were few and far between.
But I have watche-1 my other kids

grow up with a strung sense of moral
and emotional strength. Living through
crisis after crisis teaches priorities.

Our marriage has come close to the
breaking point more than once. It was
hard enough when Pam gave birth to
twins Sarah and her brother,
Michael. But Sarah's disease was truly
traumatic. She had lapsed into comas
twice by the time she was 18 months
old. She couldn't sleep and would

16C.0'
OS% eg/9.0SL

thrash and cry all night long.
The doctors were brutal on Pam,

telling us that Sarah's problems were
the result of some sort of psychologi-
cal mother-daughter syndrome (funny
how they never thought it was a
father-daughter syndrome). They
ignored the fact that Sarah's twin
brother was a happy, healthy baby.
The doctors put Sarah in the hospital,
told us to stay away and force fed her
until she was comatose and paralyzed
on her right side. Only then did the

doctors decide maybe it wasn't psy-
chological. The end resultbesides
an irreparable assault to Sarah's
brainwas an emotional cauldron of
guilt, betrayal, bitterness and hatred
that Pam and I must dance around.

Constant stress
Romance and sex were something I
saw only on soap operas. Pam and I
had no dine to be alone. In 18 years,
we had only one vaention as a couple.
A night at the movies or dinner alone

continued on page 52

NEW THERAPEUTIC TRICYCLE

14 too

USES WALKING MOTION TO MOVE TRICYCLE FORWARD AND BACKWARDS

Developed for Children with Cerebral Palsy and
other special heeds.
University studies show children improve gait and
increase self esteem during use.
Available in 3 sizes and adjustable for growth.
Chromo ntoly frame.
Shipped fully assembled.
Available in 3 colors.
Designed by physical Therapists and Ergonomists.
Customizing available.

Circle #247
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Call c.r Write for Informatoqi Packet and Order Form

Viewpoint Mfg.,Inc.

VIEWPOINT
P.O. Box 108

Spanish Fork, UT 84660
MANUFACTURING. INC PI IONE: 1-800-798-2430
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Meeting the future needs of a son or daughter with a disability is a challenging task, but one you can manage

with the help of an EPPD Life Planner. EPPD professionals are at work now helping families like yours

throughout the country. Let us show you how to help

secure your family member's future. Return this free

postcard or call today to arrange a no-obligation

appointment with an EPPD Life Planner near you.

ESTATE PLANNING FOR
PE NS WITH DISABILITIES
A Division of Protective Life Insurance Company

800-448-1071
Richard W. Fee, Executive Director
National Office: 1200 Corpoiate Drive, Suite 330, Birmingham, Alabama 35242
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Fathers' Voices

continuedfrom page 50
was a major event Babysitters were
hard to fmd and Sarah's grandparents
couldn't handle her any better than the
babysitters.

The stress was constant. When
Sarah was healthy, she was in constant
search of food. We had to watch her
like hawks or she would sneak food
and end up sick. When Sarah was sick,
it required constant vigilance to make
her health.y again. In her early years,
she was a guinea pig for researchers.
At the time of her diagnosis, she was
only the fifth known case of OTC
deficiency in the coimtry and the other
four were dead. Needless to say there
was no romance, no sanctuarj for
retreat, no quiet from the storm.

Our social life was limited. Even
friendships were defined by Sarah. The
people who could not deal with her
soon disappeared from our lives.

Back at school
"Daddy! Daddy! Daddy!"

I look up to see Sarah running

toward me, both arms
straight out in front of her,
trying to hug me from a
block away. She is running,
laughing, giggling and
screaming with delight, all at
the same time. She keeps
her arms outstretched the
whole way across the court-
yard. I climb out of the car
and try to keep from crying

Sarah, 24, shams a moment with David, her dad
and "best friend."

so she won't ask me,
"Daddy are you sad?"

She reaches me with a big hug. I
pick her up and swing her around in
the air, then set her down and give 1..er
a kiss. She puts her hands on the ;ides
of my face, pulls me down and wl us-
pers in my ear, "It's not eisy being the
best, is it Dad?" That's her favorite
question, and a routine with us.

"No, Sarah, it's not," I say.
"You're my friend, aren't you, Dad?"
"Yes, I'm your best friend."
"I love you, Daddy."
"I love you, too, Sarah."

The last child's washchair you'll ever adopt!
Truly a new species of bath-beast.

WO "MUNN
;

He's got really good qualities:
stron3, helpful, adjustable.
Very long-lived.

Loves kids. Grows with them
up to 250 lbs and 6'.-0"!

Takes 'em into the bathtub, shower and pool. Even loves the beach.

Washasaurus Growsus likes caregivers, too. Rolls easily. Seatback and thigh-
rest raise with just one hand. Even better, the washchair's a real back-saver,
because it adjusts to the exact height you need.

Comfort, safety and fun!

Locking wheels. Washable, replaceable fabric.
Stainless, rustproof. Docile and house-trained.
Like all AccessAble products.

Call C 1 800 285-7814 today 0 for Cif snapshots,
adoption .sipapers and your closest it I dealer.

Circle #103
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And we get in the car and head for
home. EP

David L. Pawns graduated from
Yale University with a BA in English
in 1968 and an MFES in environ-
mental studies in 1971. He lives in
Barrington, Illinois with his wife,
Pamela, and children, Sarah and
Michael., 26, Melissa, 22, and Sean,
13. Active in the real estate profes-
skm for 22 years, he is president of a
land development company and a
construction company.

Make any adult bike into a detachabl
children's tandem.

Children age 4-10 up to 80 lbs.
Safety is the priority, knowing where your

child is at all times.
The Allycat Shadow bike rotates vertically ar

horizontally while restricting side to side motio
The bike is very easy to turn because of the
hinging motion and low center of gravity.

The Allycat Shadow is designed with a free
wheel allowing the child to peddle as much or
little as they desire. 44

ALL t AT
FOB WOODLAND arcrez" arc
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FRIENDSHIP
It comes with time, trust, and a shared sense of values.

At MED Certified Repair Centers, we

feel our customers are our friends. But,

we know friendships have to be earned.

We're confident your friendship will be

earned once you've experienced our

courteous and highly talented repair tech-

nicians, our rapid turn-around time. and our

guaranteed repairs at fair prices.

MED Certified Repair Centers are a

nationwide network of independently

owned medical equipment providers and

repair centers. They share a common

sense of values and are dedicated to

OUR PERSONAL
GUARANTEE To You

Our staff will be courteous
to you at all times.

They will only do work

you have authorized.

Our labor will be guaranteed for
30 days from date of repair.

We will warranty replacement
parts for 90 days from installation.

We will make available to
you, for your inspection,

all parts we replace.

"Keeping Active People Active."

Through graduated levels of training and

education. our technicians are instructed.

tested. and certified to competently assess

and repair your wheelchair

Our certified technicians will provide

you with quality service and repairs no

matter what type of chair you use racer,

basketball, tennis, ultra-lightweight, or high

performance power drive.

At MED Certified Repair Centers. we're

not iust looking for the quick fix, we're look-

ing to establish long lasting friendships.

MED Certified Repair Centers Keeping Active People Active

CALL 1-800-477-6272

for the MED Certified Repair Center nearest you, and receive a valuable free coupon booklet filled with discounts on repair services.
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The

WEATHERBREAKEIr
collapsible canopy for ALL wheelchairs and strollers.

I.

;

Hey Mom, Itn Ready To Go Outside/
The weather doesn't always care if you need to get to school or
run errands. So, when there's no break In the weather, The
WeatherBreaker protects against downpours and sunburns.

Heat and sun protection is medically necessary for many chil-
dren, reimbursable by private or state insurance, and Medicaid
in some areas. Contact your local medical supplies dealer, or call:

800-795-2392
IrDIESTCO Mfg. Co., P.O. Box 6504, Chico, CA 95927

Circle #105

EXPANDED
CATALOG FEATURES

OVER 5000
aflP 1111ERAPEUTIC,

RECREATION
AND TEACHING

10 PRODUCTS
Ml

Exciting and new: outstanding
OA books on active learning,

movement education, more balls
that make sound, hand

therapy "squeezy things",

stimulating aromatherapy products. Our own line of
adjustable positioning chairs & positioning equipment

plus: adapted toys/games/furniture, aquatics,
\ gross motor, ride-ons, manipulative%

active play/balls, sensory
stimulation products

FIAEHOUSE

O

Circle 0132
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YOU CHOOSE THE GAMES, THE GRAPHICS,
THE SCANS, THE SETUP OPTIONS, AND MORE!

01.111cAti*

from Arafemle .Wivere,

Alegl//
/64

ifard-Vad4
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A new single-switch activity center featuring 4 great
educational games: Dot-to-Dot, Find, Match, & Maze
and 6 graphic animation libraries: Animals, Sports,
Dinos, Cosmetics, Vocations, & Indep. Living. Save
custom user setups and print performance reports.
PCs require the
SS-ACCESS!
switch interface.
560.(X) from AS1.

14909
Academic Software. Inc.
331 West Second Street
Lexington. KY 40507
Phone: 800-842-2357

Call for our 1995 catalog.

Also we are pleased to announce the new 2' edition of the
Handbook of Adaptive Switches and Augmentative
Communication Devices - a compendium of information
and lab test data essential for selecting the right device to meet
individual needs.

Circle #253

Transfei ln and Out of the
Bathtub Safely and Easily
Water Operated -
No Electricity
Fits any Bathtub
Simple Connection
Lifts up to 300 lbs.
Stable Transfer Surface
Portable

\s, _

-

t,f.4

CLARICEI grommuKE
PUP - 1CM Building 1003 International Drive

Oakdale, PA 15071-9223
Phone: (412) 695-2122 Fax: (412) 695-2922

511 arid* 0180



FREE SAMPLES
of

Promise

TRAINING PANT & PAD
SYSTEM

CONTOURED PADS
in 4 Absorbent Levels

Promise Youth
Ultra Briefs Small

ULTRA DRY TECHNOLOGY
Means Dryer Skin

Medium
Large

The Best Products ever made.
Buy Direct and Save.
Delivered Straight to Your Home.
Call NOW for Free Samples.

Molnlycke II

Health
Care

PREMOISTENED
LANOLIN TREATED

WASH CLOTHS

SKIN CARING
WASH CREAM

Cleans, Moisturizes, Protects

1-800-431-1115
WOODBURY PRODUCTS INC.

4410 AUSTIN BLVD.
ISLAND PARK, NY 11558

Circle #249
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UNIFIED SPORTS Gains Momentum

At '95 World Games
by Michael Janes

The 1995 Special Olympics World
Games will leave a legacy that
stretches far beyond the usual
remnants left behind at most

athletic competitions.
That legacy will be comprised of the

record number of individuals with men-
tal retardation competing, the millions
of spectators who witness the event on
television and in person, and the num-
ber of sports and competitions being
featured. Perhaps most significantly,
these games will showcase the abun-
dance of sports and recreation opportu-
nities now available for individuals with
mental retardation.

One of the most notable of these new
opportunities is Special Olympics
Unified Sports, a program that com-
bines, on the same teams, athletes with
and without mental retardation.

Why Unified Sports?
The aim of Special Olympics Unified
Sports is to provide Special Olympics
athletes the opportunity for meaningful
training and competition with team-
mates who do not have disabilities. The
careful selection of teammates who are
similar in age and ability ensures that
Unified Sports participants play impor-
tant and valued roles on the team. The
program provides a forum for positive

social interaction among
teammates that often leads
to long-lasting friendships.

"What 'Games of
Inclusion' really means is
that more Special Olympics
athletes than ever before
are being accepted as indi-
viduals in every aspect of
our program," said Dr. Tom
Songster, director of sports
and recreation at Special
Olympics International
(SOI). "The exciting part is
watching them take their
Unified Sports experiences
into other areas of their
lives, such as school, work
and their communities. Sports is simply
the vehicle."

Growth
First introduced at the 1991 Inter-
national Special Olympics Summer
Games in Minneapolis, Special
Olympics Unified Sports began with
just three sports and 100 athletes. Only
four years later, 11 sportsincluding,
for the first time, golf, sailing, basket-
ball, tennis and the marathonwill fea-
ture Unified competition. More than
1,000 Unified athletes and partners will
compete together, and the numbers

continue to grow.
Unified Sports has

been especially suc-
cessful in schools,
where teachers and
administrators have
struggled for years to
find a way to bridge
the gap between stu-
dents without disabili-
ties and their special
education peers.
George Smith, direc-
tor of sports training
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and education at SOI, says Unified
Sports is one answer, noting that the
program "provides an opportunity for
people to have a common ground, and
what better common ground than
sports?" According to Smith, virtually
any sport can be successfully incorpo-
rated into a Unified program, including
those traditionally thought of as "indi-
vidual" sports.

In his 10 years at SO1, Smith, whose
responsibilities include the worldwide
implementation of Unified Sports, has
seen the program expand into nearly 30
countries. "You can take any sport and
it can be logically, thoughtfully and suc-
cessfully unified," says Smith. "It's
remarkable to see the 1. nified concept
catch on so quickly overseas, since the
whole idea of inclusion is a relatively
new one in some regions outside the
United States."

Goals
The goals of Special Olympics Unified
Sports are:

Skill development: Under the direc-
tion of qualified coaches, participants
develop sports skills as well as prepare



themselves for participation in other
community sports programs.

Competition experiences: Athletes
benefit from physical and mental chal-
lenges through participation in a variety
of competitions organized by Special
Olympics or by community sports orga-
nizations.

Meaningful inclusion: Unified Sports
rules and guidelines on age and ability
grouping help ensure that all athletes
play an important, meaningful and val-
ued role on the team.

Community-based padicipation:
Unified Sports programs have found
valuable partners in conununity parlcs
and recreation departrmAts, schools,
Boys and Girls Clubs of America and
many other community sports organiza-
tions. These partnerships help further
include athletes in their community

Friendship and socialization: The pro-
gram provides a forum for positive social
interaction between teammates and
often leads to long-lasting friendships.

Transition and choice: Unified Sports
programs help schools meet the transi-
tion mandates of the Individuals with
Disabilities Education Act (IDEA) as
well as providing a choice for athletes
in and out of Special Olympics. "If
you're a high school kid whose abilities
aren't quite good enough for the Junior
Varsity or Varsity teams yet, a Unified
league provides the perfect forum for
honing those skills," says Smith. "This
program is all about choice, both for
Special Olympics athletes and non-
Special Olympics athletes."

Recruiting Players
The recruitment of players is one of the
most important aspects of Unified
Sports. When promoting Unified Sports
to potential participants, the goal is to
recruit approximately equal numbers of
athletes with and without mental retar-
dation, of similar ages and with similar
athletic abilities.

Like any Special Olympics competi-
tion, athletes must. fit the following cri-
teria for participation in Unified Sports:
age eight years or older and having
mental retardation (or learning or voca-
tional difficulties due to cognitive
delay). Because Special Olympics ath-

Take Me Out to the
Bailgame

y 24-year-old son, Matthew, has been
playing in a softball league for nine

years. Matthew, who has Down syndrome,
does not hit the ball hard nor does he catch
well, but he is good on ground balls, makes
short throws accuratelyif a little slowly
and delivers more strikes than balls when
called upon to pitch. He understands the
game and loves to play.

Special Olympics made it possible for
Matthew to succeed at this complicated
game. More specifically, Unified Sports
enabled him to play with peers who do
not haVe disabilities (known as "partners") in a traditional softball league format
where each team has an equal number of Special Olympians and partners.

Matthew began playing unified -oftball in 1987 in Fairfax County, Virginia. It was
rewarding to see people with disabilities and of varying proficiencies play in a big-
time sport, complete with umpires, cheering spectators, score books, league standings
and a final tournament that included individual trophies and a picnic.

Four teams make up the top-level division where some Special Olympians can play
almost as well as their partners. Although Matthew is among the weaker players and
could just as easily fit in the next lower division, he plays on one of these teams.

The second division consists of six teams. At this level, partners contribute more to
the games to keep play flowing smoothly. They spend more time teaching and must
moderate their own play to complement the Special Olympians.

The third division consists of four teams of athletes who need more assistance.
Often extra strikes are allowed to enable a batter to become a base runner.
Sometimes, a partner drops a ball so a runner can safely reach first base.

The fourth level has only two teams. Unlike the other divisions where partners
and occasionally Special Olympianspitch, balls are hit from a tee.

Two years ago, Matthew moved into a local group home with three other young
men and a counselor. His job, Special Olympic sports, social and religious activities,
and his family are his main interests. In addition to softball, he swims, bowls and
plays basketball and soccer.

Special Olympic sports, particularly softball, have contributed much to Matthew's
well-being. Our softball players range in age from their teens to their 60s and it com-
forts his mother and me to believe it will be around for a long time. Who knows,
Matthew may have a 60-year career. He might even become a power hitter someday.

Cecil G. Goad
Vienna, Virginia

The Lions, a Fairfax

County, Virginia unified softball team.

letes are matched with teammates of
similar abilities, the most appropriate
Special Olympics athletes will usually
have a relatively high level of athletic
ability. Those who do not yet possess
the requisite skill level will find more
meaningful training and competition
opportunities on a regular Special
Olympics team.

Unified Sports "partners," or players
without disabilities, generally describe
themselves as "recreational level" or
"beginner players." The program is not
designed for individuals who are partic-
ipating on a varsity or junior varsity
team at the high school or college level,
or those who have competed at that
level in the recent past. Such players
are encouraged to participate in Unified

31 4

Sports as coaches and trainers.
Unified Sports has received ongoing

support from sports organizations such
as the Amateur Softball Association,
Billiard and Bowling Institute of
America, National Recreation and
Parks Association, Soccer Industry
Council of America and the United
States Olympic Committee.

For more information on Special
Olympics Unified Sports, contact
Special Olympics International,
Director of Unified Sports, 1325 G St.
NW, Ste. 500, Washington, DC 20005,
(202) 628-3630. EP

Michtwl Janes is the media Mations
coordinator of Special Olympics
International.
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Turnyo.urhome intoan
excepttonal leamm center!

11111

Air

Take a professional approach
to helping your child become the
best he or she can be.

Communication is fundamental
to the human experience. Yet, for
many children, mastering language
poses special challenges. Laureate
Learning Systems has developed a
unique senes of inter active software

tools that help children with special
needs develop their language, think-

ing and reading abilities.

These computer-aided learning
tools are designed by speech-

language pathologists and special
educators who know the needs of
children with developmental dis-
abilities, language-learning disabili-
ties, hearing impairments, autism
and reading problems.

Build independence
and self-esteem.

Laureate's interactive programs

create a true, multisensory learning
center right in your own home. The
software actually talks to you r c id,

using colorful graphics'and lively

5 1 5

animation to make learning fun.
But, perhaps the most significant

benefit of Laureate software is that
your child can work independently

qt

building self-esteem.

65 exceptional ways to help
your child learn.

Laureate's programs concen-
trate on the areas oflanguage

opment that are most problematic
for children with communication
disorders. Our 45 page, free color
catalog outlines a seven stage pro-

' gression of language development
from birth to adulthood. Each stage

, is marked by identifying language
characteristics and training goals.



The results
speak for
themselves!
"/ must admit I was

somewhat reluctant

to spend such a large

amount of money on

software, es-
pecially if it

didn't work," says Sharon Neison,
whose son Harry had significant
speech and language delays.

"But Laureate's President, Dr.
Mary Wilson, assured me if the soft-

ware wasn't right for my son, I could

just send it back. That was all the
encouragement I needed to help melt

away one little boy'syears of frustration.

Laureate software has made Harry a

self-directed language learner and
the results have been phenomenal!"

Call 1(800 562-6801 4*
Once a child can signal with in-

tent, First Words, First Words II and

First Verbs are used to train early
developing vocabulary.

The Talking series and Simple
Sentence Structure help children
move from using single words to
word combinations.

The Language Activities of Daily

Living series helps users understand

and express the language com-
monly encountered in home, com-
munity and school settings.

To help children communicate
in sentences, Laureate developed
Mkro-LADS, a 7 module series
which uses over 600 pictures to
train 46 grammatical constnictions.

The Sentence Master is a revolu-

tionary program designed to help
students achieve success in reading.

Customize the
software to meet
your child's needs.

Each program
contains a Param-
eters Menu which
lets you customize
the

ureate
Learning Systems
s vac! reromed.

Over the
ast decade,

ureate's in-
r" ,1 r teractivetalk-

program to meetIITIriramtrOMMTgrams have
needs of your child. For instance, garnered numerous awards

multiple interface options make for excellence of design and

Laureate software accessible to instructional content.Theyare

CegrOetebeontivegrannar

Syntax Masterv

Eaify SOtax

Laureate's catalog is

chock full of helpful infor-
mation, outlining 65 fully
integrated software
programs for Apple
He, Apple IIGS,

Mac and IBM ccm-

puters. You'll find a

selection of software

'vc,-}ra L.nn$nations

Sinde Words.

iiitentynal
Gnu

)r)

InV:rwtpd
C.:I:41111114m

q.n.

7 stages of language development

During the early stages, children

use the Creatures Games to learn the

concepts of cause and effect and
turn-taking.

tthe
appropriate inta child:

keyboard, game controller, Touch-
Wi ndow, single switch, or mouse.

learn. Our professional staff including

a team of speech-language path-
ologists, providecustanersupportand

is always available to answer your
technical questions and helpyou male

software selections.

And remember, Laureate soft-
ware is guaranteed to make learning

a fun and rewarding experience. If
you and your child are not com-
pletely satisfied with any software
program you receive from Laureate,
please return it for a full refund.

So call for Laureate's free cata-

log today (the toll-free number is
1(800)562-6801). You'll see excep-

tional results. Guaranteed!

used by parents, teachers an
speech-language pathologists
around the world to help ex-
ceptional children reach their full

potential.

All our
software
comes with a

speech-language

pathologist
attached.

Laureate is

committed to helping your child

6
LAUREATE LEARNING SYSTEMS, INC. 110 EAST SPRING STREET, WINOOSKLVT05404 TEL:1(802)655-4755

FAX: 1(802) 655-4757 E-MAIL: 74040.73rACOMPUSERVE:oztm *OFFEREXP

Curd* 045
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Special Olympics State Chapters
Special Olympics participation is open to individuals who are over five years of
age, and who have mental retardation or cognitive delays. Children may begin
participating in Special Olympics competitive events at the age of eight. For

more information on Special Olympics, contact Special Olympics International
Headquarters, 1325 G St, NW, Ste. 500, Washington, DC 20005-4709, (202) 628-
3630 (voice).

This spring and summer, Special Olympics state games will be conducted by all
50 state chapters. Prior to state games, athletes will compete in local or area com-
petitions that will take place In more than 1,500 sites around the country. Athletes

will compete in such sports as swimming, softball, running, equestrian events and
bowling. For more information on Special Olympics events in your area, contact
your state's chapter. (Phone numbers listed are for voice only.)

More than 450,000 athletes will take part in Special Olympics competitions this
year; some will have the opportunity to represent Team USA at the 1995 Special
Olympics World Summer Game.; in New Haven, Connecticut, July 1-9. For more
information on the World Summer Games, contact 1995 Special Olympics World
Summer Games, 195 Church St, 16th Fl., New Haven, CT 06510; (203) 498-7773,
(203) 498-9618 (fax).

S

ALABNAA
880 S Court St
Montgomery, AL 36104
(205) 242-3383

AlASICA
21-410 2nd St
Eimendaft, AK 99506
(907) 753-2182

ARIZONA
3821 E Wier Ave
Phoenix, AZ 85040-2965
(602) 470-1080

ARKMSAS
1123 S University, Ste 1017
Me Rock, AR 72204
(501) 666-0423

CAUFORNIA
501 Colorado Ave, 2nd Fl
Santa Monica, CA 90401
(310) 451-1162

COLORADO
1400 S Colorado Blvd, Ste 400
Denver, CO 80222
(303) 691-3339

CONNECTICUT
50 Whiting St
Plainville, CT 06062
(203) 747-5338

DaAWARE
Hudson CU
501 Ogiethwn Rd, Rm 123
Newaik, DE 19711
(302) 368-6818

WASHINGTON, DC
220 Eye St NE, Ste 140

, DC 20002
V(2jr7770

FLORIDA
4511 N Himes Ave, #245
Tampa, Ft. 33614
(813) 871-5303

GEORGIA
3772 Pleasantdale Rd, Ste 195
Atianta, GA 30340
(404) 414-9390

HAWAII
1085 S Beretania St, Ste 200
Hondulu, HI 96814
(808) 531-1888

IDAHO
8426 Fairview Ave
Boise, ID 83704
(208) 3234)482

ILLINOIS
605 E Willow
Normal, IL 61761
(309) 888-2551

INDIANA
5648 W 74th St
Indianapolis, IN 46278
(317) 328-2000

IOWA
3737 Woodland Ave, #325
W Des Moines, IA 50266
(515) 2674)131

KANSAS
5280 Foxridge Dr
Mission, KS 66202
(913) 236-9290

KENTUCKY
214 W Main St
Frankfort, KY 40601-1567
(502) 227-7296

LOUISIANA
200 SW Railroad Ave
Hammond, LA 70403
(504) 345-6694

MAINE
28 School St
Gorham, ME 04038
(207) 839-6030

MARYLAND
8300 Guilford Rd, Ste A
Columbia, MD 21046
(410) 290-7611

MASSACHUSETTS
PO Box 303
Hawthorne, MA 01937
(508) 774-1501
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MICHIGAH
Central Michigan University
Mt Pleasant MI 48859
(517) 774-3911

MINNESOTA
625 4th Ave S, #1430
Minneapolis, MN 55415
(612) 333-0999

MISSISSIPPI
931 Hwy 80 W
Box 59
Jackson, MS 39204
(601) 353-7968

MISSOURI
1907 William St
Jefferson City, MO 65109
(314) 635-1660

MONTANA
3300 3rd St NE
Great Falls, MT 59404
(406) 791-2368

NEBRASKA
5021 S 24151
Box 7569 .

Omaha, NE 68107-0569
(402) 731-5007

NEVADA
PO Box 26869
Las Vegas, NV 89126-0869
(702) 222-1924

NEW HAMPSHIRE
650 Elm St Ste 101
Manchester, NH 03101-2508
(603) 624-1250

NEW JERSEY
242 Old New Brunswick Rd
Piscataway, NJ 08854
(908) 562-1500

NEW MEXICO
6600 Palomas NE, Ste 207
Albuquerque, NM 87109
(505) 856-0342

NEW YORK
504 Balttown Rd
Schenectady, NY 12304-2290
(518' n4)790

NORTH CAROLINA
PO Box 98209
Raleigh, NC 27624-8209
(919) 878-7978

NORTH DAKOTA
2616 S 26th St
Grand Forks, ND 58201
(701) 746-0331

OHIO
3303 Winchester Pike
Columbus, OH 43232
(614) 239-7050

OKLAHOMA
6835 S Canton Ave
Tulsa, OK 74136-3433
(918) 481-1234

OREGON
3325 NW Yeon Ave
Portland, OR 97210-1525
(503) 248-0600

PENNSYLVANIA
124 Washington Sq
Norristown, PA 19403
(610) 630-9450

RHODE ISLAND
33 College Hill Rd, #31
Warwick, RI 02886
(401) 823-7411

SOUTH CAROLINA
295 Greystone Blvd
Columbia, SC 29221-0099
(803) 254-7774

SOUTH DAKOTA
305 W 39th St
Sioux Falls, SD 57105
(605) 331-4117

TENNESSEE
112 21st Ave 5, Ste 101
Nashville, TN 37203
(615) 322-8292

TEXAS
11442 N Interstate 35
Austin, TX 78753
(512) 835-9873

UTAH
4 Triad Clr, Ste 105
Salt Lake City, UT 84180
(801) 363-1111

VERMONT
5 Ave D, PO Box 1055
Williston, VT 05495
(802) 863-5222

VIRGINIA
100 W Franklin St Ste 400
Richmond, VA 23220
(804) 644-0071

WASHINGTON
2150 N 107th Ave, Ste 220
Seattle, WA 98133
(206) 362-4949

WEST VIRGINIA
914 Market St, Ste 201
Parkersburg, WV 26101
(304) 422-1868

WISCONSIN
5900 Monona Dr, Ste 301
Madison, WI 53716
(608) 222-1324

WYOMING
615 S David
Casper, WY 82601
(307) 235-306
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Berkshire
Meadows

a place of "small miracles"

Hot water swirls and churns, limbs relax, movement eases. A child smiles. Soothed and

buoyed by the bubbling warmth, he responds as his arms and legs are gently stretched,

pushing against the flow of the water, relaxing back with it, each movement broader,

smoother than the last.

Sr,

Young bodies float in a broad expanse of bathtub
warm water, supported by flotation devices, guided

by therapists. There is quiet, affectionate encour-
agement as contorted limbs loosen and flex,
laughter at splashes and water-antics, shared
pleasure at accomplishments: reaching out,
standing, walking and swimming.

This is hydrotherapy at Berkshire Meadows.

t' or the boy in our picture above, the intense relaxation of the Hubbard Tank helps to maintain his range
of movement. Kept at a water-temperature of 98 to 102 degrees, the butterfly-shaped tank has a seat that

can be adjusted to a myriad different angles toaccommodate whatever physical disabilities he has. The water
is pumped through jets that can focus on any one area of the body, or provide constant high-speed circulation.
Not only does this therapy maintain and improve his flexibility; it gives him relief from muscle spasms and
pain, and provides sensory stimulation that increases awareness of his body parts. After half-an-hour's
hydrotherapy he returns to his classroom calmer, more co-ordinated and more focused. His limbs are more
relaxed and have better range of motion than at any other time.

The young woman in the therapeutic pool also enjoys a variety ofbenefits from hydrotherapy. The water
is kept at around 94 degrees, and the air temperature in the room just about the same. The pool has a

moveable floor, allowing greater flexibility in programming and easy entry and exit. The reduction of
gravity's effect enables the youngsters, when in the pool, to move in ways in which otherwise they cannot:
when in the water they might walk independently, or might acquire real movement instead of spasticity.
Here, in the supportive, liquid warmth, weak muscles are strengthened, blood circulation improved,
paralyzed muscles re-educated. Balance, co-ordination and posture areenhanced, and socialization, indepen-

dence, and self-esteem fostered.

Hydrotherapy is just one part of a multifaceted program at Berkshire Mead
ows, a private, non-profit residential school for children and adolescents who

are severely developmentally delayed and may be multiply disabled. Our program
includes thorough medical, psychiatric and nursing care, speech therapy and aug-
mentative communication, behavior management, physical therapy and functional
communication. An innovative approach to education includes sensory stimula-
tion, self care, and the development of precognitive, cognitive, pre-vocational and
independent living skills. We have an open-door visiting policy, with each client's
family encouraged to participate in all aspects of their child's program.

For further information, please contact: Gail Charpentier, Executive Director,
Berkshire Meadows, 249 North Plain Road, Housatonic, MA 01236 (413) 528-2523

arc!. # 10
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Only from the nation's #1
manufacturer of cribs and youth beds

1A-A
Manufacturing Co. Inc.

230 Grider Street
Buffalo, NY 14215
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Finally. you can say "yes" to your child.

Yes - to real jeans
boys & girls love to wean..

Give your child today's
look & dressing

independence with
Clothing by 12

that is high quality,
innovative & functional.

Clothing by 12.
We Listen.

we respond -

"I too can wear thatl"

To order or for more
information call us at
800-865-4228

Made in the U.S.A.
Shipping and handling by people with disabilities.

Circle #236
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LIVING AND LEARNING
IN THE COMMUNITY

With its unique model, The Evergreen Center has a history of successfully
transitioninr students to less intensive community settings.

Evergreen students live in actual community settings traveling to and from
school each day through the Blackstone Valley (MA) countryside. With
trained professionals, they learn basic skills in the classroom, in the
community and in their residence.

Students receive vocational training and experience real work opportuni-
ties. Students are supported with behavior development programs, medical
and family services, and physical, speech, or occupational therapy.

Our Students' Challenges
Autism Hearing/Sight Impairment
Mental Retardation Severe Maladaptive Behavior
Physical Disability

The Evergreen Center is a licensed, private, non-profit residential school
offering students and their families from across the country and abroad
residential programming 12 months a year. For more information call or
write Robert F. Littleton, Jr., Executive Director.

EVERGREEN CENTER
345 Fortune Blvd., Milford, Massachusetts 01757
1 508-478-5597

Circle #106

The right
thing to do.

AQUATIC ACCESS
The Nolans have helped people into water for over
30 years and offer a full line of water-powered lifts
for in-and above-ground pools, spas, & therapy tubs.

AQUATIC ACCESS INC. (502) 425-5817
417 Dorscy Way, Louisvillc KY 40223 (800) 325-5438

Circle #230



When I watch the Boston Marathon every April, I
am moved beyond words as the first racers cross
the finish line in their wheelchairs. I am still over-
come as the fmal chair rolls in many hours later.

The runners, of course, are first-rate athletes, but Jean
Driscoll, record-setter and four-time Boston winner in the
wheelchair division, is my true hero.

This year was the first time that my daughter watched the
race from her wheelchair So my interest was even greater,
my emotions more easily ignited. Kinsey is quadriplegic and
at age four, she is not yet thinking about training for a
marathon. But whatever the future holds for Kinsey, it is my
fervent hope that she will have access to and enjoy a variety
of sports. Equally important, I hope she will reach a reason-
able level of fitness. But even at age four, she has already
come up against many barriersphysical psychological and
socialthat no physician, teacher or therapist has
sufficiently addressed.

Sports and fitness are not always about competition. In
fact, the great majority of people, both with and without
disabilities, do not race in marathons or compete in
championships; they simply want to get a decent workout on
a regular basis and have some fun.

Are children and young adults with disabilities getting
adequate opportunities for fitness? Or will they lead seden-
tary lives, with a greater incidence of weight problems,
hypertension, high cholesterol and heart disease? If we
don't address physical fitness with our children, specifically
cardiovascular fitness, such problems may be inevitable.

Fitness versus recreation
For children with physical disabilities, opportunities for
sports and recreation are better and more abundant than
ever. A growing number of ski areas have programs for children
with special needs and offer sitski and monoski instruction.
Equestrian programs for riders with disabilities are available
in many stateF. And national organizations and community-
based programs for wheelchair
sportseverything from tennis to
rugbyare on the increase. These
efforts should be applauded, not to
mention used and enjoyed to the hilt.
However, not every sport provides the
cardiovascular workout necessary for
long-term health benefits.

Fitness is a major concern for many
clinicians, including Karen Pape,
M.D., a neonatalogist and neuropsy-
chologist at the McGee Clinic in
Ibronto, Canada. She believes health
care professionals need to address
the topic with their patients with dis-
abilitiesas they do with all other
patients. "If you diagnose a child with
diabetes and simply prescribe insulin,

Focus
on Fitness

by Naomi Angoff Chedd

you would be remiss,
even liable. You need to
provide complete nutri-
tional, exercise and
lifestyle guidelines,"
she says.

"We should be train-
ing children with dis-
abilities like long-
distance runners, not
sprinters. That is, they
need high repetition of
cardiovascular exercises
and not necessarily a
lot of weight training.
Think about how
world-class athletes
train, then adapt the
program for kids with
disabilities."

"The more severe the
physical disability, the
more you need to look
to the water for the

Naomi Chedd and daughter Kinsey, 4,
participate in a weekly swim program
sponsored by Massachusetts Easter

Seal Society.

solution," advises Dr. Pape. Swimming and water exercise
get the heart pumping; increase coordination, endurance
and range of motion (of limbs) and can often reduce spas-
deity. Most important, it's fun. With regular exercise, grades,
attitude and appearance may improve, and attention span
can increase. Dr. Pape adds, "No matter what the disability,
you can increase the level of fitness."

Dick Crisafulli, director of recreation at the
Massachusetts Hospital School in
Canton, Massachusetts, believes
that the greatest challenges come
in adapting programs because
each child and each disability are
so different. He also says that skill
development often takes a lot
longer for kids with disabilities.
What an able-bodied child can
learn in a few classes may take a
child with a disability 20 classes.
"You need to have time, patience
and commitment, but success
does come," Crisafulli says. "Take
the kids to a ballgame, to the bal-
let, to tournaments. Get them to
ask to participate. You need to
work with them on a psychologi-

continuo(' ult !kw (14
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DISABLED
CHILDREN'S
RELIEF FUND

Grant Programs
DCRF grant applications are

available for assistive devices, rehabilitative
services, and arts and humanities projects for
disabled children, up to the age of 18 years old.
Applications may be submitted for an individual
child or a small group of children. There are
three (3) grant programs:

ASSISTIVE DEVICES: Individual disabled
children are eligible for assistive device grants. This
program is designed to provide disabled children with
prostheses, assistive devices, and equipment such as
wheel chairs, electronic light amplifiers for the vision
impaired, telephone devices for the deaf (TDDs),
walkers, and stair climber aids. This list is not all-
encompassing of fundable devices; it is provided for
illustration purposes only.

REHABILITATIVE SERVICES: Individual
disabled children are eligible for rehabilitative service
grants. This program is designed to provide rehabilitation
services for disabled children, including but not limited to,
surgery, physical therapy, and related health improve-
aent services. This list is not all-encompassing of fundable

rehabilitative services; it is provided for illustration
purposes only.

INSTITUTIONAL GRANTS: Hospitals,
rehabilitation centers, and nonprofit organizations that
serve disabled children are eligible for institutional
grants. Institutional applicants may request funds for
assistive devices, rehabilitation services, or arts and
humanities projects for two or more children (Institu-
tions interested in a grant for only one (1) child should
use the assistive devices or rehabilitative services grant
applications). Applicants requesting funds for arts and
humanities projects are encouraged to design creative
programs. There are no restrictions on the program
activities of this component, except that the activities
must focus on encouraging and assisting disabled
children in the arts and humanities. This program is
designed to stimulate creative efforts, with preference
for projects developed by children with disabilities.

For an application or more information call or write:
DISABLED CHILDREN'S RELIEF FUND

50 HARRISON AVENUE, FREPORT, NEW YORK 11520
(TELEPHONE NUMBER 516-377-1605)

Circle #254

64 EXCEPTIONAL PARENT / JUNE 1995

Focus on Fitness

continued from pagf, 63

cal and physical level. They need to think, 'I bet I can learn
to play tennis.'"

Another physical education instructor coloments, "Kids
with disabilities need to tell their coaches, 'Hey, I don't want
to be the scorekeeper, I want to play.' Somebody needs to
help themand the rest of usdevelop the right attitude."

More training and support needed
Paul Gorman of the National Center for Sports for the
Disabled in Boston hopes his new organization, still in devel-
opment, will serve as a regional model and resource that will
provide fitness opportunities for people with disabilities, and
training and support for professionals. The center will work
with health care providers, teachers, therapists and parents
to ensure that people with disabilities get equal access to
sports and fitness programs.

Gorman wants to show the community how programs can
be integrated and how they can work. He points out that
many schools axe trying hard to include kids with disabilities
in their physical education programs but they need more
education and support.

Photo courtesy Massachusetts Hospital School, Canton, MA.

What can parents do?
I can hear the moans and groans from coast to coast: "I'm a
mother, not an athletic director..." "My daughter already
gets physical therapy twice a week..." "With all the medical
and therapy appointments, don't I have enough to do?"

The reality is that parents have to take charge of their
children's fitness. The good news is that there are many
committed professionals who are willing to help. Here are a
few suggestions:

Enlist the help of your pedia trician. Many physicians
don't even bring up the subject. of fitness. They may never
think of it, or knowing that. parents of children wth disabili-
ties are already overworked and overtired, may believe they
would not be interested. Let your child's doctor know that
fitness is a priority. Ask for nutritional guidelines, too.

Devise a plan with your PT and OT. They are the ones
who know your child's physical capabilities best and can
identify ways for the child to work toward an optimum level
of fitness.

t;21
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You can see the delight in
Rebecca's eyes. When she answers a
math question in her fifth-grade class-
room...or creates art to hang in the
halls of her school..or sings with the
choir in a program at City Hall..she
enjoys discovering her world.

Rebecca was eight when she
arrived at Heartspring. She was
unable to express herself...
uncontrollable in her home...and
uncooperative with her teachers. She
was making no progress in a regular
classroom, but her parents were
reluctant to see their daughter
assigned to one-to-one programming.
Today, thanks to a program designed
to meet this special child's needs,

Rebecca is a happier little girl.
At Heartspring, a caring team of

specialists take the time to discover
each child. Together with the parents,
they develop an individual education
plan (IEP) to fit the child's needs.

For some, the program involves full
inclusion in a regular classroom. For
others, the answer is self-contained
programming. And, for many -- as is
the case with Rebecca -- the best
program is a combination of the two.
Our goal is to provide services that
help each child return home as soon
as possible.

If we can help your child discover
the world, call us.

HFARTSPRING
A lifeskills learning center

2400 JARDINE DRIVE WICHITA, KANSAS 67219-4699

1-800- 835-1043
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Work closely with your child's physi-
cal education (PE) instructor And get
your PT and OT involved, too. It might
not take much to give your child more
opportunities for fitnessa few strategies
for including your child in an activity or
ideas for adapting a piece of equipment.
Most PE teachers do not have the time
or training to individualize programs for
every child with special needs, but as
one instructor told me, "I'll try anything
you suggest."

Identify community programs and
classes. Swimming, self-defense, yoga,
aerobics and gymnastics classes are
often available at "Y's" and fitness cen-
ters. Many have not included children
with disabilities only because they've
never been asked. Others may need help
in tailoring the class to your child's
needs. Your PT and OT can advise you on appropriate activi-
ties and the equipment and support your child might need for
a specific activity.

Get wet! If at all possible, get your child into the water and

moving as often as you can. Approach
your local "Y" or community pool about
starting a program for swimmers with
disabilities. A number of available
devices can make rigorous aquatic exer-
cise possible. An aquajogger, which is a
vest that keeps a person buoyant and
vertical, can allow a child to "jog" in the
water.

Be a good role model. If exercise is a
regular part of your routine, your kids
will want to join in. Try to participate in
an activity you really eujoy; enthusiasm
and motivation are contagious. Summer
is a good time to begin a cardiovascular
fitness program. When school begins in
the fall, the school PE instructor can
work with your child to maintain a high-
er level of fitness, rather than starting
from scratch. And rememberyou can

write physical education goals into your child's IEP EP

Naomi Angoff Chedd is a member of EXCEPTIONAL PARENT'S
editorial staff
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Special Olympics brings out the best in peoplehelping them

become winners in the truest sense.

At Bancroft, we also strive to bring out the best in people--with a

continuum of programs for people with brain injuries and

developmental disabilities.

That's why Bancroft has an extensive Special Olympics

programin addition to our renowned educational, vocational,

residential and thurapeutic services.

For more information, please call our Admissions Department at

(609) 429-0010, ext. 347.

Bancroft Hopkins Lane P.O. Box 20 Haddonfield, NJ 08033-0018

Circle *240
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GETTING OUT OF BED
HAS NEVER BEEN EASIER ...

THANKS TO THE BED-BAR'

The B E D-BAR' promotes inde-
pendence and will help with your
mobility needs.

Endorsed by Physical and
Occupational Therapists.

Only s79 plus 55 shipping

Call 1-800-726-4233 today!
Brown Engineering Corporation

289 Chesterfield Road
Westhampton, MA01027
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QUICKLY AVAILABLE FROM STOCK!
FULL PAIRS ONLY.

MARKELL is committed to the best in therapeutic foot products. With an eye to the future,
we have created a true orthopedic sneaker for children.

The TM 2000 Series has the following features:

Symmetrical straight last.

Added depth Me" (5mm) deeper than our conventional straight last

shoes, to accommodate orthotics, AFO's and internal modifications.
Extended counters firm enough to provide support and stability.
Whole and half sizes from Infants' 6 to Youths' 2.
Widths A choice of Medium and Wide.
Removable cushioned insoles.

Available through shoe stores and orthotic & prosthetic facilities worldwide.

M.J.Markell Shoe Co., Inc., 504 Saw Mill River Road or P.O.Box 246, Yonkers, NY 10702, USA
Telephone: 914-963-2258, FAX: 914-963-9293
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Mary Verdi-Fletcher
Born with the spirit of a dancer

Mary Verdi-Fletcher, 39, is principal dancer and
founder of the Cleveland Ballet's Dancing Wheels, a
company established in 1980 for people with disabili-
ties to explore the world of dance. A second Dancing
Wheels company, called Danceability, has been estab-
lished in Atlanta; a third is being developed with Ben
Vereen's peiforming arts school in Chicago. Verdi-
Fletcher is also president of Professional Hair, a non-
profit arts/disability organize tion. The Cleveland native
and Lakeland Community College graduate has spina
bifida. She lives with her husband, Bob, in a Cleveland
suburb. The following was adapted from a recent inter-
view between Verdi-Fletcher and Michele San Filippo, an
EXCEPTIONAL PARENT intern.

Swomeone once said to me that the arts are a vocation
that chooses you; you don't choose them. I believe I

as born with the spirit of a dancer and it was through
fate I was able to pursue it.

I started dancing at the age of three. I would groove to the
radio all the time. I remember doing the Mexican hat dance
at age five when the nuns of Our Lady of Lourdes Shrine in

Cleveland asked me to
- dance. Once a month, I

would break my braces
while dancing; then I
broke my leg three
times because I got new
braces that were too
strong. I even broke my
wheelchair a few times.

In 1975, I became
involved in dance on a
social level and began
going out dancing in
groups. Hiked popular
dances, mostly freestyle
and disco, but also
enjoyed ballroom.

My mother, a profes-
sional dancer for 15
years, inspired me to
dance. My dad, a
General Electric quality-

control technician, played saxophone and clarinet part-
t hue until about 12 years ago. Hearing my parents' stories

Young Mary meets Pope Paul VI In
1965 with her grandmother, Marghrita
BaruzzI (far left), and mother Nancy.
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Five-year-old Mary (left) enjoys her
first "dance lesson" with her mom Nancy, cousin Rita and
brother Brian.

of their vaudeville days during the war, really made me
interested in dance. My parents met on the stage while
Mom danced and Dad played "Moonlight Serenade" in the
orchestra pit. I also enjoyed watching movies with Gene
Kelly, or Fred Astaire and Ginger Rogers.

Sheltered childhood
When I was born, little was known about spina bifida, and
there were no pn, ,,nt groups. My parents were told I
wouldn't live past the age of three and if I did live that
long, I would be a "vegetable." The doctors encouraged
them to put me in a home. Luckily, they didn't

In 1950, babies with spina bifida were sometimes just
left to die; I was born in 1955, after doctors started keeping
babies alive and trying to find ways to help them. The doc-
tors didn't know what to expect I had one of the worst
cases of spina bifida they had ever seen.

My parents were afraid to let me be independent They
were very protective and didn't allow me to go out with
friends. They did it out of love and fear, but their protective-
ness prevented me from developing social skills like other
youngsters. My parents were big proponents of education,
however, and wanted to give me the best schooling possible.

My mom took me to Villa Angela Academy, a Catholic,
all-01s high school, every day. She would stay to carry me
upstairs so I could attend class with able-bodied kids. She
ended up getting an audio-visual job at the school just to
be around for mc

For two years I attended this inaccessible 90-year-old
school with many stain; and a rickety elevator. In my
sophomore year, a new one-level building was built; I
could get around a lot better. I really had a good time there
studying voice and performing in all the theater produc-

nmfill on page 70



Back and forth, in

and out of conven-

tional hospitals and trecament

programs. Because complex

behavioral issues frustrate

treatment of a young child's

neurological deficits. Our

unique medical and behavioral

approach can break the cycle

of multiple failures.
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Hospital for Children and Adolescents 9407 Cumberland Road New Kent, Virginia 23124 1-800-368-3472
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tions. A few years ago, I was chosen by
the Sisters to be in the Villa Angela
Academy Hall of Fame.

Love and respect
My relationship with my parents was
like a wave. There were times when I
loved them dearly; but other times, I felt
resentful. I was resentful for a while
because I wasn't allowed to go out and
be with other kids. I resented that they
didn't think I would ever be married
because of my disability. But, I got over
it and understood why they felt the way
they did. No matter what, I have always
had love and respect for them.

My parents dealt with my disability
the best way they knew how. I grew up
with my older brother and cousins,
which was very positive because my
parents wanted me to be seen as their
equal. Some of what my parents did
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charger, making it ppssibiet6'gn-any
Where with edrifidence.the.heairiest
disaSsembled pieee is 42 ponnds..

Indoor and out-
door maneuver-
ability allows your
child to enjoy life. -
At the same time,
you can relax,
knmving your child
is sak and secure.

Amigo Advantages
. Bold and colorful design

packages are available.
Our 3-year limited warranty
builds confidence.
Safe and easy to disassemble.
Amigo has over 26 years in
the mobility business.

Visit the Amigo Mobility Center°
or representative nearest you.

a demonstration of the AMIGO MINI: Aajk A

For more information or to arrange

MIGO MOBILITY INTERNATIONAL, INC.

Call Toll-Free: 11-800-MY-AMIGO BRIDGEPORT. MI 48722

was very helpful, because I grew up
among able-bodied peers.

My parents always prayed for a mira-
cle because that's what you did back
then. I think the fact that I am here today
is a miracle, given my 10 major surgeries
growing up and three recent ones due to
kidney problems.

Becoming independent
When I was in my mid-twenties I decided
to pursue the things I wanted in life. A
friend told me, "You have to learn not to
take 'no' for an answer" and "For every
door that closes, another one opens."

I didn't have many boyfriends back
then because of my parents' protective-
ness. If your mom is pushing you in

contialled On page 72

Nancy Verdi (left) inspired daughter Mary to
dance. This 1937 photo shows Nancy and
twin sister Rena during their vaudeville days.
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Best
Wishes!

to all the

Athletes
from your friends

at
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Community. Living
Opportunities
For more than 65 years, Martha Lloyd Community Services has provided superior quality

day, residential and vocational programs for adults with mental retardation. Located in the

scenic rural village of Troy, Pennsylvania, Martha Lloyd has a unique relationship with its

neighbors. Residents are valued members of the community and make full use of its

resources. Few other programs can offer such an open and productive relationship.

There are five programs for women (from semi-independent to supportive) including one

specifically designed for mature women. A new community-based program for men has

been added. The program offers training in home care and maintenance, budgeting,

household management, and participation in an established vocational program.

All Programs Offer These Advantages

Life skills and vocational training.

Employment opportunities at Martha
Uoyd and in the Troy community.

Easy access to nearby community
resources including retail shops,
restaurants, churches, and recreation.

A caring professional staff experi-
enced in working with developmental
disabilities.

MARTHA
LLOYD

AR COMMUNITY
SERVICES

Our interdisciplinary team approach
assures continuity and consistency in
individual planning.

Unique leisure and recreational expe-
riences in a rural community setting.

Excellent health care provided by
on-staff health professionals and a
community medical center.

Annual fees among the lowest in
the nation.

For Information Call

(717) 297=2185
or write: Martha Lloyd Community Services

190 West Main St., Troy, PA 16947
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The Dancing Wheels company includes performers with and with-
out disabilities. (From left) Barbara Allegra Verlezza, Mark

Tomasic, Sabatino Verlezza and Mary Verdi-Fletcher.

confinuoi from pig(' 70

your wheelchair, you won't have many guys coming up to
you. Once I decided to become independent, I learned to
drive a car and got a job. Within two years, I had tripled
my salary and found someone at work I could room with.
It was a major shock to my parents because they always
expected me to live at home.

When I first told my parents I was moving out, they

Role Models

told me never to come home again. They hoped that
would somehow keep me there. My response: "I need to
leave, and I hope you will support me if I don't do well
because I'm not sure how I will manage."

At that point I asked myself, "When I am 40 or 50, am I
going to look back on my life and say, 'I should have
done this or that?'" I'd much rather take the risk and
hope things work out for the best.

Realizing the dream
Once I started to pursue a career in dance, it just hap-
pened. I knew I lovea dancing and my dancing gave both
able-bodied people and people with disabilities a differ-
ent view of disabilities. Dance was still an art form that
had not yet been explored by the disability community.

In 1980, I began getting paid as a Dancing Wheels per-
former. I danced part-time for many years while working
full-time as development director of a non-profit organi-
zation serving people with disabilities.

In 1989, I decided to pursue dance full-time. I didn't
know any professional dancers who had a disability but I
figured why not'?

At first, people didn't believe I was a dancer, but when
they saw me dance, they believed. Then, they questioned

codtinned on page 74

ADAPTIVE TOYS I

Can you
see it ?

The 6611 Clear
Chest Support

".ohtiti

The Anterior Head Support

Soft Frontal and Lateral
Support

Please Call: Danmar Products, Inc. (800) 783 -1998

Circle #182
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Keep Your Child Buckled In
With SeatKeeperTM

Make
Every
Ride A

Safer Ride
For Your
Active
Child

Installs on seat belt to assist in
keeping children or special
needs people buckled up.

Easy to instdil and remove

need not be removed each trip

Presented in safety programs

*Tamper resistant
Safety back-up emergency

release

$9.95 introductory offer

512-406-9551 or 1-800-SeatKeeper
A Product of Child Quest, Inc.

Austin, Texas

Circle #38



The Joy of Independence

The joy of self-expression shines

every day for students at Crotched

Mountain Rehabilitation Center. Just

50 miles from Boston, surrounded
by New England villages and towns,

freedom and independence are cele-

brated with every graduating class. .Spring Time hy

Throughout our progressive 60-year

tradition. students have been realizing their
dreams and achieving success.

Here, families and their special children find

the highest standard of care, education, and treat-

ment. Warm, home-like residences welcome
students into a supporting core, from which

Aiuy Neubauer

they explore an exciting world of
creativity, expression. and accomplish-

ment, achieved with the help of
our dedicated educators and health-

care professionals.

Within our state-of-the-art facilities,

children master skills of independent

living. Our students exercise in the

swimming and therapy pools, pursue knowledge

using multi-media computers to access the
Internet, and develop self-esteem through
occupational and vocational training. Students

flourish here in the brilliance of success and

the joy of independence.

lb find out more about the compassionate and caring services we provide for special children

throughout the world, please call Debra Flanders in Admissions at 603-547-3311, ext. 235.

CROTCHED MOUNTAIN
It 14 II \ It I (I I ' I 111 \ I \ I I. l I \

sulAultarr of the ( 'oott .thqintain r moulathm

1 VERNEy DRIVE, GREENFIELD, NEW HAMPSHIRE 0304'
+

illterriet: ink(' cillfAwg fax 603-547-3e733

Circle 073
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Role Models

mutlunerlfrom pogo 72

whether Dancing Wheels was just "dance therapy"
because some of us had disabilities.

Eventually the public started to accept us. The more
they saw, the more they wanted to see and the more
dances they saw, the bigger the productions they wanted
to see. People now stop me on the street and say, "You're
the dancer, aren't you?"

Many people think of dance
in terms of only using our legs,
when dance is actually an
expression. It's an expression
that conveys emotion. Dance
comes from within, meaning it
can be done in many different
ways. This is the approach of
dance today, but years ago it
wasn't. If you couldn't use your
legs. you couldn't be a dancer.

We use very high-tech light-
weight wheelchairs, the Action

Verdi-Fletcher is collaborating
with Ben Vereen to expand

Dancing Wheels.

line from Invacare. I use three different chairs, each of
which responds very differently. My first chair was 55
pounds; these new chairs are under 20. With the flick of a
finger, I can make the chair go in a complete circle and
glide across the floor.

My mission is twofold. First, Dancing Wheels opens
the eyes of able-bodied children to see the possibilities

and similaritiesrather than
the differencesin all of us.
And, second, the dance itself
inspires children and adults
with disabilities to feel a
change within themselves. It
creates self-esteem, dignity
and an inner beauty that often
does not come out. I see a
transition in people as they
take dancing classes. I see a
change in the way they move
and the way they feel about
themselves; they exude
confidence they didn't have
before. I've seen it change people
time and time again. EP

Haverich Ortho-Sport, Inc.
67 Emerald Street
Keene, NH 03431 (603) 358-0438

Europe's leading line of specialized
bicycles, tricycles and tandems

-now available in North America.
Steel frame. Duel caliper, drum
and coaster brakes available.
Parking brakes standard.
Latest styling and wide
choice of colour

0 combinations.
More than 30 specially
designed accessories to
meet every need.

Jr

Circle *166

74 EXCEPTIONAL PARENT / JUNE 1995

t;31

CUT YOUR BOWEL
MAINTENANCE TIME!

People

with bowel

incontinence

can minimize the

inconvenience

of excessive time
involved in most bowel programs with

THE MAGIC BULLET"' suppository.

THE MAGIC BULLET"'
Laxative Suppositories

More stimulating
Safe and sure
Better evacuations in less time
Faster acting and less costly
Compare to Dulcolax
Test-marketed on quads and paras

12 for $6.45 ppd. or 100 for $37.95 ppd.
Allow 2-3 weeks for delivery

2-day service available for additional charge
30-day money-back guarantee

44:60:

Order Line (800) 822-4050

Concepts in Confidence
203 COMMACK RD #1023EP

Commack, NY 11725
Phone/Fax (516) 243-1416
Call or write for free catalog

Circle tt229



General Motors.
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An active honor roll student, Tammie Groth doesn't believe in obstacles. Neither does her mother,
Connie, one of the many General Motors employees whose own lives are affected by physical disability.
It's their valuable insights that help make the GM Mobility Program work. Transportation means
independence. That's something the people at General Motors know from their own experience.
Call the GM Mobility Assistance Center. We'll give you: The names of local companies that provide driver assessment
services, adaptive driving devices and vehicle modifications. An informative videotape, "On the Move Again!' Sugges-
tions for the General Motors cars and trucks that might work best for you. Then, if you buy or lease a new GM vehicle,
we'll reimburse you up to $1000 toward the cost of adapting it or reinstalling your own adaptive equipment. Call
1-800-323-9935 (TDD users: 1-800-TDD-9935), or contact your Chevrolet, Pontiac. Oldsmobile, Buick, Cadillac or GMC
Truck dealer to find out more. "32

L77:



MON
Recreation Resources

This directory Includes national groups and organizations that can serve as resources for recreational and sports activities
for children and young adults with disabilities. Groups listed in the "General" category can provide information and refer-
rals for a number of different recreational activities and sports.

A descripton of services provided by individual groups follows each listing. Numbers correspond to items listed in the Key to
Services. If a group serves a specific age range and/or disability, the age range and disabilities are given in parentheses at the
end of its listing.Apot otherwise indicated, the group serves people of all ages and/or with all disabilities.

This symbol ( FP°11) indicates an Internet e-mail address. Unless otherwise indicated, telephone numbers are for voice only.

KEY TO SERVICES
1. ORGANIZES NATIONAL

COMPETITIONS

2. ORGANIZES LOCAL

COMPETMONS

3. TRAINS LEADERS, SUCH AS
COACHES AND PARENTS

4. PROVIDES INFORMATION

VIDEOS, FIMUGATENS)

5. OfRES FREE LOANER
EQUPMENT TO PARTICPATE

WHECHAIRS
IN PROGRAM RACING

EL

6. OFFERS EQUIPMENT USE

FOR A FEE

7. PROVIDES FINANCIAL AID

GENERAL

American Athletic Association
of the Deaf
3607 Washington Blvd, Ste 4
Ogden, UT 84403-1737
(801) 393-8710 (voice)
(801) 393-7916 (1TY)
(801) 393-2263 (fax)
1,2,3,4,5,7 (deaf, hearing impairments)

Boy Scouts of America
Scouting for the Handicapped Service
1325 W Walnut Hill Ln
Irving, TX 75038
(214) 580-2000
(214) 580-2502 (fax)
1,2,3,4,5

Photo by Mary Carol Peterson,
Spats W Spokes/Paralyzed
Veterans of America, Phomix, AZ

Canadian Wheelchair Sports
Association
1600 James Naismith Dr
Gloucester, ON CAN K1B 5N4

US Cerebral Palsy Athletic
Association
3810 W Northwest Hwy, Ste 205
Dallas, TX 75220

(613) 748-5685 (214) 351-1510
(613) 748-5722 (fax) (214) 352-1744 (fax)
1 (6-60 years; wheelchair users)

Disabled Sports USA
451 Hungerford Dr, Ste 100
Rockville, MD 20850
(301) 217-0960
(301) 217-0968 (fax)
1,2,3,4,5,6 (mobility impairments,
visual impairments)

Girl Scouts of the USA
Services for Girls with Disabilities
420 5th Ave
New York, NY 10018
(212) 852-8000
(212) 852-6t,15 (fax)
Different services offered through
local chapters (5-17 years)

National Sports Center
for the Disabled
PO Box 36
Winter Park, CO 80482
(970) 726-5514
(970) 892-5823 (fax)
1,2,3,4,6,7

Perfect Fit (4-H programs)
Purdue University; Cooperative
Extension Service
1161 Agricultural Administration Bldg
W Lafayette, IN 47907-1161
(317) 494-8423
(317) 496-1152 (fax)
3,4 (10-19 years)

Wheelchair Sports, USA/National
Wheelchair Athletic Association
3595 E Fountain Blvd, Ste L1
Colorado Springs, CO 80910
(719) 574-1150
(719) 574-9840 (fax)

Wheelchair@aolcom
1,2,3,4 (wheelchair users)

1,23,4 (6 and older; cerebral palsy,
traumatic head injuries, skoke
survivors)

US Association of Blind Athletes
33 N Institute St
Colorado Springs, CO 80903
(719) 630-0422
(719) 630-0616 (fax)
1,2,3,4,5,6,7 (blind, visual impairments)
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Photo courtesy United Cerebral
Palsy Athletic Association,
Dallas, 1X

AQUATICS

Dwarf Athletic Association
of America
c/o Sarah Beth Ely
12101 S Mulino Rd
Canby, OR 97013
(205) 743-3424
A Swimmer79@aol.com
1,2 (Persons of short stature 410" or
less adult heightdue to achondrodys-
plasia or similar medk:al conditions)

US Cerebral Palsy Athletic
Association
See listing under "General"

US Wheelchair Swimming
wo Larry Ouintilani
229 Miller St
Middleboro, MA 02346
(508) 946-1964
(508) 946-4737 (fax)

Itquinn@aolcom
1,2,3,4 (7 and older; mobility
impairments)

533

ARCHERY

Wheelchair Archery USA
do Lynn Rourke
3595 E Fountain Blvd, Ste L
Colorado Springs, CO 80910
(719) 574-1150
1,2,3,4

BASKETBALL

National Wheelchair Basketball
Association
do David Kiley
Casa Colina Centers for Rehabilitation
2850 N Garey Ave
Pomona, CA 91769-6001
(606) 257-1623
(606) 258-1090 (fax)
1,2,3 (7-65years; physisel disabilities)

National Wheelchair Basketball
Association Youth Division
do Bob Szyman, Commissioner
St Louis Wheelchair Athletic Association

6420 Clayton Rd
St. Louis, MO 63117
(314) 768-5325
(314) 768-5316 (fax)
1,2,4 (high school sludents, 21 and
under; physical &abilities)

USA Deaf Basketball
c/o Bennie Maucere
3964 Munetta Ave
Sherman Oaks, CA 91423
(818) 789-9573 (TTY)
(818) 789-2087 (fax)
A Jamesr111@aol.com
1,2,3; Offers youth basketball camp

BOCCIA

US Cerebral Palsy Athletic
Association
See listing under "General"

BOWLING

American Blind Bowling
Association
do Ron Beverly, Editor/PR
67 Bame Ave
Buffalo, NY 14215
(716) 836-1472
1,2,4,6 (18-80 years; blind, visual
impairments)

US Cerebral Palsy Athletic
Association
See listing under "General"

US Deaf Bowling Federation
do Connie Marchione
8071 Cherrystone Ave
Panorama City, CA 91402
(818) 785-1478 (TTY)
1,2,3 (14 and older; deaf, hearing
impairments)

mull tined pagr 78



.a.

Our.. customers know...
i1/440t

_good- e Abugh.

aicao OVEM.FLDW COIVORATION
Qtrts.1 Poem. 500 147 .openillt IL 660.1.5

March It 1794

()Strata
VIt5 Severn-dm BMI
Oechtrd Part Note Nflok 141/1

November 8, 1993

Q'Straint
308$ Southwestern Blvd.
Orchard Park, New York 14127

Dear Mr, Reaume:

Your company may have very well saved my life, for
that I sincerely thank you. Here is my story.

I am a disabled person working for a wheelchair transit
company. I schedule the buses with passengers. On
November 3, 1993, I was a passenger in a para transit
bus which was involved in a 2 vehicle collision. In this
collision this bus was flipped over on its side. I am a
very heavy person 200 lbs +. My wheelchair was
secured in the vehicle with the O'Straint system. I did
not even move in this incident. I contribute this to the
driver using your system correctly and obviously it must
be one terrific system. I shudder to think of the
scenarios of what might have happened had they not
done their job. I sustained minor injuries. My wheelchair
has had to have some repairs done to the front casters
which were pushed back in the accident. This
prevented my chair from being used as the front
casters would not rotate. I strongly believe it the driver
did not use this system as it was meant to be used, I
would not be able to write-this note to you. You have
created one great system. Many thanks.

Sincerely

Atin fiat! Yritria:
Linda Jane France

1-1ANDI TRANS!
3737 Walker Road
Windsor, Ontario
NSW 359

AM Mr /arms Itcatarne

Dear M. Resume.
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December 15, 1993

Q'Stralni
16 - 100 Sheldon Dr.
Cambridge, Ontario
N1R 7S7

Dear Mr. Gitardin.

Just a quick note to advise of a recent incident Handl.
Transit was involved in, and the role gStraint played in
it. Our bus was involved in a collision after a local utilm
van ran a red light causing it to collide broadside with
our bus. The van was destrmed. Mr bus sustained
damages in excess of SI 5.C.W: the three wheekhair
passengers secured with Q'St mints did not move.

Your product, which we use exclusively, did the lob it
wa",Ipro.ed to do. Thank you for superior product in a
day when mediocrui is the norm.
s1.0111, sincerels

C. Douglas Ellis,
Manager

For People Who CareTM

WHEELCHAIR AND
OCCUPANT
RESTRAINT SYSTEM

.534
Circle #251

Q'Straint (USA)
3085 Southwestern Blvd.
Orchard Park, New York 14127
Phone: 716-675-2222
Fax: 716-675-2270

Q'Straint (Canada)
16 - 100 Sheldon Dr.
Cambridge. Ontario NI R 7S7
Phone: 519-622-0000
Fax: 519-622-0021



PIACE
Life at WilloW River F
developmental dlsabilitir::
environment,prod e
and a foal

tak.

.1IkA

IP

;:t

Circle #91

with
ome
!ties,

YAWN 111PJUI MOW

:

Beautiful Pocono Mountain Summer Camp
for persons with
Developmental

Disabilities.

Recreation, Sports,

Cultural and

Performing Arts. Well

trained, experienced staff, 31styear. Sessions from

2 weeks up. Year round residential services for

Prader-Willi clients.

Write Keystone City Residence
406 N. Washington Ave.

Scranton, PA 18503

or call 1 -800-747-4988

ACCREDITED
CAMP

0
American
Camping

Association

Circle #48
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Photo courtesy Canadian
Recreational Canoeing
Association, Hyde Park, Ontario.

CANOEING

American Canoe Association, Inc.
Disabled Paddlers Committee
7432 Alban Station Blvd, B-226
Springfield, VA 22150
(703) 451-0141
(703) 451-2245 (fax)

ACA Direct@aolcom
1,2,3,4

Canadian Recreational Canoeing
Association
1029 Hyde Park Rd, Ste 5
Hyde Park, ON CAN NOM 1Z0

(519) 473-2109
(519) 473-6560 (fax)
3,4,5,6

CROSS COUNTRY

US Cerebral Palsy Athletic
Association
See listing under "General"

KEY TO SERVICES
1. ORGANIZES NATIONAL

COMPETITIONS

2. ORGANIZES LOCAL

COMPETITIONS

3. TRAINS LEADERS, SUCH AS
COACHES AND PARENTS

4. PROVIDES INFORMATION

(I.E., OMS, PUBUrATIONS)

5. OFFERS FREE LOANER
EQUIPMENT TO PNMCIPATE

IN PROGRAM SI.E., RACING
WHEELCHAIRS

B. OFFERS EQUIPMENT USE

FOR A FEE

7. PROVIDES FINANCIAL AID

1;35

cooliourd from 76

CYCLING

USABA Sports Director
for Tandem Cycling
do Bill Young
2878 Copley Ave
San Diego, CA 92116
(619) 281-1621
1,2,4,5 (blind)

US Cerebral Palsy Athletic
Association
See listing under "General"

US Deaf Cycling Association
do Bobby Skedsmo
2625 Copa Del Oro Dr
Union City, CA 94587-3175
(510) 471-9011 (TTY/fax)
1 (unaided bilateral hearing loss of 55
dB or greater)

FISHING

See Also: "Outdoor
Recreation/Wildemess Exploration"

Fishing Has No Boundaries
PO Box 175
Hayward, WI 54843
(800) 243-3462
(715) 634-3185
(715) 634-1305 (fax)
1,4,5

,

N

Photo courtesy
Fishing Has No Bounderies,
Hayward, WI.

GARDENING

American Horticultural Therapy
Association
362A Christopher Ave
Gaithersburg, MD 20879
(301) 948-3010
(301) 869-2397 (fax)

75352.122@canixissive.com
4
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Custorn fitted fun for all ages!

Designed for
OUTDOOR
Therapy an
Rock N' Roll takes great pride in
providing a device that brings joy to
others Rock N' Roil will customize a
cycle for the needs of each individual,
such as those with

Spina Bifida
Cerebral Palsy
Partial Paralysis
Amputations
Orthopedic Handicaps
Visual Impairment/Blindnes
Muscular Dystrophy

Al

Cherith and her "bicycle"

7 One Child and One Adult

eilt

l t1CeY"Une S6

Hand Power - Foot Power or Both at
the Same Time

a

Ask how you can earn your cycle absolutely free!
Rock N' Rollteven pays the shipping!

Circi.#1115



THE WATER WALKER

* Prone or supine support.
* Contour lines that allow

use of arms and legs.
* Straps to secure person

on float.

* Pillow for head support.
* S,M,L

* Improves coordination,
postural control and
muscle tone.

* Provides independence.
* Secured in center with

belt or seat.
* Trade-in policy.
* S.M,L
* Covered by most

insurance companies.

AQUATIC THERAPY FLOAT

Contact:
AQUATIC THERAPY
1903 East B Avenue
Plainwell, MI 49080
(616) 349-9049

igz* CIO

Circle #118

Hms school
For Children With Cerebral Palsy

serving children with multiple disabilities resulting from
cerebral palsy or traumatic brain injury who need compre-
hensive, individually structured programs that include:

Physical Therapy

Occupational Therapy

Speech and
Language Therapy

Communication Aids

Special Education
Music Therapy
Special Medical
Attention
Adapted Recreational
Activities

HMS, open to students two to 21 years, offers all of these
services and more. The experienced staff and well-respected
consultants provide strong interdisdplinary programs for day
and residential students at the licensed private school.

For mom information write or call:
Diane L. Gallagher, Director

HMS School for Children with Cerebral Palsy
4400 Baltimore Avenue, Philadelphia, PA 19104

(215)222-2566
A

ROO
.11 .410

,64
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Photo courtesy United Cerebral
Palsy Athletic Associatin,
Dallas, TX.

cont i ued from 78

GOAL BALL

USABA Sports Director for Goal Ball
c/o Stephen Keamey, Director of
Athletics
Oklahoma School for the Blind
3300 Gibson St
Muskogee, OK 74403
(918) 682-6641 (days)
(918) 683-0338 (evenings)
(918) 682-1651 (fax)

oksb@gteens.com
1,2,3,4,5,6,7 (8-45 years; visual
impairments)

HORSEBACK RIDING

North American Riding for the
Handicapped Association
c/o Bill Scebbl
p0 Box 33150
Denver, CO 80233
(800) 369-7433
(303) 452-1212
1,2,3,4

ICE HOCKEY

American Hearing Impaired
Hockey Association
do Iry Tlahynbik
1143 W Lake St
Chicago, IL 60607
(312) 226-5880
(312) 829-2098 (fax)
1,3,7 (10-20 years; unaided bilateral
hearing loss of 55 dB or greater)

OUTDOOR

RECREATION/WILDERNESS

EXPLORATION

Breckenridge Outdoor
Education Center
PO Box 697
Breckenridge, CO 80424
(303) 453-6422
(303) 453-4676 (fax)
2,3,4,7

Cooperative Wilderness
Handicapped Outdoor Group
Box 8118, Pond Student Union
Idaho State University
Pocatello, ID 83209
(208) 236-3912
(208) 236-4600 (fax)
3,4,5,6,7

Courage Center
3915 Golden Valley Rd
Golden Valley, MN 55422
(612) 520-0520
(612) 520-0577 (fax)

2,4,5 Ohysical disabilities)

Photo courtesy
Breckenridge Outdoor Education
Center, Brekenridge, CO.

Environmental Traveling
Companions
Fort Mason Center
Landmark Bldg C
San Francisco, CA 94123
(415) 474-7662
(415) 474-3919 (fax)
3,4,7(10 and older)

continued on page 8:3

Photo courtesy
Breckenridge
Outdoor
Education
Center,
Brekenridge, CO.
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Photo courtesy Sports 'N
Spokes/Paralyzed Veterans of
America, Phoenix, AZ.
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KEY TO SERVICES
1. ORGANIZES NATIONAL

COMPETITIONS

2. ORGANIZES LOCAL
COMPETITIONS

3. TRAINS LEADERS, SUCH As
COACHES AND PARENTS

4. PROVIDES INFORMATION
IADEOS, FURUCATIOMS)

5. OFFERS FREE LOANER

WILIPMENT TO PARTICIPATE

IN PROGRAM (I.E., RACING
WHEELCHAIRS)

6. OFFERS EQUIPMENT USE
FOR A FEE

7. PROVIDES FINANCIAL AID

;Mr
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Continued fmin

National Park Service
Office on Accessibility
800 N Capitol NW, Ste 580
Washington, OC 20002
(202) 343-3674
(202) 343-4230 (fax)
Provides accessibility information for
national parks

Paraplegics on Independent
Nature Trips
do Carol Barrett
4144 N Central Expwy
Dallas, TX 75204
(214) 827-7404
(214) 414-3772 (fax)
1,2,4,5 (physical disabilities)

.111Ma.

Augmentative Communication

Sensory Manipulation

Recreation Equipment

Positioning Systems

Mobility

Videos

Adapted Toys & Devices

Capability Switches

Language Software

Large Print Books

Audio Cassettes

. . . and more!

New & Expanded

Ltd.
AVery Special Catalogue

P.O. Box 17, Irvington, N.Y. 10533
Toll Free 1-800-443-4728 Fax 1-914-591-4320

Circle 11176
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Wilderness Inquiry
1313 Fifth St SE, Box 84
Minneapolis, MN 55414
(800) 728-0719
(612) 379-3858
(612) 379-5972 (fax)
4,5,7

PERFORMING ARTS

Association for Theatre
and Disability
do Access Theatre
527 Garden St
Santa Barbara, CA 93101
(805) 564-2063
(805) 564-2424 (TTY)
(805) 564-0051 (fax)

Rippyrod@aol.com
Maintains national talent bank of
artists wiUr disabilities, organizes
national conference on accessible
theater every August

coniinwIl on paw. 84

Photo courtesy The Cooperative
Wilderness Handicapped
Outdoor Group, Pocatello, ID.

The Baby Joggete
Mobility and comfort combine for
both parent and child! The Baby
Jogger offers new models to suit a
variety of special needs. Go
anywhere with the ultimate
all-terrain stroller. Travel over
gravel, grass, curbs,even sand and
snow with "The stroller for runners."
Trips to the beach or pa* are easy
with the smooth-rolling three wheel
design. Models available for
children of all ages. Folds easily for
transport, adapts to seating inserts.
FREE BROCHURE.

Raclng Strollers Inc.
POB 2189, Yakima, WA 98907

1-800-241-1848
Sate, stabie, endorsed by pediatricians.

01990 RSI
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Lightweight Portability Solves

Transport Problem
Convaid's buggies are the answer for
moms and kids on the go. Long known
for their patented folding design, they
fold with all positioning adaptations in
place. Moms can easily lift and store the
buggies in a car trunk. Great for indoor
or outdoor use.

F447'

INut

zrfa,i

Full Range of Accessories
A choice of up to twenty options on
Convoid's buggies includes 3 transparent
detachable tray, made of unbreakable
Lexan , and a detachable canopy for
shade and protection from the elements.

New Bus/Van Tie.Down Models
Now available, the Cruiser Transports, a
new bus/van tie-down buggy line from
Convaid, successfully crash tested at 30
MPH, 20g decel in a forward-facing
configuration with up to 170 lb.
dummy, using a Q-Straint (with
positive lock) tie-down.

Good Looks, and Custom
Comfort Make Kids Smile

Corwaid's EZ Rider makes transport easy
and fun with six colors, several sizes and
extensive adjusrability.

Convald continues to add to as broad
,,ungle of p%iyozung buggies to fit any age,

'tny size and most tight budgets. Choose
from the Cfuiser line with its many .
different positioning accessories, the EZ
Rider with its quick folding design, or any

of Convaid's compact folding biiggies. Pius "

we offer the Ciuiser Transport line, a
bus/van tie-down successfully tested with
up to a 170 lb. dummy.

All Convaid buggies feature our patented

folding design which eliminates slump and

the hazard of accidental foldinj

the possibihties.

Makin the USA Five Year Woontv

440
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Fr...Attends
u...

Quality Incontinent Care Products

Help keep skin dry
and provide outstanding leakage

protectionl

Protection For All Your Needs
from

, 11

ne

st.t.datt.vdrrprotrata

Ly77
V

art.

Attend. Wa.lx

ARC Home Health Products

Full line of products in stock
UPS deliveries to your door

No add-on shipping & handling charges
Personal, knowledgable service

VISA/Mastercard accepted

Your satisfaction is our concern!
Call Us!

1-800-278-8595
for more Information

Ultra Attends &tell

4

Anrrtittaddenthvinipmem

ARC Home Health Products
RR4 Box 161 Oneonta, New York 13820

mwn.t..an,&

Ayala* In Youth

An Affirmative Enterprise,
providing Jobs for people with disabilities.

SAT BUY BULK

&tads. Wert Pads

Circle 475

Our prices make
everyone happy!

Send for a free catalog
of adaptive
equipment.

equi
P.O. Box 3 3 Bedford, MA 01 7 30
(6 1 7) 2 75-7 681 Fax (6 1 7) 2 7 5-4094
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POWERLIFTI NG

US Cerebral Palsy Athletic
Association
See listing under "General"

QUAD RUGBY

Wheelchair Sports, USA
See listing under "General"

RACQUETBALL

National Wheelchair Racquetball
Association
c/o Geno Bonetti
Director of Spinal Cord Programs
Healthsouth Rehabilitation Hospital of
Pittsburgh
2380 McGinely Rd
Monroeville, PA 15146
(412) 856-2468
(412) 856-2437 (fax)
1,2,3,4,5 (wheelchair users)

SAILING

Access to Sailing
c/o Duncan Milne
19744 Beach Blvd, Ste 340
Huntington Beach, CA 92648
(714) 722-5371
2,3,4,5 (6 and older)

National Ocean Access Project
PO Box 10246
Rockville, MD 20849
(301) 217-9842, ext 6
1,2,3,4,5,6

Ontario Sailing Association
Committee for Sailing for Disabled
Persons
1185 Eglington Ave E
North York, ON CAN M3C 3C6
(416) 426-7271
(416) 426-7344 (fax)
1,2,3,4,5,6

Photo courtesy The
Cooperative Wilderness
Handicapped Outdoor GrDup,
Pocatello, ID.

US Sailing Association
Committee on Saikxs wtth

Special Needs

PO Box 209
Newport, RI 02840
(401) 849-5200
(401) 849-5208 (fax)
re.] US Sailing@compuserv.com
1,3,4,6

SCUBA

Moray Wheels: Adaptive Scuba
Association
PO Box 1660 General Mail Facility
Boston, MA 02205
(603) 598-4292
3,4,5(14 and older; physical
disabilities)

Photo comtesy American Sledge Hockey Association, Bloomington, MN.



National Instructors
Association
for Divers with Disabilities
PO Box 112223
Campbell, CA 95011
(408) 379-6536

dshrout@aol.com
3,5,6

SKIING

Canadian Association
for Disabled Skiing
Box 307,
Kimberley, BC CAN V1A 2Y9
(604) 427-7712
(604) 427-7715 (fax)
1,4,5,6

US Deaf Skiers Association
c/o W. Edward Ingham
0400 Palatine Hill Rd
Portland, OR 97219
(503) 245-2192 (TTY)
(503) 246-3757 (fax)

EdIngham@aol.com
1,2,3,4,7

SLALOM
(FOR WHEELCHAIRS)

US Cerebral Palsy Athletic
Association
See &ling under "General"

SLEDGE HOCKEY

American Sledge Hockey
Association (ASHA)
c/o John Schatzlein
10933 Johnson Ave S
Bloomington, MN 55437
(612) 750-3973
(612) 888-5331 (fax)
1,3,4,5 (11-21 years; mobility

impairments)

SOCCER

US Cerebral Palsy Athletic
Association
See listing under "General"

SOFTBALL

National Softball Association
of the Deaf
c/o Vance Rewolinski
6605 Krolton Dr.
Austin TX 78745
1,2

National Wheelchair Softball
Association
do Jon Speake
1616 Todd Ct
Hastings, MN 55033
(612), 437-1792
1,5

TABLE TENNIS

American Wheelchair Table
Tennis Association
do Jennifer Johnson
23 Parker St
Port Chester, NY 10573
(914) 937-3932
(914) 937-3932 (press '51 for
fax)
1,2,4 (4 and older)

TEAM HANDBALL

UCPAA Team Handball
Technical Officer
do Bill Wilkie
UCPA of Greater Hartford
80 Whitney St
Hartford, CT 06105
(203) 236-6201
(203) 236-6205 (fax)
1,2,34 (12 and older; physical
disabilities)

re

Photo courtesy Sports 'N
Spokes/Paralyzed Veterans
of America, Phoenix, AZ.

TENNIS

International Foundation of
Wheelchair Tennis
Peter Burwash International
Attn: Director-Special Programs
2203 Timberloch PI, Ste 126
The Woodlands, TX 77380
(713) 363-4707
(713) 292-7783 (fax)
A PBl@infohwy.com
1,2,3,4,5

National Foundation of
Wheelchair Tennis
Brad Parks, Executive Director
940 Calle Amanecer, Ste B
San Clemente, CA 92672
(714) 361-3663
(714) 361-6603 (fax)
1,2,4 (7 and older,. physical
disabilities)

TRACK AND FIELD

US Cerebral Palsy Athletic
Association
See listing under "General"

Wheelchair Sports, USA
See listing under "General"

WATER SKIING

American Water Ski
Association
Committee on Water Skiing for
the Disabled
799 Overlook Dr
Winter Haven, FL 33884-0799
(800) 533-2972
(813) 324-4341
(813) 325-8259 (fax)
A 73024.3504@compuserve.com
1,3,4

WEIGHTLIFTING

US Wheelchair Weightlifting
Federation
c/o Bill Hens
39 Michael PI
Levittown, PA 19057
(215) 945-1964
organizes international team for
competition (16 and older,. physi-
cal disabilities)

WRESTLING

US Deaf Wrestling Association
c/o James Schartner
4835 Mt Zion Rd
Frederick, MD 21702
(301) 473-5255
1,2,3 (18-34; deal)

42

/An invaluable
guide for parents
and healthcare

providers alike

OWN

YUMAN
Liing and

Learning in the

Conunumt%

LAND NADEL Dow Ammo,

111mm°
With

a Foreword by
Chris Burke

Down Syndrome:
Living and
Lcarning in the
Community, written under
the auspices of the National
Down Syndrome Society, pro-
vides state-of-the-art informa-
tion and advice.
This book will prove an invalu-
able tool for parents and health
care professionals, enabling
people with Down syndrome to
cope with the problems they
Ewe and participate to the
fullest in community life.

11, ,p6 4...71
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Lynn Nadel is a Professor of
Psychology at the University of
Arizona.

Donna Rosenthal is a past
Executive Dire( tor of the National
Down Syndiome Society.

0-471402192-X cloth $49.95
0-471-02201-2 paper $1 7.95
31 2 pages

Available at your local bookstore
or call .1.-800-879453O. or

1-800-US-W1LEY

WILEY
Publi,her. cuk 1507
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Using Ordinary Toys for Kids With Special Needs:

Outdoor FunFor more than 100
suggestions on
how to easily adapt
ordinary toys for
kids with special
needs, look at the
1995 edition of

The Best
Toys, Books
& Videos
for Kids

(HarperCollins, $12) by Joanne and
Stephanie Oppenheim. The book is a
comprehensive guide to more than
1,000 classic and new products for
children from infants to preteens.
Available through Exceptional Parent
Library, (800) 535-1910.

by Joanne and Stephanie Oppenheim

Getting into the big outdoors is one of the delights of summer. Outdoor
play is a time to let loose, to shout and laugh out loud without worry-
ing about making too much noise or bothering neighbors. It's a time
for flexing, stretching, using muscles and getting a sense of one's

physical self. It's often a social time when kids learn the give-and-take of play-
ing with others. Well-chosen toys can build children's confidence about them-
selves as "doers." Here are some ordinary toys for outdoor ftm that may require
little or no adaptations for children with disabilities.

Following each toy's name in parentheses is the name of its manufacturer,
the recommended retail price and a customer service number that may be
used for ordering or for more information.

or

49 .ntrowalla

-.7111/

Musical Bubble Tunes
(CAR $9.99; 21 E7/29 2 -6363)

Kids who may not he able to blow bubbles can still have the thrill of creating
a rush of bubbles with a push of a button. This bubble toy plays music when
another button' is pushed. It plays "Happy Birthday" and seven other tunes.
Requires two AA batteries.

Airplane Swing
(Little Tikes, $25-$28; 800/321-0183)

A parent told us how useful this airplane swing with its high back has been for her three-year-
old who needs extra support for sitting. Tots practically wear this jolly airplane that hokls them

all around with leg holes and no place to slip through. Has an adjustable seat belt. Can
accommodate children up to 50 pounds.

Activity tip: Use words like "faster" and "slower," "higher" and "lower," "stop" and "go" to
reinforce these concepts in active, meaningful ways. Play pretend games in which your tot is flying

to a faraway place; talk about what the child can "see" as he or she flies.

"'"91.11411F'

Roll 'n Rattle Ball
(Kt vsko()1, $9.99; 800/752-9755)

It takes very little to activate this wonderful rolling toy, but children get visual as well as sound feedback
from the multi-colored, tiny beads that swirl and swish in this see-through sphere with a bright yellow
and blue ball inside. The toy is not for throwing, but it's ideal for ctimulating children to ( rawl after and
swat at with whole-hand movement; use also for roll-bac k-and-forth social games. Needs no adapta-
tion.

Activity tip: To motivate and involve an older child, use the ball for ,1 guessing game. Will the ball
sop yellow side up or blue? Let the chikl guess. Then take turns spinning the ball and chant "Round
and round she goes. Yellow or blue; which one mostly shows?" Ot course, both colors will show, but

86 EXCEPTIONAL PARENT / JUN E 1995 "43
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Double Fun Wagon
(Today's Kids, $33-$45; 800/258-8697)

This innovative wagon is designed to double as a hauling or ride-in vehicle. The floor of the wagon can
be closed or opened halfway to the ground so kids with disabilities can sit in it as passengers or use

their legs to help it move. The handle works at child-height or telescopes for an adult to pull.

Adaptation idea: For a child who needs extra support, a seat belt with Velcro closings can
be added to the high back of the wagon.

Crayola Magic
Sunlight Prints

(Crayola, $14.99, 800/272-9652)

Printing images with the sun on light-
sensitive paper is like magic! This kit comes
with clear directions, markers, a glitter-glue

pen, acetate images, frames, stencils and 15
pieces of special print paper. Gives pleasing results

for kids who may not be able to draw with conventional art tools.
A little art, a little science, a lot of fun!

....1

Drive-In Playhouse
(Step Two, $155; 800/347-8372)

A playhouse that meets today's building codes. With its double door opening (22.25 inches wide),
a small wheelchair can roll right into this playhouse that has big windows, a built-in table and
a cordless phone.

Creative Art Center
Nep 1, $45-$ 50 800/347-8327)

A young artist in a wheelchair can sit at the work table
and paint or color. Can be used indoors or outdoors by
one or several children at a time. There's room at the

table for painting, chalk or crayon drawing and
desktop publishing.

Pickup Truck
(Little Tikes, $75-$80; 800/321-018.3)

Newest in the fleet of sturdy ride-in vehicles, this foot-to-floor (no pedals) truck can build upper-
and lower-body coordination and imagination. Doors open for easy in and out and there's room
for cargo. Includes a working tailgate.

Adaptation idea: For a child who needs extra support, a seat belt with Velcro closings can be
added to the high-backed seat.

Shopping tip: Battery-operated ride-in cars that can be activated with the touch of a button may be
a good choice for kids who are unable to pedal or propel a foot-to-floor vehicle. However, such
toys are expensive, and require constant supervision and regular battery recharges.

"These products were reviewed by the Oppenheim Toy Portfolio, an independent consumer oiganization that tests
and evaluates the best products for children. The organization annually publishes THE BEST TOYS, BOOKS, &
VIDEOS FOR KIDS; it also publishes a quarterly newsletter. Both publications include learning activity ideas and
ways to adapt ordinary products for kids with special needs. 71) subscribe to the newsletter send $12 to The
Oppenheim Thy Portfolio, 40 East 9th, Suite 14m, New York, NY mom"

I. '
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Our BeasyTrans will give your child
greater mobility & independence.

It'll also save your back

No-Lift
Transfer Benefits

Tissue Friendly
Eliminates Lifting
Dignified Transfers
40" and 27.5" Lengths

Your child may grow out of many products, but the
Beasy will not be one of them. This portable no-lift
transfer system will travel with you and your child
everywhere and last forever. To learn more about
the Beasy: Call 1-800-232-7987 and ask for our free
video.

Beatrice M. Brantman, Inc.
207 E. Westminster, Lake Forest, IL 60045

Circle #231

TAKE CONTROL
INDEPENDENCE

41cm *MOBILITY

CONVENIENCE

Wheelchair Getaways provides mobility freedom.

Start now to access more of life.

Experience what you want, when you want it...
friends, family, entertainment. You Choose!

. Select vehicles equipped with hand controls.

Call today to rent one of our fully equipped,
wheelchair accesssible, fuil sized or mini vans.
Serving over 80 cities in the Continental U.S. and
Puerto Rico.

"Imitovitoos. Wheelchair
Ahml Getaways®

FOR RESERVATIONS AND FRANCHICE INFORMATION
CALL: 1-800-642-2042

Kennedy Kiieger Institute...providing quality
services for youngsters of any age with:

Assistive Technology Needs
Motor and Language Delays
Metabolic & Degenerative Diseases
Learning Problems and Disabilities
Mental Retardation
Head Injury
Birth Defects
Cerebral Palsy
Feeding Disorders
Behavior Problems
Down Syndrome
Other Special Needs

Children's
kugtiter is
music to
our ears.
Our dedicated staff at the
Kennedy Krieger Institute
is devoted to helping chil-
dren and adolescents with
physical, mental or educa-
tional disabilities. Through
diagnosis, treatment and
education, we can help
find the key that unlocks
the future for your child
and your family.

Kennedy Krieger Institute
A comprehensive reweave file
children with disabilities

Call us to talk about your concerns, slight
or severe. We can help.

(410) 550-9400 / 1-800-873-3377
707 North Broadway
Baltimore, MD 21205

Circle #70
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Voice Output Keyboards
$75 - $585

PEACEbook Picture Binder
with foldout Ace 200 Keyboard

Keyboard may be purchased separately.

Communication System
328 Main St. East, Suite 514

Rochover, NY 14604
video loan available(800) 724-7301

Circle #40



You've seen the gifts
of our athletes.

Now here's a gift for you.

Send for your FREE copy of Skill,
Courage, Sharing Joy today.

This 120-page book is filled with
stories of Special Olympics athletes
plus insight into some of the programs
that help develop their talents and
abilities. To receive your own FREE
copy, simply fill out the coupon and
mail it today.

Si: 11.1,
( X )( l

Please send me my FREE copy of WO. Courage. Sharing. Joy.

Name

Address

City State Zip

Phone (

Your relationship with Special Olympics:
n Athlete in your family 0 Friend of athlete
0 Coach 0 Voluntcer
0 Corporate Sponsor 0 Other

Return to:
Special Olympics International
1325 G. Street, N.W., Suite 500
Washington, D.C. 20005
AtM: Joanne DeiGiornoSpecks, Ellmmplcar 961000T
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T he people of Toys for Special Children have

sought to create a new world of play for children
with disabilities, through

the development of

specially adapted toys,

capability switches,

activity centers,

augmentative
communication aids,

and countless other

special devices.

"Dr. Kanor's devices
have benefits

beyond words"
-The New York Times-

Oct. 20th, 1991

A unique resource for
technology which can be

used to increase, maintain,
or improve functional

capabilities of individuals
with disabilities,

To get your catalog call or write to:
Toys for Special Children

385 Warburton Avenue
Hasting-on-Hudson, NY 10706

800-832-8697

Circle * 160

,Special Service
We offer many standard technical solutions for
people with disabilities. We realize that for some,
special adaptions are needed. Please call us so

that we can discuss fabricating custom equipment

for your special requirements.
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Talking With Your Child
About

Disabilities
by Chad Pierro

Iremember my first day of kinder-
garten because of the isolation I
felt. I was used to getting occa-
sional glances on the street, in the
local shopping mail, or at the gro-

cery store, but never had I experienced
the intensity of the stares I got from my
new classmates. Before this, it had been
obvious to me that I was different, but
this difference was magnified when
I walked through the classroom door.

Having cerebral palsy has been a part
of my life since I was born, but as a
young child, my disability was never
really discussed. Maybe it was because
I had no questions and just accepted
things as they were, maybe because my
parents didn't want to flood my mind
with my physical conditiOnfor whatever
reason, we just didn't talk about it.

But when I came home from school
that day, the questions came in a flurry
"Why was everyone looking at me? Why
am I different from everyone else? Am
I going to have any friends?"

I remember being comforted by my
mother and father, but more than that,
I remember getting answers to each
question I asked. My parents laid things
out for me in a clear manner that I
understood; I was given practical ideas
to deal with my feelings, and I was
made to feel okay with the person I
was. Once I rose above my insecurity,
I was able to take control of the situa-
tions I later encountered.

It can be difficult to talk openly with
your child about his or her disability or
chronic illness. You don't want to make
it the center of attention, yet you do
want your child to understand his or
her condition, as well as the different
feelings and limitations that go along
with it.

Few parents want their kids defined
purely by a diagnosis. It is essential for
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children and
teenagers with
disabilities to be
aware of specific
issues that may
affect their every-
day lives so they are
able to emphaE:
their personalities, not their disabilities.

You would be hard-pressed to find a
child or teenager who enjoys sitting
through a lecture given by a parent.
Usually, lectures are seen as conde-
scending sermons, not offerings of infor-
mation. What works better is answering
questions when they are asked, and sug-
gesting ideas when appropriate. What is
"appropriate" depends largely on your
relationship with your child, but it is safe
to say that occasional advice is more
welcome than constant preaching.

Honesty is crucial in all parent-child
relationships, and it is no less important
when discussing disabilities with your
child or teenager. So, when questions are
asked"What's wrong with my legs" or
"Why can't I keep up in school'?"give
answers that are understandable and
truthful. to give complete answers
because children can often sense when
you are keeping things from them.

Some parents have the tendency to
hold back information, wanting to spare
their, son's or daughter's feelings. What
they fail to realize is that, in the long
term, being given correct information at
an early age is very good for healthy
development. And, if kids are informed,
they can an.swer questions themselves,
rather than depending on Mom or Dad
to speak up for them.

Learning about a disability or a chronic
illness does not happen in a single ses-
sion; rather, it is a process that continues
over time. For this reason, it is often a
good idea to encourage your children to

r-od/0

,

participate in
different activities they may enjoy.

Children can be involved in summer
camps, sports teams or school-related
functions. A variety of experiences gives
children and teenagers an idea of what
they are able to do, as well as things
they can do less easily.

Remember that, in many ways, children
with disabilities develop similarly to
children without disabilities. It makes
sense then, to give kids information
that helps them understand not only
their differences, but also what they
have in common with other children.
With this knoWledge, children with
disabilities will be able to become com-
fortable with who they are, and who
they can be. EP

Chad Pierm grew up in the Twin Cities
mra qf Minnesota. Ile is a graduate of
Minnetonka High School and Augsburg
Colkge, with degreas in English (RA.)
and Psychology (B.S.). Chad works as
a transition specialist JOr Project Youth,
a pmgram of the PACER Center a
Minneapolis-based family advocacy
agency. In his woi*, Chad woilcs with
teenagess who have disabilit las of
types and helps them woi* through the
issues and difficulties they may be fac-
ing in their transition to adult life.

This arlick was adapted with
permission from the PACESETTER, June
1994. PAcitwrrix is a fire newsletter
publistwd thire times a year by tlw
PACER Center For a sample copy, send
a 9 .r 12 envelope with $1.00 postage to
the PACER Center 4826 Chicago Air. S.,
Minneapolis, MN 55417.



READERS TALK ABOUT:

Helping a Chiid Learn About His or Her Disability
A few months wo, we asked readers to slxire their experiences of talking with children about their disabilities. But as the mail started to amityat our editorial

ekes, lie realized tbe question tied asked may Inv been too limiting Most of the stories ut, reaa imbed more than "talking"indeed, in some cases. what

parents did not say turned out to be more important than what they did say.

The parents who share their stories with us this month realize that kyirnitwalxml a disability or cbmnic illnec imokes MOIT? dm a few commations ImPed it

wit/be a lifekmgpurney for both parent and chikl. For children. the pnros will agtainly imam talking with parents, but it will also indude discuscions with/vox

meeting adults with disabilities and baring opportunties to take on new chalknges in oder to team ubat they can do.

y children, Heather
and Logan, were
born with Miller
syndrome, an
exxemely rare

genetic condition which causes
multiple physical anomalies
including facial differences,
shortened and bowed forearms,
missing or webbed fmgers and
toes, and abnormal growth of
the bones in the lower legs.
Even after many years of living
with children who have physical
differences, I am still surprised
at the situations that arise to
remind me that my parenting
experiences are very different

DDDIJU

Following My Heart

Ready to open the gifts: (from left) Logan, 14, Debbie and
Heather, 17, on Christmas morning 1994.

from those of otheis..inst when evety-
thing is going smoothly and my life
starts to seem quite "normal," I fmd
myself facing a problem I'm not sure
how to handle...

Playing
basketball

r- When Logan was
eight years okl,
he decided he
wanted to play
basketball. I didn't
Imo+, how to
react. His hands
were so small
and his lingers
didn't straighten.
How could he
day basketball?

I have always encouraged both of my
children to do all the things they wanted
to do. I've tried not to discourage them
because I don't always know what is
possible. But if I encouraged Logan's
basketball anthitions, he might get too-
high expectations, making the realities

of his limitations more disappointing.
On the other hand, if I discouraged him,
he might not ny to achieve his goals in
the future. I would never want hun to
give up without trying.

I called the coach and told him about
Logan. He recommended that Logan
come to the practice at which teams
would be chosen. If Logan decided he
wanted to play, the coach would work
with him. If he decided not to play, at
least he would have tried.

When the big night came, Logan lined

READERS TALK ABOlIT:

We invite you to contrifrdte to the discusSion in
future issues of ExCEP114:44L Paw. In upcoming
maths, readers will be Wing about

education optionsspecial schools or
inclusion? (September; deadline July 1, 1995)

children's favorite toys and playtime activities
(October; deadline Aug. 1, 1995)

technologyhow has it made a difference for
your child? (November; deadline Sept. 1. 1995)

grandparents/extended family (December;
deadline Oct.1,1995)

Write to: Readers Talk, EXCEPTIONAL PARENT, 209

Harvard St, Ste. 303, Brookline, MA 02146,
(617) 730-8742 (fax).
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up with the other boys who
were dribbling the ball up and
down the floor. I could see it
was difficult for him to control
the ball, but he hung in there
and completed the exercise. The
teams were assigned and Logan
ended up on a team with a cou-
ple of his friends.

Each week, Logan looked fon
ward to the games. He always
played in spite of his difficulties.
But as the weeks went by, I
could see he was becoming dis-
couraged. He realized the other
boys weren't passing the ball to
him, and he knew it was because
they were afraid he couldn't

catch it. His teanunates were very nice
to him and very supportive, but they
wanted to win games.

Finally, it was the last game, the last
quarter, the last minute of play. The ball
ended up in Logan's hands. He jumped
and shot. The ball went in. The crowd
roared. Logan beamed. I felt so much
happiness to see my son sueceed.

The next yean Logan chose not tojoin
the basketball team. I think he could
sense the competitiveness of the boys his
age. I didn't detect any regrets on his part,
just calm acceptance of the way things
were. I believe peace comes from accep-
tance, especially after you've Oven the
situation evelything you've got to give.

The pageant
As girLs reachjunior high, they start
receiving mail that would interest teenage
girls One day, Heather was excited to
receive sitch a letter addressed to hen
She opened it to find infommtion alxmt
an upcoming Miss 'teenage America
Pageant. She read the letter and
mproached me with a beaming smile.

mid pmp
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She proudly told me she would like to
enter the contest

I felt an incredible pain in my heart.
didn't know if I should encourage
Heather to enter a "beauty contest." On
the other hand, I didn't want to tell her
she couldn't try.

I asked Heather if she had read the
qualifications for pageant participants. I
pointed out the third nile which stated
that participants must. be in good health.

PARENTING
Heather said she had read all the rules

and felt she met that requirement. because
doctors always say she is healthy

"Yes," I agreed, "you are healthy for
someone with Miller syndrome. But are
you healthy in comparison to people
who do not have Miller syndrome?"

"Oh," she said, "when you put it that
way, maybe not."

I suggested that Heather call the
pageant director and tell that person

EZACCESS

e _g N e in
Po ble eek Ramps

Rallupeic Curb Ramp. 5' Step Ramp
and le' .411 Purpuse Ramp

Anodized Aluminum
Non-Nkid Surface
Telescopic Design
Catch Buttons
One Year Warranty

l'anmaip R2000 " or 8e000 10'

Look for thu Seal of Qualus

81000 5 Portable Ramp

Overcome life's obstacles with r :-ACCESS"
Portable Ramps for Wheelchairs and Scooters.

R3000 8' Scooter Ramp

Year. of Quality Manotacturnix by the Phyyially Clialleaxed

41
HOMECARE PRODUCTS, INC
Kent, WA 98042
206-631-4633 1-800-451-1903
FAX 206-630-8196

1 'NU 1R1 I-se/infix,
111111butor anada

800-668-20 30
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about herself She immediately went to
the phone. I told her to wait a minute
because it was a long distance call and
she needed to think about what she was
going to say. I suggested she write out
the questions she would ask and a
descripfion of herself.

A few minutes later, Heather returned.
"This isn't going to work," she told me, "If
I describe myself over the phone, the per-
son will think I look like a freak!"

Again, my heart ached. I suggested she
write a letter describing herself and send
a picture. That. way the person could see
her too. She agreed this was a good idea

A few days Wei; Heather came to me
again Sie told me she had been doing some
mote thinking end had decided against enter-
ing the contest. I asked her why She replied
that if she were wat&ing a pageant like this
one on television and saw someone who
looked like her, she would think it was weini
After realizing that, she told me, she had
decided not to enter.

I felt both relief and sadness. I was
relieved that I didn't make the decision
for Heather by discouraging her when
she first approached me. But I was sad
to think that because Heather looks dif-
ferent, she will not be able to do some
of the things other teenage gjrls can do.

At the same time, I had to admire
Heather for her courage and self-
confidence. When I was her age, there
would have been no physical reason to
prevent me from entering a pageant.
However, I never had the courage or
self-confidence to even consider it.

Proud of me, too
I am very proud of both of my children.
And somethnes, I have to feel a bit
proud of myself, too. I am glad I was
able to follow the direction my heart
took me when these situations came up
in the first place.

--Debbie Madsen
Salt Lake City, Utah

Debbie Madsen is a firquent contributor
to Au. ABour ME, tlw newsletter of tlw
Foundation fin. Nager and Miller
Synthomes (FN)%IS, 333 Country Ln.,
Glenview, IL 60025; &X,1/5074667).
This article was adapted fitnn two arti-
cles originally published in Au. Maar
ME. For mow iutirrnmt ion atxml
or Nager syndmwes, contact MAN
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Now Do You Answer Your Telephone

If You Have Difficulties??

This Voice-Activated Phone
is Your Total
Telephone
Solution

Answer by your Own voice

Totally hands-FREE

Speak from a distance

Automatically hang up

Clear speaker phone
Dial out by using the sip

and puff
No special installation

Order Now by CaWng

1-800-647-8887

Amiable in Nock or&OP

TEMASEN
F.

21 Airport 811;c1. *G., So. Son Francisco, CA 94080
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TH 'NEXT- STEP 41\1. WIIEELCIWR MOBILITY ,

The efixIm system allows you to keep your present wheelchair and quickly
convert it to a fully powered chair that performs as well as any power chair
on the market, without the drawbacks of conventional power chairs.
The eafix" will convert almost any manual chair into a power chair within
two hours.

Fully Motorized All components are light weight and removable
Operational in Power or Manual mode Wheelchair is still foldable
Pertbrms as well as ny power chair Will lit in the trunk of most cars

GaVER
PRODUCTS 1-800-550-4666
TMI 107 R.Kon Ro,id, Rougemotit, NC 2:572 O(9) 177 1047 FAX (919)477.2291
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The Arrow WalkerTM offers
the most unique way ever
for children to experience
the joy of independent
movement.
its comprehensive range
of accessories and
adjustments allow it to be
quickly and easily tailored to
each individual user's needs.
The low profile shape allows easier
access through doorways and
around obstacles. Dynamic control
is provided by the unique feature of
directional locking castors allowing
the user to walk a planned course.

Features
Available in 3 Sizes
Easy to Adjust
Mobility in Upright
Position
Hands Free
Packs Flat
Various Access

VISA-MasterCard
P.O. Box 1364

CUMBERL4ND, MD 21502 301-759-3525
Copyright TRIAID 1990

PHONE FAX
All spectItcalsons are sayoct to altoratton wahout notice
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REHASILITATION PRODUCTS

1-800-3064777

Save up to 60% on Disposable Diapers

And We Will Deliver Right to Your Door

AVAILABLE
IN

BABY
YOUTH
SMALL

MEDIUM
LARGE

To order, call toll-free

1-800-777-1111
24 Hour Service

Ask about our complete catalog including GoodNites,
Depend, Attends, At Ease, Comfort Dry, Ultra Shield,

Dri Pride, Promise and No-Rinse Products

Woodbury Products, Inc.
4410 Austin Boulevard Dept. 250

Island Park, New York 11558

r-
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She Needed to See Whiners
y daughter, Danielle, was born with spina bifida.
Helping her accept her physical differences started
at birth. People often asked, "What's wrong with
her?" We always started our answer by rephrasing

the question"Well what is di tlerent about Danielle is..."
From the time she was little, we made sure Danielle was

exposed to adults and other kids in wheelchairs. I also read
her as many stories about wheelchair users as I could fmd.

By the age of three, she knew she was different, but that
difference didn't have a good or bad connotation. However, in
kindergarten, Danielle started to think it was a bad thing to
have spina bifida Her classmates told her she would never
get married and couldn't dance. She would come home from
school sad and angry. I knew no words from me could
change her negative feelings. She needed to see winners.

We started going to wheelchair basketball games. Danielle
became involved in wheelchair tennis where she met lots of
kids like herself. She also met married and working adults in
wheelchairs.

Danielle is
now nine
years old.
She continues
to ask ques-
tions and
struggte with
her differences;
I know this
process will be
a lifetime journey. I feel strong-
ly that being with others like
herselfboth children and
adultsis the best way for her
to learn. As she has told me
many times, "You really don't
know what it's like, Mom "

Diane Mitchell
Salem, Oiegon

__.1111
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Learning the "Ability Words"
1 alking to Jason about his disabilities came out of

other people talking about Jason. Like in the grocery
store, after Jason made a paiticularly loud remark
about whether or not fish pass gas, a woman came up

to me and said, "I know just what you're going through. We
had one like him in our family too."

Later, Jason asked me, "Does that woman have a little boy like
me? What does she mean? Lilw me, how'?"

These situations were only compounded by educational
and medical situations in which Jason was referred to as

moderately retarded, visually-impaired,
hyperactive, dysmorphic,
seizure-disordered, multi-handi-
capped, even "syndromy." I had
to ask myself, "What's a fella to
think about himself while dodg-
ing all these 'diagnoses?-

I didn't feel fully prepared to
tackle this ever-increasing army of
agjectives aimed at Jason. So,
over a period of time, I began ask-
ing everyone involved with Jasoi,
to tell me how they saw him, with-
out naming one thing having to do
with his disabilities.

I heard things like, "I le's a hoot, a
very funny kid; he's so obscrytml---

not ices the smallest things; his sense of smell is uncanny; lie
has remarkable recall; he has such curiosity; he makes me
laugh." 'lb me, these things were so much more Jason, and so
much more important for Jason to learn about himself. My plan

,

ztsom

Jason (right) and older
sister Jennifer onjoy
themselves at a church
party in 1993.
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was taking shapeI wanted to start talking to Jason about his
abilities, not just his diagnoses.

Vve began in the Wal-Mart. parking lot, actually. While walk-
ing from the car to the storeJason began his litany of smelLs
nose down, sniff, sniff"I smell diesel, road tar, oil, gas."

I replied, "Yes, you do smell them, Jason. You have great
gift of smell. Did you know that about yourself'?"

'Brae after time, I identified Jason's abilities for him. I
explained how these "ability words" were not in his diagnosis,
and how the words that labeled him were not adequate to tell
who he was but just said things about him.

The terrible tauntscalled "teasing" by the people who do
it--have been the hardest thing for me to help Jason deal with.
It became my goal to disarm these labels and insults. "Some
people only know the diagnosis wor(Ls," I told Jason, "labels
like 'retarded.' They haven't learned the other words that tell
about you. You will have to be smarter than they are and learn
the ability words."

And so, at a neighborhood Christmas party, as the adults
gathered in the Idtchen, we heard a child's voice from the (len,
"What's the matter with you'? Are you a retard or something'?"

The adults fell silent. Husbands and wives looked at each
other, wondering whose child had slung the "R-word" at Jason.

But Jason was equipped to handle the situation. We heard
him reply, "Retard, yes, absolutely. And I smell real good, too."

A roar of lat ighter arose from the den and spread through
the kitchen. I did not attempt an explanation; it wasn't neces-
stay. I thought to myself, "Jason is a hoot, a very funny kidhe
makes us laugh."

Ian Moss
Oklahoma City, Oklahoma
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A Special Care Facility
Exclusively for Children

At Voodiees Pediatric Facility we provide coniprehensise and phigressive

subacute health care for medically fragile children ages birth to 21 years.

Here s why Voorhees Pediatric Facility is the right choke:

An alternative to acute care hospitalization --with dramatic
cost savings
Largest pediatric ventilator unit in the country (including pressure vents)

Strong medical and rehabilitative interdisciplinary team approach

in-house developmental pediatrician and medical resident program

Board certified pediatric pulmonologists
Affiliated with St. Christopher's Hospital for Children and
Cooper Hospital's Child Development Center
Respite care available ai our 105-bed facility

Future programs - Pediatric specialized medical day and home

health care
Caring for children from the Mid-Atlantic states since 1982

VogheesPedolfic
FR

Carl Underland. AdminOrator
13at Laurel Oak R tad Vomhees, New .:-rsey (18043--092

((>09).06-3300 FAX (609) 435-4223

Brochure or video available upon request.

"Accreditation with Conunendation"
joint Commission On Accryditation til Ilospital Organizations

Nlenther. National Association ol ChildrcnN Hospitals and Rclatcd Institutions
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"Thank you,
WanderCARETM,

for allowing
Christopher to
live a more
"normal" life
I feel our entire
family is more
relaxed, knowing
that Christopher
can move and
play without get-
ting lost I'm
very glad we
found you."

C3) 0

Joann Marner
with son
Christopher
(age 5, brain injury)
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Special Trikes for
Special People

Featuring Growth Adjustability
Foot Propelled Tricycles

3 Sizes/Models
(ages 3 to young adult)
Steering Stop for Safety

Easy to Use and Durable
Various Accessories

Therapeutic Exercise 1

Hand Propelled Tricycles
3 Sizes/Models
(ages 3 to young adult)
Back Pedal Brake
Steering Stop for Safety

Tricycles are specially designed in
close cooperation with therapists.
Call for Free Catalog and let our

experienced operators help decide
which style is best tor your child.

VISA-MasterCard
P.O. Box 1364

CUMBERIAND, MD 21502 301-759-3525 REHABILITATION PRODUCTS

;
Copyright TRIA1O 1990.

PHONE FAX

All speoficatrons are subject to altrahon Without notice
1-800-306-6777
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You're looking at scalamobil7a remarkable system
designed to take on the toughest stairs. Fuliy automatic
safety brakes. Only 42 pounds, it's half the weight of
other systems. Folds to the size of a large briefcase.

For more about scalamobil
and other albert products,
call and find out what's next.

rECNNONIANNETINI INC

307 Bacon RoadS Rougernonl North Carolina 27572 (919)477-1387. Fax (919) 477-2294
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Et'erqoneshou1dhavea ball!
Swiss Ball Specialists - Based in 20 years of experience

Fit-Salim Video: A work-
out the whole family can
enjoy. A safe and effective
exercises for people of all
ages and most abilities.

Other Therapeutic
Ball Videos &

Books Available
Rody Horse: $40. With
rocker base $60.

Paint-A-Globe: Clear ball w/ outine
of wodd which you can oak!. 50an $20

Ball Activity: Clear ball with smell
colored balls Inside. 50cm. $25

Sensy Balls: Balls or/ bumps
all over them. Easy to catch!
10cm, 20cm & 28cm. $9-$15

Movin'Sir: Inflatable
wedge shaped cushion.
Dynamics of a bail while sitting
on a any seat. Can also be
used as a back support $30

Now Offering Professional Pricing
6 + Balls = Free Shipping

The Gyznnic Line
Swiss, Body &Opti Bails -
Sit'nGyms - PhysioRollsTM

Inflatable, support up to 660
lbs. Sizes 1' to 6' tall. $10-$80

Used by therapists for 30 yrs.

Best Prices in the USA/
for a free catalog.

Call I-SOO-PM-SALL

-*BaliDynamics
IIITEIMITIOIIALI

tele (3leflertrt Race, 111903
Denver, CO 80202

(303) 893-0532 FAX (303) 893-0532
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Zo. awarded "Accreditation w ith Commendation" - the highest distinction awarded
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hildren's Specialind Hospital is dedicated exclusisely to
serving the special needs of children and adolescents

Child Study Team
Learning Disabilities
Attention Deficit Disorder
Early Intervention / Pre-School
Speech and Hearing
Psychological Services
Rehab Technology

Occupational Therm
Physical Thew!,
Cognitive Remethation
Day Hospital
Recreationzl Therapy
Augmentative Communication;
Computer Evaluation
Nutritional Counseling

.vyt,

. .
Children's
Specialized
Hospital

morsrAINsinE poswool) TOMS KIN ER
For intormation in North lerstl, call (908) 233-3720 hi. 8439 '

infonnatton in (ential arid South km) oil (908) 914-1100 1.006

Chiklren Specudired Hospital was among 3% lithe nation's hospitals last )car

, h) the hunt Commissiim on Accreditation of Healthcare Organirations
1414:-

14. %XV:, :7Z% si"wc:'t LZ:A.A. r;%. .
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Practice!
ast Saturday, my husband, Rod, took our four-year-old
daughter, Leah, to the grocery store. Leah has cerebral
palsy and uses a wheelchair. She's very clever and
funnya real joy to be with.

She was watching a little girl about her age, when she sud-
denly turned to Rod and Jaid, "Dad, I can't walk!"

It was one of those moments you dread, but Rod was ready.
He bent down and ldssed her and said, "I know, sweetie, but
that's okay. We love you just the way you are,"

I'm so proud of him, but not in the least bit surprised. You
see, we've always talked about Leah's cerebral palsy with her.
I can't figure out the parents who don't talk about a child's dis-
ability. Do these parents want to turn the disability into a sub-
ject that's too difficult or embarrassing to discuss?

I'll never forget my mother's attempt to talk to me about sex
when I was 12. She couldn't look me in the eye and the whole
ordeal was obviously so painful to her that I ended up in tears,
begging her to stop! I don't ever want something as important
as Leah's cerebral palsy to take on that "taboo" quality. Leah's
disability is part of who she is and we embrace all of her. It's
not a secret, or something we're ashamed of, so we talk, talk,
talk until we're finally able to do so in a calm and sensible way.

A friend of mine, whose child also has cerebral palsy, can
scarcely cough out the letters "C-P" without choking on them.
That's not the message she wants her son to pick up on. so she
asked me, "How do
you do it?"

I said, "Practice!"
Tell everyone who
crosses your path.
Tell your neighbors.
Tell your waitress.
Tell the cashier at
the grocery store.
Only if it's a daily
occurrence can you
learn to talk about it
matter-of-factly.

Practice talking
about it with your
child, especially
while they are still
young. I'm just as glad Leah won't remember some of my first
awkward attempts. I don't recommend going overboard and
beating it into the ground, but if the subject comes upand it
willdon't hide from it. Watch your child's reaction; you might
be amazed to see relief when you explain why certain things
are so difficult for him or hen

We are still learning about the impact Leah's cerebral paLsy is
going to have on our lives. But you can bet I'm going to include
Ikah in this process, every step of the way. And when people feel
awkward about her disability or don't know what to say, I know
that my kidhming talked about it all her lifewill have what it
lakes to set them at ease. It's just a small part of our overall plan
to teach Ikah total self-awareness and acceptance, genuine self-
esteem and the self-confhlence to tell you all about it.

--Cant ilferulfry
Johnsmi City, New York

.12t,

4.41,11k
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Taking a breather after some serious apple
picking are (clockwise from lett) Cara and
Rod McCulley, Leah, 4, and Jake, 2.
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Star of
the Team

Ectodermal dysplasia (ED)
is a genetic condition
involving abnormalities of
the ectoderm (skin and its

derivatives). There are many
types of ED; our son, Kyle, is
affected with hypohidrotic ED.
Kyle has a total lack of sweat
glands, total absence of teeth (he's
worn a full set of dentures since
age two) and sparse hair follicles

(last yeal; he finally had enough hair to get his first "trim").
Kyle's inability to sweat results in heat intolentnce and

fevers of unknown origin. Most of these episodes may be
avoided by environmental adaptationsstaying in air condi-
tioning, finding shade and, when nece,Isary, wetting him
down with cool water

Our family has always had a nue that you must be 10 years
old to play football. Last fall, Kyle turned 10 and, you guessed
it, he really wanted to play. Kyle already plays baseball and
basketball in organized youth sports programs. I told him he
could try football, too, but reminded him it would be veiy
difficult for as to keep him cool under all that equipment.

He insisted he wanted to play, so we told him to go for it.
On the day of the first football practice, the weather was

sunny, hot and almost unbearably humid. Kyle and his dad
set off for practice with four gallons of water.

Kyle came home three hours later, totally soaked but with
a smile on his face. "How was priwtice?" I asked.

Kyle replied that he had discovered football was not his
sport. Mind you, he was smiling. For the first hour and a
half, he had happily performed all the tasks the coach
requestedsprints, monkey rolls and other drills. I- '.e

next half hour, he performed all the tasks the coach
requested with tears in his eyes. And for the last hour, he
sat on the sidelines, totally wet, watching the team.

That day, Kyle learned a lesson we all must learn at some
point in lifethere are some things we can do and there
are other things we want to do, but can't. Kyle told me he
was really glad he had tried to play football and that some-
day, when he is older, he ,,vill try again. But, he added, even
if he doesn't ever play football, it's okay because he is good
at basketball and baseball.

I am proud of Kyle because he tried his hardest to do
something he wanted to do. I am proud of us, his parents,
because we let him try. All in all, it turned out to be a great
day. In my mind, Kyle is the star of that football team and
always will be.

Pam Spilbeler
Bloomington, Indiana

For more infoonalion about 1,3), contact The National
Foundation for Kelodemull Dysplasias, 108 N. 1st St.,

:111, Maseoulah, IL 62258, 018) 5(16-2020., .
,11,,rt RI- d As.t7CAIVil pup Mt.
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Clucago Artsst

Q. quathiplegic

Finally,a lift & care system
as versatile as a pair of hands.

It's a self-transfer tool,
a hygiene helper for toilet:nu or diapering.
a bathing support,
a positioning aid for posture seating.
a stander or walker for some,

a floor exercise assistant,
a freedom machine,
and a back-saver for caregivers.

SURE
Portable and permanent solutions
for homes and workplaces.

Handi-Move
International
PINE ISLAND, N.Y.

1-800-724-5305
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EYEGAZE COMPUTER SYSTEM

LETS YOUR CHILD COMMUNICATE WITH THE WORLD
USING ONLY THE FOCUS OF ONE EYE

Eye-controlled:
Speech Synthesis
Typing
Word Processing

Environmental Control
Telephone Access
Games & More

Call for free literature, or to talk
with an RN about client evaluations.

11-800-393-42931

LC Technologies, Inc.
9455 Silver k ing Court, Fairfax, VA 22031

703-385-7133 Fax 703.385-7137

5 6
Circle *163
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Best friends
(from left) Robin Holmes,
Mollie Hanson and Katie
Baesemann enjoyed lunch at
a Chicago mtaurant during
a day trip to the big city with
their monis. They also took
in a theater performance of
Joseph and the Amazing
Technicolor Dreamcoat

t

What's in a Name?
ne day
recently, I
was driving
the eternal

carpool to ballet with three
teenagers in my back seat. All
three girls have cognitive disabil-
ities and have been in classes
together since preschool. They
enjoy adult interaction, in spite
of the fact that they are teens,
but I take a stance of "benign
neglect" while driving, letting
them sit in the back seat together

and relate to each other. My ears perked up, however, when
my daughter, Mollie, started talking about her syndrome. It
came out of the blue.

"I have CVS [cyclic vomiting syndrome]," she announced and
gave a sentence or two of explanation to her friends. "What do
you have, Katie'?"

After a moment to think and a bit of a prompt, Katie
answered, "I have Williams syndrome." A few sentences of
explanation followed with just a little assistance from me.

Founded in 1971, NAPSEC is dedicated to
promoting excellence in private special

educational settings for exceptional children.

Nationwide Membership: Represents over 200 schools
nationally, and over 600 at the state level through its Council of
Affiliated State Associations, that provide special education to
both privately and publicly placed children.

Free Referral Service: Offered to parents and professionals
who are looking for an appropriate private special education
placement for their child or client.

National Representation: Advocates for the rights of
exceptionai ,hildren and their families.

For referral or membership
information please contact:

1522 K Street, NW, Suite 1032
Washington, DC 20005

(202) 408-3338, (202) 408-3340 facsimile
Sherry L. Kolbe, Executive Director

Circle 0237
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Then Mollie turned to Robin, who has Down syndrome.
"What do you have, Robin?"

Robin's reply was immediate and despondent--"I have
diarrhea!"

Luckily, I maintained conftol of the car as I squelched an
enormous laugh. How lucky I was to he at the right place at
the right time to hear this personal, matter-of-fact conversa-
tion. I again realized, in a vivid way, that much of the time,
my daughter and her friends don't need labels or definitions.
What they do need is ongoing care and concern in learning
to deal with issues as they arisethe "issues of the
moment." Robin's issues as a person living day-to-day far
outweigh her need to have a named syndrome.

Kathleen Adams
Elm Grove, Wisconsin

Cyclic Vomiting Syndrome (CVS) is a mre, unexplained disor-
der of thildren and some adults. The condition is characterized
by recurrent, pmlonged attacks of severe nausea anti vomiting.
Vomiting may occur Jive to six times an hour; an episode typi-
cally lasts one to jbur days. Mollieh cognitive disability is mar-
lated to CVS. For more information on CVS, contact the Cyclic
Vomiting Syndrome Association, 13180 Camline Ct., Elm
Grove, WI 53122; (414) 784-6842, (414) 821-5494 (far).

EXPAND YOUR HORIZONS

Wrm SEATCASE® TKiwa CHAIR
Let's face it. Traveling can be a hassle, but with

the SEATCASE' travel chair, a new world of

navel opportunities are open to you. Although
the SEAT-CASE' is used by 22 major airlines

worldwide (including United and Delta), it's
not just for airlines.

Voted in 1992 by Business Week
and IDSA as "one of the Best
Products of the Year'

Easy to carry
(the size of a brief-
case when folded)
and lightweight
(17 lbs.), individuals

are using the chair
in motor homes, on cruise ships, pleasure
boats, trains, in hotels, in friends' and rela-
tives' homes, and much more. With the
SEATCASEf travel chair, getting through

narrow passageways is a breeze, not a squeeze.
And when you arrive at your destination, the SEATCASE' travel chair

is also a shower chair. Made of aluminum and engineering plastics, it is
completely waterproof and rust resistant.

For more information, call or write:
SEATCASE, Inc
6108 Dedham Lane
Austin, TX 78739
1-800-221-SEAT (7328) Fax: (512) 301-3715
Ask about our new SEATCASE" Personal Travel ChairSHAM
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Gettin to
a Goo ta

Helping your child make the transition
to a new school year

by Jeannie Lancaster

It's only the beginning of summer, but
falland the start of a new school
yearwill be here before we know
it. For many children this means a

move from elementary to middle
school (or junior high), or from middle
school to high school. These changes
are exciting but can also lead to anxi-
ety and uncertainty. This is especially
true for a child with special needs who
has difficulty adjusting to change.

Our two sons, now 18 and 15, Te
both affected by fragle X syndrome.
(For more about fragile X syndrome, see
Ask The Doc(on page 117.) In spite of
their common diagnosis, each boy han-
dles change differently. Our youngest
son's exdtement over upcoming
changes often results in hyperactivity
and hand flapping. He is more social
than his older brother and looks forward
to new situations, but his physical
behavior shows that he still feels appre-
hension. Our older son, who has a
severe anxiety disorder, shies away from
all new situations, panicking over
the idea of new schei -.les, new
teachers and new expectations.

Although the boys are very differ-
ent in their approach to change,
there are some things we have
done through the years that have
helped make transitions easier for
both of them.

Things that have helped
PiOnir scrapbook: I came upon

this idea in an unusual place. I was
reading a brochure from a moving
company on ways to make moving
t o a new home easier for small chil-
dren. One suggest ion was to take
pictures of the child's new lumw,
city, schools and neighborhood, and

place these pictures in a scrapbook
for the child Wow! I realized a scrap-
book of this type might also be helpful
for a child with special needs who was
moving to a new school.

That spring, during the last few days
of school, I headed off to the middle
school my son would be attending in
the fall, with camera in hand. I darted
about the school taking pictures of
teachers my son would have, the princi-
pal, the hmchroom, classrooms, the
library and, yes, even the bathrooms.
I'm sure there were a few people who
thought I was a little crazy but it proved
to be a good idea. Together, my son and
I put together a scrapbook of pictures.
During the summer we looked at the
book and talked about the school.

Walking thmugh the schedule: Getting
an advance copy of your child's schedule
can also be helpful. Before school
begins, you can try to set up a couple of
times when you and your child can walk
through the halls, learning the routes to

41-

Jeannie Lancaster
and son Sean look at a scrapbook

containing pictures of the school Sean will

attend the next fall.

Getting together before school started helped both
Sean and his earth science teacher, Tom Hewson, feel
more comfortable about the coming year. The science

department's pet iguana joined their meeting.

.; 01"7513

and from classes. This will also allow
the child to become accustomed to the
school at a time that is free of excessive
noise and other disruptions. Another
ideaeven more positive--would be to
have an older peer, who will attend the
same school, walk through the schedule
with your child.

It's helpful to have the need for an
early schedule written into your child's
IEP (Individualized Education Plan).
This year, our local high school
announced a plan to hand out fmal
schedules to all sophomores, juniors
and seniorsall 1,300 of themon the
first day of school. But because our
sons' IEP's specified that. they be
allowed to walk through their schedules

before the start of school, we were
able to get their schedules over the
summer and avoid a potentially
overwhelming situation.

Getting acquainted with ((whets:
Advocating for our sons' inclasion
in as many regular classes as possi-
ble has resulted in aa increase in
the number of teachers who serve
them. This is especially true in mid-
dle school and high school. In an
effort to help the teachers who will
be working with our sons, we write
notes introducing oiuselves and our
sons and send them to the teachers
before school begins. We include
information explaining fragile X
syndrome and request a time when
we could stop by to have our boys
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Special Care
for

Special People
Progressive education, home environment for the mentally

handicappad child and adult. Opportunity for educational progress
at any agemultiple recreational and social activities. A year-
round program with an active and full lifestyle among friends on
a 750-acre bluegrass estate. Est. 1893.

Phone 502-875-46641Fax 502-227-3013
or write for brochure

THE STEWART HOME SCHOOL
Box 20, Frankfort, KY 40601

John P. Stewart, M.D., Resident Physician

Circle #4

ME RIGHT DECISION
New England Villages is a private, non-profit resi-
dential community nationally recognized for its
commitment to personal care and a supportive
family-like environment We provide a full-range
of opportunities for your family member in a non-
pressured lifestyle.

The Village offers residents single or double
rooms in very attractive modern homes or apartments
set on a beautiful 75-acre wooded site some 25 miles
south of Boston. Our vocational center provides for
the satisfaction and dignity of productive employment
in a supervised work set-
ting. A wide range of
recreational opportunities

and professional support services
are available.

A private endowment and
minimal dependency on govern-
ment reimbursement assures
stability now and for the future.

Call or write Bryan Efron, Ph.D.,
Executive Director for information
and a descriptive brochure. A visit
to New England Villages may help
you make the right decision

new england villages in(
A Model, Supportive Community

For Mentally Retarded Adults

664EP School Street Pembroke, MA 02359 (617) 293-5461

Circle #21
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Getting Off to a Good Start

.00

CV,
-

Stopping by to meet and greet members of the school administration

is another good idea. Here Sean and his father, Dave, get acquainted

with assistant principal Jana Pride,:

meet them. When we visit, we stay just long enough to say
hello, shake hands and allow our boys to put a face with a
name. This seems to make the transition on the first day of
school a little easier. We've found most teachers to be
extremely responsive to this approach and feel it has been a
good start toward building a positive working relationship
with them.

Other ideas: Other things can be done to assist a child as he
or she moves to new school or begins a new school year.
For example, make sure your child knows how the lunch pro-
gram works in his or her school. Familiaing the child with
the bus schedule might also be helpful. Perhaps most impor-
tant is for the parent to convey a positive attitude about
school. These things don't take a lot of time, but they can
make a big difference.

Keep in touch: Too often, parents have contact with a
child's school only when there are problems. It is also impor-
tant to let teachers know when things are going well.
Occasionally writing a note, thanking a teacher for the things
that are working and letting them know you appreciate their
efforts, can make a positive difterence.

We carmot, nor should we, remove all obstacles in our children's
lives. But there are some simple things we can do to make
new situations less threatening and help the school year get
off to a better start. rtis can be extremely beneficial for children
who are challenged by anxiety in new situations. Some of
these things take a little extra time, but the rewards far out-
weigh the sacrifices. EP

Jeannie Lancaster lives in Loveland, Colorado with her
husband, Dave, and three children, Torii, David and Sean,
all of whom have fragile X syndrome. Jeannie is a MI-
time student, part-time freelance writer a nd ful-time
advocate Or her children's inclusion in all aspects of life.
She has served on the board of directors of the National
Fragile X Foundation am/ currently coordinates a local
pmgratn called Loveland Oral Readers for Education
(LORE) in which volunteers 'mord books finr students with
reading delays.
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The National Organization For Rare Disorders (NORD) and Exceptional Parent
have joined forces to bring you a conference you will not want to miss.

FOR WHOM: People and families of those affected by rare disorders

WHEN: September 29 thru October 1, 1995

WHERE: Sheraton at Woodbridge Place Iselin, New Jersey
(near Newark Airport)

FEES: Registration fees: NORD member $65.00
non-member 90.00
additional
family member 50.00

The Sheraton is offering a special room rate of $69.00 per night single/double
occupancy for NORD conference attendees.

NORD and Exception.1 Parent Magazine are "Stepping Out" together to loin
forces in arranging a truly "exceptional" Patient/Family Conference. Come take
advantage of this opportunity to meet with other families coping with rare
disorders. Wolkshops will include: Living With A Rare Disorder Clinical

Trials/Miracle Cuies How To Access Resources Patients' Rights And
Responsibilities Support Systems - Where Are They? GeNtics Hope For
The Future Insurance Reimbursement and much more! " "

Interactive discussions are also planned with experts in metabolic diseases, the
psychology of living with chronic disorders, genetic research, assistive technol-
ogy and insurance reimbursement. Opportunities to meet other families
coping with rare disorders will abound.

If you are interested in receiving additional information on workshops and
registration, kindly fill out the coupon below and mail to the address indicated
before July 30, 1995.

Name
1PPINI CI( ARO,

Address

Telephone NORD member: Yes No

J Please send information on NORD's Patient/Family Pkce in an envelope and mail to:

Conference NORD
Attn: Debelopment One

0.1los 8923
New Fairfield, CT 06812.8923

1..1 Please send information on NORD 's pro-

grams and sen ices

to 6 4 Requests for confereiwe information should lw received no later than July 30, 1995.



DEFINITION

Ethnicity
Group
consciousness
based on a
sense of
common
origins, a
sense of
peoplehood.

CENTER FOR CHILDREN WITH CHRONIC ILLNESS AND DISABILITY

Cultural Resilience:
How Culture & Ethnicity Affect Health
How individuals thinktheir beliefsinfluence the
course of life events. For families and children living
with chronic conditions, their beliefs can influence the
meaning of the condition and shape the development
of coping strategies.

These beliefs
may even
determine whether
or not the family
seeks medical help

Still, little is
known about the
different cultural
meanings of
chronic illness and
disability from the
family's
perspective.

Researchers from the
Center for Children with
Chronic Illness and
Disability collaborated
with researchers at La
Rabida Children's
Hospital and Research
Center and were
awarded a grant to study
the range of meaning
that African, Hispanic,
and European American
families give to having a
child with a chronic
illness or disability.

The fact that families
living in the United
States in the 1990s are
influenced by many
cultures simultaneously
make a multicultural
approach preferable.

104 EXCEPTIONAL PARENT / JUNE.1995

"What might be
interpreted as cultural
differences might really
be a function of the
family's economic
situation or other
circumstances," says
Ann W Garwick, Ph.D ,
researcher and clinician

The purpose of the
project is to:

Ili Identify the range of
meanings that families
give to having a child
with a chronic illness or
disability;

Describe the impact
of chronic conditions on
families;

Compare how
families and primary
care physicians view the
impact of caring for a
child with a chronic
condition;

Involve community
leaders and members in
the research project;

II Develop a theory
and hypotheses on the
influences of perceptions
of childhood chronic
illness and disability.

st.i6

"One goal of this
project is to better
understand how culture
influences a family's
understanding of health,
illness and disability so
that health care
providers can provide
care that is culturally
sensitive and pertinent to
the needs of children and
families from diverse
backgrounds," Garwick
says.

DEFINITION

Cu4ure,...
Reflects the
various
d4fering
values we
place on our,
Wily
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Communities Take the Lead
You'd think the easiest way to identify
families to participate in this study
would be to ask the doctors that see
them.

That may be the
easiest, but it may not be
the best, especially when
you're trying to clarify
how cultural differences
influence the way
families understand their
child's chronic illness
and disabilities,
especially when you
want to be able to help

health and education
professionals work
more effectively with
children and families
from diverse
backgrounds.

So this project
began by identifying

Community
Turn to page 106

COMMUNITY
LEADERS

VURE

Workshops + Dissemination

PARENTS/
FAMILY

Relationships Among Researchers & Participants
This diagram shows how researchers have established a collaborative relationship
within the communities we are studying and reflects the complex web of
relationships necessary to conduct research. Still, few arrows connect the families
to the communities in which they live. Clearly, community agencies need to
develop strategies to connect with families to decrease their isolation.
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Community
From page 105

leaders in communities
we wanted to study
African Americans,
Hispanic Americans, and
Eztropean Americansto
help us define, design,
and pilot the study. And
we asked them to help
find willing participants.
"What's interesting,"
Ann Garwick, one of the
investigators, says, "is
that while community
leaders have been
genuinely enthusiastic in
reviewing questions and
training (or becoming
trained as interviewers),
they had trouble finding
families."

The leaders sought
referrals from parents of
children with disabilities
through community
groups such as boys and
girls clubs, neighborhood
community centers,
parent support groups,

...regardless of
ethnicity and
culture,
families said
they felt
isolated...

religious groups, and
YMCAs. And while they
were able to recruit 58
for the study,
recruitment has taken
longer than expected.

Identifying children
with disabilities and their
families was challenging
for the community
leaders and took longer
than the investigators

planned. Given this
experience, it should
come as no surprise that
early analysis of the
interviews suggest that,
uniformly and regardless
of ethnicity and culture,
many families said they
felt isolated. Some say
they feel this isolation
because they have had to
search so hard to find
information on their
child's condition or on
the services available.
Some feel that they have
to advocate at every turn
in their life. They say that
programs don't exist in
the community, rather,

families have to ask for,
and often start,
appropriate programs.
Still, some families report
that they never see other
families like themselves.
Each of these signals
that, while communities
might be a wealth of
support for some
families, most
community leaders and
organizations are
challenged when it
comes to even
identifying who, in their
community, is raising a
child with a chronic
illness or disability.

With the
interviewing complete,
researchers have
developed both the
conceptual framework
and the coding scheme
for analyzing the family
interviews.
"Investigators at both
sites have been
reviewing the verbatim
transcripts," Garwick
says. Such analysis is
time-consuming. Once
the transcripts are coded,
Garwick and her team
review the material to
identify what influences
are specific to unique
cultural perspectives.

How can we eliminate a family's sense of isolation?
Garwick says clear information should be provided not only to
families but to the local churches, YMCAs, community centers,
schools, day care programs and clinics. But that is just a start. Do
you live in. a community that has succeeded in integrating your
child with a disability and your family in some waylarge or
small? What are some of the ways farnilies feel less isolated, more
connected to the community? Please let us know.

Name of organization:

How they connect families to community:

Who to call for mt..:e information:

Phone number: ..

Your name:

Street address:

City/ sta 1,/ zip code:

Mail to:
Publications
C3ID
Box 721
University of Minnesota
420 Delaware St. S.E.
Minneapolis, MN 55455

A*3
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When Physicians Talk to Parents:

Learning What Families and Physicians Share
Families know what they want and what they need.
Regardless of ethnicity or culture, most families report
they are satisfied when they feel they've been heard. They
are satisfied when their concerns and ideas are valued and
acted upon.

C3ID researchers are
also interested in what
physicians say and know
about the impact of
culture and ethnicity on
the health of children
with chronic illness and
disabilities and their
families. The physicians
for each family involved
in the project will be
interviewed and will
provide additional input.

A set of questions
that would be
appropriate for
physicians was selected
from the family
interviews. The goal is to
get at how physicians
understand the family
with a chronically ill
child, their culture,
support system and
general coping process.
Researchers will then
compare the family and
physician's points of
view.

MISSION

When we analyze the
data, we are looking for
recommendations that
families and physicians
have for improving care
for children with chronic
conditions from diverse
cultural backgrounds.

"When we practiced
the interview questions
with physicians,"
Garwick says, "they felt
the questions were clear
and relevant." The
questions themselves
raise the physician's
awareness of family and
cultural issues. "Most are
interested in getting
feedback. One physician
said, 'if you discover
anything you think
might impact on the way
I interact with a family,
or can help the family,
please share it."

Physicians are also
asked to complete scales
similar to those to which

families respond. The
Characteristics of Chronic
Conditions Scale includes
questions about the
child's type of chronic
illness and treatment.
This scale has been
developed by a team of
C3ID investigators. The
questionnaire will
provide data about
chronic conditions that
can be used to interpret
issues and themes in
family interviews that
are related to the nature
of ihe condition.

Like the families,
physicians also respond
to the "impact on Family
Scale." This scale tries to
assess how a child with a
chronic illness or
disability affects a
family. Does it cause
financial problems? Have
parents had to leave
work? Take on extra
work? Are they tired
much of the time? Do

The Center for Cbildren with Chronic Illness and Disability is
learning a great deal about children with chronic illitess and
disabilities, their families, and the political, health care, and policy
environments that affect their care. To reach as many' families as
we can, we join with Exceptional Parera to publish Children's
Health Notes to define 'the environment, rai5e questions, identify
strategies, or provide clarification ofissues that,-..ite critical to
providing care for children with special needwand their families,

564

e."

11.21111t'Ailiz,e
families feel closer? Both
the physicians and the
families indicate the
degree to which they
believe statements are
true or not true.
Physicians can also
answer "don't know."

The Center for
Children with Chronic
Illness and Disability

was established in
October, 1989, and is

housed at the
University of

Minnesota. The
organization is a

research and training
center dedicated to the

study and promotion
of psychological and

social well-being of
children with chronic
conditions and their

families.
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ONIBEave. NEW

FUN WHEELER
Take your child for a DELIGHTFUL, effortless ride on the beach, through
the woods, over nature trails, and all those places a wheelchair can not go.
With the special patented soft plastic pneumatic wheels on the FUN
WHEELER, sand or uneven terrain is as EASY to traverse as concrete!
WE GUARANTEE IT !!

Carrie Seat by Tumbleforms easily attaches for added postural support
Adjustable, detachable handle
Adjustable length
Disassembles simply w/o tools for convenient transport

Inquire about our Sport Wheeler for teens and adults!

1400-888-1390
Office 804-461-1122 Fax 804-461-0383

Reprinted By permisson of JA. Preston
Corporatim 1990. Bisset Healthcare Corporation

0#.0-945,11

5711A Sellger Drive, Dept. E,
Norfolk, VA 23502

Circle #47

Just Two Bikes', Inc.
Montage

Comfortable, fun and safe cycling
for all ages and abilities

The Montage by Just Two Bikes", Inc. joins cycling partners
together in a relaxed, side-by-snle position, eliminating balance
concerns and allowing each rider an excellent view of the road
and scenery.

The adjustable seating positions ac comodate riders of dif-
ferent heighb. Either partner may steer, and each rider
has a separate drivetrain srs the) may pedal at their own
cadent e. stores vertically to save space and allow easy
maintenenc C.

kleal tor visually or physic ally c hallenged riders

Contact MI for details and a video brochure:
phone: 1 -800-499- I 548 fax: 1-612-65 1-'1444

74771.27.17©wrnifuserve.c om
4821 Washington &mut% White Bear Lake, MN 55110

by Richard Epstein

The Katie Beckett Waiver
QWe own our own home, and our income puts us over
the limit for Medicaid coVerage. We have always raised

our child at home, even though health care professionals
have suggested institutionalization.

If our child was in an institution, the government would pay
all the costs, including medical care. Since we have kept our
child at home, however, the government will not pay for any
of the costs. In fact, the government will not t ven pay for
basic medical care. Is there anything we can do?

AAlthough the Medicaid regulations that apply to
income limits seem quite rigid, there are some excep-

tions to those regulations. These exceptions are known as
"waivers." Each waiver represents a situation in which
specific states have applied for, and have been granted,
exemptions from the standard Medicaid rules.

One of the most important of these Medicaid waivers is
generally known as the "Katie Beckett waiver" or the "Katie
Beckett provision." In the early 1980s, when the Katie
Beckett waiver was first established, if a child with a disabili-
ty lived at home, Medicaid generally Considered parents'
income in evaluating the child's eligibility. If the child was
hospitalized or institutionalized for an extended period, how-
ever, the parents' income generally was not considered.

Katie Beckett, a young child who was on a ventilator, was
unable to go home from the hospital, not because of medical
reasons, but because she would no longer have been eligible
for Medicaid. While Medicaid rules allowed for the continued
payment of hospitalization costs, they did not allow Medicaid
to pay for the cost of home care, even though home care
would have been far less expensive.

Eventually, a special Medicaid waiver was created so
that Katie Beckett could return home. Since that time, the
Katie Beckett waiver has helped an enormous number of
children who would have been forced by Medicaid regula-
tions to remain permanently in hospitals or institutions.

State regulations
Since Medicaid is administered at the state level, the Katie
Beckett waiver is available only to residents of those states
that have adopted it. Although almost every state has some
form of the Katie Beckett waiver, regulations may differ
drastically from state to state. Contact your state Medicaid
office to learn the details of your state's waiver.

According to the National Health Law Program, a child
with a disability does not. need to be institutionalized to
qualify for the Katie Beckett waiver. Thus, depending on
the state you live in, and the specifics of your child's dis-
ability, the waiver may be applicable to your situation.

The specific rules are complex. In general, however, the
waiver may apply to a situation involving a child with a dis-
ability under 18 years of age, for whom home care is
appropriate, and in which the ehild requires a level of care

1;65
Circle 0140
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equivalent to that provided by an
institution. In addition, the cost of
home care must be less than or
equal to the cost of institutionaliza-
tion. The waiver is available only to
children who would qualify for
Medicaid if institutionalized. There
are other specific rules, as well.

In states that have n t adopted the
Katie Beckett waiver, Medicaid will
consider paying the costs of long-term
institutionalization for a child with a
disability, regardless of the parents'
income. However, even though the
state would have to pay the full costs
if the child were institutionalized,
those state Medicaid programs gener-
ally will not pay any medical costs for
a child with a disability if he or she is
being cared for at home, unless the
parents' income meets Medicaid eligi-
bility requirements.

If denied
If your Medicaid application has
been denied, and you think you qual-
ify under a Katie Beckett waiver or
under a different waiver program,
contact your local Protection and
Advocacy office or the local legal
services office for advice. For your
local offices, contact the National
Legal Aid and Defense Association,
1625 K St., NW, Ste. 800, (202) 452-
0620 (voice), (202) 872-1031 (fax).

hi this column,
Richatd EPstein
answers retidets'
questions about health
insumnce. Send yaw'
questions to him at
EKEPTIOW PARENT,
209 Hamad .9., Ste
303. Brookline, MA
02146, (617) 730-8742 (th.r).

If your question Wales to a specific
health insmunce daim, please include
copies of any materials you've meeker/
firm the insurance annpany (Please,
don't send originals!) Include your
addiess and phone number. Only your
initials and state will be published. It is
not possible to respond to letters

ME ICAL INFORMATION
Latest Research on Your Medical Condition

Free Brochure
(800) 551-9040

Medical
4k, journalI Research

Corp

Suite 135
4706 N. Midkiff #30
Midland, TX 79705

Your personal physician is the best source of information on your specific medical case. Nevertheless,
if you believe in being an active participant in your health care while working in partnership with
medical professionals, then why not better educate yourself? Medical journals worldwide publish the
research and clinical findings of medical researchers in approximately 24,000 articles each month (in
the English Language alone). Some of these researchers are studying your condition full time. If you
are interested in learning what they have to say, we can make this resource easily available to you. Our
services are lower in cost than computer on-line services for most people, will yield better information,
and require far less time and effort than utilizing one of the rare medical libraries that are open to the public.

MJR Custom Reports: provide abstracts (concisely written summaries by each article's author and
up to 250 words each) and references to the most recent articles written in the last 5 years specifically
on.your condition (major or minor, common or rare). The abstracts are highly informative and typically
cover I) the purpose of the study and method used; 2) study specifics (for example,.type of treatment, number,
age and sex of patients); and 3) study conclusions (for exnmple, patients' responses to treatment and its
significants to others with the same condition). The references will tell you who and where the doctors are
researching your condition and where to acquire complete articles if you desire. Report options are:

General Report: $29 - Information on up to 50 articles covering those aspects of your
condition most currently being researched.

Treatment Report Package: $69 - Three reports (information on up to 125 articles)
covering all published treatment options, standard and new, success rates, comparisons and case
studies. (Sample Treatment Report: $9 - Information on up to 10 of the latest articles.)

Targeted Report: $30 - Information from up to 50 articles on one specific aspect of your
condition. For example: the effectiveness of surgery on glaucoma. See our brochure or call for
details on Targeted Reports.

If you have ever wondered what's happening at the leading edge of
research on your disease, don't wait. Order Today!

To Order - send check or money order to MJR at the address above, along with the specific name of
your medical conditiun. Texas residents add 7.75% sales tax. full Refund if our search is unable to
provide information for your condition. (Watch for MJIt's ads on Exceptional Parent magazine's Marketplace page)
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1

'

,cPECIAL
C) DESIGNS, inc

CUSTOM EQUIPMENT FOR SPECIAL KIDS

r Circle II 130
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Just for the record, we thought

we should admit that although our
two-in-one booster seat is fully
adjustable for children from the age
of 6 months up to five years, and no
matter how easily it converts from a
strap-to-the-chair booster to a free-
standing toddler chair, and even
though it's portable enough to take
along to a restaurant or to
Grandma's and has an appealing
design for the home setting. there
are still some things it can't do. But
if durability and versatility are what
you need for your grow. ing child, wc
can certainly help you.

We have a complete line of fur-
niture and we even do custom
designs for special needs. For a cat-
alog. call us or write to the address
below. Meanwhile. we'll try to fig-
ure out where to put on the wings,

(908) 464-8825
P.O. Box 130, Gillette, NJ 07933



...a hrne Polha, author Of T4KING CHARGE

OILICOMI'VG 77IE CHALLENGES oF LOM7-TERM

ILLNESS, is a pairnt and psychiatric social work-
er In dealing with her childirn's illnesses, Pollin
became awair that pmtessionals receive scant
training to help individuals and families cope

with long-term effects qf chronic illness or disability.
Neither mental health nor medical specialists provided the
support she and her husband needed.

Although TtiaNG CHARGE- awn/if/NG 77IE CHALLENGES

op LONG-TERV ILLNEss was written specifically for indi-
viduals with long-term illnesses, evety chapter is filled
with poweifid hilhrmation and helpful suppor t Or par-
ents and other family membeis. Heies what natiowlly-
syndicated columnist Ann Landers says about TAKING

CHARGE: "[This/ book... shoidd be crquired reading for
everyone facing the challenge of long-term illness,
whether their own or that (do loved one... It could be the
most valuable gill you will ever give."

In Pollin's wmds--"I lawe diseoveird that by con-
firmting and taking Mame qi yourfears, you can leorn to
acrcpt your lor your loved one:s1 long-term mndition.
Indeffl, you can once again take chaiye of your tift."
TIEING CHARGE is (imitable firm Earptional Patent
Library (800/535-1910). 7710We/wing is an arceipt:

Face Your Fears
Many people worry that if they confront their fears,
they'll fall apart or lose control. In truth, all of us wish to
be secure in what we know we can count on. It feels
safe and reassuring to have a sense of control. However,
it doesm't follow automatically that if you're frightened
or unsure of what's M store you'll be out of control.

Every day, uncertainty slips into our lives. Neither a
salesperson nor a department store buyer knows in
advance how many items they'll sell, yet they order mer-
chandise. A restaurateur shops for and prepares meals
by predicthig how many patrons will order roast beef or
fish or lasagne in a given eveningbut he never knows
for sure. There is an expectation of certainty, but in fact
no one is certain the expectation will be fulfilled.

While we can conduct business tolerating a measure of
ambiguity, we fmd it hard to apply these principles to our
health. We want to be sure we are healthy yet we can
never really be completely confident. What goes on within
our bodies is often invisible to us. We don't recognize a
problem until it becomes a bleeding ulcer or shortness of
breath. In truth, we live with uncertainty all the time, yet
we maintain control of our lives.

Nevertheless, "fear of falling apart" pushes people to
keep their other anxieties inside, even when it means
going against their natund tendency to face them and
express themselves openly. For example, Emily, one of
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my young patients from Chicago, became uncharactens-
neally silent after a diagnosis of multiple sclerosis. Her
husband felt so uncomfortable with her atypical
demeanor that he finally screamed at her, "For God's
sake, Emily, you've got MS. Where's your reaction?"

All her life, Emily had prided herself on her ability to
communicate. Now, however, she feared losing control if
she verbalized her terrifying thoughts: "Will I end up in a
wheelchair?" "Will I be able to have children?" "If I do have
kids, Will they have to care isor me or make the decision to
put me in a nursing home?" Once she allowed herself to
voice these tenible but understandable fears to herself and
her husband, not only did she feel more stable emotionally,
but she was able to make decisions about her life that
eased her adjustment to her new situation...

You [canI face and resolve your fears by examining
the most salient ones in detail. One fearwhat I like to
call the "ninth fear"asserts that you're making up all
the others. This attitude can undermine your ability to
accept your other anxieties as legitimate. When you suc-
cumb to it, you don't permit yourself to be serious about
or respectful of your own needs.

Let me assure you that even though in the past some
of your fears may have been unfounded, today they are
valid. They're based on real problems. If you're anxious
that a surgical procedure is dangerous, it probably is. If
you're worried about the long-term side effects of a med-
ication, you probably have good reason. In fact, you
make your own medical decisions, you'd be remiss if
you didn't consider the consequences carefully. Your
worries, therefore, aren't imaginary They are compelling
and should never be dismissed.

Some people fear that their feelings during this vulner-
able time are "irrational." In truth, emotions are never
rational or logicalthey're emotions. Moreover, given
the high state of anxiety that chronic illness provokes, it
seems perfectly normal to feel irrational at this time.
Emotions and actions are distinct, however. Feeling irra-
tional does not mean that you'll act irrationally.

A final note: It's important to recognize that your worst
fear may never come true. Since the course of most citron-
ic illnesses is unpredictable, your situation could improve
rather than worsen, as in the case of one distraught
woman who had checked into the hospital to undergo
risky surgery for the removal of a tumor in her neck.
During the final pre-operative exam, her surgeon discov-
ered that the tumor had shrunk rind surgery was no longer
neces.saiy. Until that moment, it had never occurred to this
woman that she would be spared the opelation!

Reprinted with permission qr Mules Books, a division
Random House, 1 nc.,.9mn 7:4KIm; CHARGE, () 1994

by ftriic
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"Highly informative and
sensitively presented...
a practical step by
step guide
...much neededI"

P C. Friedman, Ph.D
Prominent Psychologist

FINALLY... A VIDEO

S3P93
PI.US

A tool for PARENTS

with CHILDREN in
SPECIAL EDUCATION

EDVANTAGI
MEDIA, INC.
P.O. BOX 259
MATAWAN, NJ 07747

TEL: 1.800.375.5100
FAX: 9080566* a791

$3.00 Sill
VISA/MC

"Provides parents with
support aid encouragement...

applies to children of all ages."

V. W. Ilaskin, Ed.D
Special Etheation Authority

ISBN 046461138-0-7
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PACKARD CHILDREN'S HOSPITAL, REHABILITATION

TPMA
Transitional 3'

Power 0-)

Mobility
Aide
Available Now
From Innovative
Products, Inc.
Call Today

Patest reading

Now a child with severe physical àsabilines can be positioned in
either SITTING, SEMI-STANDING, or STANDING to

optimize access to the environment

Features
Electronic Speed Controls
Multiple Switch Options

Proportional Joystick Control
Radio Remote Control

Benefits
Provides Access to Environment

One device for standing & Moving
Promotes dynamic positioning

Accessible in preschool classrooms

Six Models Available

ll-800-950-5185
INNOVATIVE PRODUCTS, INC.

Grand Fords, ND 58201
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Barrier Free Lifts
BARRIER FREE CEILING LIFTS ARE

Used independently!
Most physically challenged people can
transfer themselves unassisted.

Air tube controlled!
No electricity to the user!
No chance of being shocked!
Can operate while in water!

Multi-directional!
Vertical & horizontal motion at the push
of a button.

Battery operated & no maintenance!
Batteries are automatically recharged
each time the lift is used.

Helping You Achieve Greater Mobility

Barrier Free Lifts, Inc.
P.O. Box 4163 Manassas, VA 22110
(703) 361-6531 FAX (703) 361-7861

1-800-582-8732
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DISCOUNT
MEDICAL SUPPLIES AND EQUIPMENT

COMPREHENSIVE HOME HEALTH CARE PRODUCTS
ALL YOUR MEDICAL NEEDS JUST CALL 1-800 876 -7569

SPECIAL DISCOUNTS TO ASSIST
THOSE WITHOUT INSURANCE

PLEASE CALL FOR PRICING

EQUIPMENT
WHEEL CHAIRS

BATHROOM SAFETY
BEDS, RAILS; LIFTS,ETC

CONVALESCENT
CANES,CRUTCHES,WALKERS
BLOOD PRESSURE UNITS, ETC.
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UROLOGICAL SUPPLIES PHYSICAL THERAPY NEEDS

INCONTINENCE PRODUCTS HOT AND COLD THERAPY

VISA, MASTERCARD, AMERICAN EXPRESS - CHECK OR MONEY ORDER.

CALL US TODAY SO WE MAY REDUCE YOUR MEDICAL BILLS.
1-800 876-7569

1NTERMED ASSOCIATES 9592 DEERECO RD, TIMONIUM, MD. 21093
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Paula Goldberg
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Janet Vohs
Federation for Children with
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Patricia McGill Smith
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Holding young reception attendee ism
Sparks, Sen. Bill Frist, R-TN, chairman of the
Senate's Disability Policy Subcommittee,
reaffirms his commitment to people with
disabilities at NPND's second annual
congressional reception.

NPND Congressional Reception
The National Parent Network on Disabilities
(NPND) held its second annual congressional
'wept:ion March 13 to honor parents of children
with disabilities. Senate Majority Leader Bob
Dole, R-KS, sponsored the event

Sen. Bill Mist, R-TN, chairman of the Disability
Policy Subcommittee of the Senate Labor and
Human Resources Committee, reaffirmed his
commitment to work with families to improve
programr for people with disabilities. He
extended an invitation for people to participate
on his teaw, and to work with him during these,
challenging times.

Other legislators attending the reception
included Sens. Nancy Kassebaum, R-KS; Tom
Harkin, D-IA; Paul Wellstone, D-MN; and
Christopher Dodd, D-CT, and Reps. William
Goodling, RPA; Major Owens, D-NY; Steny
Hoyer, D-MD; George Miller, D-CA; and David
Hobson, WOE

Also during the reception, NPND's Distin-
guished Service Award was given to Diana
Cuthbertson, former president of NPND's
board of directors. Cuthberison was recog-

nized for her tireless work on behalf of parents
. and children with disabilities.

NPND thanks the organizations and individuals
who helped make this reception a success: Par-
ent lisining and hiformation Centers, members
of the Consortium for Citizens With Disabilities
and the individual NPND members who con-
tributed finandal support for the event

Legislative Update
With its first 100 days behind it, Congress took
a recess beginning mid-April. It left behind a
trail of legislative setbacks and attacks on peo-
ple with disabilities. Upon its return, this
aRcault on the rights of people with disabilities
was expected to continue.

&SI Cnnasn's BENEltIS
The House of Representatives passed the Per-
sonal Responsibility Act (PRA), a bill with pro-
visions that would save fede ral dollars by
eliminating 250,000 children from the SSI (Sup-
plemental Security Income) program, which
provides fluids to people with low incomes and
limited assets who are 65 or older or who have
disabilities. If PRA is passed by the full Con-
gress, the savings will be passed on to the
states as black grants. Children and adults who
lose their federally-administered SSI benefits

continued on page 116

NPND executive director Patricia McGill
Smith (left) presents Diana Cuthbertson, past
president of NPNM board of directors, with
the NPND Distinguished Service Award at
the congressional reception. In the fore-
ground are Joanne Butts, NPND president
and Cuthbwtsonis husband, Hank

Volunteers Needed for Media "Swat Team"
NPND, in corkjunction with other disability advocacy organizations, is forming a national
Media Swat Team. This team will keep track of reports in the media that are damaging to
people with disabilities and issue replies as swiftly as possible. If you are interested in volun-
teering as a media monitor or writer, contact Larry Searcy, NPND, 1600 Prince St, Ste. 115,
Alexandria, VA 22314, (703) 684-6763 (WIT), (703) 836-1232 (fax).
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caatinued from page 115
can apply to their states and may receive benefits
that each state decides to provide.

Under PRA, those not eliminated will continue
to receive cash payments from the federal gov-
ernment as long as they qualify. However, cash
payments will be phased out because all new SSI
applicants will have to apply to their states.

The House bill also eliminates the "individual
entitlement" component of SSI benefits. This
means that even if a child is deemed "eligible" for
benefits, the child will not be 'entitled" to receive
services. Waiting lists for recipients will be devel-
oped and services will be delivered on a first-
come-first-served basis.

NPND had been told that the Senate is likely to
uphold the provisions of the House bill. As
Exceptional Parent went to press, however,
NPND had just been told that Sen. Kent Conrad,
D-ND, was expected to introduce a Senate alter-
native to the House approach that would be
much more favorable to children. Details were
not known as of press time.

REAUTHORIZATION OF IDEA

As Exceptional Parent went to press, the Senate
leadership was pressing for a one-year extension
of the Individuals with Disabilities Education Act
(IDEA) to ensure that none of IDENs funds
would expire at the end of this fiscal year, Sep-
tember 30.

The Senate had planned hearings on IDEA for
May 9, 11 and 16. In June, the Senate intends to
hold staff briefings on IDEA for staffers of the
Senate's Disability Policy Sulscommittee. Accord-
ing to the Senate calendar, a draft bill will be pro-
duced in August or September. Hearings will then
be held on the draft bill with floor action
expected in October or November.

The House had planned to participate in a joint
hearing with the Senate on May 9 and was to
hold its own hearings May 16. House staff have
indicated that they will aim to produce a draft bill
by early summer with floor action by the end of
September.

HERITAGE FOUNDATION CAI1S FOR ELIMINATION
OF EDUCATION DEPARTMENT

The Heritage Foundation, a leading conservative
think tank, has called for the elimination of nine
presidential, cabinet-level departments. Accord-
ing to an April 17 press release, the group has
proposed reducing the number of such depart-
ments from 14 to five. Some would be consoli-
dated, others would be reduced to sub-cabinet
independent agencies, while others would be
completely elindnated with responsibilities
shifted to states.

NPND is concerned because the group has
proposed closing down the Department of Edu-
cation, 'though some of [its; functions, as part of
the overall streamlining and consolidation
process, would be shifted to the states or moved
elsewhete within the federal government" The
group has not indicated what would happen to
special education programs under this proposaL
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Ed Roberts
1939-1995

E d Roberts, the father of the inde-
pendent living movement for

people With disabilities, died hi
March at his home in Berkeley, Cali-
fornia He was 56.

We have lost one of the greatest
lea&as of our time. Ed was a monu-
mental role model, teacher and advocate for parents and children with disabilities.

As a result of polio at the age of 14, Ed was paralyzed from the neck down
and left with motion in only one finger. He was ventilator-dependent, and slept
in an iron lung Ed was the first student with severe disabilities to attend the
University of California at Berkeley.

In 1972, Ed co-founded the Center for Independent Living (CIL) in Berkeley
CIL became a model for more than 400 similar centers worldwide run by and
for people with disabilities. Ed went on to head California's State Department of
Rehabilitation and to co-found the World Institute on Disability, a public
policy research and training organization, with Judy Heumann. In 1984, Ed
received a prestigious MacArthur Foundation "genius" awanL

Recognizing Ed's loss, Pres. Clinton eulogize& "As an international leader
and educator in the independent living and disability rights movements, he
fought throughout his life to enable all persons with disabilities to fully partici-
pate in mainstream society... Mt Roberts was truly a pioneer... His vision and
ability to bring people together should be an example for everyone."

"We Have Promises To Keep" Rally
On June 22, NPND, along with the Spina Bifida Association of America and
other disability organizations, will stage a rally on the West Steps of the U.S.
Capitol Building in Washington, DC. The rally will be held from noon to 2
p.m. Speakers will include lawmakers and leading national disability advo-
cates. Entertainment and refreshments will be provided. After the rally,
participants are being urged to lobby their senators and representatives.

Members of Congress often say they are do not hear from the disability
community. Let's make a statement that they won't soon forget. For more
information, contact NPND, 1600 Prince St, Ste. 115, Alexandria, VA 22314,
(703) 684-6763 (WITY), (703) 836-1232 (fax).

Join the Family Action Network (FAN)
Please complete and return this form to NPND to On FAN. FAN hefts and newsletters about important leg-

islation and other inforniatice will start wrMng as soon asps subscription is received by NFTID.

This is most important as IDEA is up for re-authorization. FAN members will receive quarterly
newsletters with updates on how IDEA is faring in Congress. Alerts of timely information and
requests to lake action to save IDEA will be sent when necessary.

Name

Address

Phone (home) (work)

Congressional District

I belong to an electronic mail system Yes No

Name of System E-Mail address

U I am a family subscriber. I have enclosed a check fru $25.

U I am a friend of FAN and equally committed to the fight I have enclosed a check for $25.

U I am so concerned about IDEA that have an enclosed an additional contribution of $

National Parent Network on Disabilities, 1600 Prince St., Ste. 115, Alexandria, VA 22314,

(703) 684-6763 (VIM), (703) 836-1232 (fax).
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by David Hirsch, M.D.

Fragile X Syndrome
QOur son is seven years old. We
know he is mentally retarded

and, according to his pediatrician, he
has some features of fragile X syn-
drome. He has had a number of diag-
nostic tests, including chromosome
tests. All have been "negative." Our
family has no history of mental retarda-
tion or any other genetic diseases. We
do not want our son to go through any
unnecessary testing. Do you have any
suggestions? If he does have fragile X,
is there anything else that can be done?

AFragile X syndrome is the most
common cause of inherited men-

tal retardation. It occurs in approxi-
mately one in 1200 males and one in
2500 females.

Fragile X syndrome is called an
"X-linked disorder" because the FMR-1
gene, the gene responsible for fragile X
syndrome, is located on the X chromo-
some (one of the sex chromosomes;
the other is the Y chromosome which
only males cany). A woman who car-
ries the gene for an X-linked condition
has a 50-50 chance of passing it to
either a son or daughter, since she
contributes one of her two X chromo-
somes to each child. A man with the
same X-linked gene passes it to all his
daughters (they all receive his X chro-
mosome) and none of his sons (they
all receive his Y chromosome).

The severity of fragile X syndrome
in an affected individual is usually
related to the size of the DNA muta-
tion within the FMR-1 gene. Some
intellectually normal people have a
fragile X "premutation," or small muta-
tion. These premutations are unstable
and can expand in size when passed
from mother to child. If the premuta-
tion expands to the size of a full muta-
tion, the FMR-1 gene "turns off" and
does not work properly. Of the
females who carry a fragile X muta-
tion, approximately 33 percent will
show some symptoms; in males with
the mutation gene, roughly 80 percent

will have some degree of learning and
behavioral problems.

Common physical characteristics of
fragile X syndrome may include a
long, narrow face; prominent fore-
head; prominent, square chin; large
ears; a flattened nasal bridge; a high,
arched palate (roof of mouth); a rela-
tively large head and large testicles.
These facial features tend to be more
noticeable in adults than in children,
and in males more often than females.
Many children with fragile X who are
younger than six do not differ greatly
in appearance from other children.

Males with fragile X syndrome usual-
ly have mental retardation varying from
mild to severe, with the majority of
affected males within the moderate
range of intellectual disability. The vast
majority of individuals with fragile X,
especially males, will have developmen-
tal delays (most commonly speech
delays), poor gross motor coordination
and, sometimes, autistic-like behavior.

Your son may have some or all of
these characteristics to a varying
degree, but a definitive diagnosis of
fragile X syndrome can only be made
by more sophisticated genetic testing,
specifically "direct DNA analysis" that
looks for the presence of a very
specific piece of DNA within the
FMR-1 gene. It is very possible that the
routine chromosome tests already
done on your son (sometimes called
cytogenetic testing) might not detect
fragile X syndrome. Direct DNA analy-
sis is done with a small sample of
blood sent to a lab that has expertise
in this area of genetic testing.

I certainly agree that your son
should not have any unnecessary test-
ing. However; if he does have some
typical physical features and/or behav-
ioral characteristics of fragile X syn-
drome and the cause of his mental
retardation is not yet known, even with
the negative family history, I believe it
would be worthwhile to have a com-
prehensive genetic evaluation and

.
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appropriate DNA testing done. When a
definitive diagnosis is obtained, it is eas-
ier to plan for a child's future, design
appropriate educational programs and
find parental support groups. The blood
test should not be very painful, howev-
er, the cost may be significant

No medication or other treatment
has been shown to be absolutely effec-
tive for individuals vkith fragile X syn-
drome. Folic acid supplementation has
been tried, but I do not believe there is
any clear evidence regarding its effec-
tiveness. Speech, occupational and
physical therapy, as well as the most
appropriate educational environment,
would be required to assure your son's
optin.al development

For more information about fragile
X syndrome contact FraXa Research
Foundation (PO. Box 935, West
Newbury, MA 01985; 508/462-1990;
e-mail: fraxa@desteknet) or National
Fragile X Foundation (1441 York St.,
Ste. 215, Denver, CO 80206; 80W688-
8765, 303/333-4369, fax). EP
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YOUR CHILD AND
HEALTH CARE
A "Dollars &Sense"Guide for
Families with SPecial Needs

Rosemto,L.C.S.W., PH.D.
This resource helps parents
negotiate the maze of financial
assistance programs, organiza-
tions, and government services.
You will be able to seek services
and assistance confidently from
all sources.

P811800 $29.00

CouNT US IN
Growing Up with Down
Syndrome
J. KINGSLEY & M. LEVITZ

The authors share their inner-
most thoughts, feelings, hopes
and dreams, their lifelong
friendship.
14110730S $9.95

SPORTS AND RECREATION
FOR THE DISABLED
Second Edition
M4. PACIORFX & J.A. Jews

A book designed to make
dreams come true! More thaii
60 activities are filly described,
from all-terrain vehicles to
wilderness experiences,
individual and team sports.

C011$00 $32.00

PLANNING FOR
THE FUTURE
Providing a Meaningful life
for a Child with a Disability
after Your Death
MARK EFSSEL1

AF02400 $24.95

Illieeting

InteryentIon
111Chativmes

loolhiew

1.11.14=6
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.1.* limtl(ok.
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ontiwur:
NICKrAt.

KETARDSFION
A Frnqi G011

TAKING CHARGE
Ovc-coming the Challenges
of Long-Term Illness
I. PowN, M.S.W. & S.K.
Gown', MA
Designed to help the chronically
ill person understand why you're
feeling the way you do and to
realize that your emotions are
normal, natural and predictable.
Coming to terms with reality.

RH10700 $22.00

114 1144%
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Nook with
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CHILDREN WITH
DISABINTIES
A Medical Primer
M.L. EATSHAW, M.D. &

Y.M. PERBerr, MA
For parents and professionals.
Over 200 detailed illustrations,
an extensive glossaly, and a
section on syndromes.
P807100 $29.00

MEETING EARLY
INTERVENTION
CHALLENGES
Issues fkom Birth to Three
Second Edition
L.J. JOHNSON EY AL

Guiding professionals and
parents through changes in
early intervention practice.
P8095E1 $30.00

CHILDREN WITH MENTAL
RETARDATION
A Parents' Guide
Elwin BY EOMAYNE %cm
Guide to everything parents
need to know about raising
their child and meeting their
varied medical, therapeutit
and educational needs.
W9007111R $14.95

COMPUTER RESOURCES
FOR PEOPLE WITH
DISABILITES: A Guide
to Exploring Today's
Assistive Technology
THE ALLIANCE FOR

TECHNOLOGY ACCESS

Provides user-friendly
support, information, and
up-to-date answers.
1112011700 $14.95

FEEIANG Frr
A Professionally designed

- low impact, low intensity aerobic
excereise program for
individuals with developmental
disabilities.
.0010300 VIDEO $24.95

"tVZ,Z;;;!:=V'

IT ISN'T
FAIRS

743

SIDIJNOS

INSABILYIThs

THE COMPLETE
DIRECTORY FOR PEOPLE
wrrn DISABIIMES
EDITED BY L. MACKENZIE

A one-stop sourcebook for
individuals and professionals;
products, resources, books
and services.
CH11500 $120.00

THE ILLUSTRATED
DIRECTORY OF
DISABILITY PRODUCTS
EDITED BY M. MACE

Shows hundreds of products
along with mmes, addresses
and phone numbers providing
customers with the informa-
tion to make the best decision.
7P02600 $12.95

SPECIAL PARENT,
SPECIAL CHILD
Parents of Childm, Fifth
Disabilities Slim.: Their
Thais, Diumphs, and
Hard-Won Wisdom
T. SULLIVAN

Inspiration and Information
for facing the challenges of
being a special parent.
GP1050D $21.95

IT ISN'T FAIR!
Siblings of Children with
Disabilities
EDITED BY S.D. KLEIN

& M.J. SCHLEIFER

Features chapters by parents,
siblings and professionals.
13,00101 $14.95

THE WoRsr Loss
How Families Heal from the
Death Of a Child
How do families survive
the worst loss? What helps
people heal? What barriers
are there to healing, and what
will break down those barri-
ers?
111110200 $25.00

EDUGATION'

MAKING SCHOOL
INCLUSION WORK
A Guide To Everyday
Practices

BLENK & EINE

The excitement and the
challenge in true inclusion
demands involvement.
imagination and dedication
to insure its goals. This book
is peppered with suggestions
for dealing with the myriad
of challenges.
111.104ED $24.95



NEGOTIAIING THE
SPECIAL EDUCATION
MAZE: A Guide for Parents
and Teachers, 2nd Edi.t?on
ANDERSON, CHMOOD, & HAYDEN

Easy-to-follow guide to the
special education system,
demystifies the system
beginning with the very first
evaluation through the design
of the IEP.
WB01900 $14.95

. DOWN SYNDROME

COMMUNICATION
SKILLS Ie

CHIWREN teltb
nom SYNDROME

AGA. 40.1.

TEACHING READING To
CIMDREN WITH DOWN
SYNDROME
A Guide for Parents and
Teachers
P.L OELBEIN

The only book on this aibject, it

descnlies a nalionally known read-
ing prcgram that ensures atoms
by prasenting lesiottswhich are
imaginative and functional
W81200S $16.95

COMMUNICATION SKILLS
IN CHILDREN WITH DOWN
SYNDROME
A Guide for Parents
LIBBY !CUMIN

Parents learn how communi-
cation skills progress from
infancy through the early
teenage years.
%BONIN $14.95

HEAD INJURY AND
THE FAMILY
A Llje And Living
Perspective
A.E. DELL ORTO & P.W. POWER

Focuses both on how the fam-
ily can adjust and survive the
trauma related to head injury,
as well as become a partner
in the treatment, rehabilita-
tion, and adaptation process.
GR10900 $29.95

WHEN YOUNG CHILDREN
ARE INJURED: Fandlies
as Caregivers in Hospitals
and at Home
J. HAUDWANGER & M. LASH

A book about the family's role
in caregiving when a young
child is injured.
EPOBSMI. $7.50
(Includes shipping charges)

WHEN YOUR CHILD GOES
TO SCHOOL AFTER AN
INJURY
MARILYN LASH

ISMER parents need to con-
front about their child's
future schooling, health care
and social needs.
EPOOSML $7.50
( &eludes shipping charges)

WHEN YOUR Cuno
SERIOUSLY INJURED
The Emotional Impact
on Families
MARILYN LASH

Topics Include preparing for
hospital visits, reaction to
loss, helping siblings, and
coping.

EPOOSML $4.50
(Includes shipping charges)

ACCESS TRAVEL U.SA
A Directory For People
PAM Disabilities
C.H. CREMONA

You will find names, addresses,
phone numbers, dimensions,
quantities and descriptive
information in an easy to use
chart format.
CC1067R $19.95

GREAT AMERICAN
VACATIONS FOR TRAVELERS
wan Dismnines
A Fodors Vacation Planner
With complete accessibility infor-
mation on hotels,
restaurants and attractions.
MOOR S18.00

THE TRAVELIN'
TALK DIRECTORY
The ultimates- directory of
resources providing assistance
to travelers with disabilities.
Includes: Names, locations, tele-
phone numbers of all 800+ mem-
bers, specific problems addressed,
travel & tour agencies, hotels,
rental info , other organizations.
RC07600 $47.50

CIPKDREN'S BOOKS

PRICESS Pool'
KM. MULDOON,

ILLUSTRAMD BY L Stuns

A sibling secretly dubs her sis-

ter 'Pnncess Pooh,' because she
sits on her 'throne with wheelg
and gives orders, until she
takes the wheelchair out for a
spin. An honest look at some
universal feeling

AW11000 $13.95

A CANE IN HER HAND
A.B. LTICHFIEW,

ILLUSTRATED BY E. Mu

A great book to help children
who are not physically disabled
understand those who are.
AW11110. 313.95

Howe HELPS HIMSELF
J. FASSLER, PICTURES BY J. LASKER

Designed to help the child with a
disability and the sibling identit/
with some of the joys, stresses
and strains of a disability.
AW112PD $13.95

rm DEAF AND IT's OKAY
L. ASELTINE, E. MUELLER &

N.TArr, nom wen
COOANCHERRY

How this little boy copes with
the frustrations of deafness at
play and at home.

AW114DF $11.85

rm 'ME BIG SISIER Now
M. &mem, Iubsmomp BY G. OBANS

How the loving care of family
and friends can influence
and benefit the quality of life
for mentally and physically
disabled children.
AW113S1 $13.95

Mail to: Exceptional Parent, Dept. EP9506, P.O. Box 8045, Brick, N.J. 08723
Or call (800) 5354910

QTY. TITLES & ORDER NO.

SHIPPING & HANDLING CHARGES: 11.5. - $3.6o for I item; 75< for each additional
item. Foreign - 16.51) for I item; 75t for each additional Item.

Name

Address

Citv State Zip

UNIT PRICE TOTAL
1

I

i

I

I

1 Sub-Total
NJ Restclents
26:1 64 Sales Tax

Shipping !

TOTAL I

U S. funds only Those prices aro
subioct to change. Please a4ow
agarAs k. dekvery Returns most Im

mad* malt', 4 weeks of doanay.
No ~peas mom

i;

Telephone

I have enclosed my check paydble to Exceptional Parent or charge to my. Li Visa U Mastercard

Account Number: - - Exp. Date /

Signature

- Circle *300 to rfteive a brochure of the complete library
..1



Up With Downs:
A Love Story

This video tells two life stories
eventually one
story through love and mar-
riage. Through pictures and
the voices of family mem-
bers, we meet Layne Johnson,
born with Down syndrome
in 1954, an era when it was
not uncommon for doctors
to advise parents, as they

did Layne's, to "forget that he was ever born." Layne's
family rejected that suggestion, and the 1,1deo demon-
strates his growth from a curious toddler to a
confident, competent and productive adult, living in
the community Shama, born in 1964, also lived up to
the high expectations of her loving family.

Obtaining regular employment and a driver's license,
learning to play the piano and organ, marriage and
i:idependent living these are just a few of the mile-
stones we see achieved in this hopeful video. Order
from: Utah Down Syndrome Foundation, Southern
Utah Chapter, 1035 E. 100 South, St George, UT 84770;
800-773-0437; $15, includes postage. Proceeds benefit
the Utah Down Syndrome Foundation.

Off to College
The HEATH Resource Center offers brochures and papers
about postsecondary education for students with
disabilities:

Getting Ready for College: Advising Students with
Learning Disabilities offers information for students and
student advisers. The paper discusses disability awareness,
transition and assessment, arranging for
special administration of college entrance exams and
contacting campus disability officials before applying.

1995 Financial Aid for Students with Disabilities
provides information on scholarships and other resources.
The paper gives advice on filling out financial aid forms
and computing disability-related expenses, and lists organi-
zations providing scholarships specifically for students
with disabilities.

The Americans with Disabilities Act (ADA): The Law
and Its Impart on Postsecondary Education describes the
law and the rights of students. When requesting this
brochure, ask also for Section 504: The Law and Its
Impart on Postsecondary Education.

For free single copies of any of these p 3lications,
contact HEATH Resource Center, One Dupont Cir., Ste.
800, Washington, DC 20036; (800) 544-3284 (WM), (202)
939-9320 (V/ITY).
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Essay Contest for Children
The National Association for Medical Equipment Services
(NAMES) is conducting 'There's No Place Like Home," an
essay contest in which children aged 8-13 can point out
the benefits of home care using home medical equipment
services. lb enter the contest, a child should write a letter
to Pres. Bill Clinton on the following: "In 100 words or
less, explain why you are glad hor le medical equipment
services or rehabilitation/assisth technology allows you
or your relative to be cared for at home rahter than at a
hospital. Why do y.0 like it better? If you are writing
about a relative, why do you think he or she likes it bet-
ter?" First place state/ regional winners will receive a $100
savings bond and compete for the national prizea $500
savings bond and two-day all-expenses-paid family hip to
Washington, DC. Local and national runners-up will also
receive prizes.

Send essays to Deidre Moore, Manager of Communications,
NAMES, 625 Slaters Ln., Ste. 200, Alexandria, VA 22314-
1171. All entries must be received by July 17, 1995. For
more information, call (703) 836-6263.

Support Groups
The National Spinal Cord Injury Association (NSCIA) has

started the free In Touch With Kids (ITWK) program to
help children and youth under the age of 18 with spinal
cord injuries connect with each other. ITWK members
receive NSCINs quarterly newsletter and the Pen Pal
Panners Catalog with names and addresses of other kids
around the world. Contact NSCIA, 545 Concord Ave., Ste. 29,
Cambridge, MA 02138; (617) 441-8500, (617) 441-3449 (fax).

The Mary Atresia and Liver nansplant Network provides
a support network for families of children born with
biliary atresia (both pre- and post-liver transplant). For
more information, contact Biliary Atresia and Liver
rfransplant Network, 3835 Richmond Ave., Staten Island,
NY 10306; e-mail: OrganTrans@aolcom.

Help for Parents of Children with ADHD

Understanding the ADHD Child:
Information for Parents About Attention
Deficit Hyperactivity Disorder is a new
booklet available from the American
Academy of Pediatrics (AAP). The booklet
defines ADHD, and explains its symptoms
and causes. The booklet also covers diag-
nosis, treatment and educational con-
cerns. To order, send a self-addressed,
stamped, business-size envelope to AAP,
Dept. C, Understanding the ADHD Child,
P.O. Box 927, Elk Grove Village, IL 60009-
0927; free.

577
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MIN1-VAN RENTALS
FOR WHEELCHAIR & SCOOTER USERS

When should you call Wheelers?
Rent before you buy
While your vehicle is in for repair
When arriving at the airport
For temporary/extencled use
Business or pleasure
Vacations
Anytime I

Don't wait on taxis or public transportation -

Go When and Where You Want. At The Moment You Want

CALL FOR THE LOCAllON NEAREST YOU.

Wheelers
Accessible Vans

National Reservations Center
1-800-456-1371

Call Now & become a Wheelera Pea lerl

r_

Circle #257

Illipmnr

Unique, new, patented Want
Asitioner which allows babies to be
placed in a COMFORTABLE PRONE
POSITION while making interaction
with their emironment. DESIGNED
BY PEDIATRICIANS for reducing
gastro-esophagral reflux and colic, it
also addresses basic early intervention issues
such as promoting alignment of the whole body, supporting
extensor development in prone and preventing abnormal
posturing. The seat is also reversible and offers a more
comfortable recfining seat that traditional infant seats.

The Bets Baby Seat is portable,
washable, and VERY AFFORDABLE.

CALL 1-800-STT-2-IN-1.

BETTER Beby Proclude, Inc.
91/an Dure Rood,

Mourrt Lakes, NJ 07048

Circle *233

Exceptional Programs
For

Exceptional Children.
t_lt St. Coktla Schools
we believe life is what
happens today. Our

goal is to provide the best
possible life experience for
your exceptional child
Students here are not only
preparing for tomorrow,
they are living quality lkes
everyday. Founded in 1947,
St. Coletta Schools offer a
wide range of programs for
children with mild to severe
developmental disabilities.
Twelve-month residential and
day programs for ages 642.

Extensive Vocational baining

Rinctional Academics

Community Skills Training

Daily Living & Social Skills

Adapted Phys. Ed. & Recreation

Activity Program

Special Olympics

Behavior Management

Physical & Occupational Therapy

Speech Therapy

Music, Art & Computers

Prader-Willi Program

Cardinal Cushing School & %doing Cider
400 Washington Street, Hanover, MA 02,339

Braintree St. Coletta Day School
85 Washington Street, Braintree, MA 02184

Contact: Lvnne Goyuk
Tel: (61 826-6371
FaE(61 826-6474

Spanned by
The Sisters olSi. frallCiS of Assisi of Milwaukee,

St. Coletta's
OF MASSACMUSEITS

John W. Shyne, Jr., President

Circle *162

Absolutely No Rinsing Required
Massage Towel Dry Comb & Style

44:

Less than 5 minutes for a cleansing shampoo

No-Rinse° Body Bath
Less than 10 minutes for a

refreshing bath

No longer is bathing an ordeal

Truly Out of
This World!
No-Rinse
Shampoo
and No-Rinse
Body Bath are used
by NASA's astronauts
on all of their space
flights, and are available
on all future missions.

The original liquid, non-rinsing hair
and body tqransers

For Information
and Samples:

900 E. Franklin St.,
Centerville, Ohio 45459

Toll Free 1-800-223-9348
FAX 1-513-433-0779

Made in U.S.A

Circle 0139
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Free Product & Unice
idermalku
A SPECIAL SERVIa FOR
EXCEPTIONAL PARENT READERS!

This Reply Card enablm you to receive
FREE information about products and
services seen in Excepriceal Parent.

How to use this service:
1. Locate the number al the bottom of

each ad or refer to the Directory of
klyertisers.

2. Circle the numbers on the Reply Card
that =respond to the companies or
products abort which you would like to
receive free literature.

3. Fill in your name and address on the
card and mail the postage-paid card.
You will receive free literature from
each company for which you circled a
number.

4. If toth Reply Cards have been removed
from this issue, just can or write to the
companies directly.
Be sure to tell them you saw their ad in
Ereptional Parent!

Subscatedeas
EXCEPTINAL MUNI
P.O. BON 3000, DEPT. EP,
DENVILLE, NJ 07834
(800) 247410130

New subscriptions only
(800)562-1973 (loonier Senice,
US. only For international customer
service, call 201-4800171

Exceptional Parent magazine has accepted
product arid service advertising since
1973 because advertising provides
important information for consumers. The
acceptance of advertising in Exceptional

Parent does not constitute nor imply
endorsement by Exreplional Parent
magazine, its editors or its Editorial
Advisory Board. Rmders need to consult
with trusted clinicians to determine the
appropriateness of products or services
for their specific needs.

EDITORIAL INFORMATION: Contact
Dr. Stanley Klein, Exceptional Parent,

209 Harvard Street, Suite 303,
Brookline MA 02146-5005. Return
postage musl accompany all manuscopts.
drawings and photoyaphs submitted.
Publisher a.isumes no responsibility for
unsolicited material.

PHOTOCOPYING: Nothing may be
reprinted in whole or in part without written
permission from the publisher.
Authorization to photocopy items for
internal cr persosal use, or the internal or
personal use of specific cheats, is granted
by Psy-Ed Corporation for users registered
with the Copyright Clearance Center (CGC)
Transactional Reporting Serrim. provided
that the base fee of 11 per copy, plus $.50
per page is paid directly to CCC, 27
Congress St., Salem, MA 01970.
For the aganizalions that ham been
granted a photo copy license by CGC, a
separate system of payment has been
arranged. The fee ccde kr users of the
Transactional Reporting Service is:
0046 9157/89/$1.00 + .50.

MICROFILM: Microfilms of all issues are
available from University Microfilms,

300 North Zeeb Road,
Ann Arbor, Ml 48106

Directory of Advallsois

Circle Advertiser Page Circle Advertiser Page

219 A & D PRODUCTS, INC. 12
253 ACADEMIC SOFTWARE, INC. sa
103 ACCESSABLE ENVIRONMENTS 52
225 ALLY CAT BICYCLES, INC. 52
223 AMBUCS RESOURCE CENTER 129
248 AMERICAN PUBLISHING 41

205 AMIGO MOBILITY 70
APPLE COMPUTER 15

230 AQUATIC ACCESS INC. 62
118 AQUATIC THERAPY 80
75 ARC/OTSEGO 84
62 ASSOC. FOR BIRTH DEFECT CHILDREN . 37
111 BALL DYNAMICS INTL INC. 98
240 BANCROFT 66
39 BARRIER FREE LIFTS 114
231 BEATRICE M. BRANTMAN, INC. 88
10 BERKSHIRE MEADOWS 61

232 BETHPHAGE MISSION 112
233 BETTER BABY PRODUCTS INC. 121

112 BRAUN CORPORATION 49
113 BRAUN CORPORATION 47
227 BROWN ENGINEERING CORR 66
228 C & V CARING FRIENDS INC. 70
234 CARE ELECTRONICS 97
38 CHILD QUEST, INC. 72
11 CHILDREN'S SPECIALIZED HOSPITAL .. . 98
146 CHRYSLER CORPORATION 11

180 CLARKE HEALTHCARE PRODUCTS, INC. . 54
150 COLUMBIA MEDICAL 14
229 CONCEPTS IN CONFIDENCE 74
126 CONVAID 83
73 CROTCHED MOUNTAIN REHAB 73
119 CROW RIVER INDUSTRIES 23
74 CUMBERLAND HOSPITAL 69
182 DANMAR PRODUCTS 72
107 DEVEREUX FOUNDATION 40
105 DIESTCO MANUFACTURING 54
254 DISABLED CHILDREN RELIEF FUND 64
141 DON JOHNSTON 126
250 E-Z-ON PRODUCTS, INC 29
255 EDVANTAGE MEDIA 112

EPILEPSY FOUNDATION OF AMERICA . . .90
123 EQUIPMENT SHOP 84
31 ESTATE PLANNING 51

207 EVEREST & JENNINGS 36
106 EVERGREEN CENTER, INC. 62

EXPOCON MANAGEMENT ASSOC., INC. .111

156 EXPRESS MEDICAL SUPPLY 130
132 FLAGHOUSE 54
135 FORD 13

168 FREEDOM DESIGNS 46
GENERAL MOTORS 75

243 GOSHEN ENTERPRISES 24
235 HANDI-MOVE 99
44 HARD MANUFACTURING 62
166 HAVERICH ORTHO SPORT 74
14 HDIS 25
185 HEALTH HILL HOSP. FOR CHILDREN 8
3 HEARTSPRING 65
77 HMS SCHOOL 80
101 HOMECARE PRODUCTS 94
236 1-2 KIDS CLOTHES 62
26 JA PRESTON C4
110 INNOVATIVE PRODUCTS 112
244 INTER-MED 114

147 JAY MEDICAL 3

245 JEREMY P. TARCHER 6

176 JESANA 82
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241 JOHN WILEY & SONS 85
140 JUST TWO BIKES, INC. 108

KALEIDOSCOPE 113
70 KENNEDY KRIEGER 88
48 KEYSTONE CITY RESIDENCE 78
98 KID-KART/KID CARE 38
133 KIMBERLY-CLARK 31,32,33,34
163 L.C. TECHNOLOGIES 99
45 LAUREATE LEARNING 58,59
117 LUBIDET USA, INC. 22
1 M.J. MARKELL SHOE CO. 67
78 MARTHA LLOYD COMM.SERVICES 71

131 MARYLAND INSURANCE GROUP 7
131 MARYLAND INSURANCE GROUP 16-21
93 MED GROUP 53
242 MEDICAL JOURNAL RESEARCH 109

N.O.R.D.(NATL ORGANIZATION
OF RARE DISORDERS) 103

237 NAT'L ASSOC. OF PRIVATE SCHOOLS
FOR EXC. CHILD. 100

76 NEW ENGIAND CTR FOR AUTISM 44
21 NEW ENGLAND VILLAGES 102
139 NR LABS, INC. 121

184 ORALGIENE 81

256 OTICON, INC. 42
186 PERMOBIL, INC . 30
256 PHONIC EAR 42
12 PLUM ENTERPRISES 5
89 RINCIPLE BUSINESS

ENTERPRISES, INC 22
246 PUREFLITE GEAR 24
251 Q'STRAINT 77
63 RACING STROLLERS 82
249 REDMAN 128

REPRISE CORR 26
85 RICON CORPORATION 35

41 RIFTON, INC. 27
171 ROCK 'N ROLL CYCLES 79
47 ROLEEZ WHEEL SYSTEM 108
238 SEATCASE 100
224 SENNHEISER 28
161 SENTIENT SYSTEMS TECI INOLOGY C2
130 SPECIAL DESIGN 109

SPECIAL OLYMPICS INTERNATIONAL 89
162 ST Coletta of (MA) 121

17 ST. JOSEPH'S HOSPITAL
& MEDICAL CENTER 39

4 STEWART HOME SCHOOL 102
121 TEMASEK TELEPHONE 95
40 TIGER COMMUNICATIONS 88
19 TMI 45
20 TMI 97
252 TMI 95
218 TOP END BY ACTION 6

160 TOYS FOR SPECIAL CHILDREN 91

TRIAID 97
46 TRIAID 95
33 VAIL PRODUCTS 127
102 VANTAGE MINI VANS C3
247 VIEWPOINT MANUFACTURING, INC 50
108 VOORHEES PEDIATRIC FACILITY 97
215 WHEELCHAIR GETAWAYS ae
267 WHEELERS 121

91 WILLOW RIVER FARMS 78
72 WOODBURY PRODUCTS . . .95
249 WOODBURY PRODUCTS . 55
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Mease answer the following questions.

A. Are you a subscriber to Exceptional Parent?

FT) Yes LI No (If no, please see the subscription card in this issue.)

Name

Facility

Address

City State Zip

Phone Fax

B. Ale yOu the PARENT Or MEMBER OF THE FAMILY of a child or young adult with a

disability or specral health care need? L: Yes 0 No

Free product & service information order card*
FAX this card to 413-631-4343 for Ocker response

C'W you a HEALTH CARE PROFESSIONAL involved in the care of children or young

adults with disabilities or special health care needs? D Yes 0 No

If Yes. 0 Physician LI RN Li Physical Therapist
are you a 0 Occupational Therapist 0 Speech Pathologist; Audiologist

U Other (please indicate)

D. Are you an EDUCATOR'? ITTJ Yes 0 No

If Ye LI Special Ed Teacher 0 Regular Ed Tearber U Aomin/Dir
are you a LI Other (please indicate)

E. Do you buy or influence the purchase or products or services for the care or devel-

cpment of children with disabilitirs? 0 Yes E No

II yes, please explain

1, Have you ever bought or recommended a product or service you saw

advertised in Exceptional Parent? Fr Yes 171 No

ayilmmaaarsamilasims 4.441171ZIKE 414.114 1441.

1 2
31 32
61 62
91 92

121 122
151 152
181 182
211 212
241 242
271 272

3 4 5 6 7 8 9 10 11 12 13 14 15 16 17 18 19 20 21 22 23 24 25 26 27 28 29 30
33 34 35 36 37 38 39 40 41 42 43 44 45 46 47 48 49 50 51 52 53 54 55 56 57 58 59 60
63 64 65 66 67 68 69 70 71 72 73 74 75 76 77 78 79 80 81 82 83 84 85 86 87 88 89 90
93 94 95 96 97 98 99 100 101 102 103 104 105 106 107 108 109 110 111 112 113 114 115 116 117 118 119 120

123 124 125 126 127 128 129 130 131 132 133 134 135 136 137 138 139 140 141 142 143 144 145 146 147 148 149 150
153 154 155 156 157 158 159 160 161 162 163 164 165 166 167 168 169 170 171 172 173 174 175 176 177 178 179 180
183 184 185 186 187 188 189 190 191 192 193 194 195 196 197 198 199 200 201 202 203 204 205 206 207 208 209 210
213 214 215 216 217 218 219 220 221 222 223 224 225 226 227 228 229 230 231 232 233 234 235 236 237 238 239 240
243 244 245 246 247 248 249 250 251 252 253 254 255 256 257 258 259 260 261 262 263 264 265 266 267 268 269 270
273 274 275 276 277 278 279 280 281 282 283 284 285 286 287 288 289 290 291 292 293 294 295 296 297 298 299 300

MR(11NUMBEI1S: To obtain FREE information about those products or services that interest you, please circle the numbe that appears on the advertisement.
Expiration date: September 30, 1995.

Name

Facility

Address

June 1995

Please answer the following questions.

A. Are you a subscriber to Exceptional Parent?

f I Yes 11 No (If no, please see the subscription card in this issue.)

City

Phone Fax

State Zip

B. (Me you PARI- Ni or MEMBER (11 THE rAMII.Y ol a chrld or vourill adult with a
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SELF-FEEDING
PLATES

The Inner-Lip Plate and
the Round-Up Plate help
children feed themselves

by preventmg food from
sliding off the plate. Fach

plate includes three legs and suction cups
that raise it one-quarter inch off the table, and when moist-
ened, secure the plate to virtually any surface. The Inner-Lip
Plate features a wide rim around the plate's circumference,
while the Round-Up Hate has a narrow rim on one side and
a wider rim on the other.
Maddak, Inc., Pequannock, NJ 07440-1993

Circle # 195

LEISTECH
POSITIONING CHAIR

This chair provides correct ortho-
pedic support A single mechanism
allows easy tilt in space and the
height can be adjusted for dinner
table or classroom desk use.
Features adjust without tools to
easily accommodate growth and
special needs. Custom sizes and
modifications available.
Adaptive Design Labs, West
Orange, NJ 07052

Circle * 196

METRO BASIC BUGGY
The Metro Basic Buggy
(Model 3M) is a stroller that
provides basic transportation
for children ages 5 to 12 or
weighing up to 125 pounds.
The buggy features a light-
weight aluminum-and-
flexible-steel folding frame.
A sling seat with an integrated
trunk stabilizer provides
proper seating and positioning.
Equipped with toggle brakes
for safety.

Convaid Products, Inc., Ranch Palos Verdes, CA 90274
Circle * 197

EASY ACCESS
SHOWER STALL

The Easy Access Shower
Stall provides a roll-in
wheelchair-accessible
shower stall m the space
of a standard bathtub.
The design offers tool-
free installation. Available in four- or seven-piece units, each
piece locks in position as it is set in place. The leak-proof
seams require no caulking. A variety of colors and accessory
packages are available.
SafeTek International, Inc., West Melbourne, FL 32901

Circle # 198

WUMBRELLA
The Wumbrella (Wheelchair Umbrella) eliminates the
need for hats and unwieldy hand-held umbrellas. The
removable convertible canopy mounts on the handle-

bars of most wheelchairs
using Velcro and does not
interfere with regular
wheelchair use. When not
in use, the device collapses
below the handlebars or
can be removed for stor-
age. Available in a variety
of colors.

ir Osprey Engineering,
Winchester, MA 01890

Circle # 199

BIG-HUG & LITTLE-HUG
VERTICAL STANDER

Both of these standers feature
height-adjustable chest and pelvic
straps and knee pads and foot
restraints. The reversible frames
allow children to be fitted from the
front or rear. The frame detaches
from the baseboard for transport
and storage. The Big-Hug accom-
modates children who are 40 to 52
inches tall, while the Little-Hug fits
children from 30 to 42 inches.
Tumble Forms, Jackson, MI 49204-0089

Circle # 200

The ABLEDATA database of assistive technology and' rehabilitation equipment contains information on more than
20,000 products for persons of all ages who have a physical, cognitive or sensory disability. Products are clwsen for
this page by the ABLEDATA staff based on their specific applicability to or design for children with disabilities. The
circle numbers are to be used an EXCEPTIONAL PAREPrr's The Product & Information Card." Readers can circle a
number on this issue's card (page 125) to receive more information on any new product featured above. Please
allow three to four weeks for delivery of the information.

For more information on assistive devices, or to submit product information for the database (and possible
inclusion on this page), contact ABLEDATA, 8455 Colesville Rd., Ste. 935, Silver Spring, MD 20910-3319,
(800) 227-0216 (WTTY), (301) 588-9284 (WITY) or (301) 587-1967 (fax).
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Talking Calculator with
Extra-Large Buttons &
5pecial Needs Features

for Macintosh.' computers

To order, call

1-800-999-4600

29 US and Canada
Plus shipping
& handling

A Don Johnston Switch-Able Program

1-1m5le-nwitch ready. Also readV for tow.,h
rcrccn. regular/alternate keybQard ro. nIclere

des.cr5 Ful'y accestrie Kan r,Cre

System requirements: Macintosh LC or
higher. System 7 or higher.
256-color monitor, hard drive.
I MB RAM for this program.

Complete catalog also mailable

DON JOHNSTON

l000 N Rand Rd Bldg 115
PO Bon 639
Wauconda IL 60084 USA
7118.526.2682 MA (5 1)1(
708 526.4177 oc

DISCOVER POTENTIAL...
EXPERIENCE SUCCESS

Circle #141
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The Special Parents Project
A survival guide for new parents
by Bruce Robinson and Lorna Catford

The birth of our two-year-old daugh-
ter, Naomi, inspired the creation of
the Special Parents Project Her

condition an undiagnosed neuromus-
cular disorder and profound develop-
mental delayled us to re-examine our
professional priorities (Dad is a writer
and Mom is a psychotherapist and edu-
cator). Now we are pursuing our new
dream of providing a caring guide for
others who unexpectedly share our
abrupt and disorienting journey.

When we were told, "Naomi's not
OK," we didn't know where to turn.
We knew no one in the special needs
community We didn't have a clue
about how to deal with the medical
and insurance system, nor did we
know any of the resources that might
be available to us. We felt painfully
alone with our shattered dnsams.

We searched libravies and book-
stores. We found books about specific
diagnoses, but nothing to give us the
support we needed right then, when
we were dealing with the ir ftial grief,
panic, immobilization and disbelief.

Writing the book we
couldn't find

Now, we have set out to write the
book that we couldn't find. The first
step was the creation of a set of ques-
tions for other parents to answer
about those difficult first months after
a child with a complicated medical sit-
uation is born. Our questionnaire
addresses subjects such as family and
sibling relationships, financial impact
of a child's disability and sources of
interpersonal and emotional support.

The responses from this survey will
be compiled and published in a "sur-
vival guide" tbr new parents, to offer
them empathy, support and ideas for
making it through the pain and adjust-
ment of the first year A pilot project
has already been completed in associa-
tion with California State University at
Sonoma. We will report on our work

83

and publish
excerpts in future
issues of
Exceptional
Parent. In con-
junction with the book, the Special
Parents Project will also establish a
support network for parents and work
to boost public and legislative aware-
ness of disability issues. In addition to
your survey responses, we welcome
any referrals or ideas for funding our
project.

As we head into the third year of
our own special parenthood, we are
learning to balance the demands of
dual careers, the needs of Naomi and
big sister Amber, 4, domestic chores
and our effort to extend care and con-
nection to the courageous and over-
whelmed souls feeling their way along
this unplanned path.

is-

Bruce Robinson and
Loma Catford are
pictured here with
daughters Amber, 4,
and Naomi, 2.

Your participation is invited
You are invited to participate in a
study of the experiences of parents
whose infants are critically ifi or have
other special needs. Please respond
to each question (see next page) in as
much detail as you wish. You may
answer just those questions that
seem most important to you. Please
indicate the number of each question
to which you are responding.

You can write or type answers on a
separate sheet of paper or record your
answers on a cassette tape if that is eas-
ier than writing or typing. You can also
send your responses on a 3.5" Mac-
intosh- or IBM-formatted computer disk
(saved as a "text" or ASCII file) or by
e-mail to lomacatford@sonomaedu.

Give specific instances when possible.
Share tips that might be helpful to

others.
Short answers are fine; we'd prefer

short answers to not hearing from
you at all.

Fathers are especially encouraged
to respond. SP



A: BACKGROUND
1 Your name, address, and phone number
(Optional) May we use your real names?

2. Who are the members of your family (names,
ages, relation to you)? Which family members
have special needs?

B: DISCOVERY
3. How did you first know something was
wrong?

4. What is your child's diagnosis or disability?

5. How were you informed? Who told you? In
what setting? Who was there?

6. What were your reactions? What did you feel?
What did you do? Were you referred to any sup-
port services?

C: THE EMOTK1NAL ROLLER COASTER
7. How have your feelings evolved since finding
out about your child's disability?

8. How have your values, priorities, world view or
religious faith been affected?

9. What are your greatest fears? How do you
deal with them?

10. What is the worst thing that has happened?
How did you handle it?

11. What do you do to take care of yourself?

12. What truths or personal strengths have you
discovered?

D: RELATIONSHIPS
13 What has happened to your relationship
with your mate? Do you have any advice for
other couples?

14. How do you meet your other children's
needs? How do they and their "special" broth-
er or sister relate?

15. In what ways have grandparents, other
family members and friends been supportive
or problematic?

16.1f you are a single parent, what are the
needs and issues that are specific to the
absence of a partner?

17. What opportunities have you found for net-
working with other special parents? What has
been most valuable or useful about those con-
tacts?

E: FACING THE WORLD
18. Describe the daily routine with your child.
What's hard? What's become easier? What
helps?

19. How do you get doctors, insurance compa-
nies, agencies and medical bureaucrats to
take your concerns seriously?

20. How has your child's condition affected
your financial situation? Your work? How are
you coping?

21. Recall instances in which you had to handle
strangers' reactions to your child. What did you
do?

F: HEAVY ISSUES
22 Have you at any time had to deal with your
own disability or serious Illness while canng for
your child? How did you manage?

23. If you have lost your child, what was that like
for you? How did you cope?

24. Have you considered placing your child in
out-of-home care? What has that been like for
you?

G: FINAL THOUGHTS
25. What books, publications or groups have
been most helpful for you?

26. What ideas can you share for dealing with
specific issues raised in earlier questions?

27. What healing advice can you give other parents
regarding picldng up the pieces of shattered
dreams?

28. Do we have your pemfission to use your name
and the other names you mention in any published
materials based on this survey?

29. Warld you like to communicate with other parents
as pat of a support netwak related to ttis proiect?

lf you would like to send us copies of any of your
arL poetry or joumal enbes relating to your experi-
ences with your special child, we would love to see
them. Send them along with your responses b the
questions to: Bruce Robinson and Loma Catford
Ph.D., The Special Parents Project, 5954 Van
Keppel Rd., Forestville, CA 95436, (70 887-2154.
Our Internet address is lorna.catfon:14konomaedu.

FOR CHILDREN AND ADULTS WHO

REQUIRE A RESTRAINED ENVIRONMENT

Reduces child's falls and injuries
Passively controls wandering
Helps maintain muscle tone by safely
allowing freedom of movement
Minimizes stress for child and family
Accomodates child through adult size
Has calming effect by making child feel
more secure
Actually conditions child to fall asleep
Has versatile design to allow for lines
from medical equipment
Has bedskitt and border to match decor
of child's room
May be used to provide a protected
perimeter for sotf abusive patient
Could be covered by private insurance
or Medicare

*OTHER MODELS AVAILABLE

'TIMM
ayv

200,
Enclosed Bed Systems

The More Humane Way To Protect and Care for Patients at Home

Alowr /Mir

For More Information Cali MU PRODUCTS RIC. Toledo, Ohio

14100-23541111.
Circle #33
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Bibs ,

Fashionoble
& durable
virryl backed,
terry cloth
BIBS made
to order
drake of
color & sryle.

Tdr. S13.00 fitS15.00 1-$17.00 pku 2.00 S&H

cal Dada's Mori
63r mere infe _ erdedng 410-668-0068

4

Virginia M. Ramsey
P.O. Box 22 EP Eastern Parimay
Germantown, NY 12525
(518) 537-5846 Phone/Fax
Unisex camouflage for drooling &
unpredictable spills. Wear all day
or mealtime. Bandanna, Collar, Full
bib/loit neck 2/$15, cbzen/$84-90.

'Clot ng
Adrian's Closet
P.O. Box 9930
Rancho Santa Fe, CA 92067
(800) 831-2577
Free catalog of fun-to-wear
adaptive clothing & access.
Available now.

Special Clothes
P.O. Box 4220
Alexandria, VA 22303
(703)683-7343

'Marketplace.-

Disability Resources

Learning disAbilities Resources
P.O. Box 716
Bryn Mawr, PA 19010
FREE CATALOG for Reading,
Writing and Math Instructional
Materials for L.D.
(800) 869-8336

Equipment Dealers

National

AMERICAN DISCOUNT MEDICAL
FOR DISCOUNTS ON ALL
YOUR EQUIPMENT
NEEDS! Save on Strollers-
Convaid, Canie Rover; MacLaren;
Scooters; Wheelchairs;
Tumbleforms; Walkers;
Seating/Positioning Equip.; and
Aquatic Equip. for Summer.
Cal (800) 877-9100 for FREE
BROCHURE.

Massachusetts

Atlantic Rehab., Inc.
81 Rumford Ave.
Waftham, MA 02254-9055
(617) 894-0069
Atlantic Rehab. specializes in
Pediatric Mobility and Seating.
Sales and Service. Please call for
more information.

Missouri

US Medical Corporation
14575 Manchester Road
Manchester, MO 63011
(800) 40-USMED/(800) 408-
7633

quip./Sp i s/Resource Fair

Children's Hospital
2924 Brook Road
Richmond, VA 23220
(804) 321-7474 x 6759
Aug 25-Equipment/Resource
exhibits, hands-on worRshops.
Aug 26-For kids to participate in
sports and hands-on actiAies.

Free Catalogs

Consumer Care
Products, Inc.
P.O. Box 684
Sheboygan, WI 53082-0684
(414) 459-8353

lnco ,tinence

Access McNeal Wpply
2006 Crown Plaza D dve
Columbus, OH 43235
(800) 242-2460
Attends Youth Briefs fits
children 35-75 lbs. $51.95/cs
(96), Free Delivery. Also
Depend, Serenity, other items.
Manufacturer's coupons accept-
ed. Free Catalog!

Duraline Medical Products
324 Wemer St., PO Box 67
Leipsic, OH 45856
800-654-3376
Call DMP for all rour incontinent
needs such as briefs, pants,
pads and liners, as well as skin
care products.
Call for FREE catalog!

&DI&
1215 Dielman Industrial Court
Olivette, MO 63132
(800) 538-1036
See our ad in this issue.

STANDING
POWER

Everyone knows standing is a practical necessity!
The obvious benefits are improved circulation,
lessened muscle spasms & contractions, improved
bowel and bladder regularity, skin integrity etc. The
problem is: how do I habitually implement this in
my already demanding schedule? At Redman we
believe we have the answer in our Chief", a well
designed and manufactured power ch. with the
ability to power you into a stand at you . nmand
and priced far below what you may expet...
today for morc information or a demonstration.

Yes to medicare!

CALL 800-727-6684
iRtE GROWTI I PACKAGE AVAILABLE FOR CHILDREN

Redman Wheelchairs
945 E. Ohio. Ste. #4 Tucson. AZ 85714
(520) 294-2621 FAX (520) 294-8836

Chief

-

Circle 0249
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Youth Incontinence
Products

Overnight Pants with Nylon

Exterior

24"-44" waist

Training

Pants

Toddler-Adult XL

2 Piece Brief System

Toddler-Adult XL

QUALITY CARE

For Free Brochure
Call: 1-800-259-3099

Summers Laboratodes, Inc.
Collegeville, PA 19426
(803) 533-SK1N (7546)
Triple Paste TM for diaper rash
and chronic irritation. Used at
leading children's hospitals.
Available without prescription.
Call now for free treatment
information.

U.S. Medical Corporation
14575 Manchester Road
Manchester, MO 63011
(800) 40-USMED/ (800) 408-
7623
ce U.S. Med for free sample
Depend briefs, undergarments,
pants and diapers.
Low prices and free delivery

YOUTH
BRIEFII
FITS 30
TO 70 LBS.

96 FOR
$ 39.98

CALL 24HRS.
1-800-777-1111

WOODBURY PRODUCTS
IN

4410 ALISTRI M.VD. ISLAM PARK NY I I MI

EXCEPTIONAL PARENYS

1995 RESOURCE GUIDE

Sold sepa rattly fir $9.95

Call 800-535-1910



It's
Discovering

Together

It's
Sharing the
Experience

L'ER

SPECIAL NEEDS

It's
Finding
Access to
the World'

Adaptive Positioning Hardware
Backpack,Extending Handle, Climbs Steps

Quick Release Ax les, Folds Flat

31(initith Chu

1-800-487-9652

Medical Information-

Little Angel Health
Network
PO Box 644
Ringwood, NJ 07456
(201) 962-9307
Searching For Medical
Information? You'll find the
answer through the Little
Angel Health Network. Free
brochure explaining how to
order a customized, confiden-
tial report containing the latest
medical research on your
child's condition.

Monitoring
Systems

& H kdwational Products,Inc.
301 E. Ocean Blvd., #1010
Long Beach, CA 90802
(310) 435-1011
BeeperKid child monitor
helps protect your child in
public. Instantly alarms you
before child can wander or
get lost.

Care Electronics
5741 Arapahoe Rd., Suite 2A
Boulder, CO 80303
(303) 444-CARE (2273)
WanderCARE Systems notify
caregNers when their wan-
derer leaves home. Locate
them up to ONE MILE away.
FREE catalog!

Incontinence Urological Ostomy.

*Skin Care Wound Care

FREE 50 page catalog featuring

the latest information and products.

Competitive prices

Helpful Customer Service

Call 800-2283643
Today for a free catalog!

(Mon. - F. 8 AM to 5 PM Pacific lime)

AM:RESEARCH
MEDICAL

In of pretax profits go to medical research

Software

UCLA Microcomputer Project
1000 Veteran Avenue/
Rrn 23-10
Los Angeles, CA 90024
(310) 825-4821
Catalog of dev. appropriate soft-
ware for children w/disab. 18
mths-5 yrs. App4e, Mac, IBM,
cause/effect, game format, basic
preschool concepts

-To & Hobbles

TFH (USA) LTD.
4537 Gibsonia Road
Gibsonia, PA 15044
(412) 444-6400
FREE CATALOG! Fun and
achievement products for
children with special needs.
Call of write for more infor-
mation.

Thys Books, and

larationlY 14 WW1,/ Mc.
291 Yale Avenue
Winnipeg, MB, Canada
OL4 R3M
(800) 308-2208
A Toy company like no
other, the personal ser-
vices at Dragonfly make
shopping for kids w/ spe-
cial needs a pleasure. Play
therapist on staff, toll-free
ordering and delivery to
your door. Highly recom-
mended to both parent
and professional + Books
and devices.

Van-Conversion Dealers

Connecticut

Drive-Master, Inc.
9 Spielman Road
Fairfield, NJ 07004
(201) 808-9709
Full service mobility center,
raised tops/doors, drop
floors, custom driving
equipment; distributors for
Mobile Tech., Crow River
lifts, Ricon, IMS, EZ Lock,
and EMC touch pad sys-
tems. 41 yrs. of service to
the disabled community.
Please call for more infor-
mation. NMEDA member.

_ _ _

Illinois

C & C FordMercury
5th & Monroe Streets
Sturgis, KY 42459
(800) 332-6696
New/used van conver-
sions, raised roof & doors,
Braun lifts & tie-downs
installed by certified techni-
cians. NMEDA member.

_ _ . .
Indiana

C & C FordMercury
5th & Monroe Streets
Sturgis, KY 42459
(800) 332-6696
New/used van conversions,
raised roof & doors, Braun
lifts & tie-downs installed by
certified technicians. NMEDA
member.

386

SPECIAL KIDS
LOVE OUR

SPECIAL EDITION.

The AmTryke, designed to give
physically challenged children their
first set of wheels, is just one of
many AMBUCS achievements.

AMBUCS provides fun. innovatke
service opportunities for people who
want to help their community, but
who doh't necessarily have a lot of
spare time. By working together.
AMBUCS volunteers make their spare
time go a long, long way.

If you've always wanted to help
others, but you could never find the
time to make a big commitment.
AMBUCS suggests you make a small
commitment instead. Call us about
membership opportunities or for in-
formation on our AmTryke.

AlififIEWCS
Creating Independence For People With Disabilities

CALL

1400.838.1845
8:30AM-5PM EST

Circle 11223
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EXPRESS
Medical Supply, Inc.

Supplies

UROLOGICAL
Bard Baxter Coloplast
Convatec Hollister Intermed
Mentor MMG Sherwood
Sierra Urocare United

INCONTINENCE
Attends Caring Depends
Medline Tranquility

OSTOMY
Coloplast Convatec Cymed
Hollister NuHope United

WHEELCHAIR
CUSHIONS
Roho Jay

SKIN & WOUND CARE
Bard Convatec Hollister
Sween United Urocare

FREE SHIPPING
for orders over $75.00 in the
continental U.S.

Call for a Free Catalog

800-633-2139

CIrcle #156
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Forward Motions
214 Valley Street, Dayton,
OH 45404
(513) 222-5001
Full-size/Mini-Van modifica-
tions, new/used lifts, drop
floor, raised roof, lockdowns,
driving equip. NMEDA
member Owned by
person with disability.

Kentucky

C & C Ford--Mercory
5th & Monroe Streets
Sturgis, K1' 42459
(800) 332-6696
New/used van conversions,
raised roof & doors, Braun
lifts & tie-downs installed by
certified technicians.
NMDEA member
Fotward Motions
214 Valley Street, Dayton,
OH 45404
(513) 222-5001
Full-size/Mini-Van modifica-
tions, new/used lifts, drop
floor, raised roof, lockdowns,
driving equip. NMEDA
member Owned by
person with disability

a

New Jersey

Arcola Mobility
51 Kato Road
Carlstadt, NJ 07072
(201) 507-85(X)/
(800) ARCOLA-1
New-Used-Trade-Lease-
Buy.
Full sized, mini, rear and
side entry. We carry prod-
ucts from the following man-
ufacturers: Braun, KneeKar,
Vantage, Rcon, and Pick-A-
Lift. If we don't have it, we'll
find it! Financing is available.
NMEDA Member. Please
call for MOre info.

Drive-Master, Inc.
9 Spielman Road
Fairfield, NJ 07004
(201) 808-9709
Full service mobility center
raised tops/dcors, drop
floors, custom driving equip-
ment; distributors for Mobile
Tech., Crow River lifts,
Ricon, IMS, a Lock, and
EMC touch pad systems.
41 yrs. of service to the
disabled community. Please
call for more information.
NMEDA member.

New York

Arcola Mobility
51 Karo Road
Carlstadt, NJ 07072
(201) 507-8500/
(800) ARCOLA-1
New-Used-Trade-Lease-
Buy.
Full sized, mini, rear and
side entry. We carry prod-
ucts from the following man-
ufacturers: Braun, KneeKar,
Vantage, Ricon, and Pick-A-
Lift. if we don't have it, we'll
find it Financing is available.
NMEDA Member. Please
call for more info.

Drive-Master, Inc.
9 Spielman Road
Fairfield, NJ 07004
(201) 808-9709
Full service mobility center,
raised tops/dcors, drop
floors, custom driving equip-
ment; distributors for Mobile
Tech., Crow River lifts,
Ricon, IMS, Lock, and
EMC touch pad systems.
41 yrs. of service to the dis-
abled community. Please
call for more information.
NMEDA member.

BOOK% AUDIO/VIDEO & EDUCATIONAL MATERIAL

tit t

. t I

B.0 Consultants
55 Solomon Hill Road
Milford, CT 06460
A quick, easy to read infor-
mation guide to selecting a
quality,group home for a
Developmentally Disabled
adult. VVritten by a profes-
sional with twenty years of
experience. It includes a
check list to copy and use to
compare each home you
visit. Cost $15.95.

Books/ Videotapes for par-
ents and professionals on
developmental disabilities &
genetic disordersprenatal
diagnosis, respite care,
infants and children with
special health care needs.
Family-centered Care, feed-
ing & swallowing issues
and more. Meyer
Rehabilitation Institute,
Media Center, University
of Nebraska PAedical
Center, 600 So. 42nd St.,
P.O. Box 985450, Omaha,
NE 68198-5450, (800) 656-
3937 or (402) 559-7467,
e-mail address:
ibrunkho@unmc.edu

Turtle Books
Approved by the American
Academy of Pediatrics. These
upbeat stories with warm, col-
orful illustrations address real
issues found in the lives of real
children with disabilities.
Provide a bridge of under-
standing for your children with
disabilities, sibrngs & friends.
FREE Brochure. Jason and
Nordic Publishers,
PO Box 441,
Hollidaysburg, PA 16648.
FAX (814) 696-4250

Educational
Materials

FreeThe 1995 Woodbine
House/Speclal-Needs
Collection, a catalog of excel-
lent books for parents, chil-
dren, and professionals on
autism, CP, Down syndrome,
Tourette syndrome, mental
retardation, visual impairment,
physical disabilities, spedal
education, and more.
Woodbine House,
6510 Bells Mill Road,
Bethesda, MD 20817,
(800) 843-7323

"87

FreeThe NEW Special
Needs Project Book Catalog
The best books fro.., all publish-
ers about disabilities.
Comprehensivell9SCUOSS for
parents, children & professionals.
Special Needs Project, 3463
State Strimt, Santa Barbara,
GA 93105,
(800) 333-6867.

Video. :

HOME TUTOR VIDEOS
teach phonics skills in the
comfort and security of
your home. K-2nd grade
level, 5 tapes. Perfect for
SLD, Homebound, others.
Satisfaction Guaranteed,
30 day trial. $99.95
Special. Leave message:
(800) 741-0226



BLUE SKY CYCLE CARTS
RO. Box 5788 Bend, OR 97708 (503) 383-7109

Low profile insures
maximum stability
Comfortable cloth-
covered bucket seat
5-Point safety harness
prevents slipping
Seats child or adult
(4-ft. minimum height)
Carries up to 200 lb.
weight
Large, ensy-rolling
24-ifich pneumatic tires

Ohio

C & C Ford-Mercury
5th & Monroe Streets
Sturgis, KY 42459
(800) 332-6696
New/used van conversions,
raised roof & doors, Braun lifts
& tie-downs installed by certi-
fied technicians. NMEDA
member.

Fotward Motions
214 Valley Street,
Dayton, OH 45404
(513) 222-5001
Full-size/Mini-Van modifica-
tions, new/used lifts, drop
floor, raised roof, lockdowns,
driving equip. NMEDA mem-
ber. Owned by person with
disability.

Pennsylvania

Drive-Master, Inc.
9 Spielman Road
Fairfield, NJ 07004
(201) 808-9709
Full service mobility center,
raised tops/doors, drop
floors, custom driving equip-
ment; distributors for Mobile
Tech., Crow River lifts, Ricon,
IMS, EZ Lock, and EMC
touch pad systems. 41 yrs. of
service to the disabled com-
munity. Please call for more
information. NMEDA member.

Tennessee

C & C Ford-Mercury
5th & Monroe Streets
Sturgis, KY 42459
(800)332-6696
New/used van conversions,
raised roof & doors, Braun lifts &
tie-doms installed by certified
technicians. NMEDA member.

To place an ad,

contact

BARBARA NASTRO

(201) 680-4874

or fax to:

(201) 680-8355

OAK HILL SCHOOL
100 Yews of Compavion
Exceptional people deserve excep-
tional care. CIB/Oak Hill School enters
its second century of compassionate
care and ground-breaking education
for children and adults with severe
developmental disabilities.

Residential living
Day and vocational programs
Loving, supportive environment
Dedicated, highly-qualified staff

OB/Oak Hill
120 Holcomb St.
Hartford, CT 06112
(203) 242-2274

Private, 501(c)(3)
Nonprofit Community

"'THEIR COMMUNITY...WITH OUR HELP"
Residential, day, and evening programs
and services for adults with
developmental disabilities.

Paid Vocational Training
Visual and Performing Arts
Daily Living/Life Skills
Therapeutic Recreation
Case Management
Health Services
Off-Campus Activities
125-Acre Wooded Environment

Annandale at Suwanee, Inc.
3500 Annandale Lane
Suwanee, GA 30174
(404) 945-8381

THE ARBORWAY SCHOOL
A 24 hour learning experience
which provides individualized ser-
vices for multihandicapped stu-
dents.

1:2 staff to student ratio
clinical consultants on staff
recreational and leisure activities
vocational training & on-site work
12 month program
ages 6 through 22

Contact: Carolyn MacRae,
Executive Director
Arborway School
147 South Huntington Avenue
Boston, MA 02130

Camp Huntington

33rd Year

A VERY SPECIAL CAMP FOR
SPECIAL NEEDS CAMPERS
A co-ed residential camp for the:

Learning Disabled, ADD.
Neurologically Impaired.
Mild-Moderate MR.

Located in beautiful High Falls in
the Catskill Mts. of NY state.
2, 4, 8 wk. sessions. Highly qualified
staff. 33rd year. Free brochure.

Contact: Bruria K. Falik, Ph.D.
Camp Huntington

Bruceville Road
High Falls, NY 12440
(914) 687-78401(914) 679-4903 winter

1

1111'9

"MAXIMIZING INDIVIDUAL
POTENTIAL" Community-based,
positive learning environment for
difficult-to-place children, adoles-
cents and young adults with MR,
autism, communication disorders
and challenging behaviors. A pro-
gram of the Protestant Guild for
Human Services, Inc.

12-mo. day/residential programs.
10 miles west of Boston.

Contact: Admissions Director
The Learning Center
411 Waverley Oaks Road
Waltham, MA 02154
(617) 893-6000
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PLAY BALL!
by Serena Cucco

Back when I was in second grade, I began going to my dad's coed
softball games. It was there that I got interested in baseball. Mom
and the other players gave me the play-by-play so I could follow

the game. The players had high spirits. Coach would bang his glove on the
bench and yell, "Defense! Defense! Let's get those outs!" The men would
yell and holler, especially if there were controversial calls. I even heard
some bad language being uttered from their mouths! Baseball seemed
like an exciting sport.

One day, Daddy called Morn from work and said, "Get your sneakers
on. We med one more woman to play tonight or else we have to forfeit."

Mom didn't really want to play because she
had no experience, but she didn't want the
team to have to forfeit, so she got her sneak-
ers on and went to the field. Mommy wasn't
exactly the best player the ball club had ever seen, but her being there allowed the team to
play for the rest of the season.

By now, three-quarters of my family were playing baseball. My mom and dad were playing
once a week and my brother was playing T-ball on Saturday mornings. There was only one
quarter left not playingme! I decided I wanted to play T-ball too. I got ready by swinging my
Thunder Bat 25 times a day.

The next season, I joined my town's T-ball league. My brother and I were on the same
team. I got a lot of good base hits. I ran the bases and took the field with a coach.

I started to listen to professional baSeball on the mdio. My favorite team wasand still isthe
Mets. (Go Mets!) Listening to the games helped me decide I want to become a sports announcer
when I grow up. A sportswriter friend of our famiiy arranged for me to meet color commentator
Don Wardlow at work as the New Britain Red Sox
took on the Trenton Thunder. It just so happens that
Don Wardlow is blind and so am I! I spent an action-
packed day with Don, his partner Jim Lucas and
Gi71110 the Wonder Dog, Don's guide dog.

Nowadays, my sport is kickball. I play every
day at recess with the fifth and sixth graders. We
adapt the game by having somebody stop the ball
with her foot in front of my foot. Then I kick. I
nm the bases and take the field with a teammate.
The teachers say "nice try" to all the players, no
matter what team they are on. I'm more competi-
tive than thatI only root for my own team!

Next year; I plan to play girl's softball in the town
league. I'm looldng forward to a peat season. EP

Mom's turn:

Although I never thought
any girl child of mine

would end up being a sports
fanatic, I find myself living
with a daughter who can tell
you what happened in the
first game of the NFL playoffs
three years ago. Many people
are stoprised to learn that
Selma enjoys "watching"
sports; they are even more
suiprised that she partici-
pates. Sports is just another
area of life in which the gen-
eral public assumes blind
people cannot be involved.

But we began learning a
valuable lesson when Serena
was just a babythat there's
almost always a way to get a
blind kid into the game,
whether a sports game or the
game of life. We have made it
a point to get to know lots of
blind adults, many of wholn
kohl jobs most people would
assume are impossible for a
blind person to do. We're
determined to keep all the
doors open fiw Serena; we
thank these adults and the
National Fedemtion of the
Blind fbr inspiring us to do
just that.

Carol Castellan

While visiting blind sports commentator Don
Wardlow in July, Serena met and interviewed Patrick
Lennon of the New Britain Red Sox. Serena's inter-
view with Lennon was played on the preoame show
and published in USA Today Baseball Weeldy.

Serena Cucco is 11 years old. She lives in Madison,
New Jersey with her grinds, Bill and Caml, and
her ymtnger brother John, 8. Serena is a fourth-
gmder at Kings Road School in Madison, where
she especially enjoys writing wodcshop, science,
spelling, football and recess.

Batter up! Serena suited up last April for a
game in the Madison Little League.

The Children's Page welcomes contributions from children with disabilities, their siblings and their friends. Be creative! Send your stories, photos and artwork tu:

Chiedren's Page, Exceptional Parent, 209 Harvard Street, Suite 303, Brookline, MA 02146-5005.

132 EXCEPTIONAL PARENT / JUNE 1995 5 8 9



No OBSTM TES. No LIMITS.

When your family's plan.s are as big as the great

outdoors, don't let your minivan box you in!
Vantage Mini Vans is proud to introduce our

new line of premium lowered-flotir c(mversions

built on the exciting FoRt) WINDST \ R minivan.

As a leader in our industry, Vantage is one
of the tirst to offer the popular Windstar as an
alternative to our existing line of fine Chrysler
minivan conversions. Just as we've been leaders

in bringing you the nu)st dependable, top quality

conversions since OW Inception in 1987.

Ytmr Vantage Windstar lowered-floor
minivan is available as either he popular and
economical TRFKKER, with its easy-to-use manual

fokl-out ramp; the St 'NtMr! , with its reliable power

fokling ramp; or as the premier NORTIISTAR edition,
with its sleek, under-the-floor
ramp tlmt glides smoothly out--
vitt tally In oh "Di where!"

Every Vantage Windstar comes equipped with a
myriad of standard features to make your life simpler

and your commutes safer.
Most notable are the flexible
seating configurations and
crash-tested restraint system.
And, as with all Vantage
Mini Vans, optionslike our
all new 4-button key chain
remote control--abound. In
addition, our optional sliding
rear seat allows for abundant
seating and an extra nine

cubic feet of storage in the rear of the vana must
for families on the go! These are just two of the many
ways your Vantage Mini Van can be customi:ed to fit

your active likstyle and the needs of your children.

NEW VANTMIE WINOSTAR coNVERSION.

Life offers no limits. Why let your transportation set

t he Rtundaries

. .

Ilu 1'.07,iome
ilk lbw? -mtup

N/ A NJ 1" 1\/1 I

(800) 348-8267 TOLL FREE

V A IV S
(.alt todaN hn a bee tull-color brochure . Nauonaf dealer netw(wk tiitli tectdritv t ehk les mailable.
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Quick Change
h

Imagine an infant stander so adaptable it can
change its appearance instantly to become a
stroller or even a highchair. Tumble Forme', a

leader in early intervention products, now intro-
duces the Chameleonhm.

Perfect for home or school use, the Chameleon
accommodates children from 25 to 37 inches and
up to 50 lbs. With this one lightweight unit, you
can create numerous vertical, prone, and supine
positions, for sitting, lying, or standing. The seat,
seat back, and foot support each adjust for infinite
possibilities. Meanwhile, the child s cradled

against cushioned supports to ensure proper body
alignment. You get three versatile products
slander, stroller and highchairall for the price of
one.

The Chameleon features a removable tray to
allow easy transfer as well as swivel casters for
prtability. Breathable fabric covers are conve-
niently removed for laundering.

Leave it to Tumble Forms to change the way you
view standers.

For more information, call 1-800-631-7277. In Canada call 1-800-665-9200.

Circlo # 26
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Ford Mobility Motoring
Adds More To Life's Rewards!

Ford Motor Company understands that a physical

disability doesn't mean life can't be rewarding. For

many, there's no greater reward than the feeling of

freedom and independence that comes from driving.

That's why your Ford and Lincoln-Mercury dealers

want your active life to include a new 1994 or 1995

Ford or Lincoln-Mercury car or van or Ford light

truck. And that's why the Mobility Motoring Program

was created ... to make adapting your new Ford or

Lincoln-Mercury product easier and more rewarding!

A SMOOTHER ROAD TO TRAVEL
Mobility Motoring starts with a toll-free call. You'll

know you've arrived when your Ford or l incoln-

Mercury dealer hands you a check lor up to $750

toward the installation of adaptive driving or passen-

ger equipment. There's nothing for you to send in ...

and there's no waiting for your check!

You'll also receive a complimentary Ford Cellular

Telephone' and Roadside Assistance' for the

duration of the bumper-to-bumper limited warranty.

MOBILITY
MOTORIN

PROGRAM

INFORMATION YOU NEED ...
FOR INFORMED DECISIONS
The Ford Mobility Motoring Program also provides ...

friendly toll-free and special "TDD" information

lines to answer your questions.

a list of nearby assessment centers authorized to

provide a "prescription" for your vehicle's adap-

tive equipment.

a list of local adaptive equipment dealers and

instal lers.

sources of funding which may be able to provide

assistance in addition to the amount you receive

from the Mobility Motoring Program.

Best of all, you get Ford Motor Company's products

and services A Company where quality and service

are always "Job V"

So whether your life demands a new Ford or

Lincoln-Mercury car or van, or Ford light truck ...

just call 1-800-952-2248 (for TDD users:

1-800-TDD-0312). You'll discover that Mobility

Motoring is your kind of reward!

Fre* Wary Motorimg Woo!
This video shows how easy it is to open the door to

Mobility Motoring rewards. You'll meet people who

have learned that the process is really simple. You'll

also see how Ford products adapt .. for versatility,

convenience and just plain motoring tun Just ask for

your free video when you call us.

PROGRAM PERIOD
October 1, 1994 September 30, 1995

Customer is responsible for a 121-day minimum activation on the

Ford Cellular System. Some local individual carriers may require

a longer agreement as well as otlwr related service and usage

charges, so acceptance is optional To te eligible tar the
complimentary Ford Cellular Telephone, the customer must also

live in an area covered by the Ford Cellular System at the tone ol

the purchase or lease.

Ask your dealer lor a copy of lhe limited warranty and complete
details of the Roadside Assistance Plan. Vehicles covered by the

Lincoln Commitment, F-Series Preleued Care or Red Carpel

Lease plans have additional benefits

A NEW CAR, VAN OR LIGHI TRUCK ... ADAPTIVE EQUIPMENT ... AND ON-THE-SPOT CASH!

Ford and
Lincoln-Mercury Divisions 1%1, 9

are* * 135
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Cover: Deanna Simon (left), 20,
a shulent at The Connecticut
Institute for the Blind/Oak Hill
School, spends some time with
her friend Justine Kleczkowski,
12, a student at Slade Middle
School, where Deanna's ckas-
room is located

At Oak Hill, community inte-
gration is part of everyday life. It
begins at home, where students
live in small residences located
in family neighborhood& Oppor-
tunities for fiiendship and peer
interaction continue at school,
because Oak Hill's educational
programs are typical& located in
public school settings and pro-
vide numerous opportunities for
shared activities Photo: Roger
Maynard, Applied Photography,
Glastonbwy, Connecticut
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Community inclusion begins with friendship
As they venture out into neighborhoods and communitiesparticipating in new
activities, trying to make friendschildren and young adults with disabilities,

and their parents, learn a lot about taking risks. There are risks
when we try to be independent; there are also risks when we
reach out to ask members of the community for assistance.

As children develop, it is natural that they want to test their
abilities and limitations by taking on new challenges. Parents
often recalling their own childhood struggles with similar
issueswant to encourage their children, but at the same time,
find themselves constantly weighing the potential benefits of a
child's participation in any new activity against the risks of
pain, injury or embarrassment. Parents seek the perfect balance
between protection and overprotection.

In recent years, increased attention has been paid to the development of social
skills. Adults have come to appreciate the importance of friendships. Academic
or mobility skills are important, but loving relationships contribute even more to
a fulfilling life. And participating in a community, with its interconnected net-
work of relationships, is another important part of living.

In this issue, we are pleased to provide wonderful examples of the ways parents
and professionals are creating opportunities for children and young adults with
disabilities to make friendships and become full participants in their communities.
The social commentators who bemoan the disappearance of community life
would do well to read the stories in this issue. From Maglia, California, to Rock
Valley, Iowa, to Pottstown, Pennsylvania and beyond, these stories demonstrate
that communities can respond to the needs of their members in ways that are
supportive and meaningful for all. They also show that the inclusion of young
people with disabilities and their families enhances the life of the community as
a wholeafter all, what is "community" if not a place where each person
benefits from and depends on the participation and contributions of every other?

STANLEY I). KLEIN. PH.D.
_

The risks of controversy
When we published material on facilitated communication (FC) in our May issue,
we knew we risked upsetting some dedicated readers, both parents and profes-
sionals. At the same time, we felt we had a responsibility to present thoughtful
perspectives on this topic.

It is clear that there are different points of viewas evidenced by both the
strong letters we received in response to the May issue and Dr. Biklen's article in
this issue. We are committed to providing a forum for caring parents and profes-
sionals. That is why Dr. Biklen's article appears in this issuedespite the advice
of some people who recommended that we not publish it.

For more than 40 years, I have worked with people with disabilities, their families
and professionals. In that time, I have had the honor of meeting many wonderful
human beings. Virtually all were caring, compassionate people, deeply dedicated
to children and families. However, we have not always agreed with each other on
all matters. And there are times when, in the heat of discussion, it can be difficult
to disagree without becoming disagreeable.

I am saddened that some readers perceive our reporting on FC as pitting parents
against professionals. Erwptional Patrnt has always been dedicated to respect-
ing and supporting the expertise of parents, and promoting the need for parents
and professionals to collaborate respectfully. We will continue to publish infor-
mation and opinions on FC and other controversial subjects, and we invite your
part icipat ion.
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Columbia offers you solutions to the daily challenges of

ba g, toileting and transporting your child - with comfort, safety and ease!

Ad

You and your child face some tough
challenges, but you're the one who must
solve them in the most practical ways.
Here's how we can help:

IllAt toileting thne, our
Toilet Supports fit
easily onto any toilet;

remove easily, too. And
our Positioning

Commodes give
the same
toileting

support in any
location.

05900 111-Bark
Peeitioniorg Cowroode

frr jogai'''. adults

Ill At bathtirne, our popular Wrap-
Around Bath Supports and Reclining
Chairs allow your child- and you- to
enjoy the bath.

Witham
for a child
1014 to p to 23

When your child has outgrown that
infant car seat, you can have peace of
mind knowing that the Columbia Car
Seat has been crash tested for children
from 20 to 102 lbs.-yet weighs only 11

07200
rap-Aroma

SiPPort

pounds! Comfort, style
and adjustability have 1".

made it the No. 1
choice since 1986.

Why do these
products work
so well?
Much thought and
care go into the design of each
Columbia product. We make each item
in the right size for your child, with lots
of adjustability for a custom fit. They are
made of durable materials, proven in
real life. Made in the USA and sold all
over the world, Columbia products are
leaders in all their categories.

Get all the details from our FREE full
color catalog. "Sharing the Caring"
means products that work!

02000
Car See

CA1100-454-6612 TODAY FOR YOUR FREE CATALOG
Colt% ii-Medical Mfg. Corp., Dept D2, P.O. Box 633, Pacific Palisades, CA 90272
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Sharing Our Children
With the World
The April 1995 issue of Erceptional
Parent included an incredible series
of articles describing family vaca-
tions enjoyed by families who have
children with disabilities. These sto-
ries were uplifting and inspiring. I'm
sure they will inspire manyinclud-
ing my wife and 1to consider trips
hitherto deemed impossible.

After reading all these vacation
stories. I came to the last one, enti-
tled "Sharing The World With Our
Children." Given the mood and
message of all these first-hand
accounts, I'd almost suggest chang-
ing that last title to "Sharing Our
Children With The World." That title
would better express another
theme and accomplishment of all
these storiesthe effect on all the
people who meet these families on
their trips must be very positive
and enlightening. Thanks for a
great issue!

Puitsim
Yon

Cm%

ADS
inH A

Ongart,

B.R., New Yodi

lb reach out to parents
of children and young adults
with disabilities and special

health care needs and to the
professionals who woe families

To empower parents and
professionals by providing
practical information and
emotional support
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Full Circle
I remember the first time I ever saw
a copy of Exceptional Parent. I was
just getting used to the idea of hav-
ing a baby with Down syndrome,
but very worried about what life
was going to be likefor him and
for me. And there, in the library, on
the cover of your magazine was the
picture of a smiling child with
Down syndrome. At first, I couldn't
really look at the child on the cover,
I just took quick glances. Every
week, I went to the library to find
books about mental retardation and
child development. Each time, I
looked just a little longer at the
cover of the magazine. Finally, I
took a big stepI opened it!

It took several more months
before I actually brought a copy of
Exceptional Parent home and read
it. Now, five years later, there is my
son smiling at other new parents
from page 26 of the May issue. (I'm
startin, to cry as I type this.)

Anyway, what I'm trying to say is
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thank you, thank yau, thank you
for your work and dedication to
serving parents!

Barbara Mitchel!
West Liberty, Ohio

EDITOtes NOTE: Barbara Mitchell's
story about her son, "Making not-
taking Fun," appeared within James
McDonald's article, "Turn-taking: A
Giant Step To Communicating"
(May 1995).

Facilitated Communication
As the parent of an exceptional young
man who uses facilitated communica-
tion (FC), I was dismayed mid disap-
pointed at your supposedly infonna-
tional article on the topic ("Facilitated
Communication: What Parents Should
Know," May 1995). Your obvious bias
was so blatant I had difficulty Pnishing
the article.

Just because you and other "pro-
fessionals" don't understand and can't
accept a non-traditional method of
communication doesn't give you the

continued on page ti
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THE WATFR WALKER

* Prone or supine support.

* Contour lines that allow
use of arms and legs.

* Straps to secure person
on float.

* Pillow for head support.
S.M.L

* Improves coordination,
postural control and
muscle tone.

* Provides independence.

* Secured in center with
belt or seat.

* Trade-in policy.
*

* Covered by moq
insurance companies.

AQUATIC THERAPY FLOAT

Contact:
AQUATIC THERAPY
1903 East B Avenue
Plainwell, MI 49080
(616) 349-9049

CID

Circle *118

Did I Hear You Say Help?
National Christian
Resource Center on
Mental Retardation

a serWce ot

Bethesda
LUTHERAN HOMES
ANS SERVICES. INC.
700 Hoffman Dr.
Watertown, WI 53094

Napolitano
Executive Director

Call 1-800-368-INFO

o Are you looking for
appropriate services
for yourself, your family
member or client?

o Would you like to
obtain information on
religious services and
materials offered by
specific faith groups
and Bethesda?

Then call our lll-free hotline 1-800-369-INFO.

We offer:

Lists of services in specified geographic areas.

Referrals to advocacy and support groups.

Referrals to religious education programs.

Lists of religious materials.iyoBethesda offers workshops and resources to help
u build parish ministries which fully include

persons with disabilities and their families. For
more information call 1-800-369-INFO.

Circle *173
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continued from page 4
right to condemn the process. The "reading and
research" you claim to have done focused only on the
negative aspects of FC presented by people with another
agenda.

I don't claim FC is a miracle or a cure. But it is a
means by which nonverbal individuals can express their
thoughtsnot just canned phrases from a language
board. One of the first things my son "expressed" after
beginning FC was to throw his language board.

That article only focused on the negative situations
that can occur when people abuse an FC user. Abuse
allegations are the exception rather than the rule, but
they get much more attention than all the FC successes.
What about the documented use of FC by people who
now type independently? Why did you ignore the
research done by people like Doug Biklen?

Your magazine has done a grave irkjustice to FC and
to those people who, like our son, can now express
their thoughts and feelings. As an apology to their par-
ents, you must publish the research results that show
the positive aspects of FC.

Ann 0. Reeves
Watsontown, Pennsylvania

For "exceptional" parents, there is nothing more burden-
some than false hope, and few things more valuable than
reasonable expectations. Expectations establish the stan-
dard upon which successes and failures are measured.
Successes validate our choices and our parenting skills,
allowing us to experience pride and happiness in the
accomplishments of our child with disabilities. In turn, we
are empowered to meet our own needs, and the needs of
our spouses and children.

The May 1995 issue of Exceptional Parent was most
exceptional. Both editor and publisher should be com-
mended for their courage and professionalism. nuth
and honesty are the greatest gifts a parent can be given.

G. Emeison Dickman, III
Maywood, New Jersey

M With the publication of the article on facilitated com-
munication, you have ceased to be a source of valuable,
unbiased information for parents. Instead, you have
joined the ranks of doctois who believe that people with
developmental disabilities can't possibly have any intel-
lectual ability, pedagogical teachers who refuse to relin-
quish control, and the stifling system of so-called "con-
sumer-oriented" service providers.

After 27 years of silence, my daughter, Leslie, ming an
augmentative communication device with the therapeu-
tic technique of FC, can tell me when she has a
toothache and where and how she wants to celebrate her
birthday. She tells us that she taught herself to read by
age six and explains about the distortions in her visual
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perception. She can also tell her three-
year-old niece, Sarah, that she loves
her--with Sarah doing the facilitating.
Sarah is a bright little girl but she does-
n't know how to spell. Sarah's ability to
facilita e with Leslie is one of many
confirmations I have had that it is
Leslie doing all the talking.

These are Leslie's words"We are
smart. We are waiting so long. We are
getting tired. The system prevents
the person from getting the proper
equipment. The system is the reason
we are not prochict!ve. The system is
doing nothing to help."

Inform yourself, Exceptional
Parent, and look to the positive
research that is available.

Barbara Lockerinan
Washington, Pennsylvania

Authors Karen Levine and Robert
Wharton encourage parents to have
FC eliminated from a child's school
program when they suspect a facilitator
may be influencing communication.
But rather than presenting FC as
something that either works or doesn't,
it needs to be understood as a process
that requires ongoing problem-solving
and the establishment of safeguards.

Even if parents discover that com-
munication has been influenced, there
are potential solutions to that problem
that should be tried before they com-
pletely eliminate what may be the
most valuable augmentative conunu-
nication system for their child. In
addition, parents should be encour-
aged to have FC included in their

IEP when it is the child's primary
means of conununication.

Betsy Knata
Brooklyn, New Yolit

a Thank you for your factual objective
article on FC. As a regmtered nurse and
case manager working in the devebp-
mental disabilities field, I will not
ignore research. It seen's that most pro-
fessionals feel as I do, and PC ..!-; now
used primarily for personai communi-
cation between parent and child. This
is probably okay. Mothers and fathers

have always "verbalized" their infants'
cries- correctly interpreting "you want
to be changed" or "you are hungry."

Still, putting exact words in the
mouths of others is a scary concept. I
challenge all FC believers: do your
own investigationlet a machine or
other device steady your child's hand.
What are the results? The fact that FC
often "works" with only one facilitator
should be a red flag.

Just last week, I attended a confer-
ence where a well-known speaker
expounded on the virtues of FC. When
the audience asked difficult questions,
the answer was always the same"Just
ask the FC user what he or she wants."

Parents who use Fe with their
children need to ask themselves this
question: "When I am no longer
around to 'speak' for my child, who
will?" Will their daughter someday
"request" a hysterectomy because she
has stated through FC, "My periods
are too painful'?" Tough situations like
this happen all the time with nonverbal
a(lults, many of whom are cared for
by someone other than their parents.
As an advocate, I always ask, "Who
really wants this, and why?"

Parents and professionals must
work together to protect all people
who cannot speak for themselves. FC
has already caused devastation across
the nation. Blindly perpetuating a
false theory, no matter how wonderful
it seems now, may come back to
hauntno, to harmthe sons and
daughters we so dearly love.

Gail Wolf, RN/CM
Roseburg, Oregon

TeU us about...

... your child's use of
technology.
Write to: Readers MA, EXCEPTIONAL
PARENT; 209 Harvard St., Suite 303,
Brookline, MA 02146, (617) 730-8742.
(fax). A sampling of reader responses
to this question mill appear in
fature

C GO

For more information on Apple
products, contact us at 800-600-7808,

800-7i5-060l cim, or on the
Internet at applewdsgOreworld.com.

Apple it
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Arisiza...,rgx,

Now your child or loved one can enjoy the fun
of a canopy or tent-style bed, plus the protec-
tion of a soft, sturdy enclosure that:

Reduces falls and injuries.

Controls wandering.

Encourages more relaxed sleep.

Accommodates medical equipment.

Fits all ages from child to adult.

Includes a removable bedskirt and border
in your choice of colors.

A patented design. Vail beds are frequently
covered by private and state-funded insurance.
And they come complete with mattress,
enclosure, manually adjustable head and foot,
1-year warranty, lifetime service, and easy step-
hy-step assembly video.

For a FREE catalog, call
1-800-235-VAIL

16-11trit2r/OFIr.41,MIL AllimmrAININ

THE WHOLE FAMILY SLEEPS EASIER
WITH A VAIL ENCLOSED BED
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Self-Stimulation and Smearing
My 10-year-old daughter suffered brain damage at one
day of age as a result of hypoglycemia. Aimee has severe
mental retardation. She is nonverbal, wears diapers and
has an uncontrollable seizure disorder.

At age three, Aimee started touching and rubbing her
genital area. I brought this to the attention of her occu-
pational therapist, pediatrician and neurologist. They all
said "masturbation" was age-appropriate and recom-
mended that I ignore it.

Ignore it I did. For several years it was not a problem,
then Aimee found out how to get her hands in her pants.
Eventually, she began to stimulate herself enough to
cause a bowel movement. She would then smear herself
from head to toe. Her teacher called this "body paint-
ing." For a while, I solved this problem by dressing her
in one-piece outfits, even making her clothes myself as
she grew and it became difficult to find one-piece outfits
in her size.

Now, however, Ahnee has figured out how to slip her
hand up her pants leg to get to her diaper. She has even
figured out how to dig her fingers in at the crotch on the
outside of her pants. Needless to say, I've had to wash .

many clothes, and give many baths.
Aimee does not realize that this behavior is inappro-

priate. I have no way to let her know this behavior is
unacceptable. I now hesitate to get babysitters because
if Aimee does a whopper of a "body painting" job, they
won't come back.

Aimee will soon start summer camp, and I'm afraid
there are going to be a lot of problems, especially when
the kids go swimming. Aimee has not started menstruating
yet and I can't imagine what might happen when she has
her period.

Does anyone have any ideas for breaking Aimee of the
habit of masturbating and "body painting," or ideas for
keeping her hands out of her pants? Aimee's grevious
occupational therapist, Debbie, has remained a good
friend. Debbie is willing to help me create something
that would give us a better quality of life. I'm at the end
of my rope now and desperately need help.

K.D., Pennsylvania

Residential Care
My three-year-old son has been diagnosed with infantile
spasms, microcephally, mental retardation and autism.
He lived at home with me until a few months ago. My
son's disorders caused extreme behavioral problems; he
would scream for ten hours a day. I was constantly
exhausted and felt I could not care for him any longer.
Finally, I placed him in a residential care facility. I am so
heartbroken and depressed. I need to talk to other parents
who have placed their child.

601
K.S., Ohio
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continued from page 8

Water Bed?
My one-year-old daughter has spastic
quadriplegic cerebral palsy Because of
her limited movement, I am concerned
for her comfort and often go into her
room during the night to turn her.
Although she sleeps on a high-quality
mattress with a lamb's wool cover,
there is always a dent in the mattress
in the spot she has been sleeping.

I am wondering if a water bed or
any other type of special mattress
might be more appropriate and com-
fortable for her. I would appreciate
advice from parents who have had
experience with different types of
mattresses.

D.S., Massachusetts

Chromosome l8p-
My 16-year-old daughter was born with
a partial deletion of the short arm of
chromosome 18 (18p-). As an infant,
she had hypotonia (low muscle tone)
and developmental delays. At the age
of 12, she developed muscle spasms
and tremors. Doctors tell me that they
know of no other person with 18p-
who has developed these symptoms. I
would like to hear from anyone whose
child has similar problems.

C. W., British Columbia, Canada

En1:^01eS NOTE: The Chromosome 18
Registry and Research Society
(6302 Fox Head, San Antonio, TX
78247; 210/657-4968) can put you
in touch with other parents of
children with 18p-. Their registry
currently lists 51 children with this
condition.

Peters Anomaly
and Dental Problems
We are the parents of a happy, two-
year-old named Benjamin, who has
Peters anomaly (a condition where
there is adhesion of the cornea to the
iris). As a result, he has congenital
glaucoma and vision of approximately
20/600. In addition, he has hypotonia
(low muscle tone) and developmental
delays.

Despite his disabilities, Benjamin

gets around very well. He crawls
everywhere and is starting to stand
without support.

Now, we have a new concern.
Benjamin has only nine teeth, and
half of them have come in fused. We
have taken him to a pediatric dentist,

who has answered some of our ques-
tions, but we would also like to cone-
spond with parents who have a child
with this type of dental condition, or
any parents of children with Peters
anomaly.

R.L. & C.L., Michigan
continued on page 12
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The joy of anticipation was all over his face...Troy's dad was taking
the training wheels off his bike. His dad helped him get started...then,
he let go...and Troy was doing it, he was riding all by himself!

Troy's father knew that sometimes the hand that helps most is
the hand that lets go. So did the parents of Victor. a young boy with
multiple disabilities.

Victor was 13 years old when he arrived at Heartspring's residential
school. He was unable to tolerate being around a lot of people. Crowded
rooms or noisy hallways frightened him. He couldn't seem to participate
in the real world.

From the very beginning. Heartspring staff worked with Victor's par-
ents, school districts, and other professionals, setting goals so he could
gain the independence he needed and return to his home community.

Now, five years later, Victor attends public high school classes for
a couple hours, then goes to work at a restaurant on the campus of a
local state university. He has learned to tolerate walking in hallways
that have over 1,(X)0 students on their way to class! Currently. staff
are working on other needs Victor has to ease his transition from
Heartspring to his home community.

Like Victor. all children who enter the doors of Heartspring are
guided to discover a greater sense of independence, confidence, and
the ability to reach for their potential. Our individualized programs and
personal care help children with disabilities make it through many of
the challenges they face growing up.

If you know a child who needs help making a transition into the
real world, call Heartspring today. Togethcr we can make a difference.

1-1FARTSPRING
A lifeskills learning center

2400 JARDINE DRIVE WICHITA. KANSAS 67219-4699

1-800- 835-1043
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continued from page I I

Developmental Apraxia
of Speech
My flve-year-old son was diagnosed
with developmental apraxia of
speech (DAS) several years ago. I
have been unsuccessful in my search
for information on this subject. Are
any universities or clinics doing
research on this condition? I would
like to hear from any therapists or
educators who have worked with
children who have apraxia.

Finally, I would appreciate hearing
from parents of children with DAS.
Is there a DAS support group out
there somewhere? I want to sign up!

S.A., Arkansas

EDITOR'S NOTE: The National
Organ ization for Apraxia and
Dyspraxia (7675 Charter Oak Dr,
Pennsecokz, FL 32154; 904/478-
4895, voice; 904/494-1444, rry)
can provide information about
DAS. They can also put you in
touch with other families dealing
with this condition.

Search and Respond is an opportunity for our

maders to exchange information about their
practical eperiences meeting the everyday
challenges of life with a child or adolescent
with a disability. We also expect parents to ask

appropriate professionals.
Please indicate whether the letter is a

search or response. Ha response, be sure to
note in which issue the original Search letter
appearod. All responses are forwarded to the

writers of the Search letters; some are pub-
lished. Published letters may be edited for pur-
poses of space and clarity.

Write or EVC

Seafth or Respond,

Exceptional Parent
209 Harvard Street, Suite 303,

Brookline, MA 02146-5005

Far (617) 730-8742

For information about specific disabilities, con-
tact the National Organization for Rare
Disorders (NORD), 100 Rt 37, P.O. Box 8923,

New Fairfield, CT 06812, (800) 999-NORD,
(203) 746-6518. Also, set "National Resources
for Specific Disabilities and Conditions" in
&callow Futon's 1995 Resource Guide
(January 1995).
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Dealing with Seizures
D.R., (May 1995) has a son,
Christopher, who is almost three
years old. He has cerebral dygene-
sis, meaning that rougldy half his
brain is gone. He has developmental
delays, Itypotonia, slightly clubbed
feet, farsightedness and a seizure
disorder that is mostly controlled by
Dilantin. But when Christopher
does have a seizure, he stops breath-
ing. D.R. wanted to know how other
parents deal with seizures, especial-
ly how they sleep at night.

My family and I could write a book
about seizures. Our son, Timmy, is
four years old now. When he was 23
months old, we were told he had
severe mental retardation. Boy, did
those words change our world! But,
later that month, we found out what it
was really like to have the walls come
tumbling down; that was the day
l'unmy had his first of many seizures.

We found Timmy in a pool of vomit
in his crib. At first, we thought he had
just spit up and gone back to sleep
until my mother-in-law, who is a nurse,
scooped him up and started doing
CPR Then I realized my son was not
breathing, obviously had not been
breathing, and could very well die.

Since we lived in a small rural
town, the local hospital promptly
flew 'Jimmy to a major medical cen-
ter. We had to drive for 45 long min-
utes, not knowing if he woilld be
alive when we arrived. He was start-
ed on Dilantin and was fine for just
two days when he had another
seizureand this one lasted for three
hours!

Since then, ilmmy has had more
seizures than I can count. With every
one, he has stopped breathingjust
like your son.

Last November he had the scariest
seizure of all, because we didn't

know it had happened. Again, we
found him in a pool of vomit. His
lips, fingers and toes were blue, and
he was scarcely breathing. To top it
all off, our wonderful pediatrician
was out of town. All doctors deserve
a vacation, but he chose to have his
when Manly was crashing! Thank
goodness we were able to reach
Timmy's neurologist who promptly
met us at the emergency room. By
that point, Timmy's vascular system
had shut down; they had to stick him
27 times to start an IV. While Tunmy
was in the hospital, his neurologist
told us about a new seizure medica-
tion, Neurontin, that he thought
would help 'Ilmmy. Timmy started on
Neurontin the day that he was dis-
charged from the hospital and has
not had one seizure sincenot one.

We do know what your life is like!
After 'Ilmmy's seizure in November,
we felt very guilty that we hadn't

NEW THEROPEUTIC TRICyCLE

.
ikft

USES WALKING MOTION TO MOVE TRICYCLE FORWARD AND BACKWARDS
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Developed for Children with Cerebral Palsy and
other special needs.
University studies show children improve gait and
increase self esteem during use.
Available in 3 sizes and adjustable for growth.
Chrome moly frame.
Shipped fully assembled.
Available in 3 colors.
Designed by physical Therapists and Ergonomists.
Customizing available.

Call or Write for Information F'acket and Orckr

Viewpoint Mfg.,Inc.
P.O. Box 108

Spanish Fork, UT 84660
0IWFETURING IlK. PHONE: 1-800-798-2430
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checked on him sooner and caught the seizure earlier. We
know what it's like to go without sleep. We are up a lot at
night just to check on Timmy; we can't sleep at all if we
don't know he is OK

I would suggest that you try to find a back-up system for
yourselves. It has taken us a long time to be able to trust
anyone but ourselves with Thrtmy, but we can't let our-
selves go crazy worrying; sometimes, we just need a break.

Check into your local resources, and see if you can
obtain a list of respite care providers. If respite care is
not available, you might try placing an ad in the newspa-
per for an occasional caregiver who is trained and
certified in CPR. Or, you might try calling the special edu-
cation department of a nearby college. That's how we
found our babysitter, a terrific young woman who is a
speech/language pathology major at the local university
She babysits for us on weekends and occasionally during
the week.

I'm not going to lie to youyou probably won't ever
sleep a full night again as long as Christopher has
seizures. But, with help, you just might be able to keep
your sanity

You are not alone! It is nice for me, too, to be in touch
with other parents who are going through the same
things. My mother always says God doesn't give us any
more than we can handle. Sometimes, I believe her;
sometimes, I don't.

E.E, Georgia

Stressful Car Rides
CR. (May 1)95) has a 26-month-old son, Austin, who
does not have a specific diagnosis, but has been labeled
"centrally hypotonic" (having low muscle tone). Austin
becomes very upset while riding in a car seat. His par-
ents have tried different car seats and different seats
within the car, however; Austin continues to become
upset when they put him in the carcrying, screaming
and holding his breath until he passes out. C.R. was
looking for ideas for making car rides less upsetting for
Austin and less stressful JOr his siblings.

Our wonderful I6-month-old daughter, Sophie, has a
peripheral sensory neuropathy and has been centrally
hypotonic from birth. Sophie hasn't gotten upset in her car
seat lately, but in the past, I found that sunlight and rapid
light changes (like those experienced while riding down a
tree-lined street on a sunny day) seemed to irritate her.
Street lights at night also bother her. We try to keep sun-
glasses on her and shades around her seat; throwing a
light-weight blanket over her car seat actually works best.
Though doctors say Sophie's eyes are normal, we feel her
system is slow to process and react to changes in light.
She also seems to dislike certain noises, like crowds clap-
ping and the noise the car makes on windy days.

We'd love to correspond with you and "compare notes."
JR, Illinois

&os

*New from ad-kart !

withkid4EIX Bus Transport
Tilt / Recline Model

"Twice the growth with
two seating systems."

The kki.EXern Positioning shell In the
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Nobility Bass.

* Kids can grow
from the
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* Complete
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System

EZ to fold
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Role Models

Tom Hershey
family was a team."

7bm Hershey, 32, is director of opercaians/assocktte
producer at Sony Pictures Imageworks in Culver City,
Calijarnia. He was born with a still-undiagnosed disability
that affects his statum and mobility, and that triggered a
kidney disorder at birth.

The following was adapted from a recent interview
between Hershey and EXCEPTIONAL PARENT editorial intern
Jennifer Koetber

My family has always been a team that has worked
together to make me self-sufficient. I think their
reaction to my disability was a decision not to con-

centrate on the disability, but on the child. This attitude
defined the way they dealt with it, and with me, over the
course of my life.

A homegrown approach
Shortly after birth, I developed a life-threatening kidney
infection that required four operations before I was four
years old and led to the loss of one kidney. During those
years, my health was very touch-and-go. As a result, my dis-
ability as a whole was considered a lower priority than its
most life-threatening symptom. After my kidney was
removed, I started eating better and gaining weight. My par-
ents were then able to begin to think about my other prob-
lems. In a way, the immediate danger of the kidney disorder
made the disability itself much more manageable.

At the time I was born,
there was a great deal of
interest in genetics and
chromosomal disorders.
I was first evaluated at
the Naval Hospital at
Bethesda, Maryland. The
doctors looked at my
malformed left arm and
leg and said, "Yes, this is
a very interesting chro-
mosomal disorder. We'd
like to run some tests."
They tested my chromo-
somes and said they'd
found several anomalies.

When I was five, my
father was transferred to
Hawaii. A team of doc-

tors at the army hospital decided to do their own chromo-
somal studies. Their tests came back normal. The doctors
back east had either made a mistake or were only seeing
what they wanted to see. My parents began to lose

After two years In Hawaii, Tom's
family returned to the mainland
when he was seven.
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Tom, 12 months, enjoys a tender moment with Mom. At this point,

Tom's parents weren't really thinking about his other disabilities. His

life-threatening kidney disorder overshadowed all other concerns.

confidence in the medical profession.
. My parents did stick with the "experts" a bit longer.
Unfortunately, the physical therapy program at the military
hospital wasn't geared toward children, or other people like
me. It was the first stop for Vietnam veterans with disabili-
ties before they returned to the mainland; so the vr regi-
men focused on strengthening other parts of the body to
replace missing or damaged parts, rather than trying to
improve the muscular system as a whole.

The hospital was an enormous facility. My mom had to
push me in my wheelchair down miles of corridors. Her
solution? She brought my tricycle from home and let me
ride it from the parking lot to the therapy room. Slowly she
realized that by using the tricycle and another little car that
I pumped with my arms, I was building up more muscular
strength than I was in my therapy sessions.

My mom resolved to find alternate ways to help me build
up my Etrength. This time, the solution was a little closer to
hometIle military officers' club swimming pool. We had
befriended the pool's lifeguard, Ed Rother, a retired Army
football coach. My mother approached Ed, and asked him
if he would consider developing a swimming program for
me. He agreed.

This occurred during one of my father's tours in Vietnam.
At the time he left, I didn't have the muscle strength to lift my
head out of the water. Ed began by rigging up a snorkel for
me so I could breathe. I swain every day, and rode my tricy-
cle and the little car around the neighborhood, too. By the
time my father got home, I was swimming a quarter of a mile
a day and diving into more than 10 feet of water to find a golf
ball. All this in about six months! My father was amazed at
the change this homegrown therapy had made in me.

Part of the fabric
The next watershed in my life came after we moved from
Hawaii to Vero Beach, Florida. At that time, I haxl two

millintierl pfl fy 18
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Role Models

continued from page 16
4, operations to lengthen the

muscles in my legs and stabi-
lize my feet. I did some basic
recovery therapies after
these operations, but I also
kept swimming. By this
point, I had enough strength
to use canes and a walker at
home; I only used my wheel-
chair at school.

A more important change
came through my enrollment
at St. Edward's School, a pri-
vate school in Vero Beach.
Headmaster Peter Benedict
was willing and eager to help
a kid who had some physical
disabilities and mobility prob-
lems, but who had tested very
highly in placement exams.

My parents felt able to shift
their focus from my physical needs to my academic and
social skills. My mother loves to tell the story of a day when
she came to pick me up from schooL She saw somebody
pushing a wheelchair with a child in it through the trees near

At age 10, Tom was an
enthusiastic Boy Scout.

the playground. With all the kids running around and havhig
a great time, it took a moment for her to realize that it wasn't
me in the chair I was hiding behind a log, fighting my part of
a mock battle from behind the lines. It was at this point that
she realized / was going to be integrated into the fabric of
these children's lives.

Academically, my adjustment was a little more complex.
My first teacher at St. Edward's was an old-school type who
immediately laid down the law with my mother"He may
have gotten special treatment elsewhere, but not in this
class!" My mother got ready for a fight, but that teacher had
my best interests in mind. The teacher knew instinctively
that she had to let me flounder for a little bit so I would
learn how to pull myself up.

A pragmatic attitude
My parents always wanted to make sure that my physical,
intellectual and social development were happening together,
they hoped to avoid a focus on one at the cost of the others.
This pragmatic attitude ruled all aspects of their lives. My
parents didn't dwell on my disability, nor the effect it had on
our lives. My dad had his job to do with the Navy; my mom
had her job to do with me. They were both motivated by the
fact that they believed in what they were doing.

If my parents had so-called 'typical" feelings like guilt or
contin ued on page 20

At Devereux...
a helping hand is just a phone call away

1-800-345-1292
In a nationwide network, Devereux
provides services to individuals of all
ages who have a wide range of
emotional disorders and/or
developmental disabilities.

Devereux services include:
residential treatment centers
community-based group homes
day treatment programs
transitional living
acute and partial hospitalization
foster care homes
family counseling and therapy
in-home services
aftercare programs

Circle *107
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Make any adult bike into a detachable
children's tandem.

Children age 4-10 up to 80 lbs.
Safety is the priority, knowing where your

child is at all times.
The Allycat Shadow bike rotates vertically and

hcrizontally while restricting side to side motion
The bike is very easy to turn because of the
hinging motion and low center of gravity.

The Allycat Shadow is designed with a free
wheel allowing the child to peddle as much or a
little as they desire. 444
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rwitInued jimn paw 18
anger, they were kept from me. Like maw/
military families, wemy parents, my sis-
ter and 1were a team. Moving from base
to base in my early years taught us inde-
pendence from standard social services;
we relied on other members of the family
for support. For better or worse, military
life isolated our family from many outside
influences.

Necessity and invention
I have always loved movies, so it was no
surprise that they have become my
career. At the Massachusetts Institute of
Technology (MIT), I m4jored in management with a minor
in creative writing. My work in the MIT media lab and
courses in entertainment marketing fed my love of film
and led me to the MBA program at UCLA, where I concen-
trated in entertainment management. From there, it was a
short hop to Hollywood, and here I've stayed.

While attending both MIT and UCLA, I was a volunteer
peer counselor for students with disabilities. I got involved
because I had to sit down with the person in charge of dis-
ability services and create a plan for getting around the cam-
pus. In the disability services office, I often saw college and
high school students who were touring the university and

buck

41.

Tom enjoyed a 1994 vacation in the
mountainseven though he neglected
to pack sufficiently waim clothing!

Haverich OrthoSport, Inc.
67 Emerald Street
Keene, NH 03431 (603) 358°0438

trying to find out more about disability
services. Most seemed very unsure about
leaving the security of home. So I offered
to speak with any students who wanted
to talk to somebody who was out in the
world and surviving. That one little offer
of help allowed me to talk to a lot of stu-
dents who came through the university

Upward swing
My life has been on an upward swing
since birth. Most of the time, I don't really
think about my disability. The only time
I'm faced with it is in a new situation;. then

I take 15 minutes, figure out how rm going to do something
and then go from there. My diqability has always been a part
of my life, and it gets more attention from other people than
it does from me.

My parents taught me not to be afraid of the unknown
and to be inventive about creating ways to be self-sufficient.
I'm a little wary of over-reliance on systems that are in
place, because I think that may dull the edge of the inven-
tiveness and creativity that you can bring out in children
with disabilities. Being able to figure out when any given
form of assistance works and when it's not the best alterna-
tive may be the most important skill they ever learn. EP

ARD CHILDREN'S HOSPITAL, REHA-
COTPMA

n. Transitional Power Mobility Aide

0
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0

Europe's leading line of specialized
bicycles, tricycles and tandems
now available in North America.
Steel frame. Duel caliper, drum
-and coaster brakes available.
Parking brakes standard.

,,..Latest styling and wide
choice of colour

',combinations.
More than 30 specially
designed accessories to
meet every need.

CIrclo #166
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Roan

Now a child with physical disabilities can be
positioned in SITTING, SEM1-STANDING,

or STANDING to optimizo access
to the environment. 0

Features 0
Electronic Speed Controls
Multiple Switch Options

Proportional Joystick Control
Radio Remote Control

Six Models Available

1-800-950-5185
INNOVATIVE PRODUCTS, INC.

Grand Forks, ND 58201

Circle 1Mo



tBack and forth, in

and out of conven-

tional hospitals and treatment

programs. Because complex

behavioral i5sues frustrate

treatment of a young child's

neurological deficits. Our

unique medical and behavioral

approach can break the cycle

of multiple failures. I If
,

71.77-71iorfl2' ,

1,

:N1410/,

414n6:

,

ARIL
.4

A

Hospital for Children and Adolescents 9407 Cumberland Road New Kent, Virginia 23124 1-800-368-3472

I I 614
Maki # 74



Turnyourh me it:itoan
exception leamIng center!

n

,

Take a 'oral approach
to helping your child become the
best he or she can be.

Communication is fundamental
to the human experience. Yet, for
many children, mastering language
poses special challenges. Laureate
Learning Systems has developed a
unique series of interactive software

tools that help children with special
needs develop their language, think-

ing and reading abilities.

These computer-aided learning
tools are designed by speech-

language pathologists and special
educators who know the needs of
children with developmental dis-
abilities, language-learning disabili-

ties, hearing impairments, autism
and reading problems.

Build independence
and self-esteem.

Laureate's interactive programs
ci.eate a true, mult i sensory learning

center right in your own home. The
software actually talks to your ghild,

using color ful graphics and 'lively

animation to make learning fun.
But, perhaps the most significant

benefit of Laureate software is that
your child can work independently,

615

building self-esteem.

65 exceptional ways to help
your child learn.

Laureate's programs concen-
, trate on the areas oflanguage devel-

opment that are most problematic
for children with communication
disorders. Our 45 page, free color
catalog outlines a seven stage pro-

< gression of language development
from birth to adulthood. Each stage

is marked by identifying language
characteristics and training goals.



Call 1(800 )562-6801
Once a child can signal with in-

tent, First Words, First Words II and

First Verbs are used to train early
developing vocabulary.

The Talking series and Simple
Sentence Structure help children
move from using single words to
word combinations.

The Language Activities of Daily

Living series helps users understand

and express the language com-
monly encountered in home, corn-
munity and school settings.

To help children communicate
in sentences, Laureate developed
Micro-LADS, 7 module series
which uses over 600 pictures to
train 46 grammatical constructions.

The Sentence Master is a revolu-

tionary program designed to help
students achieve success in reading.

Customize the
software to meet
your child's needs.

Each program
contains a Param-

, eters Menu which
lets you customize

Laureate's catalog is

check full of helpful infor-
mation, outlining 65 fully
integrated software
programs for Apple
Ile, Apple IIGS,

Mac and1BM com-
puters You'll find a

selection of software
7 stages of language

Dunng the early stages, children

use the Creatures Games to learn the

concepts of cause and effect and
turn-taking

The results
speak for
themselves!
Irnust admit I was

somewhat reluctant

to spend such a large

amount of money on

software, es-
pecially if it

didn't work, says Sharon Neison,
whose son Harry had significant
speech and language delays.

"But Laureate's President, Dr.
Mary Wilson, assured me if the soft-

ware wasn't right for my son, I could

just send it back. That was all the
encouragement I needed to help melt

awayone little boy' syears of fmstration.

Laureate software has made Harry a

self-directed language learner ond
the results have been phenomenal!"

ureate
Systems

%aid nnowned
Over the
st decade,
ureate's in-

eractivetalk-

the program to meet unique

needs of your child For instance,
. multiple interface options make
; Laureate software accessible to

1 4 4,;a: lie tti

the

appropriate child.

keyboard, game controller, Touch-
ndow, single switch, or mouse

ing so. _ware programs have
garnered numerous awards
for excellence of design and

Istructional content.Theyare
used by parents, teachers an
speech-language pathologists
around the world to help ex-
ceptional children roach theirfull

potential.

learn. Our professional staff; including

a team of speech-language path-
objsts, proVide customer supportard

is always available to answer your
technicalquestionsandhelpyou make

software selections.

And remember, Laureate soft-
ware is guaranteed to make learning

a fun and rewarding experience. If
you and your child are not com-
pletely satisfied with any software
program you receive from Laureate,
please return it for a full refund.

So call for Laureate's free cata-

log today (the toll-free number is
1(800)562-6801). You'll see excep-

tional results. Guaranteed!

P.

All our
software

comes with a
-language

pathologist
attached.

Laureate is

committed to helping your child

G 1 6

LAUREATE LEARNING SYST EMS, INC IR/EAST SPRING STREET, WINOOSKI,VT05404 TEL 1(802)655-4755L
FAX 1(802)655-4757 E-MAIL 74040 73.COMPUSERVE COM *OFFEREXP
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On "opening day" of the Friendship Club,

children proudly wear their newiy-created

membership badges. Surrounding Erin

are (from left) Kay lin and Ryan Gain,

Harmony Baker and Kristen Gain.

Erin's
Friendship Club

by Donna Tatro

I'm embarrassed to
admit it, but from
her earliest days
I've used bribery in

trying to establish
friendships for my
daughter, Erin. I can
still picture my first
attemptsas neighbon
hood kids played on
the lawn in front of

our triplex, I'd spread out a large blanket and some of Erin's
most stimulating toys. Then, with two-year-old Erin in My
lap, I'd spill a large bag of M&M's out in front of us. As I
caught the kids glancing in our direction, I'd call out, "Hi,
what's your ra,ne? This is Erin. Would you like some
M&M's'? Ask your mom if it's OK."

With a handful of kids sitting on our blanket, I seized the
opportunity to teach them about cerebral palsy and blind-
ness. They came to understand that nonverbal doesn't mean
dumb; the girls even asked me to help them make gastro-
stomy tubes for their dolls because, "just like Erin," they
couldn't "swallow good."

Soon the neighborhood children were asking if they could
come inside to play. Erin's therapy equipmentlarge balls,
colorful wedges and tumbling matslooked like a lot more

fun than the toys at
their homes. I always
kept snacks in the cup-
boards, too, even
though Erin couldn't

Nick Brown (right) and Erin enjoyed
feeding the animals during a trip to
a petting zoo.

eat them. AndI
admit itI tried to cre-
ate some emy when I
bought a hamster for
Erin's third birthday.
"Rodie" worked; she
drew the kids over for
frequent visits.

Wanting Erin to
erkjoy life from a kid's
perspective, I often
asked my neighbors if
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I could take their kids on a walk, to the library, to the park
or to the zoo. Outings were more exciting for Erin when she
could hear and feel the excitement of other children.

Later, we found ourselves across the continent living in
an apartment complex full of senior citizens and no other
children. I spent time at Erin's preschool and got to know
the other children and their parents. Again, I went out of
my way to invite her classmates to afternoon or weekend
outings with Erin and myself. I would always scan the
newspaper to keep abreast of special events for children.
And even though Erin is fed solely through a g-tube, every
outing included a stop at an if cream shop or McDonald's
to treat her friends. As you might imagine, Erin soon
became very popular.

"Bubbly Day" was gleefully celebrated by (from left) Danyel
Stoltey, Haimony Baker, Erin, Jenny Nunez, Amanda Jones and
Lyndsay Nunez.

Filling the summer calendar
The school year had been filled with friends and activities.
But as Erin's kindergarten year came to a close, I feared a
lonely summer. Though she attended the local school, ours
was a mountainous community where most children rode the
bus. There were no children Erin's age living nearby. I knew
that most of Erin's friends would not be allowed to call and
ask if they could come over, mast of their parents saw our life
as overwhelming, and they didn't want their children to
impose. "Hovel re people understand that I want them

!



With a little help Back to school
from my friends: When first gade started, many of Erin's kindergarten friends
Harmony Baker were in her new class. To help the children who didn't
(left) and Brandy already know Erin, I attached a small photo album to Erin's
Surplus help Erin chair. In it are pictures of Erin doing typical kid things

w with an art swimming in the pool, riding an adapted trike, holding her
activity. doll, cooking with mom, and doing things with friends. The

photo album is very popular with the kids; nearly every time
I'm at Erin's school, I see at least one child thumbing

to contact us?" I wondered. That's when I through it. It's a great way to let others know that despite
got the idea for "Erin's Friendship Club." Erin's obvious disabilities, she's still just a kid. EP

I began by filling up calendar squares with enough activities
to occupy every summer week. Ryan, the fifth grade boy who Donna 71dro lives in Magalia, California with her husband,
had been Erin's "big buddy" in kindergarten and her helper in Gunton, and daughter Erin, 7. Donna is actively involved in
Challenger Little League, accepted my offer to be the club helping otherfamilies obtain needed services and full inclusion

president. in their a:immunities and schools. In her fire time, she enjoys
I sent the calendar to dozens of Erin's friends from her gardening, sewing and reading.

kindergarten and Sunday school classes and her
Daisy Girl Scout troop. In my accompanying letter
to their parents, I discussed Erin's disabilities and

Dear
explained what their kids would encounter at our Parents,

know that I would need to organize
some activities

for

The first
week after

school let out was enough to let me

housepositioning equipment, therapeutic "toys"

Erin. She was one bored
kid; Mom just doesn't

make the

and various types of medical equipment. I told

best paaynete!
Phone calls to friends

told me we weren't

families that we had invited other children with
alone. Also I know parents assume

that our circumstances

disabilities to join the "club," and stressed that it

I've never
found that to be the case..Rather

than me get-

are such that
their kids

would be a burden to have over;

was our philosophy that diversity and uniqueness

ting on the phone
daily to find friends

to come over or

need to be celebrated.
go places

with us, this Friendship
Club has

was booked. Activities included "camping day"
With only a few exceptions, nearly every day

nized with already-planned
activities. been orga-I have invited

other children
with disabilities

to join
pool our lake), "bubbly day"
(we opened up the camper and called the wading

(we got out bubble
.ness ne

to be celebrated
.

friends, regardless
of our abilities.

Diversity
and unique-

our club.
I'd like the kids to understand

that we all needwands and filled the wading pools with bubble
ed

We treat
Erin's disabilities

in a matter-of-fact
way.

bath), "hairy day" (we made our own barrettes
I'm happy to answer questions

that the children raise

and pony tail bands) and "square eyes day"

children
will have a matter-cf-fact

acceptance
of Erin's

(and I don't discourage
them). You'll

find that the

(we watched favorite videos and made pop-
circumstances--often

sooner than
adults. You

should know

corn). We also made trips to the skating rink,
that in our home they'll

be exposed
to a lot of different

the park for picnics, a local pond to feed
a big city shopping types of positioning

equipment,
such as walkers and

ducks, the bowling alley,

three nechines--a
feeding

pump, a suction
machine and a

standers,
and therapeutic

"toys." At Erin's bedside
are

mall, the zoo, a matinee movie, a nature cen-
nebulizer

machine for breathing treatments;
I've found

ter, Erin's great-grandparents' home and
that kids

ignore these
for the most part.

Erin has

Marine World. Other activities included cook-
"buttons"

in her abdomen
through which

she's fed. I don't

ing, computer games, dancing and art activi-

help. If your child
tells you that he or she gave

Erin a

hide this from the kids; in fact, I encourage
them to

ties. I even invited a friend to join Erin's

shot, don't
worry, it's

not true.
Erin's medications

are

weekly trips to physical therapy.
drawn with needleless

syringes,
then pushed through a

It worked out wonderfully. Friends would
"straw" into her tunny;

1 let the kids
he3p with this.

look at Erin's calendar and decide if she

observe
and to ask question5!.

You're welcome
and encouraged

to come for a Lour, to

was doing something they'd enjoy. Then

The club will be an opportunity
to develop

and toin-

they'd call and make reservations to attend.
force friendships

with others.
It mdy also be on answei

Some days, Erin had only one friend come
to the summertime

boredom
blues. Even

if- your child doe::

over; other days, we hosted as many as 10.
I canceled only one activity due to illwneesIsl:

mno t(' i,,in iit!

Out ing:1
! !hi( we

I Ih, c '1,110,1 M, !,!),, ,,, , , : 1

nOt join the club, PI edi:e come
1 0 iu .1 Ili,' !:im,ci,11At other t imes, if Erin wasn't feeling

she'd just sit back while her friends
Tatraplayed. Best of all, both Erin and I estab- Dahlia,

lished deeper relationships with kids and
their parents.
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The tow truck is here.
Hoiv do I get my son
home safely?

Abilities Plus takes care of your

vehicle and your son. It reim-

burses you, up to a dollar limit,

for the Cost of the special trans-

portation be needs, too.

Is my van properly
insured?

Abilities Plus also expands your

coverage so that your vehicle,

with its special modifications, can

be repaired.

G

How do I get another
van?

You can rent the kind of replace-

ment vehicle you need, because

Abilities Plus doesn't restrict you

to a daily dollar limit like most

policies. Instead, it provides an

aggregate benefit which gives

you greater flexibility.
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Abilities Plus is comprehensive

insurance for people with special

needs. It's Roadside Assistance,

access to a dependent care net-

work, and many other services

that add value tbr our customers.

It's also fast, fair claim settle-

ment, and cusTomer service

that's available /mieneper v(u

want to speak with someone,

24 hours a day, every day of the

year. It's all this and competitive

prices too.

For more inft mmtion, call

1-800-222-2788.

Abilitiesuw
Carla; ter your special needs.

Circle #131

The
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Personal Insurance

A member of the worldwide ') Zurich Insurance Group

Coverage availability varies 1,1 state.



READERS TALK ABOUT:

Friendship

Rescue
9-1-1

Afew weeks ago, my 10-year-old daughter, Sophie,
invited a friend over to play at our house. Sophie is
the only child with a disability in her school. This,
however, has not stopped her from making friends

in her class.
That Saturday, her good buddy, Shane, came over to play.

At one point, Shane chose to stay upstaim and play while
Sophie went downstairs to watch a video.

After awhile, Sophie got impatient.
"Shane!" she shouted loudly, "Conic down here right now!"
"No!" answered the indignant Shane, still involved in his

Lego castle upstairs.
"Shane, if you don't come down here and watch TV with

me, I'll call the police!" warned Sophie.
"Oh, Mister Tough Girl," replied Shane, valiantly holding

his Own.
"1 am not a 'mister'," Sophie yelled up the stairs.
From the other room, I listened to this exchange with-

amusement, proud that my daughter was having a good old
verbal knock-down, drag-out argument with another kid.
Because Sophie was born with Down syndrome, I am
always encouraged when she acts like the standard-issue
10-year-old, even if it means being crabby.

A few minutes later, after the argument seemed to have
died down, I was set-

READERS TALK ABOUT: ting hot soup and big
crunchy crackers on
the table for the kids'
lunch. As they started
to eat, there was a
knock on the door. I
opened it to my
frietidly neighbor-
hood police officer.

"Ma'am," he
addretised me thornily,
"Did someone dial
9-1-1?"

"I !h," I turned red,

We invite you to contribute to ffie discussion in
firture issues of Excla,nota &lea In upcoming
months, readers will be talking about:

children's favorite toys and playtime activities
(October; deadline Aug. 1, 1995)

technologyhow has it maoe a difference for
your child? (November; deadline Sept. 1, 1995)

grandparents/extended family (December;
deadline Oct.1.1995)

Write to: Readers Talk, ExcEpnow PARENT, 209

Harvard St, Ste. 303, Brookline, MA 02146,
(617) 730-8742 (fax).
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"I think I can explain, Officer." I told him about the domestic
quarrel between Sophie and Shane. Apparently Sophie had
made good on her promise and, unbeknownst to anyone, had
dialed 9-1-1, probably while I was making the soup.

From their seats at the table, Shane and Sophie could see
that a real policeman was at the door. Sophie was looking
halfway smug, as if to say, "See, Shane, I told you so..." but
also halfway worried.

When I returned to the table, Shane, a look of shock on his
face, was repeating, "Sophie, I can't believe you called the
police!"

HAVING A FRIEND MEANS WORKING IT ALL

OUT TOGETHER, EVEN THE WACKY STUFF.

AND THAT'S A LESSON FOR EVERYONENOT

JUST FOR KIDS, AND NOT JUST FOR KIDS

WITH DISABILITIES.

I took Sophie aside and reprimanded her. I told her that
she should only dial 9-1-1 in an emergencylike a fire or if
someone were hurt. In no uncertain terms, I let her know
that she was not to call the police on her friends. She looked
downcast. and appropriately chastised and told me she
understood.

Of course, in a peiverse way that probably only another
parent of a child with a disability could fully understand, I
was thrilled Sophie could dial 9-1-1 and make the police
arrive! Truth be told, sometimes I wish I could call the police
on my friendsor my husbandwhen they won't do what
I want.

The good news is that a little while later, Shane and Sophie
went back to playing happily with each Other, their friendship
none the worse for wear. I guess that having a friend means
working it all out together, even the wacky stuff. And that's a
lesson fiir evelyonenot just for kids, and not just for kids
with disabilities.

G21
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Just Friends
ItS Wednesday night, time to call Allison!
It's a regular part of Liz's midweek rou-
tine to call her friend and make plans
for the weekendjust like any other

16-year-old girl.
For a long time, Liz's dad, her brothers

and I wondered whether this typical
teenage activity would be something Liz
would get the chance to experience. For years, we
had been her "friends." We tried to do fun things with her
together and separately--that would fill her leisure time and
ifrve her something to look forward to. For a long time, this
seemed to be enough. But as Liz grew older, it became clear
that there was one thing all teenagers need that we could not
provide for hertime away from her family. Then I heard
about the Just Friends progam.

Just Friendsa program of GOARC (Association for People
with Mental Retardation and Other Developmental Disabilities
in Omaha, Nebraska)is a one-to-one friendship program that
allows teens with disabilities the opportunity to interact with
peers without disabilities.

Just Friends matches teens with disabilities to teens without
disabilities. Matches are based on interests, ages and home loca-
tons. Volunteers without disabilities are asked to commit four
hours a month for one year to the friendship. What the two indi-

arf LIVE

See ya later, Mom! Liz (right) and Allison are on
their way "out."

viduals do during this time together is up to them.
In addition to making one-to-one matches,

Just Friends also sponsors several group events
and activities every month. These events provide
interaction activities for teens who are waiting
for a one-to-one friendship. The gaup events also
provide community involvement as Just Friends
participants attend events for teens that are run
by other organizations and members of other

organizations are invited to Just Friends events.
Liz was introduced to her current friend, Allison Holt, in

April 1994. Liz, 16, attends the Madonna School for
Exceptional Children. Allison, 17, is a junior at Millard North
High School. Liz and Allison do something almost every week.
The activity itself doesn't really matter. What matters is that
Liz is able to get in the car, leave her parents at home where
they belong and just "hang" with a friend.

Liz has learned a lot from the Just Fliends program and from
Allison. She has learned how other kids her age feel and act.
She has learned about loyalty and commitment. She has learned
how to answer the age-old questions: "Where did you go?"
("Out") and "What did you do?" ("Nothing"). But, most impor-
tantly, she has learned what it means to have and be a friend.

.lean Sigler
Omaha, Nebraska

Appreciating
Differences

As special educators, my husband and I are committed
to the inclusion of children and adults with disabili-
tiesin schools, communities and the workplace.
Our own daughter, Erin, does not have disabilities,

but we wanted to instill in her an appreciation (as opposed
to just tolerance) of differences in others. We knew that talk-
ing about diversity wasn't enoughErin needed to have the
experience of being around people who others might view as
"different." Through exposure, we felt our daughter could
develop friendships with a diverse group of people.

My husband and I have culturally diverse friends and
friends with disabilities, so Erin has always had lots of expo-
sure to adults who are different from Mom and Dad. But we
also wanted Erin to be open to having friends with disabili-
ties who wen closer to her age. Those opportutiities became
available when Erin started kindergarten and a child with
autism was included in her classroom. The kindergarten
teacher created an atmosphere of acceptance through both
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Erin Callahan, 6, and Michael Festino, 4, excavate a sandbox
"construction site" at the local park.

word and action. This outstanding teacher treated
Christopher as one of tlw gang, being matter-of-fact about his
occasional need for extra attention.

One day, I visited the classroom during "circle time." As
the other children sat on carpet squares listening to a story,

tittod Ott luirp..?0
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continued from p 29

Christopher walked around the
classroom. Erin saw me start to

approach him and quickly inter-
vened. "Mother, it's OK," she told me.

"Christopher needs to walk around some." I realized Erin
was learning in her own way that children have different
needs at different times.

During that same year, our family developed a friendship
with another family that included a four-year-old boy with
Down syndrome. I didn't feel the need to "set the stage" for
the children's first meeting by explaining about Down syn-
drome. I wanted Erin to get to know Michael first; the ques-
tions would come later.

After spending some time with Michael, Erin asked me why
he doesn't talk very much. I told her that some children have
difficulty using words to talk; instead, they may use sign lan-
guage, picture books or computers. Erin also asked if she
could get Down syndrome. I explained that children are born
with Down syndrome, that it is not an illness. I try to choose

t'It71.7V7-77.717-t7T,',;773111411

my words carefully so as not to diminish the person with a
disability; I also want to be sure that my explanations don't
make Erin afraid to interact with another child. In fact, Erin
and Michael have become great friends. They enjoy going
places with each other and spending time at the other's home.

Here are some suggestions I'd give other parents who are
trying to facilitate these kinds of friendships:

Answer questions. Don't make a child feel embarrassed
about asking questions. When answering questions, be
honest and direct.

Avoid labels. Instead, describe the child with a disability in
positive ways. Instead of saying, "Johnny doesn't talk," you
can say "Johnny talks with his hands."

Make inclusion a regular habit. Take advantage of every-
day opportunities such as birthday parties and weekend out-
ings to include children with differences, so friendships have
a chance to grow

Thresa R. Callahan
Ocean Springs, Mississippi

Special Friendships
Lately, friendship has been one of my top concerns for
both of my children, one of whom has severe physi-
cal, intellectual and visual disabilities. In meetings
with other parents of children with disabilities, I find

they are also preoccupied with the "friend situation." I think
many of us have started thinking about friendship because
the inclusion movement has made us question all the limits
placed on our children's lives, whether or not our children
are involved in "inclusive" education.

I am troubled, however, that other parents rarely consider
other children with disabilities as potential friends for their
children. We expect parents of "regular" children not to dis-
criminate against our children, but we discriminate against
them ourselves. I'm not saying that the friendships of a child
with special needs should be restricted to other children
with disabilities, but I strongly believe that the possibility of
such friendships should not be dismissed.

My four-year-old son, Isaac, has such severe disabilities
that the other children who attend his special education pro-
gram do not provide friendship opportunities in the usual
sense. It is clear, however, that he enjoys their company. His
teacher tells me that he constantly approaches his class-
mates and attempts to initiate social interaction. Sometinws,
he and another child will sustain an ongoing interaction for a
fairly extended period. It is distressing to me that the parents
of these classmates do not seem interested in trying tn sup-
port these "friendships" outside of school.

I have been fortunate to become friends with the mother of a
boy who has disabilities somewhat less severe than Isaac's This
mother has also been interested in promoting friendship between
our sons. Isaac and her son, Brian, enjoy each other's company
and meet each other's needs in ways that "regular" friends might
not. Both boys enjoy a level and type of physical contact that is
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not typical of boys
their age; they also
enjoy many of the
same play activities.
I know the other boy
looks forward to his
play dates with my "'Lc 110

son and likes having
a true friend. And if
Isaac could communi-
cate such an abstract
thought, I'm sure he
would say the same.

I don't mean to say that my son caimot be friends with a
child who does not have disabilities. Isaac certainly enjoys the
company of "regular" children. He also benefits from exposure
to children who use language well and behave in an age-
appropriate manner. In return, Isaac offers these children an
enjoyable experience free of competition and aggression. He
is unreserved about expressing affection and admiration.
These children may also learn that the differences between
themselves and my son are not. so great as they may first
seem.

I certainly hope that Isaac will have good friends in the years
ahead. I fully expect that many of those friends will have some
sort of disability Ilaving a friend with disabilities does not inalw
Isaac more "disabled," any more than befriending my son would
reveal a fitilit ig in a "nomur child. My goal for Isaac is the same
as my goal for everyone else in our family--to be open to
friendship whenever an opportunity presents itself, and to
create such opport unit ies whenever pt

Lyn ne 'Amor
West Bloomfield, Michigan

-,atra4s*

Isaac Sugar, 4, (le.t) enjoys playing with

Brian Matsumoto, t'.
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When these friends hit the mall, the Disney Store is thek first
stop. Angela Hope Litterilla, 14, is surrounded by (from left)
Brittney Otterback, Kathy Reyna, Hillary Barb-an-Hart*
Claire Andrews, Trish Howard and Nicole Myers. Friends
since the fourth grade, Angela and the rest of the crew are
now in junior high school. Angela, who lives In Oceanside,
California, has cerebral palsy and uses augmentative

communication.
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Checking out the underwater creatures at the National
Aquarium in Baltimore, Maryland are (from left) Stephanie
Nelson, 6, Caleb Nelson, 8, Kyle Laursen, 6, and Kallin
laursen, 3. Best buddies Caleb and Kyle have achondroplasia,
a form of dwarfism, and see the same doctor in Baltimore.
Their parents try to coordinate the boys' medical appointments
so the friends can spend time with each other during these
mini-vacations. The Nelsons live in Columbia, Missouri; the

Laursens live in Springfield, Missouri.

Would you like to share a favorite candid snapshot or slide of your
child and/or family with other readers of EXCEPTIONAL PARENT? Send it to:
Readers' Photos, EXCEPTIONAL PARENT, 209 Harvard Street, Suite 303,
Brookline, MA 02146. (Sorry, photos cannot be returned.) On a separate
sheet of paper, write your child's full name, age at the time photo was
taken, address and daytime phone number, and identify everyone in the
photo. If you like, you can also write a few sentences about your child.
Then look for a familiar face in an upcoming issue!

Davld Onweltwe, 5,
shows his affection
for peat-door
-neighbor and best .

friend Joshua
Charffenitz, 10. The

. boys, Who live in
:Washington, DC,

enjoy Playing with
toy cars and trucks
on the sidewalk, -

:splashing in Josh's wading pool and passing cookies,
candy and other treats through the fence between their
homes. Joshua has cerebral palsy.

AM-tow
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Eight-year-old Adam
Malone (left) and best
friend Jimmy Dio, 6,
strut their stuff in a
class production of
"Sentimental Journey"
at Anna McCabe
Elementary School in
Greenville, Rhode
island. Adam's mom,
Diane, says that
Jimmy can always be
found beside Adam
except when he's
behind him, pushing
Adam's wheelchair!

Best friends Kelsey Welch
(left) and Lyle Eldridge, both
9, enjoy Lyle's birthday
bash. It was no surprise that
Lyle chose to celebrate hie
birthday at Pizza Huthe's
a big fan of Italian food!
Lyle, of Montrose, California,
and Kelsey, of Quartz Hill,
California, have Down
syndrome.
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Grocery
Ba :age
by Timothy Perry

Ido diapers. Lots of them. I wash
dishes, do laundry and wipe runny
noses. I take my daughter, Chelsea,

to therapy sessions and doctor
appointments. So it was no sur-
priseto me anywaythat this
father might be grocery shopping
with his daughter one busy Saturday
morning at the local mega-market.

"Excuse me..." came a tentative
voice from behind me in the checkout
lane. I turned to see a silver-haired
woman in her mid-fifties.

"I couldn't help but notice. Does
your daughter have something wrong
with her legs?"

Chelsea sat in the grocery cart. She
was grinning wildly and sucking up
eye contact like a Kirby upright, but
three inches of orthopedic bracing
were plainly visible to anyone who
cared to look.

"She has spina bifida," I offered.
"Chelsea can't really walk on her
own."

I wondered if this woman would
react as so many others have.., by
abruptly ending the conversation
without uttering another word.
Confronting disability turns many
people instantly mute. It's an all too
common response, but one to which I
have always tried to lw empathetic.
Mier all, two and a half years ago, I
was walking in their Reeboks.

"Oh my. She looks so... healthy. "
"She is, really!" I declared.

. enjoying a vii.imainont'todt.111,
Chelsea and Dad

Chelsea is as bright, intelligent and
cheerful a toddler as any I know. She
exhibits none of the physiological
cues that point to conditions like
Down syndrome or cerebral palsy.
Seated in a grocery cart, there is little
to indicate she has any problem at
all... unless one spots those braces.

"I'm afraid I don't know what spina
bifida is," the woman volunteered,

4)s

Two-year-old Chelsea graciously accepts
the obligatory peck on the cheek fnam twin
brother Patrick. Acconiing to Dad, a bit of
sibling rivalry has flared in the two years
since this photo was snapped.

Fathers' Voices is a irgularfraturr qf EXCEPI7ONAI, PARENT magazine This column,
monlinated by James May, Project Director of the National Fatlwr's Network, Jiruses
on fathers' arperiences miring children with special needs. Your contributions to this
Numn air encouraged.

For more itilbrmat ion about the National Fallwrs' Net um* (NM) or to receive
their newsletter; write or call: National Fathers' Network, The Kindering Center;
16120 N.E. Eighth Street, Bellevue WA 98008, (206) 747-4004 or (206) 284-9664
(fax). Plinth' by a Maternal and Child Health Bureau grunt, the NFN provides net-
woricing opixwtu nit ies,lbr jirthem develops support and mentoring programs; awl
creates curriculum promoting fathem as significant, nurturing people in their chil-
drrn's and families' lives.

her tone suggesting a fair bit of
apprehension.

"That's OK. When she was born,
neither did I. Butyou can bet I do
now!"

So... just how much to tell this
woman? We were in a short checkout
lane and this could turn into a very
long story. But both my wife and I had
done this beforehit the high points
and if they ask, deliver additional
information on an as-needed basis.

I explained that a child with spina
bifida is born with a hole in the spine.
As a result, a lot of normal nerve con-
nections never reach their appointed
destinations. The severity of spina
bifida can vary widely, from nearly
total incapacitation to extremely mild
physical effects. Chelsea's condition
fell somewhere in the cavernous
middle ground.

Then I stopped and pondered what
this woman's reaction would be if I
told her the whole story. Chelsea's
inability to walk is but one ramification
of our family's situation. I could have
talked for hours about the endless
surgeries, physical therapy sessions
and doctor's appointments; about the
medical billsbig enough to rival the
GNP of some third world nations;
about the fears that rage inside me
like caged (lemons. There exists an
overpowering downside to Chelsea's
medical conditim, but most times, I
only see the upside to life with my
daughter.

Significant parental bias askle,
te wird m

32 EXCEPTIONAL PARENT / JULY 1995



Rosemont, H.
August 11-13

(Chicago)
Rosemont

Convention Center

San M teo, CA
Septe ber 29

Octd er 1
(San Francis o Bay. Area) ,
San Mateo txpo Center

Attend A'tten4. Attend
Make new friends, enjoy sports demos and special events...have fun!

Discover new products...try and,buy what you need!

The Number One Show of Ptoducts and Services for People with D sabilities

Exhibits Showcase
New Products

200 Exhibits: Vans, Lifts, Wheelchairs,
Exercisers, Computers, 3-Wheel

Scooters, Clothing, Daily Living Aids,
Personal Care Products, Toys and morel

5 ow INS

FREEDaily Workshops
and SportS Demos

Geared to ;your special needs! Share in
the knowledge of experts.

Computer Center
Can Assist You

Learn about the latest in adapted
computer and communication

technology. Hands on demonstrations,
free computer seminars.

Sponsored
by local

chapters of

ABILITIES EXPO is a must attend event for all ages, families, seniors, health care providers,
educators and rehabilitation professionals. For more information please call (203) 2564700 ext. 131

The entrance fee at each Show is $4 per person but you'll save $1 on a single admission when
you present this coupon. Name and address must be completed to make this coupon valid.

Name

Address

City State Zip
55 MAW*. Show

< 4114

1995 Expocon Management Associates, Inc. Produced und Managed by Expocon Management Associates, Inc. in conjunction with RCW Productions.
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omtilluml from page .1.2

Chelsea is strikingly beautiful. Once
establishing eye contact with a likely
victim, she locks on like a pair of vise
grips. Perfect strangers are drawn to
her gaze... and Chelsea had sunk her
hooks into this woman from the get go.

I explained that I really felt quite
thankful. Chelsea is a very happy little
girl. Her condition is nowhere close to
a worst case scenario
and the long-term out-
look is as bright as can
be expected under the
conditions.

"But she'll grow out
of it, right?" the
woman asked opti-
misjcally.

Children gow out of
a great many things
colic, ear infections,
teething. But unfortu-
nately, spina bifida isn't
among them.

"No, I'm afraid she
won't"

,-

"Oh don't you give up hope now!
Doctors are doing incredible things
these days. You never know! Maybe
someday..."

Her voice trailed off as my mind
revisited familiar terrain. Plenty of
things can be done to help someone
with spina bifida Wheelchairs, specially-
equipped vehicles and other gadgetry

are available to smooth off
the rough edges... but there
exists no cure. Not now,
maybe not ever.

"...It really is amazing to
see the progress they're
making. You just keep pray-
ing, okay?"

I looked into her eyes,
genuinely touched by the
compassion of this perfect
stranger. She stood in sharp
contrast to the cashier

-------

Mom and Chelsea, 3, engage
in some high-speed travel

around the neighborhood.

Fluff in the Wings offers
superior leakage protection.
Especially helpful at night!

New Youth Size!

DryZone Technology has extra
protection where it is needed most.
Targeted absorbent polymer draws
fluid away from skin for a drier feel.

From the Makers of
SURETYS

To receive a FREE sample of CarePlus Briefs, a FREE Catalog and an $8
coupon send this coupon along with $1 for shipping and handling to: HDIS, 1215
Dielman Industrial Court, Olivette, MO, 63132. Please check what size brief
you need:

HIP SIZE (cheek onc): Mouth 18-26" 0 Small 20-31" 0 Medium 32-44" CI Large 45-58"

For Information Call
Name

-800-2MV-HOME Address

Hpis (1-800-269-4663) City, State, Zip

CowIghl 1991 HMS 21/47 Ezplre.04/31/13 Phone (

Circle #14
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whose eyes had
remained
transfixed on the
floor tile through-
out this entire
conversation.

I pushed my
cart forward,
then turned.
"Keep praying? I
wouldn't know
how to stop!
Comes with the
territory. I do

Chelsea waits for

the school bus to
arrive for her first
day of preschool in
September 1994.

diapers, too. Did I mention I do
diapers? And runny noses.., lots of
runny noses!" EP

Timothy A. Perry, 39, lives in
Waterford, Michigan with his wift,
Jackie, and their children, Lauren,
6, and twins Patrick and Chelsea,
4, who has spina bifida and hydro-
cephalus. Timothy is a free-lance
feature and advertising writer,
producer and voice talent.

LiteR5b-r-
Frqedom

,

1440"'hiti4.4*

The Baby Jogger®
Mobility and comfort combine for
both parent and child! The Baby
Joggar offers new models to suit a
varlety of special needs. Go
anywhere with the ultimate
all-terraln stroller. Travel over
gravel, grass, curbs,even sand and
snow with "The stroller for runners."
Trips to the beach or park are easy
with the smooth-rolling three wheel
design. Models available for
children of all ages. Folds easily for
transport, adapts to seating inserts.
FREE BROCHURE.

RecIng Strollers Inc.
POB 2189, Yakima, WA 98907

1-800-241-1848
Sate, stable, endorsed by pediatricians.

©1990 RSl
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Television,is important for

Anierica'S disability community.'

The network's programming

helps Americans with disabili-

ties moVe into mainsti earn life

hy changing perceptions.

SENATOR BOB DOLE

FHA
not only gives people with

disabilitieS a new Means of

communthation, but television

gives all Annenican s air

oppartUnity to ni ximize

41

SENATOR TOM HARKIN

As one of 49 million

Americans who happens to,

have a disability, like I

happento have epilepsy,

I'm very excited about

,1111-11n Pc. kr\
uses the extraordinary power

of television to communicate

infeas and positive role models

Tor dor complex society.

TONY COELHO, (Inanition

President Comrinitlee.

on Employment of People.
with DisaBilities

Please join March of Dimes

and I I Ili( P.-A.( wijk.
your help, we can iMpron.nre the

quality of life lot:Americans

with birth defects and other

disabilities'. And We can offey

quality programining the whole

fnmily can enjoy.

DR. JENNIFER L'HOWSE

President
Mdt ch dl. Dimes

Biiih (Weal Foundotion

Join with us at Easter.

Seals and K If f lin
'We want' to share vitul, accu-

rate information. We want to

'brighten.Anterican homes from

coast to coast with good,

quality television.

JAMES E. WILLIAMS, JR'.

President and CEO.

Nattanal Easter Seal Society

We're delighted- to join

101 411t(Nt OPI in the.
"Calling en Cable" campaign. !-

hope you will become a part of

the eTfort to bring this exciting

network to every home in

,Annerica.

ELAINE 1. CHAO

President and CEO

United Way of 4therna

'In m111.110 \
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AMERICA'S DISABILITY CHANNEL



Community

Building Community
Resources

Enabling inclusion in community programs and activities
by Serena Umstead, Kimberly Boyd and Carl Dunst

Conununities can provide an
extensive array of opportunities
for children and families to
achieve social and emotional

well-being. These opportunities may
include such community resources as
swimming lessons at the YMCA, drop-off
child care programs at local churches,
library story times and soccer teams.
These activities bring us out of our
homes and c annect us to one ancdier.

The Building Community Resources
project of the Child and Family Studies
Program at the Allegheny-Singer
Research Institute in Pittsburgh,
Pennsylvania is developing and testing
strategies to support full community par-
ticipation by children with disabilities and
their families. The project is working with
families in two very different Pennsylvania
communities One is a small industrial
town that has experienced difficult eco-
nomic times; the second is a developing
bedroom conununity on the outskirts of a
major metropolitan area

The goals of the project are to identify
available programs and activities in the
community, to enhance the capacity of
these programs to involve all conununity
members, and to foster ertjoyable family
partdcipation in these community pro-
grams and activitiesday care centers,
neighborhood organizations, churches
and synagogues, recreation centers,
libraries, parks, pools and playgrounds,
hospitals and health centers, museums,
sport leagues and scout troops.

Benefits of community participation
Although many families receive support
from professionals working with their
children, participation in "special" pro-
grams may actually contribute to a family
sense of isolation from their community
Although the support of service providers
`cvn be valuable, families,who are involved
in community activities can also access

.1110111111141. PAUIR JULY 1095,,

support, assistance and encouragement
in the same way as their neighbois.
When problems arise, they can look to
friends, neighbors or fellow church
members.

Conununity involvement allows fami-
lies to build relationships that do not
focus on a child's disability or differ-
ence. For example, one parent
involved in the project said she par-
ticularly erljoyed the friendships she
made while waiting for her daughter
Lakeisha at swinuning and gymnastics
classes. She told us that when she
ran into these other parents at the
supermarket or mall, they had
many things to talk about, including
their children's accomplishments
and activities.

Parents also talk about the
benefits of giving other community
members the chance to know
their child and family. Other
children come to understand that chil-
dren with disabilities share many of
their own talents and interests. Children
who play and learn together develop
respect for each other's abilities.

their daughter. Unfortunately, the pool
at the local recreation center was not
equipped with the lift that would be
necessary to get eight-year-old Carley
safely into and out of the pooL Using
the mapping process, Carley's parents
identified a number of civic and philan-

thropic organizations; when
asked,

Making it work
The first step in building community
resources is to identify or "map" com-
munity assets. This process starts by
identifying your family's goals and
asTirationsthe experiences you would
like your child or family to have. Next,
identify the types of programs or activi-
ties that would meet those goals, along
with the supports your family or child
might need for participation. Finally, use
various infonnation resourcesprinted
information and information provided by
other members of the communityto
identify potential activities and supports.

For example, the parents of an eight-
year-old child with cerebral palsy were
interested in swimming lessons for

G2S

On the beam:
Doug Umstead (right) enjoys participating
in a communtty gymnastics class.

one of these groups was willing to pur-
chase the needed equipment.

The Building Community Resources
project has talked with a number of
families who have a history of success-
fully accessing community programs
for their children with special needs.
We asked about the strategies they
used. Here are some things they told us:

Finding nesouwesParnilies often did
a lot of legwork to identify appropriate
program for their children. They some-
times learned about activities through the
phone book or local newspapers, but
more often found out about community
plograins from other families and friends.

Providing infimnation to pm-
rumsMany families chose not to
reveal their chikl's disability during the



first contact with a program. For some
families, the information they provide
depends on the circumstances; many
provide only the information needed to
make successful adaptations of particu-
lar environments and activities.

The i m portance of ley players"As
a general rule, successful participatioi
in a particular activity depended on the
attitude of the person having the most
direct contact with the child with a dis-
ability. Many families spoke glowingly
of individual swimming instructors,
gymnastics coaches or preschool teach-
ers; others spoke of difficulties encouii-
tered in similar settings but with differ-
ent individuals.

The program in action
Using what we have learned from the
experiences of successful families, the
Building Community Resources staff
helps other families explore involvement
in community activities. Once a family
chooses or targets an activity or program,
the family decides how the project staff
might help. Some families just need a few
phone numbers to get them on their way
others might want to brainstorm for
strategies to increase a child's participation
at a local lihnuy or playground.

In such cases, the project staff mobi-
lizes an informal community "team,"
bringing together the family and conunu-
nity members to develop and test various
strategies for successful involvement.
Strategies may focus on sharing informa-
tion about the child, ensuring safety,
building friendships, making physical
adaptations or securing funding

In the case of Carley's swimming
lessons, for example, her parents and
the swimming instructor were con-
cerned about Carley's physical safety
Together they decided that an additional
person in the water would be the best
solutionsomeone who could focus
specifically on Carley's safety The last
thing Carley wanted was to "stand out"
by having her mother in the pool, so the
team considered other people who
might be available and more appropri-
ate. As it turned out, one of Carley's
favorite couSins happened to be
working at the pool for the summer so
she was available and happy to asSist
The instructor was pleased with how

Inclusknat the Library .

I want all three of my children t6 fove books and enjoy.reading. have alWays taken
my older children toThe library, but I kept my youngest chiki, IoeY, homeforihe

first few yeirs of his life Then, on one of Joey's first trips to the library, one of the
librarians yelled at him, even though I was trying very hard to help him limit his loud
outbursts and running.

I called the Building Community Resources team for help. They asked what I
wanted; I told them I wanted that particular librarian to "loosen up." I also wanted to
play a behind-the-scenes role in their inihal contacts with the library. I did not want
to tell the librarian about Joey's diagnosis because I thought she would only see the
label and not the child. I asked that the Building Community Resources team contact
the library in such a way that nobody would make an association between my
child's behavior and the contact.

The team met with the children's librarian to introduce the Building Community
Resources project. They offered their problem-solving services to help the library make
the children's room and activities accessible for all youngsters in the community. The
team also asked about strategies the library staff had found helpful for including children
with differing abilities.

During this conversation, the librarian mentioned the library's concerns about
including children with behavior management challenges. In response, the team was
able to talk about the possible causes for difficult behaviors and offer some strategies
that have proven helpful for children and families in similar circumstances.

After this meetim the team got back in contact with me and suggested I begin a
dialogue with this librarian to explain how much I value the library's programs and
why I want all my children to be active at the library. Using team members as facilitators,
the librarian and I began working together to find ways tor all my children to use the
library regularly and for my youngest child to start attending story hours. I feel really
good that I was able to work things out with the librarian and that my son will be able
to participate in children's room activities.

Jody Wenzel
Pottstown, Pennsylvania

smoothly the class went, and having a
helper in the pool allowed her to spend
more time with each child.

Focusing on similarities
The successes of the families we have
worked with thus far are especially
encouraging. Perhaps most encouraging
is the willingness of community mem-
bers and organizations to accommodate
families' desires to have their children
participate in community activities.

The Building Community Resources
project stresses the similarities between
children with and without disabilities.
Focusing on similarities rather than dif-
ferences places the emphasis on shared
experiences. This is not to f3ay that dis-
abilities are ignoied. Rather, supports
are put into place to minimize the
effects of the disability so the entire
community can enjoy the benefit% of
shared experiences.

Serena Umstead is the mother of
Thizin, 12, and Doug, 5, a child with
special neals. Slw is a annmunity
resource coordinator in Pottstown,
Pennsylvania for the Building
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Danny Burke (right) enjoyed
participating in a weekend Cub Scout
campout with other members of his den.

Community Resouwes prrduct of the
Child and Family Studies program qf
Allegheny-Singe r Reseamh Institute in
PiUsburgh, Pennsylvania.

Kimberly Boyd is co-director of the
pnyject. Carl Dunst is a senior research
scientist with Allegheny-Singer
Resean* Institute.

Also centributing to this artide were
team members Holly Shields-
Menegazzi, Una Bode tohdpanielle
Sauer.
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Lee the Rabbit with Epilepsy
By Deborah NI. Moss
Woodbine House. Inc. 1989

Read your child this delightful story about the
young rabbit with epilepsy.

This brightly illustrated picture book follows the
adventures of a small rabbit who has seizures.
It tells how Lee and her family cope with the
challenges of epilepsy, beginning with Lee's first
seizure and initial visit to the doctor, through her
diagnosis and treatment. Use it to explain epilepsy
to your child with epilepsy, as well as brothers.
sisters, and friends. Ages 3-6

Catalog # 133LRB SI 2.93
23-Page Hardcover Book

Mom, I Have a Staring Problem
A true story petit mat seizures and the hidden
problem it can cause: Learning Disability
By Marian Carla Buckel and Tiffany Buckel 1994

Tiffany. a seven year old, describes her experience
with petit mal seizures: her feelings, wishes and
fears. Written to help adults recognize a hidden
problem that could be occurring with a child who
has learning problems.

Catalog # 220MSP
24-Page Softcover Book

Mungo, and the
Earthquake
A Story for Young People About Epilepsy

By Saxby Pridmore, MD and Mary McGrath
Imagination Press, 1991

Children who have epilepsy are frequently teased
and rejected by other children. This book tells the
story of a young girl with epilepsy who becomes the
school heroine. It addresses barriers that children
with epilepsy confront and can help improve the self
esteem of the child with epilepsy. Ages 6-12.

Catalog # 209QKE $7.95
47-Page Softcover Book

I Have Epilepsy Too
Yo Tambi6n Tengo Epilepsia
Winner of the CINE Golden Eagle Award

Introduce your child to other children with epilepsy.
"I Have Epilepsy Too" interviews nine children
with epilepsy who discuss their experiences with
seizures arai coping with the physical and emo-
tional aspects of epilepsy. The primary message is

that epilepsy is only one part of their
lives. A useful video to improve under-
standing among brothers and sisters. A
Family Video Library presentation.
(19(10)

Catalog # 510IF.T (English)
# 529IHE (Spanish)

VHS Videocassette, 10-Minutes
$13.46 EFA Member
$14.95 Non-Member

Dotty the Dalmatian has
Epilepsy
From the Dr. Wellbook Collection
Tim Peters & Company. 1993

A delightful illustrated story for young children. This
is the story of Dotty the Dalmatian who discovers
she has epilepsy. At first Dotty feels embarrassed
and afraid, but once she learns to accept and control
the seizures she happily goes back to her important
job helping the fire fighters save lives. Ages 2-6.

$3.95 Catalog # 208DDB $4.95
16-Page Softcover Book

Spider Man Battles the Myth Monster
Let Spider-Man help you battle the Myth Monster!

Spider-Man helps bring truth and justice to the lives of three
children with hidden health conditions: epilepsy, asthma and
diabetes. This comic book is an excellent resource for anyone
working with children. It encourages acceptance and understand-
ing among all children. Ages 8- I 1. (1991)

16-Page Comic Book

Brothers and Sisters: A Guide
for Families of Children with
Epilepsy
This guide looks at the effect epilepsy has on the
"other children" in the family. It examines the
sibling relationship when epilepsy is a factor.

"Brothers and Sisters" is divided into two sections.
The first half is written specifically for siblings to
read with separate sections based on age. The
second half of the guide is written for parents and
other adult family members (aunts. uncles, and
grandparents) to help them understand and
handle sibling concerns. (1992)

Catalog # 172BSF $9.86 EFA Member
95-Page Guide $10.95 Non-Member

Epilepsy in the Teen Years
How do teenagers with er1lepsy cope with their
disorders? "Epilepsy in the Teen Years" explores
the lives of four teenagers with epilepsy. They dis-
cuss issues of special importance to them includ-
ing school, sports. fi lends and driving. A Family
Video Library presentation. (1990)

Catalog # 515ETY
VHS Videocassette, 12-Minutes
$13.46 EFA Member
$14.95 Non-Member C!

Mail to: Epilepsy Foundation of America, Attn: Catalog Sales Department, 4351 Garden City Drive, Landover, MD 20785

Order by phone
or mail today!

CREDIT CARD
ORDERS ONLY

301-577-0100
Monday-Friday

(9 a.m.-5 p.m. EST)

FAX YOUR ORDER

301-577-9056

Nirne

COripin-y

Addresi.(No P.O. Saxes Please)

City/State/Zip

EFA Membc rship #
Please chei k method of payment:
a Check enclosed.
a VISA a AmExp. a MC Exp. Date

Card#

Signature

CATALOG NO TITLE OTY PRICE TOTAL

004CAT EFA CATALOG FREE 0 00

129SMM SPIDER MAN FREE 0 00
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Shipping & Handling
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Nick and his community
experience a very special basketball game

If someone had told me when I was prepant that my son
would be on a championship basketball team, I would
have been proud. If someone had said the same thing
when Nicholas was two, I would have cried, thinking it

the cruel joke of a heartless person.
Nicholas is 14 now, but since the age of 18 months, doctors,

therapists and special teachers have been a big part of his life.
Nick has a severe speech disorder, mild mental retardation
and mild to moderate fine- and gross-motor delays. When Nick
was two years old, a doctor told us he didn't know how well
our son would walkif he walked at all. Twelve years later,
although his gait is awkward, Nick walks; in fact, as a partici-
pant in the 1990 New Orleans Crescent City Classic junior
road race, he ran a mile in just over 13 minutes. And, although
it might have seemed an impossible dream 12 years ago, Nick
has indeed played basketball with the Nuggets, a
local team that won playground champi-
onships in 1992 and 1994.

did Nick's team cheer and
applaud, so did the other team,
all the players on the benches
and all the moms and dads in the bleachers.

Years of exposure
How did this happen? How did an entire community reach
the point of being able to show such unselfish support to a
member with a disability? It didn't happen just during that
one game or one season. It took all 14 years of Nick's life
years of exposure to the conununity, years of living and going
to school in our neighborhood.

Mike and I have always seen Nick as a child who just hap-
pened to have a disability. Although our dreams for Nick were
severely altered, we never stopped having expectations for his

behavior and his participation in the community.
We have used the everyday activities of

our lives to teach Nick independence.
Grocery shopping, banking and

A special season even voting offered Nicholas new
The 1994 basketball season opportunities for learning in the
was very special. The ennui- conununity.
raderie and sportsmanlike Championship

Season
Each year, we have adjusted

conduct exhibited by Nick's his daily school schedule to
peers far stnwssed my expec- include more or different oppor-
tat ions. Whenever the team tunities for Nick to be around
was ahead, Nick's teammates
would make significant efforts to
give him the ball, allowing him oppor-
tunities to make shots.

On one such evening, Nick's teanunates gave
him repeated chances to make a shot. Each time,
they'd get the ball and head down the court.. Nick
stood in a designated spot beneath the basket, sur-
rounded by his buddies. The center would drive the
ball down and pass to Nick. Then, with his whole
team guarding him, Nick would attempt a shot.

That night, despite several attempts, Nick had
still failed to make a basket: Either he
missed, or a player on the opposing team
managed to block the ball. Nick's team-
mates moved him closer to the goal for
a few more tries. Still no luck. Then it
happened... not only did Nick's
teammates rally around and guard
him, butquite visiblythe players
on the other team backed off,
allowing Nick time to set up and
try for the shot. When the ball
swished through the net, not only

by Rose Gilbert

peers without disabilities.
Furthermore, we have negotiated

with the school system to keep Nick
with the same group of students from year to

year. This has allowed him to develop close relation-
ships with classmates, relationships that paved the
way for the establishment of very natural supports.

We took chances. Before basketball, there was a
year of gymnastics and a few seasons of track.
When Nick participated in the AWANA Club at our

church, a Christian boys and girls program like
Boy Scouts, he was allowed to move at his

own pace and receive appropriate support
and adaptations in earning badges.
When he started playing basketball,
Nick was allowed to play on a team
of younger players. Nick wasn't
always readily accepted, but we

kept exposing the community to
the challenge of our differences

and expectations.
No, that special night On the bas-

ketball court didn't just happen. The
families in the bleachers and the

confirmed inz page 49
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Your child will go far...,
with my Cooper Car!

New and improved!
1) More power
2) Proportional joystick
3) More speeds

SAM
...my Switch-Adapted

Mouse device...

...lets you plug
switches into your

computer!

The line comes down. .the
4 _fir goes across._ 4__

Use a single switch to
control both.

==I et a Of CI a 13 a'n
1=1=10131:101212.01:113-0
ts:n 14. first( D CI El CI U 11=ill
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Adaptable to any child,
any switch and...

...less than $1000!
(FOR BASIC COMPONENETS)

CrossScanner
...lets one switch (or any

pointing device) do
everything on your Mac
or Windows computer!

I also make a variety of special needs
software for your Mac, Windows, or Apple II
computer.

Hi!
I'm R.1 Cooper, inventor of the CooperCar. SAM,

and many special needs computer programs for your
child. I've been helping parents and professionals
for 10 years now, and I'm here to help you!

When you call me. I'll share with you my
experiences, methods, and materials that have
helped thousands of children become successful,
many for the first time in their lives!

So, for a free catalog or advice, call me, RJ, at...

1-800-RJCooper
RJ Cooper & Associates

24843 Del Prado #283 Dana PT, CA 92629
Voice: 714-240-4853 Fax: 714-240-9785

Email: rjcoop@aol.com
Circle IMO
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yourqs boys on the basketball court had known Nick for years.
They'd attended school with him, and seen him at the bank, at
the grocery store, at McDonald's, at church, at the gyrn and
throughout our community.

Life lessons
Months after basketball season ended, I was waiting in line at
a fast food restaurant when Nick turned to a stranger and
said, "I 'member you!" This "stranger" turned out to be the
mother of one of Nick's teammates, the boy who always set
up the shots for Nick. She conversed with Nick for a few min-
utes, then turned to me and told me how special she thought
those games had been.

Another mother shared what her son had said about the
night his team, several points behind in the game, had relaxed
their guard and allowed Nick to keep trying until he made
that basket for the opposing team. "Mom," he'd told her, "that
was the hardest thing I've ever done." But just think of the life
lessous those boys were learning that night!

Joining Nicholas for a backyard basketball game are (from left)
cousin Danny Porter, Nuggets teammate Chester Schwall and

Sunday school friend Jonathan McGee.

We would advise other families to hang in there, take
chances and be realistic. We continue to work toward our goal
of independence for Nick. Each year of school and community
involvement has built on lessons learned the year before. As
always, we continue to focus on Nick's strengthshis strong
sense of direction and love of people. The successes we've
experienced thus far have been grounded in these strengths. EP

Rose Gilbed lineS in Hamhan, Louisiana with Mike, ;te
husband qf 18 years, and their two sons, Nicholas, 14, arm'
.4amn, 4. Rose is director of Families Ildping Amities of
Greater New Orleans (MP of (WO), one of a net wwk of nine
family-dipected irsoutre ccidels in the slate. Rose has also
been co-director of Project PROMPT, Louisiana's Parent
nainikill and Infbrmal ion Gentep; a progmm PM' qfGNO.



Respite Care
and the Religious Community

by Bill Van Dyken

remember well the astonished response"Do you
mean someone from our church would actually call and
invite my child over to their house?"

"Yes!" I replied with certainty The mother's face bright-
ened, and then saddened.

"No, I don't think so," she said softly. "No one from our
church has ever asked our son over. In fact, I really don't
think anyone cares."

I think about those words of resignation every lime I hear of
a family who has a child with a disability and needs community
help to give them some time off from the demands of caring for
their child. These words are far too common among families
who have been faithful members of their religious group, but
feel lonely and abandoned by their faith community I can sym-

pathize with the family who des-
perately needs helpwe, too,
have a child with a disability. But
because I am a pastor, I can aLso
identify with people in the faith
community who at times may
seem unhelpful and uncaring.

People in the religious com-
munity do care, but they some-
times lack the lmowledge or
organizational skills to early
out that care. Yet, with the
right promotion, urging and
organization, religious commu-
nities can provide respite care
in an effective way.

In the last five years, I have
worked with 20 different reli-
gious groups to set up respite
programs. Out of those 20 pro-

grams, about half are still operating.
Of course, situations changepeople move and other

avenues of respite open up, such as government-funded pm-
grams. For the most part, however, the
longer-running programs are those that

Kathy Schreurs (right)

describes her first experience
with respite cam as a "disaster."
Now, she is one of Katie's
favorite caregivers,

haVe an active committee in the congrega-
don continuing to monitor and promote
respite care.

Organizing respite for Katie's parents
Dean and Laurie had not been in town
very long, but had heard about a program
for family respite. Their daughter, Katie,

G34°

has Sotos
syndrome and mild to moder-
ate mental retardation. She
needs help with dressing, toi-
leting and eating. Katie's par-
ents responded to a survey
indicating that they would be
interested in respite care
through their faith group.

Ron, the couple's pastor, was more than willing to be
involved in recruiting volunteers and helping with the neces-
sary organization of the program. I offered to help him by
speaking to potential respite providers. Fifteen possible

volunteers attended the first organizational meeting. Laurie
later commented, "As relatively new members of the church,
we were overwhelmed by the response and encouraged by
the willingness of people to help
us out."

Before the organizational meeting
took place, I asked Pa.stor Ron if
he knew of someone who v. ould
be willing to coordinate the pro-
gram. Church member Pam Wright
agreed to take on that role. Her job
would be to phone volunteers and
send out written reminders before
each respite visit. This was to
occur twice a month initially; if
there was a need for additional
respite, Dean and Laurie could ask
for more help.

At the organizational meeting, we spent most of our time
talking about what it means to take care of Katie. Her parents
and teacher shared their insights on Katie's needs. We dis-
cussed Katie's habits, likes and dislikes and ability to adjust to
new situations. (Katie's medical needs were minimal, but in
other cases, it may be helpful to invite a medical professional

corainued on page 4,9

6;1

Although the
Gabhart family(clockwise from
left) Dean, Laurie, Jeff, Katie and
Timwas new to their congre-
gation, 15 volunteers came for-
ward to provide respite care for
Katie, who has Sotos syndrome.

Volunteer Lorraine Roorda (left) admits to some
initial reluctance to volunteer for the respite
Program. But with the encouragement of
husband Newel (right), she gave it a try. Now
she says, "My confidence in owing for a special
child has grown. I have the satiefaction of doing
something to give Katie's parents a shod brask
and I haw gained *omit new friends ea Wet"

Q
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Steps tO a Successful Respite Program

Compile a mailing list WOO( with local "agencies to compile a mailing
list of families who have children with disabilities.

Detennine community interesh In Cooperation with cooperating gen-
cies,-send out a survey asking parents if they would be interested in respite

care through their faith community.

Provide details: Tell interested parents about the use of volunteer respite

providers in religious congregations. Explain that recruitment of these vol-

unteers and a program coordinator will be handled through the religious

group, but that they have the final say regarding choice of volunteers. Ask

permission to contact their faith leader.

Infants faith leader of family's need for respite: Tell the leader of the

family's congregation about the use of volunteers as respite providers. Ask

him or her if there is an existing group in the congregation that might be

willing to take this on as a project.

Develop recruitment strategies: With faith leader or working group,

decide on the best way to recruit volunteers. Ideas may include bulletin

announcements (if parents feel comfortable with this approach), personal

appeals and speakers parents from other congregations who are current

respite users may be especially effective speakers.

Find a program coordinator: Get someone who is compassionate,
available for calls and, preferably, unrelated to the respite-using family. The

congregation's secretary or a senior citizen who is usually at home and

Finally...Headgear designed
just for little kids...

(...And now for Grown-ups too!)
And the healthcare professional's answer to safety.

ProtectaCap® is Plum Enterprises' exclusive, patented
custom-fitting protective headgear designed with the
safety, comfort and self-esteem of children in mind. Made
with proven Ensolite. foam for superior impact-absorbency,
ProtectaCap provides maximum head coverage with the
comfort and safety of less than 3 ounces of weight!
Meticulously hand-stitched in a variety of wonderful fah, s,
ProtectaCap features our exclusive soft cottonknit VeLroed
chin strap. And ProtectaCapsx are machine-washable and

dryable I Now available in 6 sizes,
Newborn thru Adult, ProtectaCap is
ideal for post-surgery, therapeutic
activities, neonatal and geriatric care.

"ProtectaCap Is wonderful!"
W Jost Mrchessen. MD
Proressor/Cherrmen Dept . Neurosurgery
Montehore Medical Center. Bronx. NY

ApTECA
c,

/jr_Ans,

Manufactuied Exclusively By

plom
eNspistses, Inc
9 Clyston Circle

1400-321-PLUM PO Box 283
Worcester, PA 19490
Phone (610) 584-5003

Medicaid Approved Fax (610) 584-4151
WORLDWIDE PATENTS PENDING
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near the phone may be ideal for this tole.
Set up an organizational meeting: Do this after at least skx potential vol-

unteers have signed up. Have volunteers meet with the parents, the child

and, if appropriate, educational aricVor health care professionals. It is helpful

if a child's parents and other professionals can provide written information

about the child that can be distributed to volunteers.

Set up guidelines with parents: Make note of the times, places and fre-

quency of respite the family is seeking. Remind paients to go through coor-

dinator for all respite needs.

Set up guidelines with program coordinator: The coordinator will make all

respire arrangements. tf parents have need for additional respite, the coordina-

tor can make arrangements with volunteers. Have coordinators send

reminders to panviders before each scheduled respite time. Make sure all

respite providers have the coordinator's phone number.

Promote congregational awareness: It is important that the religious

community feel a sense of "ownership" of the program. An article in the

faith group's publication, notes of appreciation to respite providers and

public mention of the program from the faith leader contribute to congre-

gational awareness and this feeling of ownership.

Evaluate program: Evaluate a new program within the first three months.

After that, do it every six months. Check with the parents and the coordi-

nator to see how well the process is working.

Hms school
For Children With Cerebral Palsy

Serving children with muttiple disabilities resulting from
cerebral palsy or traumatic brain injury who need compre-
hensive. Individually structured programs that include:

Physical Therapy

Occupational Therapy

Speech and
Language Therapy

Communication Aids

Special Education
Music Therapy
Special Medical
Attention
Adapted Recreational
Activities

HMS, open to students two to 21 years, offers all of these
services and more. The experienced staff and well-respected
consultants provide strong interdisciplinary programs for day
and residential students at the licensed private school.

For more Information write or call:
Diane L. Gallagher, Director

HMS School for Children with Cerebral Palsy
4400 Battimore Avenue, Philadelphia, PA 19104

(215)222-2566

635
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to the organizational meeting to provide an overview of a
child's medical condition and special needs. In some cases,
respite volunteers may need to learn special techniques to
care for a child with complex medical needs.)

We talked about the need to start slowly with Katie, letting
the newness of these visits be short. We also spoke about
where respite care should take placea decision that needs to
be made by individual families. Katie's family decided that she
should be cared for outside of the home; this would allow Dean
and Laurie to spend more time with their other two children.

Positive experiences for volunteers
A few volunteers will eventually become "favorites" for the child
and family. Katie is particularly fond of Kathy, but this did not
happen overnight. In fact, Kathy recalls her first official respite
experience as "a disaster""When I went to pick Katie up, she
clung to her father and was very emphatic about not wanting to
go out with me. 'No!' is a pretty clear word. Katie was upset, her
father was embarrassed, and I was devastated."

It took Kathy some time before she felt ready to try again.
But after a few visits with the entire family, including a trip to
an ice cream parlor, Katie decided outings with Kathy might
be fun. Now they regularly enjoy a variety of activities
togetherattending basketball games, going to the mall,
baking cookies and feeding Kathy's guinea pig.

Lorraine, a 70-year-old grandmother, was initially reluctant
to be part of the respite program. She remarked, "Even though
I had a desire to help, I decided I was not capable of caring for
Katie." But when Lorraine's husband offered encouragement,
she decided to give it a try. Now Lorraine reports, "This has
been a good experience for me. My confidence in caring for a
special child has grown. "

Responses from other volunteers have been equally positive.
Arlet, a special education teacher, commented, "Being involved
in the respite care program with Katie has given me a way to
use the abilities God gave me and help friends in the process."

Kids also benefit
Respite not only gives parents a much-needed brealq the pro-
gram may also provide their children with socialization experi-
ences. As Dean and Laurie put it, "Respite has allowed Katie to
experience more and varied social situations and to become
more accepted as a member of the church and community."

When I hear discouraguig words from parents who have given
up on their faith community, I think about the words of other par-
ents such as Derrick and Maria who wrote: "We have greatly
appreciated the respite program through our church. The mem-
bers of our respite team are very willing to help us out when
needed and seemed to have gained as much as we have in build-
ing a relationship with our family"EP

Bill Van Dyken. is an ordained pastor
and chaplain in the Christian
Reformed Church. Since 1987, he has
been religious services coordinator at
Hope Haven in Rock Valley, Iowa, Hope
Haven, a rehabilitation and housing
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''The POINet oflove
Wen Bob arki,l, got :mar-

he knevi he-was
-..gettin$ a 'Vackage
Aldngvith me came trtY ,

ons-l4attbeW, a lively, verbal
'six year-old who loves to be
the center of attention, and
Brandon., 4, who has been
diagrxised with pervasive
developmental disorder (PDD)
and autigic tendencies. We
thought we knew what we
were getting into, but neither
of us was prepared for the
amount of adjustment it would
take to become a "family."

"It's just going to take time," we told ourselves. But within a few
months, we realized things were getting worse instead of better.
Bob felt rejected by the boys and neglected by me. I was over-
whelmed; I felt like I was taking on responsibility for all.the rela-
tionships in the house. I was constantly exhausted from work and
worry. The boys were showing their frustration with our awkward
first attempts at parenting together.

We first heard about the respite program through our area educa-
tion agency. Initially, the thought of asking for help filled us with
apprehension. When Pastor Bill spoke to our congregation and
asked for volunteers, I was sure the sign-up sheet would stay empty.
Then we found out that 12 families had volunteered! We were
reiieved and filled with joy; we were being heard and understood
instead of judged. Just knowing that other people were willing to
help did a lot to make us feel better about ourselves as a family.

The program has worked well for us. Each volunteer family is
different, so we ask what they feel comfortable doing the first time.
Some begin by coming to our house to ask questions and meet
Brandon. Others seem comfortable just "taking the plunge," so we
go ahead and drop Brandon off for a visit. So far, every home has
had something to spark his interestan interesting video, a dog,
pigs, cows, pizza or a person with blonde, straight hair (a special
favorite with Brandon).

The respite program gives us the chance to attend a support
group once a month without having to find a sitter who "can han-
dle" Brandon. Volunteers will also take Brandon just to give us a
break or allow us spend some time with attention-starved Matthew.
And a few families have gone beyond the call of duty and cared
for both boys, giving Bob and me some much-needed time with
each other.

We're so thankful for these people who so willingly give their
time and love to our son. We were initially surprised that our
church was so open to this program, but we have come to realize
that we can never underestimate the power of love in God's people.

Ted Mika
Inwood, Iowa

A "package deerOn their
wedding day, Ted and Bob Mika
pose with their yeady-made tarri-

ng sone Matthew, 6, and
Brandon, 4..

agency, has served people of all ages with intellectual
impairments for more than .90 years.

Bill edits PAsmu PASMR, a quarterly newsletter for
area churches. He is a board member of the Christian
Council on Persons with Disabilities. He and his wi re,
Barbara, live in Rock Valley with twins Matthew and Lora,
16. Their oldest son, Mark, is married and lives in Fort
Wayne, Indiana.
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Co.wuutiv Neighborhood Playgroups
Creating an environment where friendships can blossom

by Trudy Marsh Grab le

Ican vividly recall the sunny, warm
and heartbreaking Sunday after-
noon that I started my first journal.
I had heard others say that keeping

a journal is therapeutic, and desperate
to rid myself of the frustration and sor-
row I felt, I purchased a blue, paisley
print, hardcover "blank book." Eager to
begin this ten-dollar therapy, I put pen
to paper and began writdngawkwardly
at firstabout my feelings and difficulties
as I worked at the daunting task of
integrating my little blonde beauty into
our world.

My daughter, Lauren, experienced
her first seizure at three months of
age. It was not to be her last. She was
eventually diagnosed with an epilepsy
syndrome known as Lennox-Gaustaut,
along with developmental and lan-
guage delays. Her behavior was unpre-
dictable, impulsive and often invasive.
The neighborhood children who came
into contact with Lauren were hesitant
and sometimes fearful of her unpre-
dictable nature.

On the day of my first journal entry,
I felt particularly defeated. It was the
second or third time I had taken
Lauren to Sunday school. Katherine,
the Sunday school teacher, was very
willing to include Lauren in the
class; I'd stayed to assist her. Sadly,
it became apparent. to me that this
was not working. Due to Lauren's
disruptive and distracting behavior, I
needed to remove her from the
elasatoom repeatedly. I recall
standing outside with Lauren,

: Peering through.the classroom win- .

Clow and Pra,yirig that she would
Someday acquiriths sidlIS I. saw..
detrelOpintiri the other Children.
Aitheughtbis, Ipingiofthildren wag
OrtS to two yearslonfigertion ,.:' ..,'

Lauren, the developmental gap
seemed insurmountably vast. I left,
feeling hopeless and heartbroken.

At home, I wrote in my new journal
"I think I will start a neighborhood
playgroup." I never could have imag-
ined the sequence of events that
would followor their positive
impact on Lauren, our family and our
neighborhood...

Getting started
I had no road map for beginning this
venture, but I forged ahead. Although
Lauren did not play with other children,
I knew she needed socialization and
exposure to the behaviors of typically-
developing children. Other mothers
become Girl Scout leaders for their
daughters; I became a playgroup facili-
tator so that my daughter could partici-
pate in her community.

I decided the playgroup should meet
on Friday mornings. I began by inviting

two neighborhood

=die

Purk10 !he *IS
meethv of the ree;jhbothovd pieyaroup,
pfOloiPeOP (limin Omni -11.09Snd
Wass wont on en,e1 wqeat.
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children, one boy and one girl, both
younger than Lauren. To their parents I
explained my motivation and plans for
the group. Another neighbor, Sherry,
provided child care for neighborhood
children; she became a gmat resource
for identifying additional children to
include. When one of our regular kids
became ill and unable to attend, I
would invite one of the children at
Sherry's. Eventually, they all became
regular members of our group. On
school holidays, we would invite their
older siblings to join us. They became
my "helpers."

The fear of failure was especially pre-
sent in the early weeks of Lauren's
playgroup. Not every session went
smoothly. This would make it difficult
to prepare for the following week. But
my fears slowly resolved as I began to
realize that the sessions, no matter how
I felt about them, were well-received by
the children.

Growing pains
My biggest challenge was to
watch the developmental gap
widen between Lauren and the

7/ other children. It was never easy
to watch the younger children's
abilities surpass Lauren's. Many
times, those feelings made me think
about bringing the group to an end.

I was forced to reexamine my
goalsthis group was for Lauren,
not for me. No matter how I felt, I
had to realize that the benefits Lauren
was receiving from the playgroup
gea4.outw.elghed the sense of loss I
sometimes experienced..

tkie ProuP.h'elPed me to,,
become More aCcepting ,of Lauren's
differences. This wali etiSY.

I -Would try tinenixsintge 'Lauren tti



tate the behavior- of the other children.
I hopedsomehowthey would not
notice she was "different" When
Lauren went into "tantrum mode,"
throwing herself to the ground in front
of the kids, I would think, "My God,
they are going to notice!"

It took some time to let go of the ten-
dency to by to make Lauren appear
"like them," just as it took time for the
other children to accept and under-
stand her differences. It's funnyas I
write this, I realize the kids were way
ahead of me in this respect.

A sense of belonging
We continued to "play"fust on
Fridays, then on Saturdaysfor nearly

"Circle time" offered an opportunity for a vari-
ety of social activities including sign language
lessons and discussions about disabilities.
Participating In circle time during the first year
of the playgroup were (from left) Sam, KM,
Becky and Lauren.

four years. Three years
after the playgroup
began, we moved from
the neighborhood, but
many of the original par-
ticipants remained
involved with what I
called our "playgroup,"
and what Lauren
described as "the kids
coming."

Lauren's participation in
the playgroup provided her
with a sense of belonging.
Neighborhood children now
greet her enthusiastically.
Before the playgroup, these
same children headed in the
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"Arts and crafts" activities lent themselves

quite naturally to individualization. Different children could
work on different activities during the same art session. Md
children with more advanced skills (like being able to use

scissors) were able to help younger or less-skilled

opposite direction upon her approach.
Lauren is now a welcome participant in
most activities. Through our communi-
ty's acceptance of our daughter, our
entire family has developed that same
sense of belonging.

As for me, I have thoroughly enjoyed
my role in the lives of these neighbor-
hood children. The playgroup has pro-
vided me with an opportunity to see my
daughter in a situation that fosters suc-
cess and belonging. Friendship is a
dream we have for all our children; the
playgroup became the tool for my "spe-

cial" child to achieve that dream. As
unnatural as it may seem, there are
times when we have to create environ-
ments in which friendships can develop.

Lauren is now in a school setting
that meets her academic and functional
needs and makes a significant contribu-
tion to her social skills through inclusion
opportunities. Her teacher shares my
vision of the gifts our children can
offer their peers without disabilities.
Her belief in inclusion has rekindled
my dream for Lauren's full inclusion.

Two years ago, I wrote in my journal:
Continued on page 46

Tips Ot,,Creajm
Start-witkarnall

inclUding yourthild is a goodbeginni4g...tiOcirbpriate.
you can Invite 4diti6441:chittifiti,4041tieiga*At a later date:.

&Plain yOur,chOs disability toOthiiparents in as mackdetail
as possible. Do not astume that they alre3dy understand your s,

child's condition; even clOse.friends may be Cabtious about asking
questions. Once parents have some details, they become capable of
anSweringquestions their child May ask at home.

Set a regular day and time to meet. This allows the parents of your
participants to plan their schedules and increases the likelihood of
regular attendance. It also gives you time to prepare for each ses-
sionboth physically and mentally.

Prepare a schedule of activities for each session. Having a
schedule allows you and the children to have expectations and
gives the day some definition. It will also come in handy when
one of the children does not want to leave an activity; you can
refer to the schedule and say, "Look, the schedule says it's time to
do this now."

Create opportunities for your child to shine. Perhaps your child has
mastered a skill and can assist another child. This will provide other
cliildren with another view of your child's capabilities.

Design activities in a way that allows everyone to experience suc-
cess. For example, some children can practice writing their names
while others trace theirs or just practice holding a writing instrument.

-,ASOittessia-Pla 1.0

kicrrpciratO yqii.--6.hik1OEPObis, inro your prograiri.AplaYgibbp -
6fkliirivaluable'OPtkoll**le*.fckYPktr.0 .4ctt9406 KO 'Or 110',
.Mtxlel" deiiirecibeitiviors. for'example,ZYbeir child'inaY be*;.00.1s-4.
.ing'orther iliVg6afoltracingi straigttline while other.cbildre are :
Irking letters, Vintinglentences or practicing tUrsiVe writirig.The
important thing is that all the kidsare holding craYons, penrs or peri-.'
Cils and writilg on paper. ,.

Promote socialization* pairing children to work together,rzrei by
having one child assist another. When pairing children, be
to assist them with "cooperation skills.

Keep notes, project samples, pictures and videotapes of the group.
This helps you mez...;Ure the progress of your group. Your child may
enjoy watching the yideotapesLauren does! You may also want to
show them to parents of new children you would like to invite to
your group.

Take time off when needed. If you feel burned out for longer than
a few hours after a playgroup session, you may need to examine
your schedule and activities, or consider hiring a helper. Teens can
often fill the helper role.

Be kind to yourself. Developing a group takes time, effort and
commitment on your part and the part of others. A playgroup
evolves over time and through the development of relationships
between you and the children. Think of yourself as the conductor of
a new group of musicians; it takes time to create harmony in the
symphony
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A Quality Life Experience
For Persons with Down Syndrome

In this picturesque colonial village, located in scenic
central New York State, life is full of wholesome
activities and rewarding opportunities. ResIdents with
Down Syndrome experience the joy and personal
satistaction of learning, working, and participating in
a vital, dynamic community. Our year-round, co-ed
program includes education, recreation, and
employment opportunities plus the chance to live life
to the fullest. Call us today.

R.R. 81, Box 32-A, Edmeston, NY 13335
Telephone (607) 965-8377

Circle #161
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continued from page 45

"Perhaps, in the near future, our
children will remain where they I

belongin their communities,
developing natural bonds at neigh-
borhood schools, in their front
yards and at Girl Scout meetings;
and their lives, along with the lives
of their families, will be one of
inclusion, not exclusion:

As parents, we can be the dri-
ving force to create this opportuni-
ty for our children. Through part-
nerships with friends, neighbors
and spouses, a playgroup may be
the start of community inclusion
for your child. EP

Thudy Grable lives in Saratoga,
Califarnia with her husband,
Martin, and children, Heathen 21,
Nicole, 17, and Lauren, 10. Trudy
is the director of technology
resources at PHPThe Family
Resowre Center in Santa Clam,
California, where she is also sysop (systems operator) far the
LINCS BBS (electronic bulletin board; 408/727-7227, N-8-1,
up to 14,400 bps). Her Internet e-mail address is
trudy@php.com.

Trudy is the author of WHERE Do I BEGIN? INTEGRATED
NEIGHBORHOOD PLAYGROUPS, a manual to assist parents in
developing their own neighborhood playgroups. (See below
far ordering information.) This article has been adapted
from a portion of that manual.

Taking a break during a
1994 nature walk are
(clockwise from left) fourth-

year playgroup participants
Jessica, Lauren, Rachel,
Becky, Andrew and

Elizabeth. The children

used the "neat stuff' they
collected during their walk
to make a collage.

Want to learn more?

WHERE Do I BEGIN? IN7EGRMED NEIGHBORHOOD PLAYGROUPS

by Thudy Marsh Grable is a practical, easy-to-trad, 85-page
manual far developing a neighborhood playgroup that will
meet the individual needs of your
child and family. Included are sug-
gestions for selecting participants,
planning successful activities and
handling questions and conflicts. 713
order; contact PHPThe Family
Resourre Center; 3041 Olcott St.,
Santa Clam CA 950.54-3222; (408)
727-5775; e-mail: inp@php.com, A
$15 donation is suggested (all pro-
ceeds benlit PHP's Family
Emergency Fund).

With Thrdy acting as the I miner; a playgroup tmining
program is amilable within the state of California. Mese
day-long works,rops &WC Iren devdoped through a small
!pont fram the California State Department of Developmental
Services. Contact FHP for more infmmation.

SPY*



Irene Po Ilin, author of TAKING CHARGE:

OVERCOMING THE CHALLENGES OF LONG-

TERM ILLNESS, is a parent and psychi-
atric social worker. In dealing with
her children's illnesses, Po llin became
aware that professionals receive scant
training to help individuals and fam-
ilies cope with long-term effects of

chronic illness or disability. Neither mental health
nor medical specialists provided the support she
and her husband needed. After the loss of two of her
own children, Pollin returned to school for training
as a psychiatric social worker.

Although TAKING CHARGE: OVERCOMING THE

CHALLENGES OF LONG-TERM ILLNESS was written
specifically for individuals with long-term illnesses,
every chapter is filled with poweiful information
and helpful support for parents and other family
members. Here's what nationally-syndicated colum-
nist Ann Landers says about TAKING CHARGE:

"[This] book... should be required reading for every-
one facing the challenge of long-term illness,
whether their own or that qf a loved one... It could
be the most valuable gift you will ever give."

In Pollin's words"I have discovered that by con-
fronting and taking charge of your fears, you can
learn to accept your for your loved one's] long-term
condition. Indeed, you can once again take charge of
your life. This book will show you the way." TAKING
CHARGE is available from Exceptional Pannat Library
(800/535-1910). The following is an exempt:

Feelings You Might Want to Share
You may believe that your family cannot understand
you because they're not sick. I have found, however,
that although they can't identify with you completely,
they can be supportive if you let them know what
you're thinking. You might want to share the following
emotions and needs with your family to spur open
communication:

a Tell them that you don't expect them to solve your
problems. You just need them to listen and be
supportive.
Tell them that you feel like a burden on them and
need reassurance that they don't mind giving the
extra attention you require.
Tell them that you know they sometimes feel
trapped by the illness and by you.
Tell them that you have thought a lot about it and
often feel the same way they do; you are all victims
of your disease and the position it has put you in.
Describe to them the kinds of support you need

from them. If you want space and time alone,
ask for it. If you need them to be around more,
ask for that too. (This may not always work per-
fectly but it's better than not expressing your
desires.)
Let them know that you miss going places (like
sporting events or concerts) with them that have
become difficult for you to manage. Help them
find alternative activities you can all enjoy or if
you are too incapacitated to attend an event,
encourage them to go with someone else.
Tell them that you understand that they're not
angry at you, but at the situation, so they need
not feel guilty.
Reassure them that you understand their feel-
ingsthey aren't too different from yours. You're
in this together.
Guide them on how to treat you: with sympathy,
empathy, or support while honoring your inde-
pendence and your feelings.
Let them know how important they are to you.
You need them and you need to be needed.
Tell them how much you appreciate all that
they're doing for you, even if they can't meet
your expectations. (In fact, given the circum-
stances, you might have to reevaluate those
expectations.)
Ask how they feel about tallcing about your ill-
ness; do they fear being hurtful towards you?
What subjects does it hurt them to bring up and
what ones are all right to bring up? (Be sensitive
about how much they can tolerate.)
Ask if you're being unreasonably demanding.
Back off if you are!
Ask if they need time off. If they do, tell them
that you understand their needs and want them
to have respite.

Watch for the danger signs of burnout, such as
withdrawal and short tempers or anger directed at
you. You can suggest family counseling if you feel
that tension is building and you don't know how to
handle it. A minister or rabbi, hot-line volunteer, self-
help group, good friend, or professional counselor
can help in times of difficulty.

Reprinted with permission of Times Books, a
division of Random House, Inc., from Dion CHARGE,
0 1994 by Irene Pollin.

CORRECTION: The (acelpt from TAKING CHARGE, that was
published in the June 1995 issue, featured a picture of
a different book with the same title. EXCEPTIONAL PARE14.7

regrets the envr
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Why Parents and Children with Disabilities
Should Have the Right to Use

Facilitated Communication
by Douglas Biklen

In the mid 1970's, Australian educator Rosemary Crossley redis-
covered a method of communication that American teacher
and parent Rosalind Oppenheim had used as early as the late

1950s and had written about in her 1974 book Thaehing Methods
for Autistic Children. The technique, which Crossley named
facilitated communication (F'C), involved providing physical and
emotional support to a person with a developmental disability
(such as autism, cerebral palsy and Down syndrome) and limited
or no speech. Ibis support
enabled the petson to point
reliably, and thus to communi-
cate by pointing at pictures, at
whole words or at letters to form
worth. Crossley first used FC
with Anne McDonald, a girl with
cerebral palsy living in an institu-
tion for children with multiple
disabilities, all of whom were
presumed severely retarded

The method is intended to
help individuals overcome
problems of voluntary physical
movement including finger iso-
lation (for example, the ability
to extend the index finger while
keeping the other fmgers folded
under the palm), tremor, hand-

However, the first formal, published FC validation study (a
study to determine whether FC is valid communication) pro-
duced results that left many observers in a quandary In this
study, done by the Victorian state [Australia] government, three
FC users were asked to describe gifts their facilitators had not
seen; three others were asked to reply to questions different
than those Oven the facilitators. Although the study showed
that the method worked for some people, it also revealed evi-

dence of facilitator influence on

_

Lucy Harrison, 18, uses a typewriter while her mother, Nita,

facilitates with one hand on Lucy's shoulder. Lucy began using FC

in 1990, and was initially facilitated with wrist-level support.

eye coordination and initiation of action (the ability to begin,
continue and stop a movement).

Controversy over authorship
Controversy over the method has to do with whether facilitated
mes.sages are authored by the person with the conummication
impairment or by the facilitator.

Anne McDonald proved her communicative competence to
the satisfaction of the Victorian Supreme Court by typing
"string" and "quit," after the words "string" and "quince" were
Oven to her by the presiding officer while her facilitator,
Crossley, was out of the room. A court-appointed psychologist
also had Anne take a Peabody Picture Vocabulary Test, in
which she selected from a set of four pictures the one that
illustrated the meaning of the word said by the examiner. She
was able to accomplish this task independently, that is, with-
out physical support. Her score on the test was within the
range expected for a person her age. McDonald has since
completed a Bacht..lor's degree and is currently enrolled in a
Master of Arts degee program.
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communication.

Studies raise skepticism
Criticism of FC has been harsh,
fueled by the results of numer-
ous controlled studies in which
people using FC have failed to
validate their communication.
In the fast, conducted in 1992,
12 individuals classified as
autistic were shown colored
pictures of familiar objects and
asked to name them. None of
the individuals gave correct
responses when shown items
different than those shown to
the facilitators. However, in
two instances, individuals did

name appropriate categories for the items they were asked to
identifyresponding "vehicle" instead of "van," and "food"
instead of "bread."

Numerous subsequent studies seemed only to confirm these
results. In one study after another, individuals were shown
pictures that their facilitators could not see, or were asked
questions that their facilitators could not hear, and they did
not respond correctly.

Validation under controlled conditions
It did not surprise me that people did so poorly on the early
tests. Being observed or tested may cause individuals to per-
form more poorly than usual. Moreover, none of the early
studies gave participants the chance to practice test-taking. In
each case tiw tests were done in one or two sessions.

Several recent studies, however, ha ve revealed authorship
by people using FC, although at the same time noting the
presence of facilitator influence. Dr. Carol Vazquez conducted
a study in which one individual was able to describe a video
his facilitator had not seen and another was able to identify
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objects that her facilitator could not see. Vazquez concluded,
"...erratic in their performance, each subject was able to
report information unknown to the facilitator in one out of
four controlled sessions."

Elliot Simon and his colleagues asked FC users to report on
activities in which they had engagedsuch as getting snacks
from a vending machine and visiting the libraiy The researchers
found that "for some students there is evidence of authorship for
information unknown by the facilitator." But the researches also
detemtined that facilitatois could influence individuals' communi-
cation. In light of these findings, these researches strongly
advised putsuing the goal of independent typing a goon had also
advised in my book, Communication Unbound

In a 1993 study, Ogletree and his colleagues ealuated a four-
and-a-half-year-old's communication abilities. Without FC, the
child was judged to have the communication ability of a six-
month-old. With FC, he produced worthoften misspelled or
spelled the way they sounded and described activities about
which his fa.cilitator was kept unawarefor example, blowing
bubbles, playing with water and swinging. In conclusion, these
researchers mlled for "an open but objective posture regarding
the method's use with persons with autism."

A year-long government study in Queensland, Australia, pub-
lished in 1993, found that 87 percent of the 24 clients evaluated
were able to validate their communication through responses to
questions about their activitiesfor example, asking a person to
report on a gift received while the facilitator was not present or to
report on piano playing about which the facilitator was unaware.
About half of these individtials were also successful in answering
multiple-choice tests in which the facilitator did not know the
answers (such as names of family members).

The largest study of FC to date has been canied out in the
California public schools by Donald Cardinal and his colleagues.
Their unpublished study (currently under review by a profession-
aljoumal) included more than 3,800 trials, more than all of the
above-mentioned studies combined. Students classified as
"severely disabled" were asked to spell randomly-selected words
that they were shown while the facilitator was out of the room.
They were asked to spell five words per session, in three sessions
per week By the end of the six-week study, 74 percent of the stu-
dents were able to correct ly spell one or more of the words
shown to themby the tester while the facilitator
was out of the room; half were able to spell at
least two of the five words. On average, students
reached their peak performance at this task after
nine sessions. The re-searchas concluded that
their test. validated communication when many
others had failed because the length of the study
allowed students to practice the test activity
though not the actual wordsand becanse ii s'
activity occurred under natural conditions, as part
of the regular school day. For each word typed,
researchers estimated that tittle was no more
than a one-in-one-ht indred chance that the facili-
tator could guess the word corn etly.

At Syracuse University, we have two controlled
research studies underway in which FC users are

proving their communicative competence. Both studies show
that people are often able to succeed with validation tests if they
have opportunities to practice the type of test activity and if the
task accommodates particular difficulties such as word retrieval

Nearly everyone has difficulty with word retrievalfor exam-
ple, when we cannot think of the name of someone we see
during the day, even though we may typically be able to recall the
correct name some time later. Many people who use FC seem to
have extreme word retrieval difficulty, even for naming obvious
objects. In testing, one strategy to avoid word rerieval problems is
to provide multiple-choice answers; this allows the correct
answer to be available for selection.

In our current studies, individuals have taken several scs-
sionsin some cases, as many as eight sessionsbefore suc-
ceeding with validation tasks. Nearly all of these tasks include
multiple-choice options or other tasks that do not involve word
retrievalfor example, unscrambling lettes to form a word or
completing math problems.

In light of these studies, reasonable people must admit that
some individuals who were previously believed incapable of
litexate communication have demonstrated that under the right
conditions, they are able to convey their own thoughts via FC.

Independent typing
The goal of FC is independent typing. Many people using FC
may be able to reach that goal. Rosemary Crosslc.y and her
colleague, speech pathologist Jane Remington-Gurney,
report that more than 30 individuals with whom they had
worked in Australia are now typing independently. In North
America, there have also been reports of substantial
progress in typing ability, including independent typing.

At the 1994 annual conference of TASH (The Association
for Persons with Severe Handicaps), I presented videotapes
of two individuals typing without any physical support; each
had first learned to communicate with facilitation. Both
were previously believed to be severely retarded, but have
since demonstrated excellent literacy skills.

Again, reasonable people must admit that individuals who
learn to communicate with facilitation and then achieve
independent typing have demonstrated the ability to communi-
cate their own ideas.

continued ott page 50

To learn more...
Communication Unbound, by Douglas Biklen, focuses on how FC works, the controversy,

ways of confirming authorship and implications for understanding disability and ability.
Published by Teachers College Press, Columbia University (P0 Box 2032, Colchester, VT
05449, 800/488-2665; $17.9.7, plus $2.50 handling).

tinder Controlkd Conditions: Validating Facilitated Communication (video, 23 min.) doc-
uments a study in which people using FC learned to validate their communication while
playing computer games. Every Step of the Way: Toward Independent Communication
(video, 20 min.) shows how individuals using FC have begun to achieve independent typing.
Available from the Facilitated Communication Institute, Syracuse University, Syracuse, NY
13244 ($50 plus $2.50 handling).

I Don't Want to be Inside Me Anymore: Messages From an Autistic Mind, by Biiger
Sellin, is an autobiographical account of autism, written through FC. The book was written
by a temager in Germany, sk here it sold more than 50,000 copies: The English translation
was published by Ba,.ic Books in 1995 ($22, may be ordered through local bookstores).

G42 JULY !MI5 / EXCEPTIONAL PARENT 49
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Allegations of abuse
There have been concerns about allegations of abuse made
through FC. The only scientific investigation of this issue was
conducted by pediatrician Ann Botash and her clinical team at a
Syracuse, New York hospital. When any child makes an allega-
tion of abuse, a hospital team examineS the case to see if there is
any other "indication"other than the allegationto suggest
that abuse might have occurred. Other "indications" of abuse
might include physical evidence, a confession by the person
accused or confirmed abuse of other children in the family.
Botash's team examined all abuse allegations made through FC
that were evaluated at the hospital over a three-year period, a
total of 13 cases. The study found that other "indications" of
abuse were found in 47 percent of these casPs, the same percent-
age as in cases where allegations were not made through FC.

In addition, two recent court cases have upheld the right of
an individual to use FC in court proceediags. In one case, a
coworker of the accused said that the defendant had admitted
his guilt during a private conversation outside of court.

In any instance of alleged abuse made through FC, there
must be extreme care to aKsure that the FC user is the
author of the allegation. I have consistently recommended a
simple procedurebring in a second facilitator who is
unaware of the first allegation to see if the person can repeat
his or her statement.

FREE SAMPLES
Save up to 60% on Disposable Diapers

And We Will Deliver Right to Your Door
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To order, call toll-free

1-800-777-1111
24 Hour Service

Ask about our complete catalog including GoodNites,
Depend, Attends, At Ease, Comfort Dry, Ultra Shield,

Dri Pride, Promise and No-Rinse Products

Woodbury Products, Inc.
4410 Austin Boulevard - Dept 250

Island Park, New York 11558
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Ethical concerns
Given these findings, I strongly endorse the position taken
by TASH: that no parent or person with a disability should
be denied the right to use the method of communication of
his or her choice, that no person should be denied access to
basic rightsincluding the right to appear in courton the
basis of his or her communication method, and that valida-
tion of communication ability should always be discussed
with the person who uses FC and should include multiple
strategies attempted over long periods of time.

The latest research evidence on FC and the achievements
of individuals using FC require us to ensure its future avail-
ability It is not a miracle and it certainly will not work for
everyone, but those who might benefit from it deserve the
right to learn to use it, to type out
their words, to be heard, to prove
their communicative competence and
to be recognized for their accomplish-
ments. EP

Douglas Biklen, Ph.D., is professor of
cultural foundations of education and
director of the Facilitated Commun-
ication Institute at Symcu.,:e
University, Syracuse, New York.
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The Newsletter of the National Center
for Youth with Disabilities

A Transition Success Story: arn=3
Collaboration Makes Community Integration Work

Alison Mann Damon and Tyler. They overnight care, Ali and NI State Department of
Rinehart lives in a make their own Mindy take the public Human Services
house in St. Paul, breakfast, and with school bus to Humboldt (including the Deaf and
Minnesota, with three some help from a deaf High School. Tyler gets Hard-of-Hearing and
friendsMindy, woman who lives with ready for Metro Mobility Developmental

the kids and is to transport him to and Disabilities Divisions);
responsible for their from work in nearby Division of

Roseville. Damon heads Rehabilitation Services,
out to work in St. Paul. Ramsey County Human

Just finding school Services; and
programs and jobs (not

II Institute onto mention housing and
care) for four deaf youth Community Integration

who have mental (the University of
Minnesota's UAP).retardation and other

disabilities took the They met for the first
collaboration of many time just two years ago.
agencies and scores of "Unfortunately, there are
people. no long-term programs

Reginald Redding, in this state that serve
then Assistant deaf young adults with
Superintendent for mental retardation. (Wel
Curriculum and wish to form a coalition
Instruction, MSAD, and in order to improve
Alison's parents, Peggy service options. Our goal
Mann and Gerald D. for this first meeting will
Rinehart, convened a be to determine if there is
meeting with a need and to identify
representatives from various strategies to
numerous agencies, develop an independent
including the: living program for deaf

or hard-of-hearing youngState Department of
adults with mentalEducation; retardation," Redding

St. Paul School wrote to the participants.

Collaboration
Turn to page 52

District;

1111 Minnesota State
Academy for the Deaf
(MSAD);
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lilities.NotO,

that. ..
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in oinfamily;'atolle0.,graduatiOn. a. ruarria0i the
birth of a child. : '

We couldnitimagine Alison's 'future a'mere 10
yeans'40: She waadeaf. She had mental retardation.
Some dayashe could.walk without helP, other days she
needed to use.a wheelchair. And some days she could
barely stay awake. There were times when her hand or
arm or mouth twitthed uncontrollably, sometimes for
days on end. She required multiple medications daily
to be in precarious balance to protect her from seizures.
She was fragile. A virus could keep her home from
school for a week or compromise her enough to require
hospitalization. She had no understanding of danger.
It's awfully hard to imagine a future when all your
energy is used to manage a child's problems and
disabilities.

Alison's future began to take shape when we
started asking the same questions we ask about all our
children. What will she do? Where will she live? How
will she find a meaningful place in her community?
Who will be her friends? Where will she go to church?
Where will she hang out? Alison's future began to take
shape as we began to trust others to help us.

When a neighbor's home became a group home, I
thought maybe Ali could just grow up and live nearby.
Slowly, I could imagine a time when I would do what
every other mom does with grown children. Take my
daughter to lunch. Shop. I could imagine Ali visiting
on birthdays and holidays, or stopping by on a Sunday
afternoon, unannounced. I could imagine running into
my daughter in the store or at the Y.

What we as a family and NCYD as a program have
learned is that it is critical for families and youth to
think about the future. The dreams we have for our
children, and the dreams they have for themselves, will
change and grow over time. And, kids and parents
won't always agree.

These days, when Alison comes to her our house,
she's delighted to eat my cooking, happy to see her
younger brother, and she always asks about her older
sister. But after a couple of hours, Alison will put on
her coat and announce, "My house now." At 19, Alison
still has all the same disabilities she had 10 years ago.

PM R
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Collaboration
Ftom page 51

While a number of
the agencies involved
had identified a need to
increase the availability
of communication
accessible services for
these youth, not much
had r loved ahead. A
number of agencieS even
had interagency
agreements in place, but
they needed a catalyst,
someone with a vision.
"That's what the
Rineharts provided.
Having parents advocate
for programming added
immediacy to goals and
objectives written by the
Deaf Services (DSD) and
Developmental
Disabilities Divisions of
the Minnesota
Department of Human
Services," JoLynn
Blaesar, Planner, DSD,
says.

This ad hoc coalition
spent a year discussing
how they might design,
develop, fund, and
evaluate a pilot transition
program for up to 12
deaf youth that bridges
all the agencies. The
biggest difficulty?
Identifying a site. Time
and time again the team
realized that youth with
disabilitiesespecially in
the area of
communicationneed to
develop community
living, job, recreation and
independent living skills
right in the communities
where they will live. It
just didn't make much
sense to develop
resources in one
community when the
youth would eventually
move to another.

This notion might
have stymied the work of
the coalition if they had
limited their
understanding of
community to
geography. But at the
same time, a deaf service
provider was knocking
at the county's door,
wanting to provide
group home services for
deaf youth. Steven
Hogenmiller and his
wife, Monica, had both
worked in group homes,
sometimes with deaf
people. They saw the
frustration that limited
communication added to
their clients lives. Their
goal was to start a service
provision company,
Laurant Clerc Services,
Inc., to provide skilled
care and programming in
American Sign Language
for deaf youth with
developmental
disabilities." Our goal is
to create an environment
for language
development,
communication and
socialization
improvement using
community resources to
build self-esteem and
confidence,"
Hogenmiller explained.

OHS & County Social
Services Combined
Strengths

From that point on,
natural work groups
developed. County social
workers made
application for special
waivers. Thirteen
months after the first
meeting, four youth from
three counties who had

Collaboration
Turn to page 53
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Collaboration
From page 52

attended the Minnesota
State Academy for the
Deaf were offered the
opportunity to move to
St. Paul, Minnesota, and
receive their services as
part of the Deaf
community.

State and county
human services
developed a strategy to
assist the Hogenmillers
to become county
providers of adult foster
care. The mountain of
reports, license
application ancl
paperwork involved in
becoming county
approved providers is
daunting enough when
English is your primary
language. The county
had never worked with a
deaf provider before. But
with technical assistance
from both the
Developmental
Disability Services
Division in the county
and Deaf Services
Division of State Human
Services and the
Hogenmillers' dogged
persistence, the
paperwork was

&tact:
Peggy Mann Rinehart
NCYD
Box 721 UNIHC
420 Delaware St. S.E.
Minneapolis, MN
55455
or
Steven Hogenmiller.
Executive Director
Laurant Clerc
Services, Inc.
1242 Eustis St.
St. Paul, MN 55108

completed by October
1the day the home
opened.

Creativity Stretches
School Programs

In Minnesota, as in
most states, children
with dual disabilities
have a tough time fitting
into school. When Alison
was placed with just deaf
kids, she could
understand the language
but she couldn't manage
the curriculum. When
placed with peers who
have mental retardation,
she might be able to
manage the curriculum,
she just couldn't
communicate with
anyone. St. Paul school
administrators and
teachers struggled to
make their strong
community-bosed,
independent living
programming accessible
to deaf children without
breaking the bank. Part
of the solution was to
hire deaf adults and
interpreters as job
coaches and educational
assistants. A greater part

MO.
4.11Yre

,

of the solution has been
deliberately enhancing
communication between
programs and among
program administrators.

Indeed, while
interagency policy level
administrators and
planners were steering
this sometimes unwieldy
project, a second team of
teachers and social
workers, school nurses,
aides, and especially
Alison and her friends,
were developing their
own plan. Mo
Fahnestock led the group
in planning a meaningful
and fulfilling life.

Still Growing
Collaborative

projects built on mutual
strengths take on a life of
their own. They keep
growing in depth and
meaning as the
community nurtures
them. Alison, Mindy and
Damon transferred to
Humboldt High School
in October; Damon is
already working full-
time in the community
like his housemate,

G4 6
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Tyler. Alison and Mindy
will move to community
sites this summer.

The Hogenmillers'
company is thriving.
They've provided
employment for many
skilled deaf people, and
slowly these four youth
are becoming members
of the deaf community.

Nothing worth doing
goes ahead without
problems. Ali made an
unnecessary emergency
trip to the hospital one
weekend. Mindy fell in
school and chipped a
tooth. The dishwasher
needed to be replaced;
the water heater wasn't
big enough. And, Damon
really did need a
television of his own.
Phyllis, the first "live-in"
staff, was promoted,
moved out, and El
moved in.

But through it all, the
kids are persevering,
growing and, most
important, learning how
to become independent
and finding their place in
the neighborhood and in
the community.
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Getting Youth Serving Agencies Together:

Where Do We Go From Here?
The publication,
Together We Can: A
Guide for Crafting a Pro
Family System of
Education and Human
Services, outlines a five-
stage process for
building a new system.
While this publicatiu.-.
looks to the really big
picture, "to create a pro
family system of
integrated services to
address the complicated

problems children and
families face in today's
society," the stages
identified can provide a
road map for families
and youth as they plan
their futures.

Stage 1: Gather the right
people and commit to
collaborate.
Communicate.

Stage 2: Identify a shared
vision and goals that you
can talk about in concrete

language. Communicate.

Stage 3: Develop a
strategic plan that
defines exactly what you
want to accomplish, who
will do it and how.
Communicate.

Stage 4: Take action.
Communicate.

Stage 5: Adapt and
expand the original plan
as necessary.
Communicate.

For More Information:

Connect With The National Resource Library
The National

Resource Library brings
together comprehensive
sources of information
related to adolescents,
disability and transition
to meet the needs of
professionals who work
with youth with
disabilities as well as

their parents and others
invested in their success.
The database contains
five files:

Bibliography
Programs
Training Materials
Technical Assistance

d Health Care Reform

Entry points to the
Library's files are
through the language
and issues of individual
fields. Information in the
files is interdisciplinary,
offering the many views
that may enhance
practice with adolescents
and young adults with
disabilities.

The! Center for YoUth With DiSabilities I a:pi-Vain of the'
SodetY for Adolescent Medicine and the Adolescent Health Programs
at the University of Mirmesota, Publication of Corinections is supported,
in part, by project MCJ-275045 from the Maternal & Child Health
program (Title V, Social Security Act), Health Resources & Services
Administration, Department of Health & Human Services.

The Center's mission is to improve the health and social
functioning of youth with disabilities through providing technical
assistance and consultation, disseminating information, and increasing
the coordination of services between the health care system and others.
Center activities are directed at enabling youth to become full
participants in their communities.
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by Richard Epstein

Self-Funded Insurance Plans
QMy three-year-old son has
autism. Our health insurance

coverage is with a self-funded plan
that is refusing to cover his medical
expenses related to his autism. The
plan does not cover treatment of
"mental-nervous disorders," and this
is how they have classified autism.

I have filed an appeal, pointing out
that autism is a developmental disor-
der, not a psychiatric condition.
Several of my son's doctors have writ-
ten letters of support aLso. However,
the appeal has been denied. Do you
have any suggestions?

L.p., New Yark

AA variety of health insurance
programs are available in the

United States. There are traditional
plans, managed-care plans, govern-
ment-sponsored programs (including
Medicare, Medicaid and a variety of
state plans), self-funded plans and
other, unique programs.

Each represents a different
approach to health insurance, and each
is regulated somewhat differently.
'fraditional health insurance plans, for
instance, usually involve an agreement
between an insurance company and an
individual consumer. That agreement
deals with issues such as the specific
benefits tiui. will be offered.

Traditional plan§ are usually regulat-
ed by the state in which the policy was
issued. Government-sponsored plans
are regulated by a specific state or fed-
eral agency, with benefits established
by law and government regulation.

Self-funded plans
Although many people are more famil-
iar with traditional health insurance
plans, self-ftmded plans play an impor-
tant role in the health insurance struc-
ture. In fact, more than 60 percent of

rnericans who have health insurance
coverage through their employers are
covered under self-funded plans.

Self-funded plans are typically
established through an employer or
unionthe "plan sponsor"--rather

than through an insurance company or
government agency. The plan sponsor
usually pays claims directly. Although
an insurance company may be
involved, it acts as a "third-party
administrator," not as the insurer.

Therefore, in a self-funded plan, the
insurance relationship is usually
between an employee and his or her
employer, not between a consumer
and an insurance company or between
a consumer and a government agency.
Most self-funded plans are regulated
under a federal law called ERISAthe
Employee Retirement Income Security
Actnot under state law.

The importance of regulation
The question of how a health insur-
ance plan is regulated can be
extremely important. Over the past
few years, there have been a number
of cases dealing with the ways self-
funded plans have either limited
benefits or class-ified medical condi-
tions. Those cases have involved
such conditions as Alzheimer's
disease, cancer and AIDS.

Of course, all types of health insur-
ance programs may exclude or limit
coverage for specific services. Over
the past few years, however, several
states have issued new regulations
mandeng standardized health insur-
ance plans that include a number of
important consumer protections. But
those regulations usually do not apply
to self-funded plans.

The next step
Regardless of the type of insurance
plan involved, the first step in a situa-
tion like yours is to go through appro-
priate appeal procedures. You've
already completed that step, appar-
ently without success.

Often, the second step would
involve an appeal to your state insur-
ance department. However, since your
case involves a self-funded plan regu-
lated under ERISA, the state insurance
department probably cannot help.

However, there may be a number of

I- 0
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legal issues involved in this case,
including your rights under ERISA and
under the Americans With Disabilities
Act (ADA). Thus, I think your next
step may be to consult an attorney
who specializes in insurance or dis-
ability law. In your area, the Disability
Law Center (c/o New York Lawyers
for the Public Interest, 30 W 21 St, 9th
FL, New York, NY 10010; 212/727-2270,
voice; 212/727-2997, TIT) has an interest
in helping people with such issues.
fEanon's Nom.: In other areas, con-
tact the National Legal Aid and
Defense Association (1625 K St., NW
Ste. 800, Washington, DC 20006;
202/452-0620, voice; 202/872-1031,
fax) for referrals to local remotes.]

You should also consider writing to
federal legislators about this issue.
Congress is beginning to discuss
health insurance again One topic that
is likely to come up is the possibility of
changing the ERISA law to bring self-
funded health insurance plans under
at least partial state regulation. Your
experiences may help legislators better
understand the situation as it relates to
children with disabilities.

However, remember that companies
are not obligated to offer health insur-
ance coverage. Self-funded plans cost
significantly less than traditional plans;
according to the Self-Insurance
Institute of America, many companies
might not be able to offer any health
insurance coverage if self-funded
plans were not available. EP

In this Column,
Richanl Epstein .

answers readerj' ques-
tions about health
insanunce.Send your
quotzstohindt.
kiCEPITONAL FARM%

20 9 Harvard St., Ste
119, &odd** MA
(A2144 (617) 730-8742

tf your question relates to a speCifte
health insurance eltain,-please include
copies of any materials. you'tv twined
from 'the tamale compan y. grease,
dont send originals!) Inditde your
address and phone number Only your
initials and state will be published It is
not passible to respond to letters
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by David Hirsch, M.D.

The Ketogenic Diet
QOur four-year-old son has devel-
opmental delays and a very

severe form of epilepsy. His seizures
have been diagnosed as being myo-
clonic in form (rapid jerks of flexor
muscles). Sometimes he seems to
have staring spells which are
seizures also. He has been on many
different anticonvulsantsup to
three at a timebut with minimal
improvement in his seizures. My
husband and I feel that the medica-
tions are making him very lethargic;
he sleeps most of the day. We are
strongly considering trying the
"ketogenic diet" that we have heard
about recently. Does this seem
reasonable?

AA ketogenic diet for the control
of seizures is a treatment for

epilepsy that has been in use for many
yearsalone, or sometimes in con-
junction with anticonvulsive medica-
tions (medications to control
seizures). Although there are a few
theories, nobody really knows why
the diet reduces or stops seizures in
certnin children.

The ketogenic diet consists of foods
that cause the body to produce
ketones, primarily a byproduct of fat
metabolism. A person on a well-
balanced diet consisting of carbohy-
drates, protein and fats will derive
energy primarily from the metabolism
of glucose--metabolism being the
process whereby food is converted to
energy. In contrast, a person on a
ketogenic diet derives energy from
"burning" fat, rather than glucose.

A ketogenic diet consists of foods
such as heavy cream, butter, other
fats and only a limited amount of
protein. Essentially no carbohydrates
(sugar and starch) are allowed.
Protein and calorie intake must be set
at. levels that meet requirements for
growth. Vitamin supplements must
also be used appropriately.
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The ketogenic diet may sound
much easier to do than it really is. It
should never be attempted without
very close medical and dietary super-
vision. Typically, the diet is started in a
hospital setting after several days of
severe caloric restriction. This initial
restriction of food intake causes the
body to begin "burning" fat for energy,
starting the production of ketones.
During this initial hospitalization, a
dietitian works with the family and
child to set guidelines for the types
and amounts of food the child may
have. Once started, and barring any
major complicafions, it is essential
that the patient follow the diet strictly.
"Cheating"whether accidental or
intentionalmay result in increasing
or restarting seizures.

According to studies done at Johns
Hopkins Pediatric EpilepSy Center,
the optimal age for the diet Ls between
one and eight years. Younger children
are more prone to hypoglycemia (low
blood sugar) when on the diet and
older children who are oral feeders
(as opposed to tube feeders) are more
resistant to following the ketogenic
diet, primarily because of its limited
taste appeal.

The ketogenic diet should be con-
sidered another therapeutic option,
just as the option to use or change
anticonvulsant medications. This diet
should not be the first choice among
options for seizure control, but it is a
viable treatment for children with
many types of seizures that are not
well controlled with anticonvulsants
or where anticonvulsants cause
significant side effects.

Just as with drugs, the ketogenic
diet has potential side effects including
hunger, thirst (because of the decrease
in fluids taken in as part of the diet),
constipation (because of the small vol-
ume of food and high concentration of
fat in the diet), hypoglycemia, kidney
stones (because of too little liquid),

hypocalcemia (low blood calcium),
hyperuricemia (excessive uric acid in
the blood) and acidosis (a build-up of
acid in the blood). Also, if a child con-
tinues taking anticonvulsant medica-
tion, the ketogenic diet may make him
more prone to a buildup of the med-
ication in the body because the diet
may change the way the body absorbs
the medication, the way medication
adheres to proteins in the body or the
way the brain metabolizes the medica-
tion. As mentioned above, the diet
must be rigorously adhered to and
closely monitored. Even slight
amounts of exc-. carbohydrate may
precipitate a seizure in susceptible

Johns Hopkins has reported that
the ketogenic diet appears to be very
effective and typically well-accepted
by patients and families. Of children
with the most intractable epilepsy
(the hardest to control), Johns
Hopkins reports improved seizure
control in 67 percent. Many of these
children were able to reduce their
anticonvulsant medications
significantly; some were able to r. top
the medications entirely. Speaking
from personal experience, I have had

continued on page .5 7

949

{in** DaH,v, -1
; :Mrs* ILD4 paaatri-

aai :,men0er qf tIie

fdik))##;14. 1,97y.'r

"fiadai ftits'ek.
i:ittilit#:44.000'iti.1
Itp64444 L&L tn .

Phoenii;
il.cistinifi:hildrekniii

ofirenic illnesses; .

'ShicfP1 Hineitielia*Ana, 01141.0;.:
,o1104. haofiviiirot*Inett the4* a in quetlo
,:porentsiteixitdiethiew his inaigestians *ith
-"aproopriate prqfeseienelsjlt. Hirsch mew' .-
; Woris a*,iific*odficti,6r MedientionS *iv
141e OiskOosifjpistiO44 *40ot *dinning '!

ee foga* red**.
Saki questions to: Ask the Doctor,

Exerevala aeofr, 209 Havant Street,
Suite M4 0M07400546i7)

f OOP:



One size
does
not

fit all!

0.....
s....iv

t'kxls
.1,...,2.

4.
--.:z-A

0\2
dirr gill iiC,

,....

.....:.,-,

Itc:
'AI.-....t.:

k4.1.

5.41
hildren's Specialized Hospital is dedicated exclusively to
serving the special needs of children and adolescents.

7+
.,,..

s-AS: fill,Fv;iriA Child Study Team Occupational Therapy
Learning Disabilities Physical Therapy
Attention Deficit Disorder Cognitive Reme
Early Intervention/Pre-School Day Hospital Pchation

Speech and Hearing Recreational Therapy

W4'c'l Psychological Services
!,.....v.

Augmentative Communication/
Rehab Technology Computer Evaluation itl.Al.

Nutritional Counseling MA
L .P.i Vitt

Children's ,AN
i.0.1M j Specialized

Hospital ' i...
c

'.'..."$.2: MOUNTAINSIDE FANWOOD TOMS RIVER
.4,4111

: For information in North Jersey call (908) 233-3720 Ext. 8439r 4 , t..s*
,g... For information in Central and South Jersey call (908) 914-1100 Em.706

Children's Specialized Hospital was among 5% of thc nation's hospitals last year

....,.... awarded -Accreditation with Commendation" the highest distinction awarded;.,i by the Joint Commission on Accralitation of Healthcare Organizations.

%figI'ia:,;;V: k7eslin.W3,:r1.4,El .'.4.^%.,.V;J: Zit",1:4F4s7k0A ii,;?-i; I IN.'s7rting .,,y4

Circle 811

continued front page 56

two patients recently who have had significant improve-
ment in seizure control and quality of life on the keto-
genic diet. One is no longer on antepileptic medications.

I believe there may be a role for the ketogenic diet for
your son. Again, the ketogenic dietlike the use of any
medicationis a serious undertaking and must be done
ander the close supervision of your son's pediatrician and
pediatric neurologist and by a dietitian who is experi-
enced with the diet.

For more infomtation, you may want to investigate the
following resources:

The Epilepsy Diet Treatment: An Introduction to the
Ketogenic Diet (paperback, 1994, 180 pp.): Written by
medical professionals at Johns Hopkins; Demos
Publications, 386 Park Ave. S., Ste. 201, New York, NY
10016; (800) 532-8663; $21.95.

An Introduction to the Ketogenic Diet: A Treatment
for Pediatric Epilepsy (video, 45 min.): The Charlie
Foundation, 1223 Wilshire Blvd,, Box 815, Santa Monica,
CA 90403; free (send card with name and address).

The Johns Hopkins Ketogenic Diet Fact Sheet (fact-
sheet, 4 pp.): The Epilepsy Foundation of America, 4351
Garden City Dr., Landover, MD 20785-2267, (800) 332-
1000; free. EP
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Our prices make
everyone happy!

Send for a free catalog
of adaptive
equipment.

P.O. Box 33 Bedford, MA 01730
(617) 275-7681 Fax (617) 275-4094
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WEATHERBREAKEIr
collapsible canopy for ALL wheelchairs and strollers.

"Hey Alom, im Ready To 6o Outside!
The weather doesn't always care if you need to get to school or
run errands. So, when there's no break in the weather, The
WeatherBreaker protects against downpours and sunburns.

And, for keeping legs and feet dry, nothing beats The GunnySack,
lap, leg, and feet cover ... for the one you love! Contact your
local medical supplies dealer, or call:

800-795-2392
r-DIESTCO Mfg. Co., P.O. Box 6504, Chico, CA 95927

Circle #105

Transfer. In and Out of, the
Bathtub Safely and Easily
WatePOPerated
No Electricity
Fits any Bathtub
Simple Connection
Lifts up to 300 tbs.
Stable Transfer Surlate
Portable

r
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PIIP ICM Building 1003 International Drive
Oakdale, PA 15071-9223

Phone: (412) 695-2122 Fax: (412) 695-2922
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BLOCKS IN MOTION
Unlike traditional computer
paint programs, which require

fine motor skills to perform a senes of complex steps,
Blocks in Motion allows a child to select a shape from a
palette of shapes, click on it, pomt the mouse to the posi-
tion on the background where the shape is to be placed,
and click again to drop the shape into place. By joining a
series of shapes similar to building blocks, children can cre-
ate whole pictures. Requires a Macintosh computer with
System 7.0 or higher, color monitor, three megabytes hard
drive space, two megabytes RAM and a mouse.
Don Johnston, Inc., Wauconda, IL 60084-0639

Circle # 195

ACTION VOICE
This portable communicatdon device
allows children to communicate
using pre-recorded messages. The
one-minute model allows 10 mes-
sages to be recorded. The two-minute
model features an 18-message reculd-
ing capacity, enhanced volume and
auditory scanning. Both models allow
two adapted appliances, toys or other
devices to be controlled by any of the recorded messages.
The Action Voice supports scanning, switch input or keypad
overlays.
Ability Research, Inc., Minnetonka, MN 55345-0121

Circle * 196
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THE ARROW WALKER
The Arrow Walker is an adjustable walker designed to pro-
vide children with hands-free independent mobility in an

upright position. This walker features an
arrow-Jaaped chassis for stability and easi-
er access through doorways and around
obstacles. Directional locking casters
allow the user to walk a planned course. A
choice of three sizes (tiny, small and medi-
um) and positioning accessories allow for
customization.
niaid, Inc., Cumberland, MD 21502

Circle # 197

VOCAL ASSISTANT
This augmentative communication
device allows 16 mewges to be record-
ed in any voice and in any language. All
messages are available for playback at
the touch of a single key. The first six
messages may be of extended length,
allowing addresses, phone numbers and complex sentences
to be recorded. Optional accessories include a remote
speaker, keyguard and telephone interface.
GYM Labs, Sunnyvale, CA 94087

Circle # 198

THE ADJUSTABLE
This height-adjustable table can be adjusted from a height
of 25 to 50 inches with a minimum of effort. The adjusting
mechanism consists of two cylinders controlled by hand
levers on either side of the table. The levers
are depressed to adjust the table, and
released to lock it into position. A single-
lever, one-handed adjustment lever is avail-
able. Additional cylinders may be added to
reduce the amount of effort required to
adjust the table with heavier loads. An
adjustable-angle table top with settings from
5 to 40 degrees is also available.
Northport, Inc., Excelsior, MN 55331

Circle # 199

PURE FLITE GEAR BAGS
Pure Flite Gear Bags are gear bags
designed for active kids and
teenagers with physical disabilities.
The design of the bags allows access
to belongings without having to set
aside crutches or reach around to the
rear of a wheelchair. The student
model, worn over the shoulders
against the chest, features a large zip-
pered top pocket to carry legal-size

notebooks, books and folders. A smaller easy-access pocket
holds keys and wallets.
Pure Flite Gear, Pompano Beach, FL 33064

Circle # 200

The ABLEDATA database of assistive technology and rehabilitation equipment contains information on more than
20,030 products for persons of all ages who have a physical, cognitive or sensory disability. Products are chosen for
this page by the ABLEDATA stoff based on -their specific applimbility to or design for children with disabilities. The
circle numbers are to be used on EXCElirIONAL PARSNeS "Free Product & Information Card." Readers can circle a
number on this issue's card (page 125) to receive more information on any new product featured above. Please
allow three to four weeks for delivery of the information.

For more information on assistive deeicee, or to submit product information for the database (and possible
inclusion on this page), contact ABLEDATA, 8455 Coiesville Rd., Ste. 935, Silver Spring, MD 20910-3319,
(800) 227-0216 (V/Tf19, (301) 588-9284 (VIM) or (301) 587-1967 (fax).
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Video and Monograph Focus on the Power of Friendship
, The Texas Planning Council for Developmental Disabilities has produced a 16-

minute, open-captioned video, just Friends, and a 42-page collection
of stories, Community Connections: Weaving Friendships.

Both highlight the experiences of teenagers and adults who
participated in the Council's "Community Connections"
projects. The projects, developed in seven areas across the
state and intended to promote community inclusion,

matched individuals with and without disabilities.
For a free copy of the video and/or monograph, contact

Nancy Arms, Texas Planning Council for Developmental Disabilities, 4900
North Lamar Blvd., Austin, TX 78751-2399; (512) 483-4080 or (800) 262-
0334 (TX only). A limited quantity is available; one copy of video and -mono-
graph per person or organization.

One of the 15 stories in Community
Connections focuses on the friendship
between (from left) Bra* Pulliam,
Amanda Iseli and Ginny Stander, all of
Lubbock, Texas. Brandy has lived in a
nursing home since the age of 13, when
she lapsed into a three-month coma follow-
ing a seizure. After tegaining conscious-
ness, she could no longer walk or talk.

When asked how she and Amanda
communicate with Brand% Ginny replies, "Oh, that's no problem. Brandy talks with
her eyes." And what's the main topic of conversation when this threesome gets
together? "Oh... you know... guys."

^

CHILDREN'S CARE

HOSPITAL & SCHOOL
For Children with Disabilities

and Their Families

CHILDREN'S CARE HOSPITAL
& SCHOOL (fbrmerly Crippled
Children's Hospital & School) is a
private, nonprofit facility serving
over 1000 children and families each
year. Individualized, family-centered
programs available through day
school, outpatient, outreach, or resi-
dence. Pediatric rehabilitation pro-
gram now offered.

Contact:Nathan Anderson
Children's Care Hospital & School
2501 West 26th Street
Sioux Falls, SI) 57105-2498
(605) 3:36-1840 or (800) 584-9294

Uncommon Fathers:
Reflections on Raising a
Child with a Disability is a
collection of essays written by
fathers of children with disabili-
ties. These diverse dads have chil-
dren ranging in age from four to
28, with a variety of disabilities. Fathers of
children with disabilities will meet peers in
the pages of this hook. Mothers who read
this book will gain insight into the perspec-
tives of their children's fathers. And profes-
sionals will benefit from learning how the
fathers represented in this book strive to be
vital participants in their children's lives.

Uncommon Fathem, edited by Donald J.
Meyer and published by Woodbine House, is
available through Exceptional Parent
Library, (800) 535-1910. 206 pp; $14.95
(paperback).

Young Musicians Competition
Very Special Arts, an international organiza-
tion providing creative opportunities in the
artc, for children and young adults with dis-
abilities, is accepting entries for the 1996
Panasonic Young Soloists Award. Any

instrumentalist or vocalist with a disability, younger than 25
and interested in pursuing personal or professional studies
in music may apply. Each entrant must submit a video or
audio recording of their work, a letter of application and a
250-word autobiographical statement detailing why he or
she should be selected for the award. A committee of music
professionals and educators will award $5,000 scholarships
to one or two winners. Each winner will also have the
opportunity to perform at the John F Kennedy Center for
the Performing Arts in Washington, DC.

To iweive an information packet, contact Very Special
Arts, Young Soloists Program, Education Office, The John F.
Kennedy Center for the Perfomfing Arts, Washington, DC
20566; (800) 933-8121, voice; (202) 737-0645, 17Y. The dead-
line for entries is September 15, 1995.

"MAXIMIZING INDIVIDUAL
POTENTIAL" Community-based,
positive learning environment for
difficult-to-place children, adoles-
cents mul young adults with MR,
autism, communication disorders
and challenging behaviors. A pro-
gram of the Protestant Guild for
Human Services, Inc.

12-mo. day/residential prop inns.
10 miles west of Boston.

( ontact: Admissions Director
The Learning Center
411 Waverley Oaks Road
Waltham, MA 02154
(617) 893-6000
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Private, 501(c)(3)
Nonprofit Community

"THEIR COMMUNITY...WITH OUR HELP'
Residential, day, and evening programs
and services for adults with
developmental disabilities.

Paid Vocational Training
Visual and Performing Arts
Daily Living/Life Skills
Therapeutic Recreation
Case Management
Health Services
Off-Campus Activities
125-Acre Wooded Environment

Annandale at Suwanee, Inc.
3500 Annandale Lane
Suwanee, GA 30174
(404) 945-8381
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hocked,
cloth

made
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& style.

,S13.00 IA315.00, L-S17.00 *5260 SW

Davits Moo
mete mfe _ ordsi,g 410-668-0068

Virginia M. Ramsey
PO. Box 22 EP Eastern
Parkway
Germantown, NY 12526
(518) 537-5846 Phone/Fax
Unisex camouflage for drcohng
& unpredictable spills. Wear all
day or mealtime. Bandanna,
Collar, Full bbIlgit neck 2/$15,
dczen/S84-93.

Equipment Defilers

National
. _

American Discount Medical
FOR DISCOUNTS ON ALL
YOUR EQUIPMENT
NEEDS! Save on Strollers-
Convaid, Carrie Rover.
MacLarEn; Scooters;
Wheelchairs; Tumbleforms;
Walkers; Seating/Positioning
Equip.; and &enders for school
or home.
Call (800) 877-9100 for FREE
BROCHURE,

Massachusetts
_

Atlantic Rehab., Inc.
81 Rumford Ave.
Waltham, MA 02254-9055
(617) 894-0069
Atlantic Rehab. specializes in
Pediatric Mobility and Seating.
Sales and Service. Please call
for more information.

Missouri

U.S. Medical Corporation
14575 Manchester Road
Manchester, MO 63011
(800) 40-USMED/(800) 408-
7633

Free Catalogs

CORIUM Care
Products, Inc.
P.O. Box 684
Sheboygan, WI 53082 0684
(414) 459-8353

locontinence'-:
^ --, - --

Access Medical Supply
2006 Crown Plaza Drive
Columbus, OH 43235
(800) 242-2460
Attends Youth Briefs fits
children 35-75 lbs. $51.95/cs
96), Free Delivery.
Depend, Serenity, other items.
Manufacturer's coupons
accepted. Free Catalog'. . .

!beeline Medical Products
324 Werner St., PO Box 67
L_eipsic, OH 45856
8W-654-3376
Call DMP for all your inconti-
nent needs such as briefs,
pants, pads and liners, as
well as skin care products.
Call for FREE catalog!

H.D.1.S.
1215 Dielman Industrial Court
Olivette, MO 63132
(800) 538-1036
See our ad in this issue.

_ _

Summers Laboratories, Inc.
Collegeville, PA 19426
(800) 533-SKIN (7546)
Triple Paste TM for diaper rash
and chronic irritation. Used at
leading children's hospitals.
Available wtthoi rt prescription.
Call now for free treatment
information.

U.S. Medical Corporation
14575 Manchester Road
Manchester, MO 63011
(800) 40-USMED/ (800) 408-
7633
Call U.S. Med for free sample
Depend briefs, undergamients,
pants and diapers.
Low prices and free delivery

I YOUTH
BRIEF II
FrTS 30 7
TO70 LBS. ,Y
96 FOR C;
$ 39.98

CALL 24HRS.
1-800-777-1111

WOODBURY PRODUCTS
INC.

4410 Al151144 W. 11000 PARK MY I ?SS*

Menitori MIEZIN
A & H International
Products,lnc.
301 E. Ocean Blvd., #1010
Long Beach, CA 90802
(310) 435-1011
BeeperKid child monitor helps
protect your child in public.
Instantly alarms you before
child can wander or get lost.

Care Electronics
5741 Arapahoe Rd., Suite 2A
Boulder, CO 80303
(303)444-CARE (2273)
WanderCARE Systems notify
caregivers when their wanderer
leaves home. Locate them up
to ONE MILE away.
FREE catalog!

UCLA Microcomputer Project
1000 Veteran Avenue/
Rm 23-10
Los Angeles, CA 90024
(310) 825-4821
Catalog of de v. appropriate soft-
ware for children w/disab. 18
mths-5 yrs. Apple, Mac, IBM,
cause/effect, game format, basic
preschool concepts

Van Conversion Dealers-- -------->
Cronscticur

Drive-Master, Inc.
9 Spielman Road
Fairfield, NJ 07004
(201) 808-9709
Full service mobility center,
raised tops/doors, drop
floors, custom diving equip-
ment; distributors for Mobile
Tech., Crow River lifts, Ricon,
IMS, EZ Lock, and EMC
touch pad systems. 41 yrs.
of service to the disabled
community. Please call for
more information. NMEDA
member._

Indiana

Furward Motions
214 Valley Street, Dayton, OH
45404
(513) 222-5001
Full-size/Mini-Van modifica-
tions, new/used lifts, drop floor,
raised roof, lockdowns, driving
equip. NMEDA member.
Owned by person with disability.

Kentucky

Forward Motions
214 Valley Street, Dayton, OH
45404
(513) 222-5001
Full-size/Mini-Van modifica-
tions, new/used lifts, drop floor,
raised roof, lockdowns, driving
equip. NMEDA member.
Owned by person with disability.

EXCEPTIONAL PARENT'S

1995 WOKE GUIDE
Sold separately for

$9.95

Call 800-5354910

BEST COPY AVAILABLE
656

ExpREss
Medical Supply, Inc.

.Mail Order-

UROLOGICAL
Bard Baxter Coloplast
Convatec Hollister Intermed
Mentor MMG Sherwood
Sierra Urocare United

INCONTINENCE
Attends Caring Depends
Medline Tranquility

OSTOMY
Coloplast Convatec Cymed
Hollister NuHope United

WHEELCHAIR
CUSHIONS
Roho Jay

SKIN & WOUND CARE
Bard Convatec Hollister
Sween United Urocare

FREE SHIPPING
for orders over $75.00 in the
continental U.S.

Call for a Free Catalog

800-633-2139

Circle #156
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SPECIAL KIDS
LOVE OUR

SPECIAL EDITION.

The AmTryke, designed to give
physically challenged children their
first set of wheels, is just one of
many AMBUCS achievements.

AMEUCS provides fun, innovative
service opportunities for people who
want to help their community. but
who don't necessarily have a lot of
spare time. By working together.
AMBUCS volunteers make their spare
time go a long, long way.

If you've always wanted to help
others, but you could never find the
time to make a big commitment.
AMBUCS suggests you make a small
commitment instead. Call us about
membership opportunities or for in-
formation on our AmTryke.

*****
iglaffiglACS..... *

Creating Independence For People With Disabilities

CALL

1400438.1845
8:30AMSPM EST

Circle #223
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Marketplace

New Jersey

Arcola Mobility
51 Karo Road
Carlstadt, NJ 07072
(201) 507-8500/
(800) ARCOLA-1
New-Used-Trade-Lease-Buy
Full sized, mini, rear and side
entry We carry products from
the following manufacturers:
Braun, KneeKar Vantage,
Ricon, and Pick-A-Uft. if we
don't have it, we'll find it'
Financing is available.
NMEOA Member. Please call
for more info.

-
Drive-Master, Inc.
9 Spielman Road
Fairfield, NJ 07004
(201) 808-9709
Fur service mobility center
raised tops/doors, drop floors,
custom driving equipment;
distributors for Mobile Tech.,
Crow River lifts, Ricon, IMS,
EZ Lock, and EMC touch pad
systems. 41 yrs. of service to
the disabled community
Please call for more informa-
tion. NMF.nA member.

New York

Arcola Mobility
51 Karo Road
Carlstadt, NJ 07072
(201) 507-8500/
(800) ARCOLA-1
New-Used-Trade-Lease-Buy.
Full sized, mini, rear and side
entry We cany products from
the following manufacturers:
Braun, KneeKar, Vantage,
Ricon, and Pick-A-Lift. If we
don't have it, we'll find it!
Financing is available.
NMEDA Member. Please call
for more info.

Drive-Master, Inc.
9 Spielman Road
Fairfield, NJ 07004
(201) 808-9709
Full service mobility center,
raised tops/doors, drop floors,
custom driving equipment;
distributors for Mobile Tech.,
Crow River lifts, Ricon, IMS,
EZ Lock, and EMC touch pad
systems. 41 yrs. of service to
the disabled community
Please call for more informa-
tion. NMEDA member.

Ohio

Forward Motions
214 Valley Street,
Dayton, OH 45404
(513) 222-5001
Full-size/Mini-Van modifica-
tions, new/used lifts, drop
floor, raised roof, lock-
downs, drMng equip.
NMEDA memba. Owned by
person with
disability.

Pennsylvania

Drive-Master, Inc.
9 Spielman Road
Fairfield, NJ 07004
(201) 808-9709
Full service mobility center,
raised tops/doors, drop
floors, custom driving
equipment; distributors for
Mobile Tech., Crow River
lifts, Ricon, IMS, EZ Lock,
and EMC touch pad sys-
tems. 41 yrs. of service to
the disabled community.
Please call for more infor-
mation. NMEDA member

Medical
JournalI Research

FREEAROCHURE
describing our medical

literature research services

1-800-551-9040
Affordable Prices- Latest Research

MEDICAL.
INFORMATION

-Specific to Your Condition

To place an ad,

contact

BARBARA

NASTRO

(201) 680-4814

or fax to:

(201) 680-8355

BOOKS, AUDIONIDEO & EDUCATIONAL MATERIAL

Turtle Books
Appnoved by the American
Academy of Pediatrics. These
upbeat stories with warm, col-
orful illustrations address real
issues found in the lives of real
children with disabilities. Provide
a bridge of understanding for
your children with disabilities,
sitIngs & friends. FREE
Brochure.
Jason and Nordic Publishers,
PO Box 441,
Hollidaysburg, PA 16648.
FM (814) 696-4250

,

FreeThe 1995 Woodbine
House/Special-Needs
Collection, a catalog of excel-
lent books for parents, children,
and professionals on autism,
CR Down syndrome, Tourette
syndrome, mental retardation,
visual impairment, physical dis-
abilities, special education, and
more. Woodbine House,
6510 Bells Mill Road,
Bethesda, MD 20817,
(800) 843-7323

657

FreeThe NEW Special
Needs Project Book Catalog
The best books from all publish-
ers about dtabkies.
Comprehensive resources for
parents, chiklren & professionals.
Special Needs Profect, 3463
State Street, Santa Barbara,
CA 93105,
(800) 333-6867.



A OVER TISEME
PRODUCT NEWS
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Lightweight Portability Solves

Transport Problem
Convaid's buggies are the answer for
moms and kids on the go. Long known
tor their patented folding design, they
told with all positioning adaptations in
place. Moms can easily litt and store the
buggies in a car trunk. Great tor indoor
or outdoor use. Circle *209

Full Range of Accessories
A choice of up to twenty options on
Convaid's buggies includes a transparent
detachable tray, made of unbreakable
Lexan', and a detachable canopy for
shade and protection from the elements.

-r*

4.71111'
Circle 0 206

1

New Bus/Van Tie,Down Models
Now available, the Cruiser Transports, a
new bus/van tie-down buggy line from
Convaid, successfully crash tested at 30
MPH, 20g decel in a forward-facing
configuration with up to 170 lb.
dummy, using a Q-Straint (with
positive lock) tie-down.

Convatd continues to add to its broad
range of positioning buggies to fit any age,

sizt and most tight budgets. Choose
from the Cruiser line with its many
different positioning acceisOries, the EZ
Rider with its quick Wing &sign, or artY
of Convaid's conipact folding bogies. Plus

we offer the Cruiser Transport lint, a
bus/van tie-down successfully tested with

up to a 170 lb. dummy

All Convaid buggies feature our patented

4olding design which eliminates slump and

the hourd of aakkotal foklinwkwak.,
the pouthihties.

Made at do VSA. Frit Year Warfarin

Circle 0 126

G58

Good Looks, and Custom
Comfort Make Kids Smile

Convaid's EZ Rider makes transport easy
and fun with six colors, several si:es and
extensive adjustability. Circle * 210

Convaid
PRODUCTS INC

PO Po\ 24is Rik \ (nlo ( A )0274
OM '62 1020 II11 mI4 (

\ (101 (() (n70



cum NAL
Library
You can order
any of the

books listed here
with the coupon
below or by calling
(800) 535-1910

.biSABJLITY,.GENERAL

our_ Odd
and

HEALTH

CARE
.1 I )011.1r, 6, So.,'

famtl. w oh
/ .a

I

Pi ANNIN6-
.Irti I UHL

YOUR CHILD AND
HEALTH CARE
A "Dollars & Sense" Guide for
Families with Special Needs
L.R. ROSFNFIELD, PH.D.

This resource helps parents
negotiate the maze of financial
assistance programs, organiza-
tins. and government services.
You will he able to seek services
and assistance confidently from
all sources.

1131180D $29.00

COUNT US IN
Growing Up with Down
Syndrome
J. KINGSLEY & M. Levnz

The authors share their inner-
most thoughts, feelings, hopes
and dreams, their lifelong
friendship.
H8073DS $9.95

SPORTS AND RECREATION
FOR THE DISABLED
Second Edition

PACIOREK & LA. JONFS

A book designed to make
dream COW true! More than
50 activities are fully described,
from all-terrain vehicles to
wilderness experimces,
individual and team sports.

C011600 $32.00

PLANNING FOR
THE FUTURE
Providing a Meaningfid Life
for a Child with a Disability
after Your Death
MARK It WELL

AP02400 $24.95

TAKING
TAKING CHARGE
Overcoming the Challenges
of Long-Term Illness
I. POLLIN, M.S.W. & S.K.

GOIANT, MA.
Designed to help the chronically
ill person understand why you're
feeling the way you do and to
realize that your emotions are
normal, natural and predictable.
Corning to terms with reality.

RH10700 $22.00

FACILITATED
COMMUNICATION

RAISING A CHILD WHO
HAS A PHYSICAL
DISABILITY
A Medical Primer
ILO. ALBRECHT

This book will make your job
easier. Compassionate, help-
ful, and based on real-life
experience, it will help you
handle every facet of raising
and loving your special child.

JW12100 $12.95

FACILITATED
COMUNICATION
The Clinical and Social
Phenomenon
Rpm iw: H.C. SHANE, PH.D.

An up-to-date exploration od
the controversial topic of FC
and also the current under-
standing of learning, commu-
nication, and movement in
persons with developmental
disabilities.
SP11500 $45.00

I WISH...
Dreams & Realities
of Parenting a Special
Needs Child
KATE DIVINE MCANANEY

A book about conflict, courage
and creative solutions.

CP074CP $8.95

COMPUTER RESOURCES
FOR PEOPLE WITH
DISABILITES: A Guide
to Exploring Today's
Assistive Technology
nic ALLIANCE FOR

TECHNOLOGY ACCESS

Provides user-friendly
support, hiforrnation, and
up-to.date answers.

HP0870D $14.95

I FEELING FIT
,j A Professionally desigiwd

low impact, low intensity aerobic
excercise program for
individuals with developmental
disabilit ies.

0010300 VIDEO $24.95

G5

THE COMPLETE
DIRECTORY FOR PEOPLE
WIM DISABHMES
EDITED BY L. MACKENZIE

A one-stop sourcthook for
individuals and professionals;
products, resources, books
and services.

GH11500 $145.00

THE ILLUSTRATED
- DIRECTORY OF
, DISABILITY PRODUCIS

EDITED BY M. MACE

Shows hundreds of products
along with names, addresses
and phone numbers providing
customers with the informa-
ton to make the best decision.

TP02600 $12.95

ecol
:.Spcial

'I"()ni

Sullivan

IT ISN'T
FAIR!

SIBLINGS OF'
CHILDREN WITH

DISABILITIES

SPECIAL PARENT,
SPECIAL CHILD
Parents qf Children With
Disabilities Share Their

Mumphs, and
Hard-Won Wisdom
T. SULLIVAN

Inspiration and Information
for facing the challenges of
being a special parent.

GP10500 $21.95

IT ISN'T FMR!
Siblings of Children with
Disabilities
EDITED BY S.D. KLEIN

& M.J. SCUM:JEER

Features ChapterS by parents,
siblingS and professionals.

EPOO1EP $14.95

EFFECTIVE INTERVENTION
FOR SELF-FEEDING
SUCCESS
CA. NELSON, PH.D., OTR

An effective and easy to follow
video program for parents
which provides the tools
needed to be successful in
moving your chile ,oward

independent self-feeding.

ED07800-VIDEO $39.95

Porn LEARNING FOR
CHILDREN WHO

s EXPERIENCE DELAYS
S.R. HAYS, M.S.,R.N.,C.R.R.N.
This video presents a unique

1 developmental approach to
supporting the child in learn-
log independence in the man-

, agement of 'bathroom* skills.

E007700-VIDEO $39.95



NEGOTIATING THE
SPECIAL EDUCATION
MAZE: A Guide for P,zrents
and Teachers, 2nd EdWon
ANDERSON, CHITWOOD, & HAYDEN

Easy-to-follow guide to the
special education system,
demystifies the system
beginning with the very first
evaluation through the design
of the IEP.
WB0190D $14.95

DOWN 'SYNIROME

Woo ig Mow 4.61.).

TEACHLMG READENG
mCHILD1EN
DOWN SYNDROME

AC.41. 4t Pam.
a. Tatter+

COMMUNICATION
SKILLS In

CHILDREN wIlh
DOWN SYNDROME

A Goo.
AP

TEACHING READING To
CHILDREN WITH DOWN
SYNDROME
A Guide for Parents and
Teachers

ORAVF3N

The onbr book on this subject, it

describes a nationally known read-
ing program that ensures suce.t.
by puwenting lessons which are

hnagnative and functional.
WB1200:5 $16.95

COMMUNICATION SKILLS
IN CHILDREN WITH DOWN
SYNDROME
A Guide for Parents
LIBBY KlIMIN

Parents learn how communi-
cation slOs progress from
infancy through the early
teenage years.
WB031DS $14.95

MEDICAL & SURGICAL CARE
FOR CHILDREN WITH DOWN
SYNDROME
A Guide for Parents
L. Kumni, Pu.D.,CCC-SI2
Provides parents with a wealth
of information about speech and
language development in chil-
dren with Down syndrome..
WI1123DS $14.95

'INJURY

HEAD INJURY AND
THE FAMILY
A We And Living
Perspective
A.E. DELL ORTO & P.W. POWER

Focuses both on how the fam-
ily can adjust and survive t lee
trauma related to head injury,
as well as become a partner
in the treatment, rehabilita-
tion, and adaptation process

GR10900 $29.95

WHEN YOUNG CHILDREN
ARE INJURED! Families
as Caregivers in Hospitals
and at Home
J. HALTIWANGER & M. LASH

A book about the family's role
in caregiving when a young
child is injured.
EP085ML $7.50
(Ineludes skipping charges)

I--
When Your Child
Is Serbia* lelursil

The f....lenal Imp. f soolin

WHEN YOUR CHILD IS
SERIOUSLY INJURED
The Emotional Impact
on Families
MARILYN LASH

Topics include preparing for
hospital visits, reaction to
loss, helping siblings, and
coping.
EPOO5PAL $4.50
(Includes shipping charges)

WHEN YOUR CHILD GOES
TO SCHOOL AMR AN
INJURY
MARILYN LASH

issues parents need to con-
front about their child's
future schooling, health care
and social needs.
EPOOVAL $7.50
(Includes shipping charges)

HOWIE HELPS HIMSELF
J. FASSIM, PKIVRES BY J. UNSER

Designed to help the child with a
disability and the sibling identify
with some of the joys, stresses
and strains of a disability.

AW112P0 $13.95

I'M DEAF AND Ws OKAY
L. ASELTINE, E. MUELLER &

N.TArr, Mitts HY H.
CCCANCIBRRY

How this little boy copes with
tl,. frustrations of deafness at
play and at home.

AW114DE $11.95

PRICESS POOH
KM. MITDOON,

ILLUSTRATED BY L. SHUTE

A sibling secretiydubs her sis-
ter Trineess Pooh,' because she
sits on herthrone with wheels'
and gives orders, until she
takes the. wheelchair out for a
spin. An honest look at some

universal feeling

AW11000 $13.95

A CANE IN HER HAND
A.B. Lnriemn,
Ittlistanmn BY E. Mal
A great book to help children
who are not phydcally disabled
understand those who are.
AW11101 $13.95

BABY BOOK
for the Developmentally
Challenged Child
R. MATHEWS

A unique approach to the tradi-
tional "Baby Bcoli designei for
children with developmental
disabilities. Special sections for
medical histories and Mom and
Dad's feelings.

HD1220D $25.00

Pm THE BIG SisrEa Now
M. Boon,
Iu1 KOMI ) BY G. Ongs

Ilow the le wing care of
family and friends can
influence and henefit the.
quality of life for mentally
and physically disabled
children.
AW113S1 $13.95

Mail to: Exceptional Parent, Dept. EP9507, P.O. Box 8045, Brick, N.J. 08723
Or call (800) 535-1910

QTY. TITLES & ORDER NO UNIT PRICE TOTAL

SHIPPING & HANDLING CHARGES: $3.50 for I item; Me for null addenonal
item. Foreign - $6.50 for I item; Me for ea,-11 addilional Hem.

Name

Ad4IeSS

City State Zip

Telephone

I have enclosed tny check payable to Except ional Parent or charge to my: j Visa

Account Number:

Signature
L

G

Sub-Total
N,I Sesalenis
add 6'. Sales Tax

Shipping

TOTAL
Li S funds only These forces am

subject to change Please allOw 441
weeks for delnory Returns must bo

made wIllun 4 weeks ot dellyery
No overseas returns

Mastercard

Exp. Date /

Circle #300 to receive a brochure of the complete library
.J



CHILDREN'S PAGE

"BESTEST BUDDIES"

By sitting on the back of th-1
swing, Kristen has figured out a
way to give both herself and
Erin a wild ride at the same time.

_

by Kristen Gain

ildy name is Kristen. I'm seven years old,
and this is my story about my friend
Erin Tatro.

Erin has cerebral palsy; her muscles don't work
the same way as eVerybody eLse's. She kicks a lot
and she moves her arms a lot. She giggles a lot,
and she hums and grinds her teeth. She talks with
a yes/no board with her hands and sometimes
with her feet. She gets sick a lot, too.

I met Erin in kindergarten. At recess, Hiked to push her in her chair.
Erin is in my first grade class, too. I like to help Erin if I finish my work early. I

especially like to push her around on the field. She likes to be pushed on the
bumpy part of the field. Sometimes, I get to ride Erin's bus home with her.

At Erin's house I like to swing, help Erin walk
in her walker, do homework with her and sleep
over. I like to ride in Erin's van and play her
music tapes. On Saturday mornings, I like to go
bowling with Erin and set up the bowling ramp
so she can get strikes. We get good scores
together. We're in Brownies together, too. And

we like to go to the movies, like the Lion King.
Me and Erin are bestest buddies. Best of all, when I tell Erin secrets, she

doesn't tell anybody. EP

Kristen Gain helps "bestest buddy"
Erin Tato smile for the camera.

Kristen Gain, 7, will soon be a second-grader at Pines Elementary School
in Magalia, California. She lives with her parents, 7bny and Nancy,
brother Ryan, 12, and sister Kaylin, 9. Her hobbies include drawing,

skating and riding her bike.

Seven-year-olds Kristen and Erin
know the best way to cool off on those
hot California afternoons.

Mom's Turn:
I like to bring Kristen along when I need to do sonte shopping. It's wonderful to have
an Gera pair of hands to push Erin's wheelchair. Kristen enjoys these trips, too;
when she comes over, she'll often ask, "Do you need to go somewhere today?"

With my permission, Kristen and Erin especially like to roam thestore without
me. As I shop, they stroll the ais4s looking at things that are mom interesting to
kids. They also like to hide from me. Out of the corner qf my eye, I often notice
Kristen hurriedly pushing Erin by the end of the aisle Fm in, hoping I don't notice
them. But I usually know where they are because Erin qftert makes a humming
sound or grinds her teeth. Etched in my mind forever is a picture qf Kristen
pushing Erint wheelchair down an aisle with one hand, while the other hand
was wrapped around Erin's face to cover her mouth; Erin's hum was particularly
loud that day and was giving away ther position.

Donna Tiztro

T
he Children's Page welcomes contributions from children with disabilities, their siblings and their friends. Be creative! Send your stories, photos and artwork to:

Childien's Page, Exceptionai Parent, 209 Harvard Street, Suite 303, Brookline, MA 02146-5005.
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"Appropriate movement,
not static positioning.
is the key to improved
health and independence."
The MOVE.* curriculum

Circle 0 41

Walking with his father is now a daily joy for Duane Bazeley. Thanks
to his parents, teachers, M.O.V.E.* and Rifton Equipment, Duane is making real
progress. The M.O.V.E.* curriculum teaches standing, walking. and functional
sitting skills to children with disabilities. Working in partnership
with M.O.V.E.* founder Linda Bidabe, Rifton has developed a
complete line of equipment to support the M.O.V.E.* program.

Thr curriculum Is copyrullued by the Kern Conin (Allot nia
Superintend. nt )I S honk and liecn,c(1 lo OV E. International

Take your first step today. Call 1-800-374-3866
for more information and a free catalog.

4aRifton
662
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"Appropriate mowntertt.
not ma: fc positioning.
is the key to improved
lwallit and ittch uhl uw."
The MOVE.' curriculum

Circle* 41

Walking with his father is now a daily joy lor Duane Bazeley Thanks
to his parents. tcarhers. MOVE* and Rifton Equipment, Duane is making real
progress The MOVE* curriculum teaches standing. walking, and functional
sitting skills to children with disabilities. Working in partnership
with M OV.E * founder Unda I3idabe. Riflon has developed a
complete line equipment to support the M.O.V E.* program.
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Take your first step today. call 1-800-374-3866
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Coven Kelly Bankston, of The

Orange Glove Center in Chat-

lanooga, 'llmnesw e. practkes with

Dr Rick Raderfor a presentation to
medidd students; intern.; and resi-

dents Physicians-in-training typi-
cally have little mposior to people
with disabilitkis. Dr Rader's innor-

atiie Derelopmental
Patient Shnukdor program (see

page 36) tams lo change (dl that

Kelly, one ql" three "patient simu-

knors" teithdevelopmenkil (lisa/n/i-
lias a unique upper
arm amtraeln ir a nd has learned

to assist physicians in their

appmach and communication
tedmiques. in Kelly'sf irst outing,

she sugoNdl too nervous intern
that the doctor would gel a better

fed"for die contracture by first
irmoring her bulky ski jacket.

Kelly, 14, srerebml palsy,
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risual and hearing impairments.
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IDEA and ADA: Positive legislative changes
At the end of June, the U.S. Department of Education submitted its proposals to
Congress to improve the hidividuals with Disabilities Education Act (IDEA). These

proposals (see page 57) were based on input from more than 3,000
parents and educators. This will be the first substantial revision of
the law since 1975.

In the last 20 years, this legislation has had a dramatic effect on
the lives of millions of children and adults with disabilities and their
families, as well as on all Americans. 'Ibday, our society is fm more
welcoming and inclusive. We urge our readers to urge their legisla-
tors to support the reauthorization of this important legslation.

This summer marks the fifth anniversary of another important
piece of legslationthe Americans with Disabilities Act (ADA). hi
its short history, the ADA has also contributed to far greater com-

munity participation for people with disabilities of all ages.
Both IDEA and ADA were enacted because parents and people with disabilities

worked tirelessly to inform members of Congress about their needs. Today, with all
the talk in Washington about returning to old ways of doing things, we need to remind
our elected officials that the results of these legislative changes have been positive for
all citizens.

STANLEY D. KLEIN, PH.D.

Health
All too often, parents' relationships with health care professionals are not the partner-
ships described by Irene Pollin in her wonderful book, Taking Charge (see page 53).
Sometimes, parents and professionals become adversaries and "forget" their shared
concerns about a child's well-being.

Gradual changes in the education of professionals have contributed to increasing
collaboration between parents and professionalsespecially when parents and indi-
viduals with disabilities have become directly involved in the professional education
process. In this issue, we are delighted to report on an exciting new program in which
children and young adults with disabilities are teaching physicians (see page 35). We
hope this program, created by Dr. Rick Rader, will seive as an example. We are also
pleased that Dr. Rader has joined our Editorial Advisory Board.

Recently, professionals have started talking more about the emotions of parents of
children with disabilities. Still rarely, however, do professionals discuss their own feel-
ings. We know that such discussionsdifficult as they may bewill be stimulated by
"This Doctor's Point of View," an unfinished essay by the late Dr. Ar thur Weber.

Special Olympics
Thanks to our wonderful staff and friends, 75,000 copies of a special issue of
EXCEPTIONAL PARENT were distributed at the 1995 Special Olympics World Summer
Games. We eqjoyed seeing the thousands of excited and proud athletes from all cor-
ners of the globe. A world in %inch the horrors of ethnic, cultural and class warfare
occur all to( frequently could learn much from these spirited, caring athletes who just
happen to have intellectual limitations.

Subscription prices
Every few years, though cognizant of the financial burdens many readers face, I have
the unwelcome task of announcing a subscription price increase. The costs of postage
and paper have increased significantly. As a result, we must raise the price of a one-
year suk cription to $28, effective November 1, 1995. The good news is that all sub-
scribers will have an opportunity to renew their subscriptions at the current price.
While we know our maga7Ine provides valuable information, tykallio know that costs
of so many things seem unfair. We appreciate our readers' understanding and loyalty.
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An Invaluable Resource
I am an occupational therapist, and
your magazine is an invaluable
resource for me. I have shared it with
parents, used it to locate organiza-
tions and products, and have learned
much from the articles f ve read in it.
It is very interesting and enjoyable
readingI prefer it to my popular
and professional publications.

S.S., Illinois

Cover to Cover
Like so many of your readers, I sit
down and read the magazine from
cover to cover, just as soon as I can
usually within hours of its arrival in
our mailbox! I am often touched by
the articles and letters from parents,
especially Search letters from parents
of children with rare conditions. I feel
grateful to have a daughter with a rel-
atively common disabilityDown
syndrome.

I've passed articles on to other
people. I've laughed, fve cried and
I've even been outraged on occasion.

CEIMONAL
banns

Oare
Tom
Attu

%MIA 71) reach oat to pumas
of Maya end oung adults
with disabililks and special

health care needs and to the

professionals who woe families

7.b empower parents and
professionals by providing
practical information and
emotional support.

EDITORIAL ADVISORY LIARS

USA BI.UMBERG, J.D., Corporate

Attorney, Aetna, Hartford, CT

T. BERRY BRAZELTON, M.D., Clinical

Professor Emeritus of Pediatrics,

Harvard Medical School, Boston, MA

CHARMIE BUTLER, E4.0, President,
American Academy !or Cerebra Paky

and Developmental Medicine,

Rosemont, IL

FRANCES P. CONNOR, Ed.D., Ptskaeor

Distrito, Special Mallon, Womble

Worn* Tesehen Cabo, Now York, NY

Thank you for a wonderful, informa-
tive and up-to-date magazine that
really hits the spot with me.

J.T, California

Facilitated Communication
My daughter and I were sitting in Dr.
David Hirsch's office two weeks ago
when I picked up the May issue of
EXCEPTIONAL PARENT. After looking at

the cover, I told my daughter that
there was another article on facilitat-
ed communication (FC). I said a
prayer that maybe thi.s magazine had
published a fair, up-to-date article,
based on the facts.

Not to our surprise, but much to
our disappointment, you did nothitig
but continue to print misinformation.
Those of us with children who benefit
from FC have never claimed thy FC
will benefit every nonverbal person.
We ask only for fairness.

Why didn't you print an article by
Dr. Doug Biklenone just as long
and detailed as the Levine/Wharton
articleside-by-side with the nega-

ALLEN C. CROCKER, M.D., Director,

Developmental Evaluation Center,

Children's Hospital, Boston, MA

EU FACTOR, D.M.D., Parent, President,

Wheelchair Motorcycle Association,

Broekton, MA

MURRAY FEINGOID, M.D., Physician-

in-Chief, National Birth Defects Center,

Waltham, MA

SANDRA B. FLEISHMAN, Parent
Project Director, A WORM OF

DIFFERENCE Institute, Anti-Defamation

League, Boston, NA

BRUCE M. GANS, M.D., President,

Rehabilitation Institute of Michigan,

Detroit, MI

SOL GORDON, Ph.D., Professor

Emeritus, Child and Family Studies,

Syracuse University, Syracuse, NY

STANLEY I. GREENSPAN, M.D.,

Clinical Professor of Psychiatry and

Behmioral Pediatrics, Geolge

Washington University Medical School,

Washington, DC

HERBERT J. GROSSMAN, M.D.,

Professor al Pediatrics, Neurology, and

Psychiatry, Univ. of Mkhigan Medical

Center, Ann Arbor, MI

DAVID HIRSCH, M.D., Phnenix
Pediatrics, Phoenix, AZ
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five article? Why didn't you list the
Syracuse University FC Institute as
an information resource? Why doesn't
EWEIMONAL PARENT allow parents to
make their own judgments about
what may or may not work for their
children'?

My daughter is blind and nonver-
bal. Her use of FC has been validated
by a competent psychologist. FC has
changed her life; she now uses FC
with seven different individuals. What
else does my daughter have to do to
prove her competence?

J.U., Arizona

III I was appalled that the May issue
of EXCEIMONAL PARENT declared FC
"not a valid approach to communica-
tion." Your-coverage of FC was very
unbalanced and clearly communicat-
ed a decision to "trash" FC. I under-
stood that Dr. Biklen would present
another point of view in another
issue, but his article should have
appeared in May. Your lead article on
FC, the first ever by EV'EVICIONAI.

continued on page 6

GOODWIN D. KATZEN, Former
Executive Director, Rockland Ccunty

Center for the Physically Handicapped,

Pomona, NY

SUSAN M. KLEIN, Ph.D., Professor
of Special Education, School of

Education, Indiana University,

Bloomington, IN

DIM WEBL, Ed.D., OTR,
Associate Professor, Department

of Occupational Therapy, School

of Education. New York University,

New York, NY

EDWIN W. MARTIN, Ph.D., President
Emeritus, National Center for Disability
Services, Albertson, NY

JAMES MAY, MA., M.Ed., Project
Director, National Fathers' Network,

Bellevue, WA

JEAN B. MeGREW, Ph.D.,
SuperintendW, Glenbrook School

District II2S, Glenview, IL
EDWARD NEWMAN, Pb.D., Professor,

Temple University School of3oc lel

Administration, Philadelphia, PA

BETTY PENDLER, M.S., Parent,

Mather, New York St* Develorvents1

Disabilities Planning Council, New York, Ma

STEVEN P. PERLMAN, ILL .S.,
M.Sc.D., Assistant Clinical Professor,
Boston University School of Dentistry,

Boston, MA

6 9

HARVEY PRESSMAN, President,
Corporation for Opportunity Evanston,
Newton, MA

SIEGFRIED M. PUESCHEL, M.D.,
Parent, Prof. of Pediatrics, Brown Univ.

School of Medicine, Providence, RI
RICK RADER, M.D., Director.

Institute for Developmental Medicine,
Orange Grove Center, Chattanooga TN

PEGGY MANN RINEHART, B.A., Parent,
Director of Communications, Center for
Children with Chronic Illness and
Disability, University of Minnesota,
Minneapolis, MN

JEROME ROSNER, 0.11, Professor
of Pediatric Optometry, University of
Houston, Houston, TX

HARILYN ROUSSO, A.C.S.W., Director,
. Disabilities Unlimited Counseling &

Consultative Service, New York, NY

BARBARA J. SEABURY, M.A., Director,
Child Life Dept, Rhode Island Hospital,

Providence, RI

HOWARD SHANE, Ph.D., Director,
Communications Enhancement Center,

Children's Hospital, Boston, MA

CAROL TINGEY, Ph.D., Parent,
Psychologist, University of Utah

Hospital, Salt lake City, UT
HAROW TURNER, D.D.S.,

Associate Professor, Retired, School of

Graduate Dentistry, Boston University.
Boston, MA
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Ford Mobility Motoring
Adds More To Life's Rewards!

Ford Motor Company understands that a physical

disability doesn't mean life can't be rewarding. For

mary, there's no greater reward than the feeling of

freedom and independence that comes from driving.

That's why your Ford and Lincoln-Mercury dealers
want your active life to include a new 1994 or 1995

Ford or Lincoln-Mercury car or van or Ford light

truck. And that's why the Mobility Motoring Program

was created ... to make adapting your new Ford or

Lincoln-Mercury product easier and more rewarding!

A SMOOTHER ROAD TO TRAVEL
Mobility Motoring starts with a toll-free call. You'll

know you've arrived when your Ford or Lincoln-

Mercury dealer hands you a check for up to $750

toward the installation of adaptive driving of passen-

ger equipment. There's nothing for you to send in ...

and there's no wailing for your check!

You'll also receive a complimentary Ford Cellular

Telephone' and Roadside Assistance for the

duration of the bumper-to-bumper limited warranty

MOBILITY
MOTORIN

PROGRAM

INFORMATION YOU NEED ...
FOR INFORMED DECISIONS
The Ford Mobility Motoring Program also provides ...

friendly toll-free and special 'TOD" infOrmation

lines to answer your questions.

a list of nearby assessment centers authorized to

provide a *prescription" for your vehicle's adap-

tive equipment.

a list of local adaptive equipment dealers and

installers.

sources of funding which may be able to provide

assistance in addition to the amount you receive

from the Mobility Motoring Program.

best of all, you get Ford Motor Company's products

and serv;ces. A Company where quality and service

are always 'Job 1!"

So whether your life demands a new Ford or

Lincoln-Mercury car or van, or Ford light truck ...

just call 1-800-952-2248 (for TDD users:

1400400-0312). You'll discover that Mobility

Motoring is your kind of rewaid!

Free Iligaiy Motoring WAN!
This video shows how easy it is to open the door to

Mobility Motoring rewards. Youll meet people who

have learned that the process is really simple. You'll

also see how Ford products ad:ipt ... tor versatility.

convenience and just plain motoring tun. Just ask tor

your tree video when you call us

PROGRAM PERIOD
October 1, 1994 September 30, 1995

' Customer is responsible for a 121-day minimum activation on The

Ford Cellular S)stem. Some local Individual carriers tnay require

a longer agreement as Hell as other related service and usage
chatges, so xceptance is optional. lo be eligible tor Me
complimentary Ford Cellular Telephone, Me customer must also

live in an area coveted by Me Ford Cellular System at Me lime ot

tne purchase or lease.

Ask your dealer for a copy of the limited warranty and complete

*tads of the Roadsde Assistance Plan Vehicles coveted by/be
Lincoln Commitment, F-Senes Preferred Cate or Red Carpel

Leas, plans have additional benefits

A NEW CAR VAN OR LIGHT TRUCK ... ADAPTIVE EQUIPMENT ... AND ON-THE-SPOT CASH!

4 Ford and12,
4

Lincoln-Mercury Divisiolis
4 4. t4
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Leading The WilV To Wependence

...one child at a time.

Behind Melissa's beautiful smile, big blue eyes, and
soft blonde hair is a child, despite disability, who is
determined to succeed.

When she arrived at Heartspring, she had difficulty
walking. Activities like eating and using a communica-
tion board were extremely difficult and she was unable to
concentrate on tasks for more than a few minutes at a
time.

With the help of her Heartspring team, Melissa began
improving her mobility. Slow, labored steps have become
mile-long walks at a local university. She has learned to
pick up small objects using just her thumb and forefinger.
A special diet is helping her to lose weight, therefore,
increasing her ease of mobility. And, while Melissa has
improved movement, she also has improved concentra-
tion. Now, when she goes for a walk in the park with her
friends, Melissa proudly leads the way.

If your child--or a child you know--needs help becom-
ing more independent, call Heartspring today.

FICARTSPRINGS
A lifeskills learning center

2400 JARDINE DRIVE WICHITA. KANSAS 67219 4699

1-800-835-1043

Circlo #3
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continued from page 4
PARENT, seriously misrepresented
this valuable communication
method. I believe you have done
untold harm for the future of FC,
because there are parents who take
the information presented in
EXCEPTIONAL PARENT as "gospel." This
article has the force to stop many
parents and educators from pursu-
ing the truth.

I've worked in the parent business
for 21 years. I've talked to parents
from all over the country. I've met
and observed their children. I've lis-
tened to their tribulations and tri-
umphs. I have been privileged to
hear the reports of many FC suc-
cesses, many FC disappointments
and some FC failures. I'm sorry you
haven't seen and heard the same
things. I believe you've made a sub-
stantial error.

You neglected to speak to a num-
ber of experts before running this
article. In fact, Rosemary Crossley
was in the States at that time. Did
you interview her? Did you talk to
1981 Nobel Prize laureate (physics)
Dr. Arthur Schawlow, who has
testified to the effectiveness of FC?
Did you watch the video clips of
Sharisa Kochmeister, who learned to
communicate through FC and now
types without any physical support?

By now, you know I'm upset and
disappointed with EXCEPTIONAL

I ENT. The most disturbing aspect
of this cont roversy is that you have
joined with certain "professionals,"
in opposition to parents. And just so
you don't misunderstand, I have

Tell us about...

... your child's
relationship with
grandparents and
other relatives.

Write to: Readers Thlk, EXCEpTIONAL

PARENT, 209 Harvard , Suite :VS,
Brookline, MA 02146, (617) 730-8742
(fax). A sampling of reader responses
to this question will appear in
a future issue.



enormous empathy for parents like those who told the
story about being falsely accused of abuse through FC
("An FC Nightmare"). Yes, there have been mistakes and
abusesplenty of them; most have been perpetrated by
professionals. I work to stop these kinds of abuses.

For many years, EXCEPTIONAL PARENT has worked to
empower parents. But in this case, you decided--not the
parents. I believe you will learn that you were wrong.
Next time, please call the real experts!

Patricia McGill Smith, Executive Director
National Parent Network on Disabilities (NPND)

Washington, DC

III I was horrified when I read the article about FC in
your May issue. Four years ago, I started babysitting for
a beautiful three-year-old girl who had been born with a
chromosomal disorder. She used sign language and knew
about 100 signs.

Two years ago, a therapist introduced her to FC.
Testing showed she had the vocabulary of a eight-year-
old, but couldn't verbalize the words she knew. I was not
surprised. I had always treated her like any other child
the same age, but FC made my job a lot easier.

Not just anyone can facilitate. A facilitator must have
faith in the child. He or she must also know how to hold
a child's hand properly; pulling back on the child's hand
not only prevents facilitator influence, it also gives the
child stability and confidence.

The frightened three-year-old I met four years ago is now
a first grader in a public school. She is in a regular class-
room and can speak clearly using three- and four-word
phrases. She points to what she wants without any physical
guidance. She is confident in her own abilities; often, when
I try to help her, she says, "By myself. Go away."

As for allegations of child abuse, it is imperative that
we assume that children do not lie. My heart goes out to
anyone who is wrongly accused of child abuse, but I
wouki rather see someone falsely accused of abuse than
see a guilty person not be accused. The story by the
facilitator who "wrongly" accused a family of abuse dis-
turbed me ("From Someone Who's Been There and
Back"). The law requires school officials to report suspi-
cion of child abuse within hours, not weeks. I wonder
why it took weeks of facilitating by a number of people
to report the suspected abuse, but only one day to label
FC as evil.

B.T., C'onnectieut

"Warm Fuzzy"
I'm a new subscriber, but wish I'd known about you a
long time ago. I've already gotten 5,0 much good out of
your magazine. Keep up the excellent workthis maga-
zine is a real "warm fuzzy" in a very busy, hectic and
bard world.

A.S., Illinois
continued on page 8
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*New from ktl-kart

As,

kidNs

Tilt / Recline Model

with
im Bus Transport

"Twice the growth with
two seating systems."

The kl&EXem Positioning shell In the
Floor Sitter/ High Chair BM and the folded
Mobility Bess.

Kids can grow
from the
kithEZtm to the
kid-EXtm

* 5 years of
Growth

* Complete
Positioning
System

EZ to fold
EZ to transfer
EZ to adjustl 1-800-388-5278ati-kartm 732 Cruiser Lane,cares about ktds. Belgrade, MT 59714
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continued from page 7

Straight From The Heart
Like many people who write to you,
I have a child with a disability I used
to feel like I was the only one with a
child who has so many needs. I con-
stantly prayed for all the problems
to go away and for my life to be nor-
mal. I cried so much and was sad all
the time.

My two-year-old son has cerebral
palsy. He tries to talk and pull him-
self up, but he knows he can't. But
he is always happy, laughing and
playing. Whenever I'm upset or sad,
he makes me smile. He always
shows me how much he loves me.

I am 16 years old. I had to grow
up real fast after my son was born,
but if I had the chance to replace
him with a "normal" child, I wouldn't
Co it for the world. I now realize
Ii :ww lucky I am to have him.

hildren with special needs can
teach you a lot about life.

I want to say how wonderful
EXCEPTIONAL PARENT iS; I've never

090111014;
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Velle4100156 " '44041,'
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SPECIAL INTRODUCTORY
SAVINGS OFFER!

"REAL" underwear just like
"Mommy's & Daddy's"

but with
special moisture-proof
"Dri-Gard Barrier"

with
Pads that Gel to

keep wetness
inside the pad!

Offer it I ...ID
Package includes:
One (1) Girls or Boys Training Pants
One (1) Bag 20 Training Pads

Normal Retail Price of these items.. $16.50
Special introductory savings

You Pay Only $15.00
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read any other magazine that makes
me feel so good. All the stories are
written by real people talking about
their real experiences and feelings.
It's straight from the heart.

C.B., California

Hearing Impairment
and Hearing Aids
I am writing in response to "Hearing
Impairment and Hearing Aids" (May
1995). I am the mother of two chil-
dren with bilateral hearing impair-
ments, and although I agree with
most points in the article, I disagree
with the author's recommendation
that a child's hearing aids be
checked every three months. This
could get quite expensive because
most insurance companies do not
cover any expenses related to the
aids. These are out-of-pocket
expenses.

With training from the audiologist
on the use of the dri-aid kit, stetho-
scope and battery tester, most par-

ents should be able to avoid prob-
lems or catch them if they occur. I
have my children's aids checked year-
ly, or any other time a problem arises.

I'd also like to add a suggestion
for other parents: it is a good idea to
include on your child's IEP that he
or she be seated at the front of the
class. This will allow the child to
maximize the benefits of his or her
hearing aids with less auditory inter-
ference.

S.P, Iowa

Fragile X Syndrome
Thank you very much for the two
articles featuring fragile X syndrome
that appeared in the June 1995 issue.
I have been reading EXCEPTIONAL

PARENT since my son was diagnosed
with fragile X in 1991 and have seen
this condition mentioned only rarely.
I am a strong advocate for letting oth-
ers know about this very common
cause of developmental disabilities.

K.M., Virginia

PREVEE®
Bladder Protection

for 6°Y,s and Giut

TRAINING SYSTEM
Panties & Briefs plus
"T" Shaped Pad for

custom fit

i Offer tl 2 ... En
Package includes:

(3) Girls or Boys Training Pants
Three (3) Bags 60 Training Pads

Normal Retail Price of these items.. $49.50
Special introductory savings - 6.00

You Pay Only $43.50

Circle #90

Name
Address
City
State/Zip

G 73

Please, Rush My Introductory
Offer of Prevent Plus.
(Please check the offer you desire)

Offer #1 - $15
Offer #2 - $43

.00 + $3 ship.

.50 + $3 ship.

Pant SIZE CHART Waist Hips Weight

Boys 4T 20-21" 19-20" 28-38 lb.
Boys 6 21-22" 21-23" 39-49 lb.
Boys o 12-23" 24-26" 50-59 lb.

Girls 4T 211/2-22" 19-20" 28-38 lb.
Girls 6 221/2-23" 21-23" 39-49 lb.
Girls 8 231/2-24" 24-26" 50-59 lb.

(Please check the style and size required)

Style: Boys Girls
Size: 4T 6 8

Enclosed please fmd a check or
Money Order in the amount of f

Sorry no COD's. payable to:
HUMANICARE INTERNATIONAL

1471 Jersey Avenue,
North Brunswick, New Jersey 08902

61'195 j
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Please answer the following questions.

A. Are you a subscriber to Exceptional Parent?

0 Yes El No (If no, please see the subscription card in this issue.)

Name

Facility

Address

City State Zip

Phone Fax

B. Are you the PARENT or MEMBER OF THE FAMILY of a child or young adult with a

disability or special heath care need? Li; Yes I.72 No

free product & service intonation order card*
FAX this card to 413-6314343 for quicker response

C. Are you a HEA_TH CARE PROFESSIONAL involved in the care of children or young

adults with disabilities or special health care needs? .0 Yes <0 No

If Yes, 0 Physician 0 RN ,0 Physical Therapist

are you a: 0 Occupational Therapist 90 Speech Pathologist; Audiologist

%.0 Other (please indicate)

D. Are you an EDUCATOR'? 0 Yes 0 No

If Ye 0 Special Ed Teacher C.) Regular Ed Teacher 0 Admin/Dir.

are you a: -60 Other (please indicate)

E. Do you buy or influence the purchase of products or services for the care or devel-

opment of children with disabilities? .0 Yes .eD No

If yes, please explain

F. Have you ever bought or recommended a product or service you saw

advertised in Exceptional Parent? '90 Yes 0 No
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Supervising -a "Runner"
My three-year-old son has autism. He is considered a 'run-
ner." If not constantly supervised, he will run away. If a
door is left ajar, he can open it. Once outside, he'll run and
run! It's very frightening. We have notified the local police
department because Jinuny cannot talk, and if he ever got
away from us, we wouldn't know how to track him down.
We tried a "tracking device" attached to his clothing, but
he would not keep it on.

I constantly fear for his safety. In solidi Florida, where we
live, there is water everywhere! We keep the house locked up
like Fort Knox and try to watch him at all dines, but we're
still afraid he might get away from us. Are there any other
parents out there with a child who is a ''runner?" Please help!

L.K,Florida

Two Undiagnosed Children
We are the proud parents of three lovely daughters, two of
whom have disabilities. Our oldest daughter is from a previ-
ous relationship and is perfectly healthy. Our second child,
Brittany, 3, was born with congenital heart defects (atrial
and ventricular septal defects) and a neural tube defect
which resulted in the tethering of her spinal cord (spina
bifida occulta). Accompanying these defects are global
developmental delays and farsightedness.

After Brittany underwent heart. surgem she developed
reflux and tactile defensiveness, resulting in a refusal to eat,
which caused failure to thrive. Brittany was evaluated by
several geneticists. Although they mentioned that she had
dysmorphic facial features, they assured ut ,rittany did not
have a syndrome; the results of chromosome studies were
normal. These specialists did not believe we had any risk of
having another child with the same disabilities.

After careful consideration, we decided to have another

Search and Respond is an opportunity for our rerrders to exchange information about
their practical everiences meeting the everyday challenges of life wtih a child or ado-
lescent with a disability. We also exiect parents to ask appropriate professionals.

Please indicate whether the letter is a search or response. If a response, be sure
to note in which issue the original Search letter appeared. All responses are for-
warded to the writers of the Search letters; some are published. Published letters
may be edited for purposes of space and clarity.

Write or fax
Search or Respond,
Exceptional Parent
209 Harvard Street, Suite 303, Brookline, MA 02146-5005
Fax (617) 730-8742

For information about specific disabilities, contact the National Organization for
Rare Disorders (NORD), 100 Rt 37, P.O. Box 8923, New Fairfield, CT 06812, (800)
999-NORD, (203) 746-6518. Also, see "National Resources for Specific Disabilities
and Conditions" in EXCEPTIONAL PAEEM's 1995 Resource Guide (January 1995).

The National Parent-to-Parent Support and Information System (NPPSIS) is a
not-for-profit service that keeps track of children with diagnosed and undiagrmed
disabilities whose parents are looking for a match. Parents are matched with a
"veteran parent," who has an older child with a similar condition and who is will-
ing to pipet de guidance and suppmt Contact NPPS1S, P.O. Box 907, Blue Ridge,
GA 30513; (800) 651-1151 (V/11 Y) or (706) 632-B830 (WITY).

child. The pregnancy was closely monitored. No problems
were deteeted until the seventh month, when doctors
found a problem with the placenta and recommended early
delivery due to fetal distress. When our child was born,
doctors discovered she had the same congenital heart prob-
lems and neural tube defects as her older sister. She also
has dysmorphic features and global developmental delays.
Again, chromosome studies appear6I normal.

To this day, we have no diagnosis for our two youngest
daughters; doctors are completely mystified. We would like
to hear from anyone who knows of children with the same
problems or characterisjcs.

M.M. & J.M., Ontario, Canada

Uaprepared
My son, Ian, was born 13 weeks premature and weighed only
one and a half pounds. He liad a grade I brain bleed and
periventicular leukomalacia, a condition in which tissue
around the brain's ventricles (chambers in which cerebrospinal
fluid is made and circulated) is damaged due to insufficient
blood flow or lack of oxygen.

We brought Ian home knowing things wouldn't be perfect,
but we didn't realize how difficult it would be. He has
recently been diagnosed with spastic quadriplegic cerebral
palsy. At. 21 months of age, he cannot sit, roll from back to
front or crawl. He babbles but does not say any words. He
has had two fundoplications with g-tube placement, and
three bilateral inguinal hernias. He is scheduled for another
operation to correct strabismus. He does not eat and the
doctors still have not determined if this is due to a swallow-
ing dysfimetion. Doctors cannot yet make any determina-
tions about Ian's mental. and physical status.

Our family needs a nurse to come along with us when we
do anything together. It is hard for us to imagine a whole life
of planning every minute. What do other parents do if they
want to take their child to a restaurant, to the park, to the
mall? Because my husband and I both work, our income pre-
vents Ian from getting any financial assistance. I wanted to
get a tray accesscry for Ian's new chair, but it ccsts $400 and
although the insuranee paid for the chair, they will not pay
for any accessories. I low do parents obtain these items with-
out going broke?

I would like to hear from parents with children who
have any of the same conditions as my son. Any sugges-
tions and all letters will be greatly appreciated.

J.B., New Jersey

Turner Syndrome, Opitz Syndrome, G-Tube Problems
Our youngest daughter, three-year-old Haley, has Thrner syn-
drome (a chronuisomal disorder affecting only females,
(ruised by the lack of one of the X chromosomes in all or
sonic of die body's cells) and Opitz syndrome (a rare heredi-
taty disorder characterrzed ))y wide-set eyes, cleft lip and/or
fialate and swallowing problems). I laky has a double (*rano-
somal cell line of 45X0, which is Thrner syndrome, and

emaiimol 1..!
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wALKER
The Arrow Walker.'" offers
the most unique way ever
for children to experience
the joy of independent
movement.
Its comprehensive range
of accessories and
adjustments allow it to be
quickly and easily tailored to
each individual user's needs
The low profile shape allows easier
access through doorways and
around obstacles. Dynamic control
is provided by the unique feature of
directional locking castors allowing
the user to walk a planned course

Features
I Available in 3 Sizes
I Easy to Adjust
I Mobility in Upright

Position
Hands Free
Packs Fiat
Various Acces

VISA-MasterCard
P.O. Box 1364

CUMBERLAND, MD 21502 301-759-3525
Copynght TRIAID 1940

PHONE FAX
AU specthcattons are subject to aerator, wahout force

REHABILITATION PRODUCTS

1-800-306-6777
Circle #46

Our prices make
everyone happy!

Send for a free catalog
of adaptive
equipment.

equipment
P.O. Box 33 Bedford, MA 01730
(617) 275-7681 Fox (617) 275-4094

Circle e123
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SEARCH

continued from page I I
47XXX. Because of the Turner syndrome, Haley is very
small (32 inches tall and 23 pounds) and has no ovaries.

Haley has never eaten food; she drinks a predigested for-
mula At 10 months, she had a fundoplication (a surgical
procedure to correct severe gastroesophageal reflux) and a
gastrostorny (insertion of a g-tube for feeding). She chokes
on her formula and saliva

Haley has bleeding stomach ulcers and a para-
esophageal hernia from extremely forceful internal pres-
sure. Because of this pressure, 29 g-tubes have blown out
of her stomach with 10 cc of fluid still in the balloon. Haley
recently had a pyloruplasty (repair of the valve between
her stomach and small intestine), but this procedure did
not help her pressure. Bile now comes up through her
tube, along with her stomach contents. We must vent the
tube constantly.

Despite Haley's many problems, she is bright, alert,
happy and mobilethanks to braces and years of physical
therapy to deal with hypotonia (low muscle tone). She has
talked since she was eight months old and now converses
in complete sentences.

We would like to communicate with other parents who have
a daughter with Rimer syndrome along with other diagnoses or
difficulties, or with anyone who needs to vent their child's g-tube
constantly, with contents continuously rushing back.

J.E., Pennsylvania

EDITOR's Nom:: These orgf..- nizations may be able to pn9vide
useful inprmation and support regarding some of Hcdey's
disabilities: Turner's Syndrome Society of the U.S. (15500
Wayzata Blvd., #768-214, 811 12 Oak Or, Wayzata, MN
55391; 612/475-9944) and Opitz Family Networ* (PO.
Box 516, Grand Lake, CO 80447; .903/627-8935).

Chromosomes 2 and 14
One of my two-year-old twin daughters has been recently
diagnosed with a balanced translocation of chromosomes 2
and 14. Unfortunately, nobody seems to know much about
these two chromosomes, so no one can auswer our ques-
tions about her future. She has developmental delays, espe-
cially with her speech.

I would like to hear from another parent whose child has
this type of chromosome abnormality.

PB., Virginia

Bowing of Tibia and Fibula
Our two-year-old son, Jacob, was born with posterior medi-
al bowing of the tibia and fibula (the two bones of the lower
leg). We are desperately searching for information and
other families dealing with this condition.

B.A., norida

Partial Trisomy 15
Our son, "TJ," has been diagnosed with partial trisomy 15.
Our doctor says this condition is fairly lure. We would
appreciate any information from any source.

TN. , Florida
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Back and forth, in

and out of conven-

tional hospitals and treatment

programs. Because complex

behavioral issues frustrate

treatment of a young child's

neurological deficits. Our

unique medical and behavioral

approach can break the cycle

of multiple failures.
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Hospital for Children and Adolescents 9407 Cuntherland Road New Kent, Virginia 23124 1-800-368-3472
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Swinging Objects
C.T (April 1995) has a 10-year-old son with Down syn-
drome. He also takes Synthroid for hypothyroidism.
Since he was a baby, he has had a tendency to focus on
Ojects that he can hold aml swing around. Qfien, as lw
.swings the object, he talks to himself, and sometimes, he
spins in circles. At these times, he seems to "zone out."
As he has gotten older these behaviors have increased.
C.T is looking jbr any suggestions jbr trying to under-
stand and lessen the frequency qf this behavior if not
eliminate it altogether

My four-year-old daughter has Down syndrome. She
also loves to focus on objects and swing things in front of
her eyes, while babbling and talking to herself. It is quite
easy to interrupt her to get her back to task, but I, too, am
concerned about how she can "zone out" everything.

She has been doing this sirre she was a baby, and the
pediatricians and development specialists say not to
worry. They tell us to keep distracting her or take away
whatever she is swinging and show her what the object is
used for. But I am still very worried.

A specialist told me that because my daughter is affec-
tionate and can make eye contact, her behavior indicates
self-stimulation, not autism. She has also undergone care-
ful evaluation of her hearing and vision.

If you get any suggestions that seem to work for your
son, I would appreciate hearing about them.

G.R., Newfoundlatut, Canada

We are the parents of a seven-year-old boy, Brett, who
has Down syndrome. Our sons would probably get along
fgeat! Brett also enjoys swinging one of his toys and spin-
ning in circles. While doing this, he often babbles or hums.
At these times, like your son, Brett seems to "zone out"
everything around him.

We try to offer Brett different things to do so we can dis-
tract him from spinning this toy. He has gotten to the point
where he becomes very angry and screams when we take
the toy away from him. I would be very grateful for sugges-
tions or ideas.

New York

Omphalocele
L.S.,(April 1995) has a .si.r-month-old (laughter who was
born with a large omphalocele; her entire lite um out-
side other body. She was looking jbr intbintation about
the development of chilthrn born with this condition
including growth patterns, motor skills, weight gains/loss-
es and peding

My three-year-old son, Adam, was born 10 weeks prema-
ture with an omphalocele. Ins entire liver was concealed in
a thin sac on the outside of his stomach. When he was two
days old and only three pounds, doctors performed surgery
to "push" his liver back in. Ile has a fairly large scar on his
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ste mach and no belly button, but he is healthy as can be.
Ee has no problems related to the omphalocele. We have
had a few stitches work their way out over the years, but
that hasn't been a problem.

As a totally unrelated condition, my son has cerebral
palsy. He is very verbal, and totally non-ambulatory.
Someday, I will have to explain to him why he doesn't have
a belly button. For some reason that seems so inconse-
quential compared to trying to explain why he can't walk.
We don't know what caused the omphalocele, and proba-
bly never will. I am pregnant with my second son now and
pray every day for a healthy full-term baby.

L.V, Wisconsin

Dealing with Seizures
D.R. (May 1995) has a son, Christopher, who is almost
three years old. He has cembral dygenesis, meaning that
roughly half his brain is gone. He has developmental
delays, hypotonia, slightly clubbed feet, farsightedness
and a seizum disorder that is mostly controlled by
Dilantin. But when Christopher does have a seizure, he
stops breathing. D.R. wanted to know how other parents
deal with seizures, especially how they sleep at night.

Our son is five and, like Christopher, also has a seizure disor-
der He has developmental delays, hypotortia and visual impair-
ment, but is otherwise very healthy and happy. Currently, his
seizures are fairly well controlled by medication.

Like Christopher, our son has difficulty breathing during
and after a seizure. He doesn't actually stop breathing, but
his breaths are very shallow and irregular His seizures
always happen while he is sleeping. We had to call the para-
medics during the last one because he had such a hard
time recovering from ithe was struggling for air and his
heart rate remained high. After they administered oxygen,
he relaxed and went back to sleep. We have since obtained
in-home oxygen to use in these situations; this has given us
amazing peace of mind.

To answer your question about how we sleep at night,
we still use a nursery monitor. I am a light sleeperdiffer-
ences in my son's breathing, or the smacking sounds he
makes when he is having a seizure, wake me up. Mother's
intuition may also play a role; sometimes I've been in a
deep sleep and I've begun to dream that he is somehow in
trouble or that someone is trying to hurt himonly to
wake up and find him having a seizure.

Om son has a fear of going to sleep by himself. ThLs fear
developed about the same time his seizures started. So any-
time he has a fever, I will just sleep in his room. Although
some people may frown on the practice, I see nothing
wrong with sleeping in the same room as your son if that
makes everyone more comfortable. We fought that solution
for several years, but after many tears and sleepless nights,
we finally decide(l it would be better for everyone.

C.A., Arkansas
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Proven by over 20 woof use in the mobility
a tpIace.ycu can count on the quality and

Man of the original Moan
bft-A-Wie lift.'

The (idly automatic ror post SwinkA-Way*
pnrcura the widest clear path access in the

industry for passengers and cargo

The new Lift-A-W Dp is the late s in the
Braun line of tvh&chasr lifts. The ARS
engages before there is any vertical piatfann
movnttatt.

a

The Braun Chair Topper° car top wheekhoir
carrier is available in the driver's side
configuration 4 the optional passenger side
design.

11SES

Braun has recently
released a helpful booklet
entitled "Guidelines". If
you are seeking an
adapted vehicle, this is
an excellent resource for
equipment selection
and funding sources.
All sources for motor
vehicle rebates are
also listed in this
comprehensive
booklet

"Guidelines" Is available at no
charge by calling Braun toll free at
1-800-THE LIFT.

U

Entervanim
The reliability and performance of the new electromechanical bzeeling system sets the Braun Entervan-

apart from other low floor conversions. The Braun tion luzS a large selection of Entervans- in stock,

converted and ready for delivenj.
Rounding out Braun's complete mob-

ility package, the new rear-entry
Wmdstar Entervan- is the economical

choice for the couple or small family.

International Leader in
Personal Mobility Products
The Braun Corporation has established
1 their products as the benchmark for

International Personal Mobility. Now, with
the introduction of the exclusive electro-
mechanical kneeling system, the Braun
Entervan- offers a new level of reliable
mobility.

The electromechanical non-air kneeling
system automatically lowers the rear of the
vehicle while the door is opening. This
design utilizes Chrysler coil springs instead
of airbags, and automatically returns to
normal driving height when the door closes
or when the vehicle is taken out of park.
Even in the event of electrical failure, the
mechanical override will return the vehicle
from the kneeled position.

Braun has a large selection of Entervans- in
stock, converted and ready for delivery.
Call 1-800-THE LIFT for more information
and the All-Star Distributor nearest you.

No matter what your needs, Braun has a
mobility system designed for you. The ori-
ginal Lift-A-Way* platform lift is a reliable
performer proven with over two decades of
use. For greater ambulatory and cargo access,
we offer the Swing-A-Way'. The Lift-A-Way
D/C' rounds out Braun's lift selection. And,
for the person who transfers, the Braun Chair
Topper' conveniently stores a conventional
folding wheelchair out of your way.

The Braun Corporation. Mobility at itc

Atustaws ria suv
AWAJAMININCOMPORATION.
"Providing Access to the World"

r-awo-roiff A/APT
Aar Ally awdber Mum.* Yaw

Irdev.anal Camp,. Pd.," P 0 Ow 310 *Inornat. r, 4699A USA
900443 64311 f71 9/144-6(9) PAX (7191 946-4610

Amu

TAap 10.. IV

IRA C IL USA Iluntrinn Depth rA t ICA

0 1995 The Boum Corponlioa, Int. 13-90.223

The Braun Corp ,mt)on is the international leader in mobility products. With four divisions and a worldwide All-Star Distributor
netuvrk, we are ,%,sithmi .1 to provide the equipment and service you need. Our commitment to your satisfaction is also supported by
our Three-Year iVorry-Ft, Miiltd Warranty. Simply tall 1-800-TIIE WI' for the Braun All-Star nearest you.

4.1 68(111_
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At least he wore a
bib! As 267.month-
Old Matt Boyssn-

,4 :demonstrates, a
imple household -
Item, like Dad's
Shaving crearn,. Cane

provide hours of .
jun. In fact, Matt
'needed only a few
minutes tO cover

everything eliebe
could get his hands onin the foamy stuff. Matt, Who has
Down syndrome, lives with parents Dirt and Carey In College..
Station, Texas. .

vc

'44
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Tina Dockray, 10, of West Milford, New Jersey, enjoys het
family's annual vacations to Wells Harbor, Maine. She
especially enjoys the water, even though she has to be
careful not to get her tracheostomy wet. When not on
vacation, Tina, a third-grader, enjoys reading, writing and
playing t-ball. Tina, who has congenital myotohle'dystrophy,
is the first child with disabilities to play on a regular t-baU
team in her hometown.

Would you like to share a favorite candid snapshot or slide of your
child and/or family with other readers of EXCEPTIONAL PARENT? Send it to:
Readers' Photos, EXCEPTIONAL PARENT, 209 Harvard Street, Suite 303,
Brookline, MA 02146. (Sorry, photos cannot be returned.) On a separate
sheet of paper, write your child's full name, age at the time photo was
taken, address and daytime phone number, and identify everyone in the
photo. If you like, you can also write a few sentences about your child.
Then look for a familiar face in an upcoming issue!
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., ...It takes more than a
doWnpour to

f:larnnerrithe spirits of a
Vacationing Justin
Onaiit Justin; who has

palay and halls

.. *Ott*, Vernon, Gentgla,
tb travel; his

!favorite WOrd Is "go!"

hen the weather turned
.':'sOggy during a visit to

Atlanta, 20-month-
'"' justin was having too

lttuch fun to leave. So, mom Regina rushed to purchase and
together some makeshift rain geara stroller-mounted

lualLwella, a rain hat and a couple of plastic bags.

The camera caught seven-
year-old Jennifer Ann Carter
with curlers in her hair! Well,
at least she'd gotten her
nails painted before Mom

started snapping away.
Jennifer, who lives in

Clearwater, Florida has
nonketotic hyperglycinemia,
a rare metabolic disorder.
Doctors said she would not
live to six months of age;
she's 10 now.

APW77-

681

Yeeee-hahl Cowgirl Kylle Linton
Moullen, 4, of Bellingham,
Washington, gets a giggle out of
trying to fill her daddy's boots.
Kylle's mom, Marilyn, says doctors
consider Kylle a "mystery." She
has a seizure disorder, some
rare metabolic deficiencies, a
sensory integration disorder and
dysautonomia. "But," says
Marilyn, "she's every bit as goofy
as the next kld."
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Braun has recently'
released a hel
hookleten
'Guidelines". If you'
are seeking an
adapted vehicle,
this is an excellent
resource for
equipment
selection and --
funding wurces.
All sources for Hi' -"
motor vehicle

rebates are also listed in this
comprehensive boaklet. "Puidelines" is
available at no charge by calling Bram
toil free at 1-80D-ThE UF11

e Perfect amp on

e-Braun Co 'on Sear
I f yon have difficulty entering and exiting

your vehicle, the new Companion Seat' is
your key to greater .mobility. Its automatic
operation and rugged construction enable
semi-ambulatory persons to reliably and
conveniently board Dodge 'Caravan or
Plymouth Voyager ndnixans.

, The seat extends 20" and tilts forward a full 6"
to make boarding safe and easy. Once on the
seat, you are smoothly raised into the vehicle
by pressing the conveniently mounted switch.
All you have left to do is manually rotate into
the forward facing position. To exit, the
procedure is simply reversed.

4

The Companion Seat" utilizes your van's
seat, but replaces the existing seat base

with a unique power base. When not needed,
it fundions exadly As the passenger seat. This
ieature makes it perfect for active families with
only one member who needs assistance. And,
as always, Braun thoroughly tested the
Companion Seat' to meet all applicable federal

motor vehicle safety standanis.

If you need financial aSsistance, Chrysler offers
cash rebates towards the purchase of adaptive
equipment through the Chrysler Corporation
Automohliity Program. Ask your local. Braun
distributor about other souires of assistance.

For more infonnadon on the Companion Seat'
or other Braun mobility products, call us today
at l-000-THE LIFE We will give you the name

aolocation of distributors in your area.

Now more than ever, mobility is one of the
most important things in your lite. Let Braun
and the Companion Seat' be the answer a.
your needs.

Patents Pending

WINN ill VIC MISS
ATM= COSPOUTioa,

"Providirig Access to the World" ,
APF 7 2 Wit

Illar fair 411traIlor *Wrest For
"sen=1"=41:1"«:11li° TriNIZZo`'"

ormam., spelittip-"VO.: -

7501Hlibr 1P1*-
ForPtem NI USA Cleereqw. FL USA Nuroinprat Sad% CA MA

The Braun Carnation Ls the international leader in mobility products. With Par divitiona and a unridwide dish Aida neluork, we
are poshinied to provide the equipment and Perukes you neAl. Our commitment to your sotisfation is Ono supportal by our Ma-
Yaciitorry-Free Limited Warranty. Simply coll 1-400-THE L/Fr for the Braun drake nearest ru.
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How do I get my son
home safely?

Abilities Plus takes care of your

vehicle and your son. It reim-

burses you, up to a dollar limit,

for the cost of the special trans-

portation he needs, too.

41-w4,11

Is my Pan properly
insured?

IL% A

How do I get another
van?

Abilities Plus also expands your

coverage so that your vehicle,

with its special modifications, can

be repaired.

G83

You can rent the kind of replace-

ment vehicle you need, because

Abilities Plus doesn't restrict you

to a daily dollar limit like most

policies. Instead, it provides an

aggregate benefit which gives

you greater flexibility.
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Abilities Phis is comprehensb

insurance for people with special

needs. It's Roadside Assistame,

access to a dependent cat e net-

work, and nuny other %en ices

that add value tiir out Lustomei s.

It's also fast, fair claim settle-

ment, and customer set %ice

that's available whenever you

want to speak with someone,

24 hours a day, even' da of the

year It's all this and competinse

prices too

I-or mote intonnanon, call

1-800-222-2788.

Abilities,
IPILIIIJOS G84
Caring for your special needs.

Circle #131

11le
Personal Insurance

A member or the worldwide (11V) lunch Insurance Group

( oir i tip arallalnitty bv (tot.
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My Heart Swells with Love
by John O'Hare

As I watch you sleep, all curled
up clutching your little panda
bear, my heart swells with love

and pride. I look back on how far
you've come in your short life, and I
think about all the obstacles and
challenges you have faced and con-
quered. I don't think you will really
ever know what a little hero you are
to your morn and dad.

When Dad arrives home from work, Ryan,
9, gets in some "lap time."

- ----------
When 1 first saw you, just nine short

years ago, I was tom between so
many different emotions. I was thank-
ful, hut I had so much fear and appre-
hension because the doctors had told
your mom and I to prepare for the
worst. You had beaten so many odds
just by being here, but we still didn't
know what the future would hold. We
were not even able to hold you before
you were whisked away.

The first time your mom was
allowed to hold you, she could not

In the neonatal intensive care
unit, John held Ryan for the

first time. Ryan, one day old,
had already undergone his

first surgery.

hold back the tears. You
were so little and fragile,
but so beautiful. Those
first few days had been so
hardwatching you lying
there in your little bed and being
unable to hold you. We could only
visit a few times each day, but we
lived for those times. You were so
tough, and as you grew stronger, your
will to fight amazed all the doctors
and nurses.

I look at you now, sleeping so peace-
fully. We had such fun today. Your
mom sometimes asks if it bothers me
that you can't do so many things other
little boys your age can dothings like
playing ball or running with other chil-
dren. I always tell her no; it is such a
jOy just to have you, and to be able to
do all the things we do together. You
enjoy life so much and are so happy
doing the things you can do; I see no
reason to be sad. I only have to recall
your silly, crooked little smile as we
rode the roller coaster at the amuse-
ment park last weekend, or think
about how excited you get whenever
you see a train go hy. You may not be
able to do some things, but you live life
to the fullest, little boy.

I could stand here watching you
for a long time, but I'm afraid I may
awaken you. I once read that special
children are a blessing from God. 1

Fathers' Voices is a regular feature of ExCEPrIONAL PARENT maga.zine. This column,
coemtinated by James May, Project Director of the National Father's Network, focuses
on fathers' experiences ?raring children with special needs. Your contributions to this
column am encouragi d.

For more information about the National Fathers' Netwatit (NFN) Or to noceive
their newsletter, write or calk National Fathers' Network., The Kindering Center,
16120 N.E. Eighth Street, Bellevue WA 98008, (206) 747-4004 or (206) 284-9664
(fax). Funded by a Maternol and Child Health Bureau grant, ttle NM provides net-
world ng opportunities for fathers; develops support and7ainaring programs; and
mates curriculum promoting fathers as significant, nurturing people in their chit-
dren's and ftimilies'

believe that now. Always remember,
you are loved so much. Sleep peace-
fully, little Ryan; we'll see you in the
morning. EP

John O'Hare, 43, lives in Charlotte,
North Carolina with his wife,
Diane, and son, Ryan, 9. John is a
20-year veteran of the Charlotte-
Mecklenburg Police Department,
where he currently holds the rank qf
Captain.

Diane, a registered nuise, works
weekends, so Saturdays and
Sundays are "lmddy days" for
father and sonas John puts it, "a
wondeiful opportunity for me to
develop a very special relationship
with a. very special child."

There's nothing like a bedtime story
especially when it's read by Dadl
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Columbia offeri Ybu solutions to the claily-challenges of
transporting, batitin&vd Wilkins your child with comfort, safety and ease!

Y'Ou and your, child face some tough
challenges, but you're the one who must
solve them in the, most practical ways,
Here's how we can help: /i-

ll When your child has outgrown that
infant car seat, you can have peace of
mind knowing that the Columbia Car

Seat has been crash
. tested for children
A 'from 20 to 102

lbs.yet weighs onlY
pounds!

It has been the
No, 1 choice since

1986, for its
adjustability
and stylish

1 At bathtinie, our popular , )

Reeli.4ing Chairs and Wrap. N I

.AXOW d Bath SUpports allow
'ynur.child and

you,to enjoy
Ahe bath.

,

for u
mir to

, our T o
'Supierts fit easily onto any
toile4 remove easilY, too. And

comfort. our Positioning Commodes

".

Why do these products work so well?
Columbia ProductS are theughtfully
designed, With each item available in the
right size fOr your child, with lots of

adjUstability for a custom fit.
They are made of durable
materials, tested and proven in

real-life experience.
Made in the USA and sold all over the
world, ,tolumbia products are leaders in
all th categories.

Oil00111-ilack
Wrap4toreord
SNIPort

give the same toileting support
ut any. locahow . oastSoma Support low stritofrur

,

CALL 1-6 9-454-.661Z TODAY FOR YOUR FREE CATALOG
Colunibia Mig. Corp., Dept DI., P.O. Box 633, Pacific Palisades, CA 90372

BEST COPY AVAILABLE I.

Get all the details
from our FREE,
full color catalog,
"Sharing the
Caring" means
products
that work!



Heather Whitestone
"Yes, you can!"
On September 17, 1994, 21-year-old Heather Whitestone
became the first woman with a disability to be crowned
Miss America. Whitestone, an accomplished ballerina, has
been pmfoundly deaf since the age of 18 months. After the
new Miss America is cnywned in September 1995,
Whitestone, who currently logs more than 20,000 miles a
month in public appearances, will mturn to Jacksonville
State University in Alabama. to continue lus. studies in
accounting.

Last April, during a visit to Boston, Whitestone took the
time to speak with EXCEPTIONAL PARENT associate editor Kim
Schive. The following was adapted fmm that interview.

When I was 18 months old, I had a high fever and
almost died. The doctors gave me a medication that
caused my deafness. My parents figured out I was

deaf soon after I came home from the hospital. My mother
dropped some pans in the kitclh a; it scared everybody in
the family except me. I just kept playing with my toys.

At. first, my mother felt angry She didn't want me to be
deaf She wished she could take my deafness for herself. But
then she started to look at the situation as an opportunity for
creative ideas. She began to investigate methods of commu-
nication and education, like the oral approach [speaking and
reading lips], total communication [using sign language along
with speech] and the acoupedic approach, which means
training a child to listen with a hearing aid.

My mother visited classrooms where different methods
were used. She was most impressed with acoupedic train-
ing, because the children in those classes came right up to

her and talked to her. She
felt free to communicate
with them. When she met
students who used sign lan-
guage, she felt awkward.
She had to t se an inter-
preter to communicate with
them. She wanted me to be
able to cummunicate with
everyone, so she chose
acoupedic training.

Heather, 5, attended a regular
kindergarten with hearing
children.

"I knew I was
different"

I went to a regular kinder-
garten with hearing chil-
dren. I knew I was different.
I was the only deaf student.
I stayed in public school
through fourth grade. Then
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Heather played with a
new toy on Christmas
morning, 1974, the day

her family discovered
she was deaf.

I told my mother I
wanted to go to
school with other
deaf children.

Before going to
Central Institute for the Deaf (CID)

in St. Louis, I had never met other deaf kidsmaybe just
one little girl, who was younger than me, at the speech ther-
apist's office.

When I arrived at CID, I had mixed feelings about
seeing all the other deaf children. In one way, it felt very
strange.

I lived in the dorm. At fust I loved it. It was like having a
slumber party all the time. But it was stressful, too,
because there were so many children around all the time.

The other students were interesting; they came from
all over the United States and the world. I had friends
from Mexico, South America and Kuwait. It broadened
my horizons.

My best friend was from Canada. She was a very
determined girl. I admired her because she never let any-
body stop her. But some of the other deaf students had
very low self-esteem; they used their deafness as an
,...xcuse all the time. They would say, "You're deaf, you
cannot do it." I didn't like to be around those kids.

CID was a great school. My first year there, I advanced
two grade levels. The school had very small classeslike
three or four students in eachand the teachers knew
the best way to communicate with me.

The real world
When I was 14, I returned to public school. It was ninth
grade, the beginning of high school. I remembered some
of the other students from when I was in public school
before. But they had changed so much. Ther" was a lot of
peer pressure; kids fooled around with drugs, (Linking
and sex. I didn't want to do any of those thingo. imuse I
7hose to be true to myself, I did not tit in with the cro wd.

The second problem was that the other kids were a
little bit afraid to communicate with me. Even though
they saw me speaking, they thought I would not under-
stand them. They would say, "Oh, Heather is deaf. I have
to sign to her! She would never understand me!"

687



ininaurammiumunimmuneramme.
So some of the kids learned some sign language. Two of

them would keep coming up to me and signing to me
without their voices. It was a little embarrassing. They were
only seeing my deafness, not my heart and not my abilities.

I was like, "I'm sorry,
but I don't know
sign language!"

High school was
lonely. In those four
years, I had only
three friends. I prac-
tically had to beg a
guy to take me to
the prom and
homecoming

Heather remembers
her years at a hearing

high school as lonely.

"But," she said, "It
taught me what I

needed to do to
survive in the real

world."

danceand now I'm Miss America!
But I don't regret that I went to a hearing high school.

It taught me what I needed to do to survive in the real
world. I learned to take responsibility for educating peo-
ple who don't understand my problems. Let's face it
the world has more hearing people than deaf people.
When I go to the airport, I don't see deaf people. When I
order a hamburger at McDonald's, I don't order my ham-
burger from another deaf person.

"HIGH SCHOOL WAS LONELY.

I PRACTICALLY HAD TO BEG A

GUY TO TAKE ME TO THE PROM

AND HOMECOMING DANCE."

Yes, I get lonely. That's part of having a disability.
Anyom. with a disability probably experiences some
loneliness every day. And I get tired of always having
to educate people about how to communicate with me.
Sometimes, I hate it... I hate it, but that's the real

1 world.
emninued on page 24

MEW THEROPEUTIC TRICYCLE

00+ 0160-9
ti% 0,6

USES WALKING MOTION TO MOVE TRICYCLE FORWARD AND BACKWARDS
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Role Models

continued from page 23

Becoming Miss America
One of the first local pageants I entered was the Miss St.
Clair [Alabama] pageant. I didn't win anything, probably
because my first interview with the judges did not go
well. They acted so awkward. I thought they did not like
me because of my deafness. I was sure that was why I
did not win.

Later, my family watched a videotape of the interview.
They told me, "Heather, we don't believe you lost because
of your deafness; it was how you handled it. You did not
master the situation."

My family was right. I had not told the judges what to do
in order to conmiunicate with me.

Two weeks later, I was in the Miss Jacksonville State
University (JSU) pageant. This time, I had a wonderful
interview because I told the judges how to communicate
with me. I asked them to look at me, and to talk slower so I
could read their lips. The judges felt at ease with me after I
explained this. And I won the pageant!

As Miss JSU, I had the chance to go to the Miss
Alabama pageant. I won first runner-up. I went back to
Miss Alabama a second yearand I was first runner-up
again! But the third year, I won. Finally, I had my chance
to compete for Miss America; but in Miss America, you
only get one chance.

During the first seven months of 1996, Heather has lcgged mom

than 20,000 miles a month in her travels as Miss Ameri3a. She spent

the morning of June 10 meeting children at the SHHH (Self-Help for

Hard of Hearing People) convention in Dallas, Texas, where she

helped young Lauren Thompson adjust the Miss America crown for

a picture perfect pose. (Photo courtesy of Oticon 4 Kids.)

Some people say I won Miss America because I am
deaf, but that's not true. I believe I won Miss America
because of my determination and my education. In fact, I
was not even the first deaf contestant. Six years ago, Miss

At Devereux...
a helping hand is just a phone call away

1-800-345-1292
In a nationwide network. Devereux
provides services to individuals of all
ages who have a wide range of
emotional disorders and/or
developmental disabilities.

Devereux services include:
residential treatment centers
community-based group homes
day treatment programs
transitional living
acute and partial hospitalization
foster care homes
family counseling and therapy
in-home services
aftercare programs

Devereux
Since 1912
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Washington [Jennifer Wall, 19891 was the first deaf con-
testant at the Miss America pageant. She did very well;
she finished in the top ten.

Mailing a difference
As Miss America, I hope that I can
make an impact on some people. I
want to help people with disabilities
believe in themselves, and I also want
to raise awareness among people
without disabilities.

So far, I have received more than
5000 letters. One was from a deaf girl,
the only deaf girl in her high school.
She said that before I won Miss
America, she was not sure people
would be willing to be open to people
with disabilities. But after I won Miss
America, she began to have more
confidence in herself And this year,
sne was nominated to be her school's
homecoming queen.

A filo id of my mother told me a
story about a little girl in her neigh-
borhood. The little girl, a hearing girl,
decided she wanted to dress up as
Miss America for Halloween. And her
morn helped her dress up with a
white gown, white shoes, a crown
and a scepter. She had everything,
and she looked beautiful. But she
cried because her costume was not
right She told her mother she could-
n't go out trick-or-treatingbecause
she didn't have a hearing aid!

Yes, you can!
Whenever I talk to kids, I tell them, "I
believe in you. You can do whatever
you want to do; you can do it!" One
time I said that to the kids I met while
visiting a school for children with dis-
abilities. Some of the Idds had severe
cerebral palsy and couldn't move
much; some had mental retardation.

Reporters were following me
around while I talked to the kids.
Later, the press was very hard on me.
They asked, "Why did you tell those
kids they can do it? Look at them!
They can't do anything."

At the time, this made me feel real-
ly bad. But later I was thinking about
it arid I thought, "If I were one of
those kids, I would want to hear that
someone believes in me."

My mother always believed in me.

She always was there for mewhenever I succeeded,
whenever I failed. And she always said, "You can do it,
Heather. Yes, you can!" EP

Mom writes about Heather and ballet...

F
ortunately for Heather, she had her dance, because the rest of
her daily lifeat least during the school yearconsisted

almost entirely of... long hours of speech therapy and school-
work. Any recognizable progress in those areas came slowly and
at a great price.

Dancing was different. For Heather it was pure joy. I think one
reason she enjoyed her dance class was because students seldom
had to speak or answer questions out loud, so she didn't feel so
different. She fit into the crowd and felt just like everyone else
out on the dance floor. She believed she could dance just as
well as anyone else in her classmaybe better.

I knew there were still some people who had a hard time
understanding how or why a deaf child would be taking ballet. I
vividly recall a conversation I overheard early one Saturday
morning during a dress rehearsal for a recital. Sitting by myself in
a row of seats out in the auditorium, watching Heather's little
troupe practice their numbers, I caught just enough of something
said behind me that I began to listen carefully. I didn't turn around
to look, but two mothers I didn't know, who evidently also had
daughters up on stage, were talking about Heather. "She's deaf,
you know. Can't hear a thing. I don't know what she's doing in
dance class anyway; it's a shame Tracy let her in. I just know
she's going to mess up tonight and ruin the whole program."

I had a thing or two I wanted to say to those ladies. But for
once I simply bit my tongue and let it go... By this time, no one
could have said anything to make me pull Heather out of her
ballet. I saw how much it meant to her. And I felt it invaluable
for her to have something that was all hers. Something she didn't
do because it was expected or required. Something she did
purely for love.

Dance performances also gave Heather a welcome chance to
shine in public. My famiiymy parents, Stephanie and Michaelwould drive all the
way down from Birmingham for her recitals. They always made sUch a fuss over her
afterwards that I'm sure Heather thought she'd been the star of the shoW. I felt that
affirmation was good for her.

Another one of the joys Heather got out of her ballet I didn't fully understand until her
teacher Jeannette Sutheriand told me this story:, In dais one day she asked the childrento
tell one thing they did wherrdleY Wanted tb irritate their brOthers or sistets.. When
Heather's turn came, she Walked to the front Of her class,ancl,got this incredibly Mischie-
vOus grin on hef face. Then she eXblained,that if she Wanted tuipake.her sisters,Stacey,and
Melissa, teak Mad, she Waited Until they were-Watching their fOorite Saturday Morning
cartoons, then she'd,l*gio dancing back and forth acrosS the 666. She demonstrated with

'a little twirl and laughin,gly tolOter cssmates 1 go frOnt Ty,
theyset Mad and,YelV., "

As Jeannette related the story, I couldn't help but laugh.
I'd seen Heather gull that stant many times, tflougli pevr,

. realized she'd done it deliberately to at,gravate her si*rs. I

; !I'd always fshe was just so envossed In her dance
routines that'il* sv`ii-obliyioto fri %tat "*. sisters :ivere

Heather began taking
dance classes at the
age of five. By nine,
she was an accom-
plished ballerina. "I
encourage parents of
children uvith disabili-
ties to gi4e their chil-
dren opportunities for
actives with other
children ~school,"
she says. "It was very
important to ma."

,:tkiing,VS6oiliit words wiltnIfity`WoLtfp,wil fier÷m,det
'out tfieNto, fiiathi$1:-Who*kscottirkydiiiiektciy,-,;;
voy3,1014 &mica 4:o iopitbingr J
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PART ONE

Genetic Counseling
"The science is the easy part"

by Naomi Angoff Chedd

Charlie and Jennifer Ross were just over 30 when they got
inarried five years ago. They weir healthy, gainfully employed
and eager to start a family. Jenmfer was thrilled when she got
pregnant "the first time out of the gate," as she put it. Size spent
the neat eight months reading all the right books, demoting
the nuisery and cutting back to a part-time woik schedule.
Her labor and delivery went smoothly; both Chadic and
Jennifer felt they uYere the luckiest people on earth.

When their daughter Alyssa was diagnosed with cystic
fibrosis (CF) two months later it was like a bolt from the
bhte"an eight on. the Richter scale," says Charlie. They had
heard of the disease only vaguely, and neither knew of any-
thing similar in their family backgrounds. They didn't know
where to twin for help, until their pediatrician suggested
they consult a genetic counsekn: M what?" asked Jennifer

Gseeenetic counselors are the savvy and eloquent people you
being interviewed as part of news reports on major

breakthroughs in our knowledge about the cause or
treatment of a devastating illness or the discovery of a cancer-
causing gene. But for Charlie, Jennifer and Alyssa, genetics is
more than a talk show topic. The Rosses, and thousands of
other families, are the people behind the headlines; they know
all too well that advances in genetics are making life harder
and easier at the same time.

What is genetic counseling? The mother of a six-year-old
with Down syndrome put it well when she said, "In two one-
hour sessions, our counselor taught me everything I wished I
had remembered from Biology 101, Psychology 101 and
Philosophy 101." Genetic counseling draws on knowledge
from these fieldsand othersin an effort to provide the
most accurate, up-to-date information on the causes and treat-
ment of genetic disorders, the tests available for identifying
them, a possible prognosis for a child with a genetic condition
and the prospects for future pregnancies.

Who does genetic counseling?
III After Alyssa was diagnosed, the Rosses

1111 consulted a certified, Master's-level genetic
NONE* counselor, one of about 1200 in the United

States. But a family with a child who has a
II genetic condition may also receive useful

information from their family practitioner,
obstetrician pediatrician, a neonatologist, a nurse with a sub-
specialty in genetics or a geneticist with in-depth knowledge
of their child's particular condition.
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Although different pro-
fessionals provide genet-
ic counseling in slightly
different ways, they all
agree it is a process of
communication. "We help
families look at the big
picture, not just the med-
ical diagnosis," says
Kathryn Spitzer Kim,
director of clinical place-
ments for Brandeis
University's genetic coun-
seling program, one of
only 20 such programs in
the country. "We also talk
about the social, educa-
tional and financial con-
siderations."

A good genetic coun-
selor should have first-
rate knowledge of genetics. But he or she should also be able
to communicate that knowledge in easy-to-understand Ian-
guage. And, according to Barbara Bowles Biesecker, genetic
counselor and section head at the National Center for Human
Genome Research, National Institutes of Health, genetic coun-
selors must be able to listen as well as talk. "People are
terrified when they get a diagnosis," she explains. "They often
ask, 'Why did this happen?' They already know the scientific
explanation; what they are really asking are the more soul-
searching questions'How will I cope? Will I be able to love
and accept this child?' Genetic counseling is much more com-
plicated than explaining percentages. Actually, the science is
the easy part."

Charlie and Jennifer agree. "We didn't want to spend the
rest of our lives searching for genetic clues in our family back-
grounds; we wanted to find help, people who understood what
we were going through. We just wanted to talk"

4t6444.44**400.04.6440e'
itg fq.read.iing
moral, erbnomic., Political and reli-
gious implicarirls. However, the
two articles in this series will be
limited to the practical aspects of
genetic counseling what it is,
who does it and how it can
enhance or perhaps further com-
plicate the lives of parents, profes-
sionals and especially our children.

Part II will focus on some avail-
able pre- and past-natal tests and,

More than prenatal testing
Possibly the most important thing families can get from a genet-
ic counselor is timetime to prbeess a lot of information, time
to ask questions, time to consider options and, perhaps, time to
wieve the considerable losses they may experience.

A genetic counselor can provide a tremendous amount of
information about. local and national resources. He or she may

t
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also be able to explain the practical implications of
recent research results. Jennifer says, "Every time
we hear anything about CF, we get so excited. We
hang on every word, hoping for a cure. Our coun-
selor has explained that while science is a lot closer,
they're not about to knock at our door with the cure
tomorrow."

Although a clinical geneticist or other doctor can also
explain the medical consequences of a partic ilar disorder or
disease, physicians tend to be less neutral regarding options in
the event of a prenatal diagnosis; this is particularly true of
physicians working in managed health care organizations. In
some cases, they may make the recommendation to terminate
a pregnancy. After all, it is not to the economic advantage of
an HMO to have a lot of kids being born with special (transla-
tion: "expensive") health care needs. A genetic counselor will
notor at least, should notbe directive.

Another advantage of working with genetic counselors is
that they are often familiar and comfortable with conditions
other medical professionals rarely see. While your pediatrician
might see two children a year with your child's disability, a
genetic counselor may see two a week. "One of the best things
our counselor did was hook us up with other parents. Nobody
can understand what were going through except other CF
parents," says Jennifer.

If your child does not have a diagnosis, you are not alone.
One-third to one-half of children with abnormalities have no
diagnosis. Perhaps your child's condition does not yet have a
name, or nobody is willing to call his or her particular group of
symptoms by a name, because it may not be a precise fit. But
a genetic counselor may still be able to help you tap into
resources, organizations or support groups.

Should you see a genetic counselor?
Different families seek genetic counseling for different rea-
sons. A couple with a newly-diagnosed infant or young child,
for example, will probably want a comprehensive explanation
of the child's condition and likely prognosis. They may also
want to know the chances of this or another birth defect
occurring in future pregnancies.

A family with an older child or more than one child may be

thinking about reproductive issues for all their chil-
drenfor example, the odds that a sibling with-
out the condition is carrying the defective gene.

Betsy Gettig, a 15-year veteran in the field and
past president of the National Society of Genetic

Counselors, says that couples or individuals can expect
genetic counselors to provide three important things:

Reproduct ve information: What are the chances of cer-
tain diseases or genetic conditions occurring in a current
or future pregnancy? Are there ways to reduce the risks?
Are there successful pre- or post-natal treatments?

Prognosis: What is the likely course of a given disease or
condition? How will a given child be doing in one, five or
10 years? While no clinician can predict the future with
absolute certainty, they usually can provide the range of
possibilities.

Advocacy and support: People sometimes make deci-
sions that aren't accepted by family members, friends or
even personal physicianstrying an experimental treat-
ment, for example, or choosing to continue
or terminate a pregnancy. Genetic
counselors try to ensure that their
clients make carefully considered
choices based on accurate informa-
tion; then they support them in the
decisions they make.

According to Philip R. Reilly, M.D., clinical
geneticist, lawyer and president of the Shriver Center for
Mental Retardation, the following people may benefit from
consulting a genetic counselor:

Families in which there is a known genetic disorder, such
as cystic fibrosis, Huntington's disease or hemophilia.

Couples who come from the same ethnic group, when
that group is known to have a higher incidence of certain
disorders. Tay-Sachs disease is common among Ashkenazi
Jews, for example, and one in 12 African-Americans carries
the gene for sickle cell anemia.

Families in which there have been multiple miscarriages,
stillbirths or a childhood death from unknown causes.

Women older than 34 who are pregnant or planning a
pregnancy.

How do you find a genetic counselor?
Your pediatrician or the geneticist at your HMO or hospital may be able to refer you
to a qualified genetic counselor. Your state's department of public health may also be
a good resource. Or contact one of the following organizations:

National Society of Genetic Counselors
233 Canterbury Dr
Wallingford, PA 19086-6617
Requests for information and referrals
must be received in writing. NSGC does
not maintain or disseminate information
about specific genetic disorders.

Alliance of Genetic Support Groups
35 Wisconsin Cir #440
Chevy Chase, MD 20815-7015
(800) :336-4363
(301' 652-555)
(301) 654-0171 (fax)
Provkles referrals to genetic col rnselors,
support groups and other resources
nationwide.
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Relativesespecially siblingsof a child
with a genetically-transmitted disorder.

Genetic counseling provided Charlie
and Jennifer Ross with the information
and support they needed after their
daughter's diagnosis. Almost three now,
Alyssa is doing well, and although they
understand thc range of possibilities for
Alyssa's future. Charlie and Jennifer think
"she's going to be around for a long, long
time." They add, "We're even thinking she
might like a lit tle sister or brother." EP
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The Value of Prenatal Testing
by Alysoun Reichard:s

Like many women who identify
themselves as opposed to
abortion, I used to think pre-

natal testing was only for women
who believed in abortion. In the
past few years, however, my per-
spective has changed dramatically.

When I finally became pregnant
after six years of infertility, I worried
that I would miscarry but I never
really wonied that my child might
have a problem. I had an alpha-feto-
protein (AFP) test because I had
taken a fertility drug and was curi-
ous to know if I was canying twins.
When the results came back elevated,
I still wasn't concerned. I figured it
was either twins or an error.

There was never any doubt in my
mind that I wanted my baby. So when
my daughter was diagnosed with spina
bifida during the follow-up ultrasound,
in the nineteenth week of my pregnancy,
I made it very clear I had no intention
of terminating.

Over the next few weeks, I was
repeatedly asked to explain my strong
desire to have this child. The infertility
specialist told me I should be able to
conceive again, if that was my concern.
But that wasn't it. What it really came
down to was thiswe did not conceive
our child to play football with her. We
didn't keep her because we were afraid
we would "burn in hell" if we aborted.

Alysoun Reichard and daughter Heidi, 20 months, enjoyed

the fall foliage at Sleeping Giant Park in Hamden,

Connecticut.

We kept her because we loved her, we
wanted her, and there wasn't anything
that we wanted to do with a child that
she would not be able to do.

The counselor's role
I fully believe that genetic counselors
should remain neutral on the issue of
abortion. They should offer families a
clear picture of the implications of their
findings, and then allow them to make
their own decisions. However, I do not
believe that rattling off a list of intimi-
dating medical conditions constitutes
offering a clear picture.

I also believe that it is inappropriate
for a genetic counselor to speculate
even when askedabout what he or

she would do in a
given situation.
First of all, it is a
question that is
impossible to
answer. By 24
weeks gestation,
a pregnant
woman has
already devel-
oped a relation-
ship with her
baby. She is
showing; every-
one knows she Ls

Heidiaka "Winnie-the-Pooh"celebrated Halloween 1992 with
preschool buddies (from left) Brian Smith and Taylor Valentine.
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pregnant. She has felt the baby
move. The counselor may feel able
to weigh the decision objectively.
However, in the same situation, she
might find herself considerably less
objective.

Mostly, however, I feel that a
woman needs to make this deci-
sion within the context of her own
value system. In her darkest hour
whatever she decides, she needs to
know it was her own decision. This
is a mighty burden to bear A coun-
selor may be tempted to try to help
her shoulder it, but that is not part
of the counselor's role. The coun-
selor's responsibility is to give the

woman as much information as possible
to help her make this decision on her
own. If a woman truly seems unable to
decide, I believe it would be more
appropriate to bring in an additional
advisora social worker perhaps
rather than violate the neutrality of the
genetic counselor.

As prenatal testing becomes increas-
ingly routine, genetic counselors will
find themselves serving more and more
women who are either ambivalent
about, or opposed to abortion. These
women deserve an approach that is
respectful of their values. Their babies
deserve the benefits of early diagnosis,
but they will not have that benefit as
long as women are distrustful of genetic
counseling. One of the most common
questions I am asked about my experi-
ence is, "Did they try to get you to have
an abortion?'

Fortunately, I am able to answer
emphatically, "No, they did not. They
were very supportive of my decision."
But the very frequency of the question
underscores the distrust that exists.

An "informed decision"
Though I was never pressured to ter-
minate my pregnancy, I was asked
repeatedly whether or not anyone had
discussed my options with me. Until I

remfillited WI iffige .10
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reached the third trimester of my preg-
nancy, every new practitioner I met
and there were quite a fewseemed to
feel it was his or her personal responsi-
bility to establish that I was making an
"informed decision."

i would like to sugg%-t a simple solu-
tion to this potentially upsetting problem.
I believe there should be one member of
the teamwhether it be the genetic
counselor or the social workerwho is
designated to verify that the patient has
reached an informed decision. Once a
decision has been made, a bright red
sticker should be placed in a prominent
position on the patient's file, indicating to
all other practitioners that they do not
need to bring up the subject. If doctors
fail to see a sticker on a woman's folder,
they can simply inquire x.; to whether she
has had the opportunity to talk with the
counselor, or social worker, or whomever
the designated person may be.

When a woman is undecided, she is
sometimes offered the opportunity to

meet with the family of an affected
child. I have already stated that I am
opposed to abortion, so you may be
surprised to hear that I feel such a
meeting to be totally inappropriate. If a
family has decided to keep their baby, I
would be more than happy to meet
with them, but I could not possibly
meet with them before that time.

First of all, there is absolutely no way
I could be neutral. My daughter is my
pride and joy. Beyond that, no two chil-
dren with spina bifida, or any other dis-
ability, are alike. My daughter's condi-
tion may be very different from that of

Haverich OrthoSport, Inc.
67 Emerald Street

Keene, NH 03431 (603) 358-0438
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A fashion tip from five-year-old Heidi
If you simply can't choose between

two equally lovely hats, wear both!

their child. Also, I would feel as if I
was giving this family the opportu-
nity to judge the value of my daugh-
ter's life in order to decide whether
they should give their own child
life. As my daughter got older, I

would worry that she might pick up on
that aspect of these meetings.

Still, the opportunity to see living,
breathing childrenrather than hearing
a list of medical conditions, could be
very helpful to families in the decision-
making process. The ideal solution may
be for a neutral party to make a video-
tape of a number of children with a
given disability. The video could cover
the range of possible disabilities, and to
paint a balanced picture of everyday
life, the children could be shown in the
community and at home. The distance
afforded by a videotape would also
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protect the family making this difficult
decision. They would not be under any
pressure to make a decision to please
anyone but themselves.

Yet, if I were to meet with a family
struggling with this decision, there is
one thing I would want to saF. All new
parents look at their tiny babies and
wonder if they will be able to rise to the
task of caring for them. Parents of chil-
dren with disabilities are no different.
Who can blame them if they question
their ability to cope with their chil dren's
problems? Yet just as millions of new
parents cope with their respons'bilities
every year, thousands of ordinary cou-
ples also rise to the challenge of caring
for children with disabilities.

It's better to know
At the time of Heidi's diagnosis, I was
working in a large office full of women.
Many of my coworkers told me how
brave they thought I was. No one came
right out and said they would have abort-

The Baby Jogget5
Mobility and comfort combine for
both parent and child! The Baby
Jogger offers new models to suit a
variety of special needs. Go
anywhere with the ultimate
all-terrain stroller. Travel over
gravel, grass, curbs,even sand and
snow with "The stroller for runners."
Trips to the beach or park are easy
with the smooth-rolling three wheel
design. Models available for
children of all ages. Folds easily for
transport, adapts to seating inserts.
FREE BROCHURE.
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ed, but I know a lot of them thought it.
It's such a contrast with what we hear

now. When people see our bright, happy
little girl and find out that we knew
about her condition before she was
born, they say things like, "What a
tragedy it would have been for you to
have aborted this beautiful child!"

And Heidi is beautiful. She has a gift
for happiness. When we go to the mall,
people see her tooling around in her lit-
tle purple wheelchair, and they smile at
her because she's so cute. Then, I fre-
quently see a cloud come over their
faces as they realize something must be
wrong with her. But the cloud soon
Oves way to another smile as they real-
ize it doesn't matter, because this child
is obviously happy just the way she is.

I do sympathize with women who say
that they would never want to be faced
with such a decision. I hear women say
that knowing ahead of time would ruin
the remainder of the pregnancy.

I will admit that my pregnancy was a

very difficult time, but I will always be
grateful that when I finally gave birth to
my daughter, it was in a setting where she
could get the best of care from the
moment of her first breath, and that my
husband and I were fully prepared to wel-
come her into our lives with open anns.
At the time of a prenatal diagnosis, it may
be hard for families to see the value of
the opportunity they have been given, but
ultimately I believe families and their chil-
dren benefit most by knowing about
problems as early as possible. EP

Alysoun Reichani lives in Kettering,
Ohio with her husband, Dave, and
daughter Heidi, 5. She writes about
issues related to children with disabili-
ties; one of her recent articles, on acces-
sibility, appeared. on the op-ed page of
the DAYIONDAILY NEWS. MS article was
adapted fiom a speech deliveted at a
genetic counseling symposium held at
Thundeis University (Waltham, Mass.)
in June 1993.
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9 riaMfer Re.as.sure
Washcloths

are strong yet soft
to make easy work
of cleanups! They
are also alchohol

free and
hypo-
allergineic

so they are
gentle on

sensitive skin!
Call today to get

your tub of 50
washcloths for only
$3.99!

Reeassure''
Personal Cleansing Washcloths

with Lanolin & Aloe Vera

Send a tub of Reasksure'Washcloths for the trial price of $3.99? I
Enclose a check for $3.99 and send to HDIS, 1215 Dielman Ind.
Ct., Olivette, MO 63132, or call 1-800-2MY-HOME (269-4663)
Name
Address
City, State, ZIP
Phone (
Copyright 1995. I 1DIS- ---------- 24/47
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Televi.sion is impornint fof

America's disabihty community:

The network's programming

helps Americans with disabili-

ties move into mainstream life

by changing perceptions.

SENATOR BOY DOLE

l \I I Illt)m tiff.
not only giives people with

disabilities n new means of

communication, but television

gives all Americans an

opportunity to maximize

abdities.4

SENATOR TOM HARKIN

As one of 39Imillion

Americans whofiappens fo

have a disobilify:".like I. ..

happen to havy.-lepilepsy.

lie very .exciteil.about
l \ I i if it r01,1.7 i\r\
uses the ex tram:dinar y power

of television to xornmunicitte. .

ideai und positive role:Models

for our complex .S,Iociet.y..

TONY COELHO, Choi:num;

President's Committee
on Employment of People:...
with Disabilities

Please joili March of Dimes
and AI I It . With.

your help, we can improve the

quality of life forAmericans

with bkth defects and other

disabilities, And we can-offer

qUality plogrammIng the whole

family can enjoy.

DR. JENNIFER L. HOWSE

President
March of DifIne3

Bit th .Defer ts Foundation

Join with us at Easter

Seals and N.11111)(4'4

We wont to share vital, accu-

idte information. We won't to

brighten Aniericun homes front

coast lo coast with good,

:quality television.

JAMES E. WILLIAMS, JR

President and CEO' .

National Easter Strosiety

4L

We're delighted.to join

ts,(. Ng in the
'Calling on (able' campaign. I

hope you will become a port of

the effort to bring this exciting

network to every home in

America.

ELAINE L: CHAO.

President and CEO
United Way of .11nrom

I., MI! I TI1S

ON

AMER A'S DISABILITY CHANNEL

1.
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YOU CAN STILL GET
THE 1995 RESOURCE GUIDE

DIRECTORIES OF NATIONAL ORGANIZATIONS,
ASSOCIATIONS, PRODUCTS & SERVICES

... the most complete guide for families,
health care professionals, and educators
that includes, names, addresses, phone and

fax numbers of over 1,000 resources:

.55 National Information and
Advocacy Resources

384 National Resources for
Specific Disabilities and
Conditions

73 Parent Training and
Information Centers

328 Parent-To-Parent Programs <

40 Alliance for Technology Access Centers
55 State Assistive Technology Centers
38 Disability-Related Electronic Bulletin

Boards
31 Federal & Federally Funded Information Resources

'2

47 Professional Organizations

'61*

And...
The Directory of Products and Services section that includes over 200 advertisers
of quality products and services, grouped in 43 categories from Augmentative
Communication and Bathroom Equipment to Van Conversions and Wheelchairs.
To order your copy (or additional copies for your, organization) of the
1995 RESOURCE GUIDE at just $9.95 each (plus shipping and handling),
call 1-800-535-.1910. Or use the coupon in the Exceptional Parent Library
section of this issue. Order today while supplies last:

1-800-535-1910.

INFORMATION THAT MATTERS, FROM PEOPLE WHO CARE

698
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to expand:a ilerson' kriosvi;ido of the ddv ewLvocabulary, and
introduce language concepts such as categorization. Its display provides
important exposure to written language.

Unlike devices which use multiple overlays or pages, DeltaTalker uses
a single overlay to code all of the person's language. Since all the
icons are always visible, people can practice and refine what has
been learned at any time. It is only through this regular and
appropriate use that language is permanently acquired.
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Deltalialker for expressive communication
DeltaTalker also shines as a device for expressive communication. First,
it offers ten synthesized voices that can be adjusted to fit any personality. Do you like to sing or
make funny noises? DeltaTalker also offers digitized speech which is great for fun activities as well as for
expressing oneself in another language.

DeltaTalker has a number of features which promote quick learning and rapid retrieval of vocabulary.
Other features promote pragmatic skills such as initiation and timing (e.g. jumping in with a punch line to
a joke). In short, DeltaTalker helps the person communicate as quickly and effectively as possible.

DeltaTalker's optional infrared capabilities provide a wireless link to TVs, stereos, and computers, increasing
independence (available this winter).

So, what can DeltaTalker do for you? A lot and at a price that might surprise you. For more information,

G93
BEST COPY AVAILABLE
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call 1-800-262-1933.
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A New Twist to "Playing Doctor"
by Rick Rader*

For years, patients have been the cornerstone of medical edu-
cation. Because one can only learn so much from a text-
book "real live people" are used to teach physical signs, pro-

cedures, history-taking and physical examinations. Every physi-
cian has a story to tell about one or two memorable "teaching
patients," who imparted never-to-be-forgotten pearls of wisdom.

I'll never forget my first encounter with a "patient-consul-
tant," as they were known in the London teaching hospital
where I trained. I was given 10 minutes to examine this
woman's cardiovascular system and come up with a working
diagnosis. The woman was quite talkative, especially after she
recognized my distinctive New York accent. As I tried to lis-
ten to her heart, she babbled on and on about her relatives in
Rochester, New Yorkperhaps I knew them? I couldn't hear
a thing through the stethoscope, but I could hear the profes-

* My gratitude to these colleagues whose ongoing interest and con-
tribution to this program. has made it possible: Mike Cook, erecu -
Live directen; Orange Givve Center, Chattanooga, Tenn.; Dr Bob
Clark, associate dean & directrn; University of Thnnessee College of
Medicine, Chattanooga Unit; Jenny Chase, Amy Khalifa and Nicki
McReynokls, special education teachers, Orange Grove Cento;
Chattanooga, Thnn.; Kelly Bankston, David Lee Williams and
Kawanna Williams, patient simulators, Institute of Developmental
Medicine, Orange Grave Center, Chattanooga, Thnn.

sor's footsteps coming down the hall, stopping at every cubi-
cle and asking each student to describe their findings. I was
starting to panic; I didn't have a clue what this woman's heart
was trying to tell me.

Just before the. professor got to my cubicle and pulled the
curtain back, this little blue-haired lady leaned forward and
pulled one rubber stethoscope tip out of my ear. "You won't
go wrong with m itral valve prolapse, Yank," she whispered.

At that split second, I turned to the sound of the professor
entering the cubicle. "Might it be mitral valve prolapse?" I asked.
The professor raised his left thumb like a 1940's Royal Air Force
pilot who just heard his Spitfire roar to life. My first experience
with a "patient-consultant" was memorable, to say the least.

Patient simulators
Unfortunately for medical education, the "textbook case" Ls

usually seen only in a textbook. Patientsbeing people, and
aick people at thatare subject to a variety of personalities
and individual peculiarities. In addition, diseases announce
themselves individually and assume a host of presentations.

These variations of patient and disease have often been cited
as obstacles in teaching. How "fair" is it to have three medical
students examine three different patients and be tested on their

4-4=';`,14,^akplr..%

fe,.)v

64#1,t4beralM;14*Tt- (6*VOOVicilitA Mircfi1
tiM4;beert1.401.(14 t,tit,a-otf-*inirig:116v/to

A fe, years ago, I hail to go the eye doCtor, t dkl not have the LiberatneaLthii time.,1. had:
never been to an eye doOor before. My teacher, Nickie McReynokls, prepared me for ihe visit,
but the doctor never even talked to me or asked me a question. That made me frustrated. If he
had taken the time, I could have used my "yes" and "no" signs to tell him which lens was bet-
ter. I don't think the doctor meant to be rude; he just didn't know how to communicate with
me. If this doctor had some education about people like me, who use a communication system,
or who have signs for "yes" or "no," the visit would have been more pleasant.

Dr. Rader says I can help teach doctors to listen and talk with people who have develop-
mental disabilities. He also said the doctors have to be willing to spend more time with us
during a visit. They also should have the opportunity to learn about communication systems. I
am willing to give them that opportunity by doing role-playing during lectures, and using the
Liberator to tell what is wrong with me.

This is going to take a lot of work on my part, but I am anxious to do it. I hope the medical
field is willing to be patient and give me the opportunity to help individuals with disabilities
to be better understood.

David Lee Williams

raffot airrulatos. David Lee WIllawns v*cnos as Pr. Radar Iota or how a PIVA.cag.t..alkta
maniaMt itir caret:Oita of iiiiamlia{ pain. DWI* I Ate um* sturewanaiia oenaiariagiak
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findings? lb "level the playing field," and to ensure that students
are equally exposed to the same clinical scenarios, medical edu-
cators created the "standardized" or "simulated" patient.

"Patient simulators" are actors who are trained in the clini-
cal presentation of a particular disease or condition, and
hired to play the part of a patient presenting his or her com-
plaints to the medical student. With in-depth understanding of
the condition, the actor can direct a student's history-taking
to reflect the responses a "real" patient would provide.

Patient simulations have proven to be an effective method
for teaching medical history-taldng, differential diagnosis,
medical communications, medical manners and elicitation of
signs and symptoms ("signs" are any objective evidence of a
disease as opposed to "symptoms," which are the sensations
and complaints reported by the patient).

Patient simulators with disabilities
At Chattanooga's Orange Grove Center, a community agency
providing educational, medical, residential and vocational ser-
vices to almost 800 individuals with developmental disabili-
ties, we have taken the concept of the "standardized patient"
one step further. We are using individuals with developmental
disabilities and mental retardation as patient simulators.

Most medical students and residentseven many seasoned
physicians responsible for patient care at a teaching hospi-
talhave had little if any exposure to people with disabilities.
Most medical school graduates have seen a 90-minute slide
show on dysmorphologyabnormal anatomic development;
this slide show is the closest encounter most medical stu-
dents ever have with developmental disabilities.

Because we believe that physicians need to learn to commu-
nicate with their patients who have disabilities, Orange Grove's
educational division, the Institute for Developmental Medicine,
created the Developmental Disabilities Patient Simulator
Program. We believe this is the first undertaking of its kind.

'leachers recommended students for the program on the basis
of their personality, disability, health care experience, willingness
to participate and ability to learn about and teach various acute
(sudden-onset) conditions. Our first challenge was to explain the
idea of "playing sick" and to make sure participants understood
that this sort of role playing was appropriate only in the teaching
setting. Again, teachers helped us to impart this conceptthe
concepts of "real" and "pretend" are difficult ones. Our next step
was to teach participants the script Although the program is still
fairly new, we are pleased with the response we have gotten
from both doctors and "patients."

"Why don't you take off my jacket?"
We currently have three patient simulators in the program;
each one can present a different medical condition. David Lee
Williams, 27, who has severe cerebral paLsy (spastic and
athetoid quadriplegia), presents a "hot appendix." David's t tie

requires an appreciation for the transition from periumbilical
(belly button) pain to pain in the lower-right quadrant of the
abdomen and the classic "McBumey's point" tenderness,

7 0 2

appearing in the area of the abdomen that corresponds with
the normal position of the appendix. David, one of our best
standardized patients, communicates solely through augmenta-
tive communication, using an electronic, symbol-based com-
munication device mounted on his wheelchair. Accurately diag-
nosing appendicitis through this unique means of communica-
tion provides the clinician with a unique challenge.

Another standardized patient plays the part of an individual

,

qtiltP %A:

Kelly Bankston, 14, presents an upper arm contracture to an Edanger
Medical Center resident participating in the Developmental
Disabilities Patient Simulator Program. In Kelly's first "performance,"
she suggested that a nervous intern might get a better "feel" for the

contracture by first removing her bulky ski jacket

with a closed head irijury from a car accident, resulting in
dizziness and blurred vision. Kawanna Williams, 19, has cere-
bral palsy, mental retardation, microcephaly (smaller-than-
average head) and decreased truncal tone (abnormal tension
in the main part of her body). Kawanna gives an Academy
Award performance as she invites the clinician to compare
their conclusions of the neurological exam'against Kawanna's
"usual abnormal" neurological signs. Kawanna's portrayal of a
patient with a head iujury presents a unique challenge
becauseas a result of her disabilityeven without an injury,
she would not demonstrate "normal" neurological signs.

Watching 14-year-old Kelly Bankston invite interns to exam-
ine her upper-arm contracture and come up with a diagnosis
would put a smile on anyone's face. Kelly has cerebral palsy
(spastic quadriplegia), mental retardation and thoracolumbar
kyphotic scoliosis (curvature of the spine). During her first
"performance," Kelly stopped the nervous new doctor in the
middle of her examination and suggested she would get a
"better feel" for the problem if she first removed Kelly's bulky
ski parka. One can be certain that doctor will never make
that mistake again. Kelly's engaging charm provides medical
students with the realization that children with developmen-
tal disabilities and mental retardation are not just kids with
"small-print syndromes" (a reference to their relative impor-
tance in medical books), but first and foremost, they are chil-
dren with dreams, curiosity, humor and frustrationsjust like
the physicians themselves.

mntinned on paw 38
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FREE SAMPLES
Save up to 60% on Disposable Diapers

And We Will Deliver Right to Your Door

AVAILABLE
IN

BABY
YOUTH
SMALL

MEDIUM
LARGE

To order, call toll-free

1-800-777-1111
24 Hour Service

Ask about our complete catalog including GoodNites,
Depend, Attends, At Ease, Comfort Dry, Ultra Shield,

Dri Pride, Promise and No-Rinse Products

Woodbury Products, Inc.
4410 Austin Boulevard - Dept. 250

Island Park, New York 11558

Circle #72

,`,t

Dr. Rick Rader (standing) presents patient simulator Kawanna
Williams to attendees at medical grand rounds at Erlanger
Medical Center. Kawanna plays the role of a patient with closed

head injury resulting from a motor vehicle accident

Doctors
I like to see the doctors and I like to talk to them. They are nice.
i They check your braces and they see if your braces are rubbing
.anywhere..t like them beCause they make you feelbetter.

My.dOctor will see me again itifour montham-excited tes
see. hirri

tWant
-416 1 ,4406:
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56/fs School
For Children With Cerebral Palsy

Serving children with multiple disabilities resulting from
cerebral palsy or traumatic brain injury who need compre-
hensive, individually structured programs that include:

Physical Therapy

Occupational Therapy

Speech and
Language Therapy

Communication Aids

Special Education
Music Therapy
Special Medical
Attention
Adapted Recreational
Activities

HMS, open to students two to 21 years, offers all of these
services and more. The experienced staff andwell-respected
consultants provide strong interdisciplinary programs for day
and residential students at the licensed private school.

For more information write or call:
Diane L Gallagher, Director

HMS School for Children with Cerebral Palsy
4400 Baltimore Avenue, Phileelphla, PA 19104

(215)222-2566
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continued from page 37

This opportunity to introduce neophyte clinicians to real
children with developmental disabilities is the "raison d'etre"
of the program. We are not trying to conduct tutorials in pedi-
atric developmental medicine, but we hope we are expanding
the perspectives of each young doctor so he or she will have
the confidence, curiosity and consideration to look forward
to seeing that child or adult with special needs who will
someday come through the office door.

We want the next generation of physicians to appreciate
the fact that individuals with developmental disabilities also
get the flu, earaches, sprained wrists and cancer. They need
to be treated with the same respect, dignky and thorough-
ness as the other patients in the waiting room. With patient
surrogates like David, Kelly and Kawanna we're hoping we
can help doctors to not only carefor these kids, but also to
care about them. EP

Rick Rater, MD., a member of EXCEPTIONAL PARENT'S Editorial
Advisory Board, is the director of the Habilitation. Center and
The Institute for Developmental Medicine at The Orange Grove
Center in Chattanooga, 7bnnessee. In addition to his post-grad-
uate clinical training in internal medicine, Rick studied med-
ical anthropology and bio-belwvioral medicine. Rick's woric at
Orange Grove involves research into robotics, virtual ?ratify,
bioengineering and medical education as applied to individuals
with developnenkd disabilities.



The Friendly Skies
Transportation no barrier to medical care

Trudy and Steven Nelson had raised
three children on their fann in
Columbia, Mmouri, but as the kids

began leaving home, they found them-
selves unprepared to face an "empty nest."
Me Nelson's fourth child, Caleb, was born
in 1987, shortly after the birth of their first
grandchild. One year later, Caleb's younger
sister, Stephanie, joined the family

randy and Steven were prepared to
reacquaint themselves with 2 am. feed-
ings, but their son's birth presented addi-
tonal challenges. Caleb was born with
achondroplasia, a form of dwarfism, and
had a number of complex physical and
medical needs.

1111411-11Pfirri?

Eight-year-old Caleb.Nelson (right) visits the
cockpit of Mel Potter's six-seater Cessna 414.
Because Caleb has had a vertebral fusion in
his neck near the brainstem, he can fly onty in
a pressurized aircraft like this one; he could
not survive the traumatic pressure conditions
in some other small planes. Potter (left), an
Angel Planes pilot from Wisconsin, is president
of Potter & Son, a company that cultivates
cranbenies for Ocean Spray.11

By the time Caleb was four, the Nelsons
had made 25 trips to Baltimore, Maryland
to visit medical specialists. gludy and
Steven used credit cards to pay for airline
tickets. These transportation costs, added
to already substantial medical bills,
strained the family's finances. In 1991,
they were forced to file for bankruptcy.

But Caleb's medical problems contin-
ued. Last summer, faced with the need
for another trip to Baltimore, the Nelsons

discovered Angel Planes, a national orga-
nization of volunteer pilots, based in Las
Vegas, Nevada, that could arrange round-
trip transportation for the family.

A reason to fly
Angel Planes and other organir aons
like it (see sidebar on page 40) were
established to ease the financial burden
families experience when caring for a
child or other family member with spe-
cial medical needs. These organizations
aim to ensure that no individual is
denied necessary medical care because
a family is unable to pay for transporta-
tion. Through volunteer pilot organiza-
tions, many children and adults can be
flown to distant medical centers for
treatment, completely free of charge.
Pilots donate their time, expertise, fuel
and, usually, their own planes. Some pro-
grarns also provide seats on commercial
flights, using the donated frequent flier
miles of business travelers.

Pilot Tracy Winslow has completed 33
Angel Planes flights since 1990. "I get a
lot more out of it than I put in," he
attests. Winslow, a 34-year employee of
Chevron Oil, learned to fly on glider
planes while working in Iran. "After
retiring," he says, "I didn't know what to
do with my pilot's license or four-seater
Cessna 172. Angel Planes has given me a
reason to fly and something meaningful
to do with my retirement. It gives me
tremendous personal satisfaction that I
could get involved in such a purposeful
project at this stage in my life."

Bill Segal, volunteer pilot and New
England flight coordinator for Air Life line,
a similar organization, explains his eight-
year involvement with the group in similar
tenns"Most pilots like an 'excuse' to fly
Others, like myself, feel blessed to be able
to fly and to have this great gift we can
offer people who need our help."

"Peace of mind"
In May, Caleb underwent his nineteenth
surgerya cranial expansion at Johns
Hopkins Medical Center in Baltimore.
Because Caleb's skull had stopped
eypanding, this surgery created the nec-

704

411111

4.

Angel Planes pilot Luther Lutireil (nght) of Ohio
flew six-year-old Cassie Millis OA and her
family from Erie, Pennsylvania to Little Rock,
Arkansas for a medical cortsuttation.

Cassie has We hemomeha (one leg shorter
than the other). Doctors in her home state had
recommended amputation for the shorter leg;
Cassie is now undergoing a leg-lengthening
procedure in another state.

essary space m his cranial cavity to
allow his bram to grow

Back home in Columbia, Missoun,
Caleb is enjoying his summer and look-
ing forward to entering third grade at
Fairview Elementary School. Caleb
enjoys tae kwon-do, comput-
er games, outdoor yard work and play-

continued on page 40

* I ,

Anthcey Staley (foreground), 3, of Winnemucca,
Nevada, has traveled wrth Ns mother and older
brother to many out-of-state medical special-
ists. Air Life Line provided transportation for
many of these trips. Anthony has multiple
disalAtiee.
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Meeting the future needs of a son or
daughter with a disability is a

challenging task, but one you can
manage with the help of an EPPD Life
Planner. EPPD professionals are at
work now helping families like yours
throughout the country Let us show
you how to help secure your family
member's future. Call today to arrange
a no-obligation appointment with an
EPPD Life Planner near you.

Available now, the new 1995 edition of
Planning For The Future, the widely-
acclaimed authoritative book on life
and estate planning for families who

rri.'

have a child with a disability To ordey
call 800-247-6553 ($24.95 per book
plus $3.50 each shipping).

Ven
ESTATE PLANNING FOR

PERSONS WITH DISABILMES
A Division of Protective Life Insurance Company

Circle #31

800-448-1071
National Office: Post Office Box 2606

Birmingham, Alabama 35223

TRANcaUILITY Managing
Incontinence with . . .
Unsurpassed Performance and
Unparalleled Normalcy
The Washable Pant is latex-free and made of
100% cotton. It can be used with the High

Capacity Pad or Fitted Liner
for moderate to heavy
absorbency needs. The Pad
and Liner are unsurpassed in
the areas of skin dryness,
odor reduction, neutralization
of urine and inhibition of bacterial growth.SlimLine° Fitted Liner

High Capacity Pads
and Washable Pant

Trial Offer

Name

Address
City
Telephone

Waist Size

Order NOW - Call Toll-Free 1-800-00-PEACH or mail this form to:
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Pilot Tracy Winslow flew Brandon Moncrief, 4, from his home in Las
Vegas, to California's UCLA Modical Center in Santa Monica. Brandon
has Crohn's disease.=MM

ried from page 39

ing with his puppy, Jordan.
According to his mom, Caleb considers every trip on a twin

engine aircraft a grand adventure. But to Steven and 'lludy,
these trips are something more. "Angel Planes has been won-
derful," iludy says. "It's hard enough just worrying about how
you're going to make it through all the operations and medical
expenses. Having someone out there who is willing to take care
of the transportation gives parents a real peace of mind." EP

Michele San Filippo

Volunteer Pilot Organizations
The following organizations provide free air transportation, to eligi-
ble individuals and their families, for appointments with distant
medical specialists. Travelers must be medically stable; no medical
support is available on these flights. Eligibility is based on financial
need; each organization has its own application procedure and cri-
teria for "financial need." A few organizations may also require a
medical referral.

Except where noted, flights may originate anywhere within the con-
tinental United States. As noted following some listings, certain organi-
zations have limits on the distance of a single flight, but most of these
groups will try to help families plan longer trip> through relays with
other organizations.

Air Care Alliance
93 Box 1940

Manassas, Vt. 22110

(BOO) 296 1217

(703) 361-1792 (fax)

500-mile limit

Air Life Line
1716 X St

Sacramento, CA 95818

(800) 446-1231

(916) 429-2166 (fax)

500-mile limit

Angel

ennVailey Piney 4115

Green Wiey, W

89014-2103

(8OO) 359-1711

(702) 261-0497 (fax)

Corporate Angel Network
Bldg 1 Viesichester *pert
Vaite Mains, W 10604

(914) 328-1313

(914) 328-3938 (fax)

Fox individuds with cancer only

lifeNne Pilots
PO Box 3962

St 1.913, MO 63133-0062

(217) 373-4195

(706) 524-8911 (tax)

WO mug originate In AlloWst 700-mlla limit

105

Roads to Recovery
2516 Wilkins Ave

Baltimore, MD 21223-3332

(410) 945-6761

(410) 945-4934 (fax)

Donates seats on commercial flights originating

in Maryland, Virginia o Da also provides ground

transpottadon, lodging and travel-related

expenses

Volunteer Pilots Association
PO Box 95, 100 Main St

HiAcey, RA 15340

(412) 356-4007/(fax)

500-m#e limit

Wings for Children
2006 Smailman St

Pittslargh, PA 15222

(412) 471-1267

(412) 471-9550 (fax)

500-m#e itmil

Wings of Mercy
A-5006 146th Ave

Holland, MI 49423

(616) 396-1077

(616) 396-1700 (fax)

500-inii.



Selective Dorsal Rhizotomy
The term "cerebral palsy" is used to
describe many children and adults
who have some sort of brain irtjury

("cerebral") resulting in problems with
movement ("palsy"). Since there are dif-
ferent types of cerebral palsy, adjectives
describing specific types (for example,
"spastic" or "athetoid") usually precede
the more general term, cerebral palsy
and describe the way an individual's ner-
vous system and muscles function.

Doctors may also descr;':ie people
with cerebral palsy in terms of the part
of the body primarily affectedfor
example, diplegia (both legs), hemiple-
gia (one side of the body) or quadripleg-
ia (arms, legs, face and trunk). They
may also classify an individual's disabili-
ty as being mild, moderate or severe.

Children with spastic diplega have
spasticity (increased muscle tone or ten-
sion) that mainly affects their lower
extremities. They tend to stand on their
toes and bring their legs together in a

crossedor "scissored"position. If
children with spastic diplegia learn to
walk, they typically drag their feet and
have limited endurance for walldng long
distances. They may also have muscle
tone problems in the upper parts of their
bodies, but these problems will be less
severe than in their lower extremities.

In children with spastic quadriplegia,
spasticity affects all parts of the body.
Spasticity in facial muscles can lead to
problems with eating and speech.
Spasticity in the trunk can result in seat-
ing difficulties. In general, children clas-
sified as spastic quadriplegic are less
likely than children with spastic diplegia
to be able to learn to walk

Children with spastic diplegia, who
are able to walk independently and
willing to coopen2te with the rigorous
physical therctpy that will follow the
surgery, are considered ideal candidates
for selective dorsal rhizotomy (SDR).
Since a child's intellectual ability is relat-

ed to his or her understanding of the
procedure and motivation for therapies,
clinicians will also consider a child's
intellectual ability in weighing the deci-
sion to proceed with surgery

Spasticity and walking
The brain is an incredibly complicated
structure. Any explanation of its work-
ings ;s likely be vaqly oversimplified,
unable to account for the nuances of
human behavior as well as differences
between individuals. Furthermore, we
still don't know everything about the
workings of this complex organ. But with
those limitations in mind, let's take a look
at brain function with regard to walking,
because improving a child's ability to
walk is one of the main goals of SDR

The many parts of the brain are con-
nected by a vast network of nerve
fibers. Specific parts of the brain control
various body functions. In walking, the
part of the brain that controls voluntary
leg movements (the motor cortex) initi-
ates "mescages" to stimulate the appro-
priate muscles and to control the

continued on page 42
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viientici the hosnitif fo.r.Askal

-ffieranytiiice a day; and, Of cootie there
-Were daily visits to the ever-preSent hospital
schoolroom! For the next two years, I partici-
pated in a lot of physical therapy.I statted
with four times a week after school, with a
couple of at-school sessions thrown in for
good measure. As time passed, I worked my
way down to once a week, then once every
two weeks.

I think the results of my surgery were very
good. Now, I walk with a much more nor-
mal gait. Before surgery, I walked with a
crouched, turned-in gait. I have before- and
after-SDR videos, which really point out the
difference. I'm also more agile on my moun-
tain bike.

If I had this decision to make over again, I
would choose the rhizotorny. In the future
I'm pretty sure I will feel the same.

Ryan Aas
Ma* Valky, Washington

mpandtdecidedtormdout
1Mie'abdut a.preeedurel:Ve had hdard aboirt.
called klective dorsal rhizetornY (SDK We
visited the Spasticity Management Clinic at
Children's Hospital and Medical Centers in
Seattle, Washington. At first, the doctors
weren't sure whether this procedure would
be a good one for me because I was doing
quite well already; I had only mild spasticity
in my legs. But the orthopedic surgeon's
opinion was the clincher; he said I could
have the surgery if I wanted it.

My parents told me I could make my own
decision, and I decided to go for it The
surgery was scheduled for February 13,1992.

I was a little nervous as the date
approached, however, we were kept busy
with clinic appointments, countless medical
tests and a tour of the hospital. VVe got up at
4 a.m. on the daY ofStftgery. The last thing I

The Aas family--(docloviee from upper left) She
Dave, Ryan, Seen and Danoutside their Mapie
Valley, Washington home, about a year after
Ryan's Mizotomy outgo

,,pmember of that daY was.00e of my doctors
*ing y./ith,.rrie in the pee-op room. for the next eight days I remained

thehdephil, tnuch)s, a blur. I krii* I did Start some physical theta-,
Kotieri so 616 10 ray schoolwirk.

BEST COPY AVAILABLE

RYan ilims 626MaPieWashington fidths*
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responses of these muscles. These messages are sent from the
brain to the leg muscles through nerve fibers (called motor
nerves or motor neurons) that travel from the motor cortex,
through two other areas of the brain, and then down the spinal
cord. Within the spinal cord, other fibers connect with the
motor nerve fibers and relay the messages to the muscles of the
legs and feet that are involved in walking. At about the same
time, another set of nerve fibers in the legs and feet, known as
sensory nerve fibers, send messages back to the brain about
muscle tension and sensation (pain, touch and position).

"Muscle tone" refers to the amount of tension (or resistance
to movement) in a muscle. When the tone in all muscle groups
is balanced, Movements are smooth. Too much toneknown
as "spasticity" (or sometimes, "hypertonia," a more general
term)causes movements to be stiff and awkward.

Spasticity seems to be the result of brain damage that inter-
feres with messages from the brain, which are intended to stimu-
late and control muscle tone or tension. In the case of spasticity,
however, the control mechanism is impaired, so messages from
the brain stimulate the muscles exassively, this causes too much
tone, and the resulting movements are stiff, slow and/or jerky.

Of course, the act of walking involves more than these inter-
actions between brain and muscles. Balance is involvedthis is
regulated by a part of the brain known as the cerebellum;
sighted individuals also get useful feedback through vision.

Visual information enters the nervous system through the eyes
and travels to the part of the brain involved in seeing (the occip-
ital lobe). The occipital lobe is interconnected in complex ways
with the other parts of the brain involved in walking. In fact,
walking, like many other "ordinary" activities, involves the coor-
dination of an intricate system that allows many parts of the
body to "communicate" with each other via the brain.

When to consider SDR
SDR is not usually performed until a child is at least three
years oldand more commonly, seven years old or older. In
fact, clinicians often wait until a child is three years old
before identifying the type and severity of his or her cerebral
palsy. This is because the brain cells and the connections in
the brain may change as the child matures.

Even when a child's diagnosis is clear, it can be difficult to
predict the progress an individual child might make with non-
surgical therapies. (For more about non-surgical alternatives
to SDR, see Ask the Doc(or, page 46.) However, children with
cerebral palsy and a resulting delay in the development of
"motor skills," usnally begin to walk by about age seven if they
are going to learn to walk Also, a seven-year-old child with at
least average intellectual abilities will be able understand the
purpose of surgery, and will Probably be motivated to cooper-
ate with the extensive physical therapy that follows.

1 teerf*Peri; year Since OursOii,'Sean; ripvti 12',Nad fiis rhiZo4,
iomY.,As I .reflect recUperation -and th

ways he has changed since that time," recognzethatstilIha ve
very ambivalent feelings about the outtorne.

The team of surgeons and therapists working with us did a thor-
ough job of evaluating, screening and educating us about the pro-
cedure. I was very careful not to expect too much from the surgery.
Sean was not a "walkerhe was not even a "sitterso ambula-
tion of any kind was not a goal. His SpastiCity wits SO Strong, how-
ever, that it was often difficult just to dress hir 1, hold him or even
get him into his wheelchair. I thought the rhizotomy would make

so ne of those things easi-
er, and the surgeons con-
curred.

The post-surgery plan
was for Seanand there-
fore me, tooto remain
in the hospital for three
to four weeks, primarily
to facilitate the two to
three hours of daily ther-
apy considered essential
to the success of the
surgery. Needless to say,
this was very stressful for
the whole family.
Following the surgery,
Sean was writhing in
pain; even the intra-
venous morphine

.
Sftitairnaki more:co -6640 104*

an'd6./elOPedAdP*VpOtithoW,Thdiligiffixkitaiiiarr.,
rgens ançi hopitaltatics with Sean, ny heart brealu*

.-justhoPed ifWoUldall be i'n'eaith it.
. 'nine passed as we faithfully*aiooberielves to the .'6in
hours.of therapy. Months later, after cOmparing*iie= and 'noSt.;-;
surgery evaluations and videotapes, the team pronounced Sean's.
rhizotomy "a success." Five years down the road, I'm not so sure:
Before the surgery, Sean was able to use his extension to help in
weight-bearing for transfers; now, he can't. I see no measurable
gains in functional skill areas. His fine motor coordination
needed for feeding and typinghas not improved; nor does he
have improved balance or strength for sitting, rolling or "combat
crawling." Yes, his spasticity has decreased, and his legs "scissor"
less, but even that improvement was most noticeable after the hip
surgery he had a few years after the rhizotomy.

This brings me to my basic dilemma in evaluating the "suc-
cess" or "failure" of Sean's rhizotomy. We will never know what
his course of development would have been without the proce-
dure, so we can't say for sure whether his improved speech, for
example, was a result of, or totally unrelated to, the rhizotomy.
Would his extension and tone be worse today without the
surgery? Maybe... maybe not. Would he have had more difficul-
ties with his hips had he not had the surgery? Who knows?

As parents of children with disabilities, we make our choices
based on what we believe will lead to a better life for our kids.
Sometimes this means wing "yes",to surgery even though we
know it will mean another trauma theyand we--,-don't need
Sometimes we say "no" to interventions, knowing we need time
to regroup, reevaluate and try, to stay whole.,.1 do, know that Sean
is happier and healthier today ththiLe.,:v.er.6=tataiiiiih*'-
rhizotomy mote
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The evaluation process
Prior to surgery, the child should be evaluated by the team of
medical professionals who will be coordinating his or her care,
before, during and after surgery The team will include a neuro-
surgeon (a surgeon who operates on the brain and nervous sys-
tem), physical and occupational therapists, other clinical special-
ists and, often, the child's pediatrician. These team members, at
least some of whom should have considerable knowledge about
the growth and development of children with cerebral palsy, can
make fairly good predictions about the likely outcomes of vari-
ous surgical and non-surgical procedures. One key task for the
team is to make sure that the child has spasticity rather than
other types of movement limitations, such as dystonia (slow,
rhythmic, twisting movements of the trunk, or of an arm or leg).
Some children with quadriplegic cerebral palsy have both spas-
ticity and dystonia, and may not be candidates for SDR

The team also needs to measure the child's abilities to move
his or her arms and legs and to perform various tasks such as
sitting, walking and self-help activities. This measurement of the
child's "functional abilities" before surgery can serve as a basis
of comparison with his or her abilities after surgery

The evaluation process is also the time when the team, the
parents and the child can learn about the surgery itself; how
the child is likely to feel before, during and after, and details of
the intensive therapy that will follow SDR ln addition, it is

cant illuod a» page 44

at we di'ueaUy knOw.tKe.Usefuk
rfe4700higntin*iti 04110 with Cere4ral Pal* Ctirrently,

.,.se,kral large SiddieS'are iValnaling itl'effect, but it is still an
unproved protedtire:One.of the' difficUlties 14 Studying a

'new Procedure.is that we don't haVelwo equal groups of
children to compare. Every child with cerebral palsy has a
4unique" cerebral palsy.

I don't know Sean's rhizotomy was a success, but comparing
Sean to the hundreds of children with cerebral palsy I have
cared for in my profession as a pediatric orthopedic surgeon, I

believe his spasticity was decreased by the rhizotomy. Although
he has had several later orthopedic surgeries, it is my impression
that by lowering his spasticity, we have eliminated much of his
posturing and extension. Current studies are showing that some
children who have had rhizotomy surgery face long-term prob-
lems with scoliosis (curvature of the spine) and lordosis (sway
back), so we're not looking forward to that.

Was rhizotomy worth it for our son, Sean? Can I recom-
mend the surgery to my patients? These are hard questions to
answer. That's why medicine is as much art as science.

Hank Chambers

Jill Chambers is an advocate for her son, Sean, and other chil-
ren withdisabilities in San Diego. She is very involved in corn-
numity activities. Hank Chambers, MD., is a pediatric orthope-
diesorgeon at San Diego Children's Hospital and the University
of California at San, Diego, He also serves as the Chairman of
the Acfrvicacy aod ParentlConsumer flelation Committee of the
Aneran Academy of cerebralPaisy and Developinental
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continued from page 43

essential that everyone discuss their expectations about the
results. Some parentsand childrenmay have expectations
that exceed those of the clinical team, who base their expecta-
tions on the results they have seen in similar children.

The team also needs to discuss the surgery's cost and its
potential risks. In the United States, SDR and the intensive
therapy that follows will cost $30,000 to $50,000. Some health
insurance plans cover all or some of the costs involved. In
Canada, the national health plan covers all costs.

Surgery always involves some riskinfection, unexpected
bleeding or side effects of anesthesia In Sim, there is the addi-
tional risk that the wrong nerves or too many nerves will be cut;
this can cause new problems or further complications. Even
when the appropriate nerves are cut, some children experience
sensory abnormalities, such as numbness or tingling in some
areas of the body Sometimes, SDR seems to cause permanent
weakness or reduced function.

The surgery
Before surgery a child receives a general anesthesia, which
makes him or her unconscious for the entire procedure. An
anesthesiologist will monitor the child's bodily functions dur-
ing the surgery

The neurosurgeon begins by creating several small openings in
the protective bone around the spinal column at different levels.
Using a micmscope, the surgeon can now see the motor nerve
fibers, which originated in the brain, and exit the spinal cord, at
different levels, to control movements of muscles and tendons in
the hips, legs, knees, anIdes and feet. The surgeon also has access
to the sensory nerve fibers that relay messages from the muscles
and tendons, through the spinal cord, to the brain.

To reduce spasticity, the neurosurgeon will cut some of the
tiny rootlets that make up each sensory nerve fiber. Rootlets
of motor nerves will not be cut, because this would prevent
the muscles from receiving messages from the brain, leaving
them with no tone soft and unresponsive. It is unclear why
cutting sensory nerve rootlets decreases spasticity, but doc-
tors believe that decreasing the number of messages being
sent from the muscles to the brain causes the muscle tone
control system to work more effectively.

The surgeon goes through a careful and time-consuming
process of applying electrical stimulation to the sensory nerve
rootletsone-by-one. By watching the way the muscle tone
responds to this electrical stimulation, the surgeon can deter-
mine which rootlets seem to be associated with increased
spasticity; those rootlets are cut.

The surgical procedure may take four to eight hours, even
as long as 12 hours. It is a lengthy procedure because the team
must take the time to be certain they are in the correct areas
cif the spinal cord. Then they must check each tiny sensory
nerve rootlet to decide whether or not to cut it.

After the surgery
For the first three or four days after the operation, the child is
confined to bed, lying on his or her stomach. The child will be
sleepy and feel weak, especially in his or her legs. The child
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will have a long bandage on his or her back and is likely to
experience considerable pain and discomfort. Doctors will
prescribe pain medications. The child may feel nauseous or
vomit; these problems are also treated by medication.

About 10 days after surgery the stitches will be taken out of
the child's back After that, he or she will probably be able to be
transported in a wheelchair.

In general, for the first four weeks, the child will receive
physical therapy for up to two hours a day, five days a week. If
the child has upper limb difficulties, he or she will also receive
regular occupational therapy.

The child will be able to start physical therapy while still in
bed, four to five days after surgery However, for three to four
weeks, he or she will continue to be weak and unable to tolerate
sudden movements. As a result, the child will not be able to trav-
el, and usually stays in a rehabilitation center, or in (or near) the
hospital where the intensive therapy program will take place.

After the first month, the child can return home and attend
school. Physical therapyusually one hour a day, four or five
days a weekwill continue for five months. Then the child
will continue physical therapy on a more typical schedule of
one to three hours a week.

Over a period of three to six months, the child can be
expected to gradually recover the abilities he or she had
before surgery and then begin to improve on these abilities.
Some children make gains over their pre-surgery levels just
three months after surgery. However, these gains may not last;
some children do not seem to maintain their improved func-
tional abilities over a period of years, even though their spas-
ticity remains decreased.

Results?
Not all children improve after SDR Some even lose ground.
Although clinicians know that children with spastic diplegia are
more likely to improve than children with spastic quadriplegia,
they cannot predict which individual children will improve.

When improvement occurs, it may be different for each
child. Following SDR, children with spastic diple0a may be
able to stand with their feet flat on the floor, they may : Iso
make gains in walking, climbing stairs or self-care tasks. Some
people even report improvement in skills that inciude upper
body movementsprobably related to an improvement in
overall balance and stability. Children with spastic quadriplegia
may improve in sitting or in their ability to transfer from one
seated position to another. They may also improve in -elf-care
skills and be less dependent on the assistance of others.

Cautions
SDR usually decreases spasticity. However, functional abilities
(abilities to perform day-to-day tasks) do not always improve,
even with less spasticity.

Some experts believe that improvements noted in some chil-
dren following SDR may not result from the surgery. Rather,
these improvements may be the result of the intensive therapy
following the surgery and/or other factors such as developmental
changes (changes that would have taken place anyway, as the
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child matured) or expectations of improvement that lead the
parents and/or the child to have increased motivation and to
make greater efforts to meet therapeutic goals.

When children do not receive intensive physical therapy fol-
lowing SDR, they are much less likely to improve. This seems to
demonstrate that the therapy is essential, however, it does not
prove the surgery is necessary Some experts believe that less
complicated procedures, such as certain orthopedic surgeries,
can bring abnut similar improvements in standing or walking.

A recent fact sheet on SDR from the United Cerebral Palsy
Research and Education Foundation states, "...there is still
debate as to whether the long-term benefits of the procedure
justify the risks, cost and expenditure of family resources. At
this time, the available data indicate that SDR decreases mus-
cle tone (spasticity), however, there are inadequate data to
support or reject the usefulness of selective rhizotomy to
improve long-term function..."

Research in progress
Three current research studies are attempting to determine
whether SDR is critical to functional improvements. These
studies will compare the improvement between children who
receive both SDR and the intensive therapy, and similar chil-
dren who receive the intensive therapy without the surgery.
The results of these important research projects will be report-
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ed over the next two years.
Other current research shows that the use of small amounts

of botulinum toxin may decrease the spasticity of some muscles
for as long as four to six months. A medication, baclofen, can be
safely administered into the ,inal fluid. T'his research offers
hope that spasticity reduction may someday become possible
without surgery. EP
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by David Hirsch, M.D.

Rhizotomy?
QOur six-year-old son has a form of
cerebral palsy called spastic

diplegia; that is, he has severe
increased muscle tone (spasticity) in
his lower extremities. He has mild
developmental delays, but no other
neurological problems. He does not
have contractures (abnormal shortening
of a muscle due to increased tone, usu-
ally resulting in joints remaining in a
flexed position), and he has not required
any orthopedic procedures so far.

He is walking with the help of a walke4
but it is a considerable effort In fact, it
frustrates him to the point where he
would rather not use the walker. He
receives physical and occupational ther-
apies, which have been helpful.

Our pediatrician has suggested that
he be evaluated for a rhizotomy proce-
dure. I have heard good and bad things
about this surgery. What do you think?
Are there any other options available?

AsThe purpose of any therapy or
urgical procedure for spasticity

should be to improve the quality of
life and self care. Selective dorsal rhi-
zotomy (SDR) is a surgical procedure
that has been used for many years to
relieve spasticity of the lower extremi-
ties. In the last 15 years or so, there
has been improvement in the tech-
nique, leading to more successful
results. Increasingly, doctors are giv-
ing more thought to selecting the best
candidates for the procedure, so the
surgery will be done only on children
who seem likely to benefit. This has
also resulted in better overall results.

Based on your son's lack of other
neurological or orthopedic complica-
tions, along with his and your motiva-
tion, your son may be a good candi-
date to be considered for SDR.

If the procedure is done by an expe-
rienced team of physicians and thera-
pists, and considerable care is taken
from candidate selection through fol-
low-up, few complications typically
occur. However, short-term problems
with pain, urinary retention and sensory
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loss (from irritation or damage to the
sensory nerve roots during the proce-
dure) are not uncommon. Some recent
studies also suggst the possibility of
later complications such as decreasing
range of muscle movement and hip dis-
location; a small percentage of SDR
patients will need additional orthope-
dic procedures sometime later.

My patients who have had SDR fol-
lowed by intensive physical therapy,
typically have had good results in
terms of improvement m motor and
self-help activities such as walking,
toileting and transferring position.

Other treatment options
Physical therapyAggressive stretch-

ing of tight muscles at involved joints is
another option for the treatment of
spastic diplegia The goal is to increase
range of motion and subsequent mobili-
ty As the child progresses, his or her
physical therapy will focus on muscle
strengthening, gait training (improving
the walking pattern) and, when appro-
priate, the use of adaptive equipment

In range of motion exercises, done
by or under the direction of a physical
therapist, an adult moves one of the
child's limbs, usually across a joint, in
a repetitious and careful manner.
Done properly, and often enough,
range of motion procedures can
significantly reduce the occurrence of
complications such as contractures.
Range of motion procedures are usu-
ally done in conjunction with the fol-
lowing treatment options:

Serial castingIn serial casting, casts
are used to reposition a joint or extremi-
ty The fast cast applied is intended to
move the joint a certain amount It is
left on for a period of timeusually one
to four weeks. Then, that cast is
removed, and another castwhich
moves the joint or extremity even closer
to the normal positionis applied. This
continues until the position of the joint
or extremity has been altered.

Neurlinuseuktr electrical. stinudation
(NMES; is a newer procedure t.hat has
been used in conjunction with an
aggressive, task-oriented physical ther-
apy program. hi NMES, very weak
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electrical currents are used to stimu-
late certain muscles. Initial results on
some patients show promising results,
but more study needs to be done.

Orthopedic procedures for the treat-
ment of spastic cerebral palsy have
been done for some time and are well
established. For example, children
with cerebral palsy may walk on their
toes because of tight heel cords.
When less invasive procedures such
as splinting, bracing and/or physical
therapy have not relieved this problem,
a surgical procedure may be done to
lengthen the tendons in the child's
heels. More recently, SDR and ortho-
pedic procedures have been used to
compliment each other i. '.'ne treat-
ment of spastic cerebral palsy.

Pharmacological treatment (med-
ications) may also be helpful. Most
commonly used medications consist
of benzodiazepines such Valium and
`franxene. Commonly used to treat
anxiety they also have the effect of
decreasing muscle tone.

Dantrolene, a skeletal muscle relax-
ant, has a slightly different method of
zrtion. At this point, it has been used
only in adults; like the benzodiazepines,
it may cause excessive sedation.

One other medication, called
Lioresal (baclofen), may be taken
orally or intrathecally (administered
directly around the appropriate area
of the spinal cord). Researchers are
currently studying the effectiveness of
using this drug in this manner for the
treatment of spastic cerebral palsy EP

In this column, David
Hirsth, M.D. a paliatri-
cian and member of the
ExcEerravAz, PARENT's
Echtorial Advisory Hoard,
answers questions from
readers. Dr. Hirsch is a
partner in Phoenix.
Paliatrics, La in
Phoenix, Arizona. He spe-
cializes in treating chil-
dren with developmental disabilities and
chronic illnesses.

Sitwe Dr Hirsch has not ermined the
child in question, parents nod to review his
suggestions with appropriate professionals.
Mentions of spec& products or medkations
illustrates suggestions; he is not endorsing
any specific products

Send questions to: Ask the Doctor,
Excernottut, Anew, 209 Harvard &net,
Suite 303, Bmeldine, MA 02146-5(XAS, (617)
780474f (FILT.X



This Doctor's Point of View
Knowledge and emotion go hand-in-hand

In December 1994, I spoke to a group of physicians at the
Schneider Children's Hospital of the Long Island Jewish
Medical Center about communicating difficult news to parents.
After the talk, Arthur Weber an orthopedic spinal surgeon,
approached me to "confess" that he sometimes cried with
parents about a child's complicated medical needs. A bit
embarrassed, he joked that his physical size and manner
made everyone think he was a "tough guy." Dr Weber told
me he had never discussed these emotional reactions with
his colleagues or students.

I encouraged Dr Weber to share his experiences with
the readers of ExcEPrIoNar, PARENT. In all the years I have
been teaching professionals about communicating with
parents, no one had ever asked me about professionals
sharing their sadness through crying. I felt that both

by Arthur H. Weber

My life as a doctor began with an
internship on the cold
windswept shores of the Bay of

Fundy, in the city of St. John's, New
Brunswick.

As inexperienced as I was, I loved
those first few months. I spent much of
my time caring for adults Most injuries
were repaired and most of the sick were
either cured or went on to live out life's
natarral cycle. Although it is sad when
older people die, it usuafty is not surpris-
ing, and can sometimes be a welcome
relief from continued suffering And
besides, I was a witness to beginnings as
well as endings. I delivered many babies;
my life was full of flowers, chocolates and
parties. Medicine was wonderfulit was
everything I had expected it would be.

The third rotation of my internship
involved training in pediatrics. I began
working with children who had many dif-
ferent illnesseseverything from severe
fever and upper respiratory infection to
gastrointestinal illnesses. I got their flues,
sometimes their fevers and even their
diarrhea But I was healthy and stilt:mg,
and I could still function as a doctor.
After a while, I became immune to their

parents and professionals needed to hear about physi-
cians' feelings.

At the end of June, Dr Weber faxed a first draft of an
essay. I called to tell him we wanted to publish it, and,
because he had not directly addressed crying, I asked him
to write a few more paragraphs.

On the evening of July 3, Dr Weber aperated on a patient
until late in the evening. The next day, Dr Weber suffered a
fatal heart attack Parts of this un finished essay were read
at his funeral. Dr. Weber had spoken to his friends and col-
leagues about his essayhe'd described looking forwani to
its publication with pride. Sadly, Dr Weber will not be able
to participate in the discussions his essay will stimulate.
But these discussions will serve to honor his memory.

S.D.K
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contagious illnesses.
During the next few weeks, I was

exposed to two different categories of
childrenthose with congenital disorders,
who had lifelong structural problems,
and those with life-threatening problems,
such as cancer and leukemia These

This patient (left), a youniman with Down
syndrome, wanted to give surgeon Arthur
Weber a kiss.

children, especially those in the latter
category, left indelible impressions that
have molded my medical career.

Children with terminal illnesses were
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brought to the hospital to live out the last
days of their lives The hospital took basic
measures to make these days more bear-
ablewe cooled their fevers, replaced
their fluids, fed them and rendered the
neceary supportive care. These tasks
were easy to learn. The harder lessons
came not from doctors or nurses but from
parents. ParenN with no medical knowl-
edge showed an instinctual caring that
went beyond medical treatment; I discov-
ered there was no substitute for their
comforting caresses and voices.

Families shared their suffering with
dignity. When a child became weaker
and more feverish, the bonds between
child and parent tightenedalmost as if
those bonds could keep the inevitable at
bay. Parents held their children in their
arms as long as they could, walking
back and forth along the long, dimly lit
conidors of the hospital.

The frustration I felt as a physician
was agonizing; I could not intervene in
this suffering. My helplessness angered
me, but I learned a great deal about.
love, hope and human interaction.

The days of that third rotation are
now far behind me, but its lessons
remain important. As a spinal surgeon
I am often called upon to deal with

mniinned paw 48
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children who have mul-
tiple disabilities. The
most challenging are the
children who require
constant, unrelenting
care. Their parents ask
me to help them make
their children's lives an
iota better.

Seemingly small
changes, such as helping
children sit up indepen-
dently, can be quite
significant. Sitting up on their own, chil-
dren eat and digest their foods better.
They see the world differently, if they
can see. Their hips do not. dislocate.
Their incontinence becomes more man-
ageable. Their pressure sores become
rare. Their breathing and pulmonary
care improve, and their persistent upper
respiratory infections decrease.

I used to wonder why the parents of
these children didn't just quit, let go,
stop treatment_ Then I became a parent
myself, and I began to understand

Dr. Arthur Weber with patient
Barbara Rupp. Barbara, 12, has

undergone 14 spinal surgeries.

things not only academi-
cally, but within my
souL As a physician I
had been knowledge-
able; as a parent, I
gained understanding.

This understanding has
often proved cruciaL For
instance, spinal surgery
and recovery are ardu-
ous, so I do everything I
can to assist families as
they make decisions

about surgical procedures. I help them
consider whether the benefit of treatment
will outweigh the risks and difficulties. I
help them ask the necessary questions:
Does the child really need this operation?
What would be the consequences of
doing nothing? What are the chances of
bringmg this child through from surgery
to recovery? Hours of reflection and plan-
ning may go into each case as we try to
foresee potential problems and head them
off before they occur

I never operate without exploring all

Depend®
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possible consequences of surgery. As a
surgeon, I actively live threl:qh each
operation, and do not feel well until my
patient does. Being entrusted with a
child's care is a special mission--a mis-
sion on which I have been grateful for
the company of the children's excep-
tional parents. EP

Arthur H. Weber lived in Mill Neck, New
Ymic with his w ife of 19 years, Valerie
Weber a physical therapist. Dr. Weber a
physician and surgeon, specialized in
spinal disorders, reconstructive spine
surgery and spinal trauma. In addition
to his private practice, he was an assis-
tant clinical professor at the Albert
Einstein College of Medicine. He also
taught at the State University at Stony
Brook, New Itnic Hospital/Come
Medical Center and Long Island Jewish
Medical Center He published in seveml
medical journals and waR a diplomat of
the American Board of Orthopedic
Suigery. He suffered a fatal heart attack
on July 4, 1995. He was 52.
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INCONTINENCE

Understanding Enuresis
The development of bladder control is a process that typi-
cally occurs over several years. Bladder control develop-
ment varies quite normally in individual children.

However, between one and two years, children usually become
gradually aware of the sensation of a full bladder. By three
years of age, most children are able to tense the muscles of the
pelvic floor and "hold" urine for prolonged periods.

Our culture places much attention on how and when a child
gains bladder and bowel control. It is not surprising, therefore,
that family distress often results when this control does not
occur. Daytime wetting (diurnal enuresis) and bedwetting (noc-
turnal enuresis) are quite common. "Enuresis" can be defined
as the "involuntary discharge of urine by day or night (or both),
in a child aged five years or older, in the absence of congenital
or acquired defects of the nervous system or urinary tract" If a
child has never been dry for a significant period, he or she is
considered to have "primary enuresis." "Secondary enuresis"
refers to loss of bladder control in a child who is at least four
years old, after he or she has been dry for a significant period.

Nocturnal enuresis: Who is affected?
Nocturnal enuresis has been defined as ranging from one wet
episode a month to seven or more a week. Based on an aver-
age of two wet nights per week, it is estimated that the num-
ber of children affected are: 15-20 percent of five-year-olds,
seven percent of seven-year-olds, five percent of 10-year-olds,
two to three percent of 12- to 14-year-olds and one to two per-
cent of 15-year-olds. In older age groups, enuresis can be
extremely stressful and socially disruptive. A person's ability
to make changes in his or her life, such as starting college or
getting married, is often inhibited by enuresis.

Contributing factors
A muuber of factors may contribute to enuresis. For exam-
ple, genetic factors may play a role. A family history of
enuresis is quite common, and one study found that identical
twins were almost twice as likely as non-identical twins to
both have nocturnal enuresis.

In children younger than five, delayed maturation may con-
tribute to slower development of bladder control. A stresslul life
event can also contribute to the occurrence of enuresis. A small
ftmctional bladder capacity is often another contributing factor.

Constipation and sleep apnea are physical problems that
may contribute to nocturnal enuresis. Chronic constipation
can initate the bladder, which results in frequent urination.
Sleep apneaperiods of non-breathing
during sleepdecreases oxygen levels.
This may make a child les , responsive to
the sensation of a full bl Adel; mid less
likely to wake up when he or she needs
to urinate.

The presence of a urinary tract infec-
tion (UTI) should be ruled out before
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beginning any treatment for enuresis. Appro3timately five per-
cent of girls and two to three percent of boys will have a UTI
at some point during childhood.

Dispelling myths
Enuresis can have a damaging effect on parent-child relation-
ships and a child's relationships with peers. These damaged
relationships may further lessen a child's self-esteem. This
makes it especially important to dispel myths about the causes
and prevention of enuresis.

Contrary to some misguided beliefs, bedwetting is not delib-
erate or controllable. Restricting fluids will not help a child
develop bladder control Shaming and rejecting the child does
not stop bedwetting, but it does increase the child's anxiety and
lower self-esteem.

Medication
Medication is one treatment option. According to the Enuresis
Resource and Information Centre (United Kingdom), two main
types of drugs are prescribed for bedwettingantidiuretic hor-
mone (ADH) and tricyclic antidepressants.

Studies have shown that some children who wet the bed pro-
duce less ADH than childien who do not wet the bed ADH is avail-
able by prescription in the form of Desnopressin, a nasal spray.
This medication decreases the amount of urine output at night
Desnopressin has an almost immediate effect lasting five to nine
hours, and has a succu,% rare of approximately 70 percent

Tricyclic antidepressants, such as imipramine ('lbfranil), are
thought to relax the bladder (detrussor) muscles, allowing the
bladder to hold more fluid before contracting. Antidepressant
drugs can take up to a week to take effect; possible side effects
include irritability, loss of appetite, headaches and constipation.
Like all medications, drugs given for enuresis should be stored
safely out of the reach of children.

If your child has enth-esis, your physician can tell you about
the most recent medications available, and how they might be
used in your child's case. It is important to remember that med-
ications alleviaterather than curenocturnal enuresis. Once
medication is stopped, bedwetting often recurs. EP

77tis article was adapted from two articles preoioust y
Indilishcd in THE INIMMER, the newsletter of Tlw Simon
Foundation far Continence. For a free iiiformatkm packet,
contact The Simon Foundation, PO. Bar 835, Wilmette, IL
60091; (800) 237-4666, (7(A8) 864-9758 (fax).

s'

ENURESIS
Enureett A Guida to tbe Tmatment of Enuresis for Professionals is now
available exclusively through the Simon Foundation for Continence. This guide is
edited by Penny Dobson, R.N., executive director of the Enuresis Resource and

Information Centre in England. The guide includes chapters on assessment treat-
ment methods, choosing a treatment program, dealing with relapse and advising
the older child and adult Although written for the professional, the readable style

makes this book understandable and useful to the layperson as well The book
costs $24.95 and can be colored directly from the Simon Foundation, RO. Box

835, Wait* 60081.



MOST PARENTS OF BED WETTERS THINK THERE
IS VERY LITTLE THEY CAN DO TO HELP.

Some 3 million children, 10% of all kids between
5 and 10, wet the bed twice a week or more. If your
child is in school, chances are at least two of his
classmates are in the same leaky boat. No child
should ever feel alone with this problem. But, of
course, they do

The good news: More is known than ever before
that can help. Once, the only sure cure was time.
99.9% of our children leave this problem in the dust
as they grow. And now there are some new ways
to give time a hand.

THE BEST BEGINNING
For starters, pediatricians know a lot more

about the causes of "enuresis" ( that's the official
medical name for it) than they used to.

Doctors today deal with this problem all the
time. They have new techniques and sometimes
medicines that can help manage bed-wetting, if not
eliminate it altogether.

And now (finally! ), there are pants you can
buy that can make a real difference at your house,
every night and every morning. Your child will
still wet. He can't help it. But from now on, that
doesn't have to mean he has to wet the bed.

TOMORROW CAN BE DIFFERENT

The makers of Pull-Ups" training pants have
invented the first and only disposable underpants
for larger children, 45 to 85+ pounds.

GoodNites disposable absorbent
underpants eliminate the rubber sheets and the
laundry and much of the stress that make nighttime
accidents into a bigger deal than they really are,
and make our children feel small. Smaller than they
really are.

GoodNites look a lot like plain white under-
pants, except slightly thicker. They come in two
sizes and even have a label in the back. The trim fit
helps GoodN ites underpants vanish discreetly
under pajamas, while the super absorbent middle
is ready, just in case. In every detail, the GoodNites

Retpstered trademark of Kenberly Clark Corporakon 1995 tv."*C

people have done everything possible to make these
absorbent underpants respect our kids like the
grown-ups they soon will be.

THE WAY THINGS SHOULD BE

If yours is already a GoodNites family, there's
some good news for you, too. GoodNites are now
even more absorbent than before.

If GoodNites underpants are new to you, now is
the time to try them. You will rejoice that you did.

GoodNites are not a miracle, but there's noth-
ing like them. They help families keep bed-wetting
in perspective. They help make dry mornings, in
crisp clean sheets, routine. And make sleep-overs
and other normal, healthy everyday kid things
routine, too. The way they should be.

THE GOODNITES GUIDES
GoodNites underpants were developed with the

help of pediatricians and other childhood specialists.
You'll find much of their good advice in these little
booklets. One is written for parents. The other is for
your child. For copies, please send I for postage
and handling to: GoodNites Guides, P.O. I3ox 1165,
Maple Plain, MN 55592.

Circle 0133
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GoodNites mean Good Mornings"'

716



Food for Thought
Helping your child on a special diet eat right
by Marsha Magol

persuading a child to eat different and nutritious foods,
whether or not the child has special health care needs,
can be an exhausting and frustrating experience.

However, you can help your child develop positive attitudes
about nutritious foods.

Children learn best by example. Remember, your child wants
to be like you. If the child sees you eating more salads, fruits
and vegetables, he or she may want to do the same.

Listening to our kids
My bright, six-year-old son, Jeffrey, has phenylketonuria (PKU),
a metabolic disease that requires him to follow a low-protein
diet regimen. This means plenty of substitutions when his
friends may be eating "funner" food. When a special diet is a
life-long requirement, it LS important that children develop a
sense of responsibility for what they eat. At the same dine, it is
important to allow them to express their feelings about the
diet. We can learn a lot by listening carefully.

For example, Jeffrey recently said to me, "Morn, I really liked
the 'peanut butter' (actually a low-protein substitute) and jelly
sandwich you put in my lunch box today." I realized that this
sandwich was more than just a tasty lunch. I knew that it also
boosted Jeffrey's self-esteem to be able to eat food that looked
similar to that of his peers.

Another time Jeffrey came home from school, sad and drag-
ging, and said emphatically; "I don't like this diet!" lbgether, we
figured out he was unhappy because he coukInt eat a ham-

burger. Regular hamburg-
ers had too much protein,
but together we came up
with an acceptable substi-
tutelow-protem mush-
room burgers. As parents,
we have to follow medical
advice, but we can still
learn to listen to our chil-
dren and creatively man-

age their dietS. Children appreciate being able to express their
feelings openly and having their needs treated respectfully.

Jeffrey, 6, enjoys

helping Mom make a
quick dinner of low-

protein pizza.
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A voice and a choice
Parents can reinforce a sense of responsibility in children by
giving them a voice and a choice in matters that affect them.
Severely restricting your child without explanation can lead to
immaturity and rebellion. Children will accept "rules" more
readily when explanations are given. Although health condi-
tions may limit some options, we can help children accept
inevitable choices gracefully.

Parents can involve young children in food choices by talk-
ing about them. For example, a two-year-old can decide
whether he wants a half glass of milk or a full glass. A four-
year-old can be asked if he wants an apple or an orange, or
whether he wants his bread toasted or plain.

Children can be deliberately presented with many situations in
which they have to make choices and are given chances to suc-
ceed We can creatively select the situations and let children make
the choices. This sends a clear message that children are not just
recipientaof "ordeis," but participants in decisions that affect them.

For example, when Jeffrey was very young, I always kept
frozen low-protein bread and pancakes in Ziploc bags in the
freezer, on a low shelf at Jeffrey's eye level. I would let him
choose between bre- ri or a pancake by responding verbally, by
pointing or by actually getting it out himself. This made him
feel that he was "in charge," and was a very small step toward
dietary self-management in the futirc....

I also kept a variety of fresh fruit and vegetables in the lower
part of the refrigerator so Jeffrey could see the choices
between tangerines, grapes, plums and other fruits, or the
choices between lettuce, carrots, celery, tomatoes or cucum-
bers hi the vegetable crisper. The pantry was set up the same
way with small cans of fruits and vegetables on the lower shelf
so I could ask Jeffrey, "Do you want carrots or green beans?"
or "Do you want Mott's peaches or a Strawbeny Fruit Pak?" He
would go to the drawer where the measuring cups are kept and

hold a cup up to the item he wanted.
Introducing new foods may take some effort.

However, you will be rewarded quickly when you see
your young child making the right choices from a smor-
gasbord of food. You can help your child develop tastes
and preferences that last. a lifetime. EP

This article was adapted flynn two pieces lm Mansha
Magol tlutt Jiist appeared in NAHONAL Mal NEWS.

Marsha is a tegular contributor to this publication. She
and her husband have one son, Alfrey, 6. They
Timm, Florkki, where Marsha works fbr GTE.
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Irene Pollin, author of TAKING CHARGE: OVEROUIRNG

CHALLEVGES OF LONG-TERM ItilimsA is a parent

and psychiatric social worker: In dealing with her
children's illnesses, Pollin Mame awam that pro-
fessionals receive satnt tmining to help individuals
and families cape with long-term effects of chronic
illness or disability. Neither mental health nor med.,
ical spa*r.lists pmvidal the support she and her
husband needed. After the loss of two of her own children,
Pollin returned to schoolfor training as a psychiatrk
social worker.

Although TAKING CHARGE: OVERCOMING 7IIE CHALLENGES OF

LONG-TERM ILEAM was written specifically for individuals
with long-term illnesses, every chapter is filled with power-
ful information and helpful support for parents and other
family members. For example, this excerpt, which discuss-
es the doctorpatient relationship, can also be applied to the
doctorparent relationship. TAKING CHARGE is available
frOM ErCeptiOria Parent Library (80(M535-1910).

Forging an Effective Doctor-Patient Partnership
Forging effective doctor-patient partnerships may be one
of the most important "take charge" tools at your
disposal... Your relationship with your physician will
affect your emotional and personal well-being, not just
your physical condition. Your level of stress will decrease
if you trust, respect and feel comfortable with your physi-
cian, if you believe that he cares about you and will be
responsive to you. Indeed, your interactions with your
doctor will influence the quality of your daily activities
and can affect life-and-death decisions...

You can create supportive relationships with your physi-
cians. When you establish the boundaries of your partner-
ship early on, your doctor will be concerned with your feel-
ings, not just your physical condition. That's important
because your emotional comfort level with your doctor can
affect how you respond to prescribed treatments. But first
you must understand how your chronic condition differs
from other medical problems you might have encountered
in the past, and how your care will diverge too...

Your flist encounters with the specialist may be marked
by frustration. For example, she may be unable to reach a
clear diagnosis or may accurately analyze the problem only
after exhauslive tests. Indeed, the waiting period between
your first appointment with the specialist and a definitive
diagnosis may seem like a special kind of purgatory Your
anxiety will most likely heighten as you undergo physically
unpleasant or even risky tests. You may exhaust yourself
from the constant wonying but still have to pay the mount-
ing bills and fill out endless insurance forms.

Finally, your doctor will anive at a definitive diagnosis.
You may feel somewhat relieved that you now have
something concrete to deal with, but the news isn't all
that good. The specialist, for example, may have few
options to offer as treatments. &re may also evlain that

you will experience only an incomplete recovery,
the progress of your disease may be unpredictable
and unsure... The only certainty is that it cannot be
cured

Despite the unwelcome news, you need not feel
helpless with your physician or your illness. One of
the best ways to take charge of your disease is to
know exactly what you're dealing with Unless you

know what your disease is, how it manifests itself; its
likely prognosis and how the treatments may or may not
help you, you cannot make a realistic evaluation of your
medical condition or the course of action you should pur-
sue. Indeed, unless you are fully informed, you cannot be
responsible and in control of your medical decisions.
That means asking the specialist the right questions...

Are you sure of the diagnosis?
How did I get this disease?
What factors make it worse or better?
How long must I stay in the hospital?
What should I expect as far as disabilities?.Will the

disease get worse?
Can the symptoms be controlled?
What treatments are available?
Is the treatment you're recommending the latest?
What is its success rate?
What are the risks of this treatment?
Do the benefits outweigh the risks?
Are there any experimental treatments I should know

about?
If I take this medication for many years, what are the

potendal side effects?
If I have surgery, will it stop the disease or will the

process continue?
What should I be doing to take care of myself?
What would make me feel better?
What would make me feel worse?
Is there anything I can do to slow the disease's progress?
MU have to limit my home activities and life-style?
What kind of emotional reactions can I expect?
What can I expect for the future?
...You may also wish to bring your spouse, a close

relative, or friend along to ask questions that might have
eluded you. Take notes (or ask your friend to take notes)
during this important visit. The doctor may impart too
much information for you to absorb all at once in your
state of anxiety, and you'll want an extra pair of ears to
help you hear and record everything...

Finally, it's important for you not to feel stupid, intimidat-
ed or feartid Your doctor needs you to comply with the
treatments she recommends, and that's best accomplished
if you understand what she wants you to do and why

&printed with permission of Times Books, a division
of Random House, Inc., from TAKING CHARGE, 0 1994
by Irene Patin.

't
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UMUMMON FANNIN.' REIIECTIONS ON RAISING A CHILD

WTI! A DRAM= is a collation of essays written by
Others of children with disabilities. This diverse
group of dadsincluding students, artists, teachers,
a Christian missionary, a retired police officer,
businessmen, attorneys and a mhbihave children
ranging in age from four to 28, with a variety of
disabilities. UNCOMMON FATHERS, edited by Donald J.

UNCOMMON fAll4ET9

' Ortlenices oLlieg
L(.1.14 tra4A 11Abn

Meyer and published by Woodbine House, is available
thmugh Exceptional Parent Library, (800) 535-1910. 206
pp; $14.95 (paperback).

Me following is an excerpt fmm 'He Canters Men He
Can" by Greg Palmer

When Ned was four he began exhibiting some classic autistic
behavior, which I'm told is rare for a child with Down syn-
drome. He would go off into a corner for hours and babble
incoherently to himself, while slowly, rhythmically rocking
his body. We were concerned, of course, but not unduly.
Otherwise Ned was a very happy, outgoing boy who was
making good intellectual and physical progress. He espe-
cially liked phonograph records and television, and would
listen to and watch the same material over and over again.
His ability to entertain himself for hours, whether by
record, videotape or his own internal, unintelligible mono-
logues, was often a relief for usa respite from the intense
attention he otherwise needed.

A few years after the monologues began, he was rock-
ing and talking one Sunday afternoon while I sat reading
the paper, not paying any attention to the meaningless
recitation going on nearby. And I suddenly heard him say,
clearly, precisely and with feeling, "You're a very bad man.
No, I'm a very good man, I'm just a very bad wizard." He
was reciting The Wizard of Oz...

I soon learned he had memorized all ofSnow White, too,
as well as Puss In Boots, most of the television episodes of
Jim Henson's Muppet Babies and the songs on a, dozen dif-
ferent recordings by Raffi, Fred Penner, Rosenschontz and
others. It occurred to me that Ned had never been babbling
incoherently, that all those years he was entertaining him-
self with the material he liked. I had underestimated him
badly, and I've tried never to do that again...

I remember sitting on my front porch that September
evening when we first learned that Ned had Down syn-
drome, and suddenly havir.,; the chilling realization that, not
for as long as we lived but for as long as he lived, Ned would
be our responsibility; not the state's, not his relatives', espe-
cially not his brother's. We could hope that some day Ned
would be self-sufficient, and work as hard as possible with
him towards that goal. We could trust that his older brother
would take care of him in their adulthood, not because he
had to, but becau.se he wanted to. But we still hal to be pre-
pared for the physical, financial, emotional alternative
parental custocbc even from beyond the pave. Loving Ned
with all our hearts would never be enough.
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That preparation, both of Ned and his world to be,
has taken planning, patience and research, including
knowing what opportunities are available within the
community. Ned was three weeks old when he went
to his first infant stimulation class... That was just
the beginning of a quest for good schools, camps
and experiences, a quest that will never end.

Even so, I've found the essence of raising a special
child is not in the grand questions..., but the more immedi-
ate question of "What did you do with my watch?" While
not losing sight of the big picture, it is the daily business of
life, the million things we do at home with and for Ned, that
seem to have the most beneficial effect on him, and us.

Just one example. I can't recall a time when Cathy or I
haven't read to him in the evening right before he goes to
bed... His current interest is biographies Jefferson,
Washington, Lincoln and especially Martin Luther King Jr. For
10 Halloweens in a row, Ned was the same witch, but this
past year he finally wanted to be someone else. He wanted to
be the Reverend Dr. King, as a tribute to a man he's read
about and admires. It was a wonderful idea and we were
proud of him, even if we didn't have the slightest idea how we
were going to turn this little white ldd into his hem without
offending half the neighborhood, makeup-wise. (We decided
onjust a dark suit and glasses. lb me, Ned looked more like
Roy Orbison than Martin Luther King, but he was satisfied.)
As his father, I know the memory of this past Halloween and
the Martin Luther King Dilemma will eventually overwhelm
any memories of a decade of hying to talk a very stubborn lit-
tle boy out of that ratty witch costume.

I'm making Ned sound like the perfect kid, a constant
delight to everyone all the time. That is not my intention,
and not the case... Somebody must say it. Developmentally
disabled children can be a real pain in tie butt, and there is
no guilt in a parent admitting that...

For all his occasional obstinacy, though, the hardest thing
about being Ned's father is contemplating the future. I want
no more and no less than for Ned to be happy every day of
his life. But I judge happiness on my terms, from my experi-
ence. Happiness for me is being married for 26 years to a
woman I love, and having children I love as well. Happiness
is having good and talented friends, interesting work to do
and the freedom to stop doing it for a while and just go
somewhere. And Ned may never have any of these things...

The principal disadvantage of my decision always to deal
with Ned's situation logically and realistically is that I can't
shake it, even when I want to fantasize about a glorious
future for him.

But that's a lot different than Oving up. Only my own nar-
rowness of vision makes me think that when Ned is 46, his
idea of happiness will be what mine is now. And if there is
sonic overlap, I know his mother and I have done all we ean
to get him ready...

Ile will be a very good man, and maybe a very good
wizard.

v

'71 9



HEALTH INSURANCE TROUBLESHOOTER
by Richard Epstein

Conversion Rights
QWe live in Georgia. In 1987, our
daughter was born with severe

mental retardation. At the time, we
had health insurance coverage as indi-
viduals in a goup policy. Our policy
was later transferred to another insur-
ance company.

That insurance company terminated
the policy in 1989. In order to continue
health insurance for my daughter, who
is considered "uninsurable," my hus-
band and daughter continued health
insurance on a conversion policy

In the fall of 1994, our policy was
again transfen-ed to another insurance
company. In April, we received a letter
saying that this insurance company
was terminating the policy. They say
we can apply for coverage with another
insurance company under our conver-
sion rights.

How can they do this? What protec-
tion do we have against this happening
over and over again?

ASince the federal government
has not yet passed a health

care reform act, the degree of con-
sumer protection in regard to health
insurance depends largely onstate
law. And that, of course, differs
dramatically from state to state.

Some states, for example, have
passed health insurance reform acts
that guarantee important protections
for consumers. In several of those
states the legislature has authorized
the establishment of a series of stan-
dardized health insurance plans. Each
plan has specific limits and exclu-
sions; each plan provides a different
level of benefits and a different
deductible. Most importantly, however,
these standardized health insurance
plans are usually available to all appli-
cants, regardless of their health status.
This makes children and adults with
disabilities eligible for health insur-
ance coverage in these states.

In addition, these standardized
phms ;ire usually "community-rated."
Conmmnity rating means that a com-
pany hiLs to charge the same price to

each applicant for the same health
insurance benefits, regardless of the
applicant's health status.

Georgia, however, has not yet
passed a health care reform act, and
does not currently offer either a com-
munity-rating system or a guarantee
of eligibility for health insurance cov-
erage. However, existing state insur-
ance regulations may relate to your
concerns.

The first step would be to discuss
your situation and the existing regula-
tions with the Georgia State Insurance
Department's Consumer Services
Section (716 West Tower, 3 MLK Jr
Dr., Atlanta, GA 30334; 4041656-2070;
404/657-8542, fax).

You can ask specifically about state
regulations in regard to termination of
health insurance coverage by an insur-
ance company, and about conversion
rights. Conversion rights generally
allow for a continuation of health
insurance coverage under certain con-
ditions, albeit under a new frame-
work If a group insurance plan that
includes conversion rights is canceled,
for example, it may be possible for
consumers who were covered by that
plan to continue benefits by converting
to an individual policy.

State regulations may specify the
conditions under which a health in.sur-
mice company can terminate an insur-
ance policy. In addition, there may be
regulations requiring that coverage be
continued under conversion rights
when an insurance policy is terminated
by a company, and that aLso require
the new policy to include benefits sim-
ilar to the oriOnal policy.

You may aLso want to review the
health insurance plan offered by The
Arc, The Arc Group Major Medical
Insurance Plan. The plan is available
to Arc members and their families. It
was designed specifically to meet the
needs of chiklren and adults with mental
rehudat ion mut other disabilities.

Alt hough there's no guarantee of
acceptimce, 1 he insurability of each
applicant is individually evaluated. At

/120

this point, children milk be at least 10
years old to be covered by the. Arc
health insurance plan. However, since
your daughter will be 10 in another
year and a half, the Arc plan may pro-
vide an eventual solution.

At present, the plan is not available
to residents of New Jersey, New
Hampshii-e, Vermont or Connecticut,
apparently because of conflicts with
the insurance regulations of those
states. However, it is currently avail-
able to residents of Georgia. For infor-
mation about the Arc, call (800) 433-
5255, voice, or (817) 277-0553, 'PTY.
For detailed information about The
Arc's insurance plan, contact the Arc's
insurance administrator, The Albert H.
Wohlers Company (1440 N. Northwest
Highway, Park Ridge, IL 60068-1400;
800/323-2106).

I think it is also important to write
to your legislative representativeson
both the state and federal level
about this issue. On the state level,
you may wish to suggest that the leg-
islature consider enacting a health
insurance reform act that would pro-
vide important protections for children
and adults with disabilities.

On the federal level, Congress is
now beginning to debate health care
and health insurance issues once
again. I think it is essential that legisla-
tors at this level become more fully
aware of the health insurance cover-
age difficulties now faced by families
of children with disabilities. EP

In this column,
Richara Epstein
answers readers' ques-
tions about With.
insumnee Send your .

questions to him at
EXCEPTIONAL Palm,
209 Hantan1S1., Ste
3a9, Brookline, MA
02146, (617) 730-8742 (fax).

If your question relates to a specific
hadth insurance claim, please include
copies of any materials you've received
from the insurance annpany. (Please,
don't send originals13 Include your
address and phone numben Only your
initials and state will be published It is
not possible to respond to letters
individual*

AUGUST 1995 / EXCEPTIONAL PARENT 55



No Place Like Home
An averpt from the annual report of the ftesident's Committee on Mental 1?etardation

The President's Committee on Mental Retarclation (PCMR) has released its 1994 annual
report entitled THE NATIONAL REMEM AGENDA AND CITIZENS HMI MENDIL, RETARDATION: A

tloundrEY OF RENEWAL KIR Au AMERICANS. Me report, authored by Dr. Glenn Fujiura of
the University of Illinois at Chicago, rtjlects the contributions of a number of self-advo-
cates, parents, family members and professionals. It includes recommendations made
within the context of welfare and health care reform.

Illustrating these recommendations are the stories of seven2lindividuals with mental
retanlation. The following is a ercerpt from the section of the report entitled 'Home."

...People with mental retar-
dation can and do own and
rent their own homes all
through the US. Though lit-
tle used to date, this is the
most rapidly growing type
of residential option. In
localities across the nation,

innovative funding options
are being implemented.
State governments, includ-
ing Colorado, Connecticut,
Florida, Illinois, New Hamp-
shire, Michigan, New York,
Rhode Island and Vermont,
have developed innovative
financial assistance pro-
grams for cash assistance,
leases, rent subsidies and
vouchers.

David Guillet just pur-
chased a condominium in
Cumberland, Rhode Island.
Formerly a resident of group
homes, he, together with his
parents, Marge and Lou,
were pioneers in the devel-
opment of home ownership
options in their state.
Through a collaborative
effort of state agencies, they
obtained a low-interest
mortgage and a grant for the
down payment, closing
costs, and furniture.

Publications
Nutrition Care for Children with Prader-Willi

Syndnnne ages 3-9 is a 12-page booklet that addresses
calorie needs, supplements, diet planning and food man-
agement, and explains food-exchange lists. Booklets are
$5 each and can be purchased from the Prader-Willi
Syndrome Association, 2510 S. Brentwood Blvd., Ste. 220,
St. Louis, MO 63144; (800) 926-4797.

Medical Facts About Spina Bifida, produced by the
Kennedy Krieger Institute in collaboration with the Spina
Bifida Association of America, is a comprehensive infor-
mation resource for parents of children with
spina bifida. Individual copies of the 12-page
booklet cost $4. Contact the Spina Bifida
Center, Kennedy Krieger Institute, 707 N.
Broadway, Baltimore, MD 21205; (800) 873-
3377 or (410) 550-9000.
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Compared to publicly-fund-
ed group homes that often
come with unneeded ser-
vice packages and associat-
ed staffing expenses, home
ownership may be less
expensive.

"My son has very severe
disabilities," said Mrs.
Guillet, "quadriplegic, legal-
ly blind, with severe
seizures. Yet, I have the
same fears for David as I do
for my other children, who
do not have disabilities. We
are helping David expand
his relationships by intro-
ducing David to the fire
department, to his immedi-
ate neighbors, by holding an
open house. The neighbors
were wary, assuming the
state had purchased the
condo. Their perceptions
immediately changed when
they found out that David
was the owner, not some

"ward" of the state.
"We have choices now.

We pick the support staff.
David has complete control
of the choices in his life.
David can eat what he
wants to eat, when he wants
to eat. If he wants to wear a
blue shirt with green shorts,
that's OK. I can see the dif-
ference in his eyes."

The great challenge is to
see beyond current service
paradigms. Many people
with mental retardation who
receive residential services
live in housing where ser-
vices and personal assis-
tance are based on group
considerations and agency
preferences rather than indi-
vidual needs and choices.
People with mental retarda-
tion are often wrongly
viewed by government
agencies and service
providers as needing "spe-
cial housing," rather than as
individuals with idiosyncrat-
ic needs for support...

To obtain a free copy of THE

NATIONAL REFORM AGENDA

AND CITIZENS WITH MENTAL

RETARDATION: A JOURNEY OF

RENEWAL FOR ALL AMERICANS,

contact PCMR, 330
Independence Ave., SW,
Wilbur-Cohen Building
5325, Washington, DC
20201; (202) 619-0634.

Living SMArt is abimonthly newsletter written by adults
with spinal muscular atrophy (SMA). The newsletter fea-
tures information, networking and support for adults with
SMA, as well as parents. Yearly subscriptions cost $6; addi-
tional donations are welcome. For a complimentary issue,
contact Living SMArt, do June Price, editor, 3576 S. 43 St.,
#32, Milwaukee, WI 53220-1550; (414) 541-2848;
e-mail: LivngSMArt@aol.com.

The 1995 Resouire for Peopk, with Facial Difference is a
comprehensive directory containing listings of organiza-
tions for people with facial difference, their families and

professionals. The directory also provides informa-
tion on relevant publications, videotapes and audio
cassettes. To receive a complimentary copy of this
publication, send a self-addressed 9 x 12 envelope
with $3 postage to Let's Face It, Box 711, Concord,
MA 01742-0711.

Akt

ME DICAL
FACTS

ABOUT
SPINA
BIFIDA
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Education Department Submits Proposal
to Reauthorize IDEA
On June 30, 1995, the U.S. Department of Education submitted
to Congress a proposal to revise and reauthorize the Individuals
with Disabilities Education Act (IDEA). The proposal reflects
comments from over 3,000 parents and educators. It marks the
first substantial revision to the legislation since Congress enacted
PL 94-142, the basis of the IDEA, in 1975.

The department based its proposal on six principles: (1)
connect the IDEA with state and local education improvement
efforts so students with disabilities can benefit from them; (2)
improve educational results for students with disabilities
through higher expectations and meaningful access to the gen-
eral curriculum, to the maximum extent appropriate; (3)
address individual needs in the least restricdve environment
for the student; (4) provide families and teachers those closest
to studentswith the knowledge and training to support stu-
dents' learning; (5) focus on teaching and learning and (6)
strengthen early intervention to help ensure that every child
starts school ready to learn.

The proposed changes include:
Increasing parental involvement by requiring schools to issue

regular reports to parents on their children's progess, and by
including parents in decisions about their children's placement.

Providing parents and teachers with better training on help-
ing students with disabilities achieve in school A national net-
work of parent training centers would be expanded. A profes-
sional development program would be expanded to help all
teachers work more effectively with students with disabilities.

Providing parents in every state the option of resolving dis-
putes with schools over their children's education through
mediation.

Helping schools maintain safe and disciplined classrooms by
allowing schools to move a student who has brought a firearm
or other dangerous weapon to school to an alternative educa-
tional setting for up to 45 days.

Improving school safety by permitting hearing officeis to
authorize the temporary removal to an alternative setting of a
student who is substantially likely to injure himself or others.

Promoting high expectations and achievement by focusing
the individualized education program (IEP) on measurable
annual objectives and achievement in the general curriculum,
whenever possible, and by including the student's regular
teacher in developing the IEP

Ensuring accountability for educational results by requiring
greater participation of students with disabilities in state and
district assessments, and by asking each state to establish
goals for the performance of children with disabilities.

Revising the formula for grants to states so that new dollars
would be distributed based on the state's population, rather
than on the nun Myr of children with disabilities being served.
Current law tends to encourage overidentification of chil-
drenpaiiicularly minority childrenas having disabilities.
Current law also discourages states from doing early interven-
tion and pre-referral activities.

722

Crystal Springs School
A PROGRAM OF THE

INSTITUTE FOR DEVELOPMENT AL DISABILTIES, INC.
-410111s.LAIILioado"

Providing quality residential, special education and treat-
ment services in a professionally caring, homelike environment
since 1953.

30 acre campus in Southeast Massachusetts, close to
Boston, Cape Cod, Providence and Newport, R.I.
Programs for severely and profoundly multiply handi-
capped children and young adults from birth - 22, including
those young people characterized as medically fragile.
365 day programs providing 24 hour nursing availability.
Licensed by the Massachusetts Office for Children.
Approved by the Massachusetts Department of Education.
Member of the Massachusetts Association of Approved
Private Schools.

For information, Please Call:
Admissions Coordinator

1-800-840-8087 (508) 644-3101

Circle #124

"MAXIMIZING INDIVIDUAL
POTENTIAL" Community-based,
positive learning environment for
difficult-to-place children, adoles-
cents and young adults with MR,
autism, communication disorders
and challenging behaviors. A pro-
gram of the Protestant Guild for
Human Services, Inc.

12-mo. day/residential programs.
10 miles west of Boston.

Contact: Admissions Director
The Learning Center
411 Waverley Oaks Road
Waltham, MA 02154
(617) 893-6000

Private, 501(c)(3)
Nonprofit Community

"THEM COMMUNITY...WIM OUR HELP
Residential, day, and evening programs
and services for adults with
developmental disabilities.

Paid Vocational Training
Visual and Performing Arts
Daily Living/Life Skills
Therapeutic Recreation
Case Management
Health Services
Off-Campus Activities
125-Acre Wooded Environment

Annandale at Suwanee, Inc.
3500 Annandale Lane
Suwanee, GA 30174
(404) 945-8381
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CORN
ASSOCIATES
Child Care/the education connection

An uniquely qualified firm and leading advisor to
corporate human resource management personnel.
Corn Associates is foremost a diversified pool of
professional talent and academic practitioners
who become the corporation's personal child care
planners and providers.

Child care consultants

Experienced in knowledge of developmental
grouping

Personnel level advisor to corporate leadership
on current educational trends

For more information write or call:

Corn Associates
P.O Box 298

Rochelle Park, NJ 07622
Phone: (201) 996-0720

Finally...Headgear designed
just for little kids...

(...And now for Grown-ups too!)
And the healthcare professional's answer to safety.

ProtectaCap® is Plum Enterprises' exclusive, patented
custom-fitting protective headgear designed with the
safety, comfort and self-esteem of children in mind. Made
with proven Ensolitel. foam for superior impact-absorbency,
ProtectaCap provides maximum head coverage-- with the
comfort and safety of less then 3 ounces of weight!
Meticulously hand-stitched in a variety of wonderful fabriw,
ProtectaCap features our exclusive soft cottonknit Velcroed,
chin strap. And ProtectaCapss, are machine-washable and

dryablel Now available in 5 sizes,
Newborn thru Adult, ProtectaCap isyideal for post-surgery, therapeutic
activities, neonatal and geriatric care.

"ProtectaCap Is wonderful!"
W Jost Michelsen. MD
Professor/Chairmen Dept Neurosurgery
Montetrore Medical Center. Bronx NY

Muilukjc !mod En his

enprises, Inc
9 Clyston Circle

1400-321-PLUM PO Box 283
Worcester, PA 19490
Phone (610) 584-5003

Medicaid Approwsd Fax (610) 584-4151
WORLDWIDE PATENTS PENDING

secap
Order Now

ively hhy

Circle 111 2
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Res Product & Socks Intanuatles
A SPECIAL SERVICE FOR EXCEPTIONAL PARENT READERS!

This Reply Ca:d enables you to receive FREE information about products and services seen in
Exceptional Parent.

How to use this service:

1. Locate the number at the bosom of each ad or refer to the Directory of Advertisers
2. Circle the numbers on tile Reply Card mat correspond to the companies or products about which

You would like to receive free literature
3. Fill or your narne and address on the card and mail the pastage-palo card You will recerve free

literature from each company for which you circled a number
4. II both Reply Cards have been removed from thus iSsue, lust call or write to the companies directly

Be sure to tell them you saw their ad in Exceptional Parent!

Di,rectery.of Advedisers
Circle Advertiser

75 ARC/OTSEGO

258 BAMI INCORPORATED

112 113 BRAUN CORPORATION .

227 BROWN ENGINEERiNG CORP

11 CHILDREN'S SPECIALIZED HOSPITAL

1 50 COLUMBIA MEDICAL .

259 CONNETOUOT WEST .

124 CRYSTAL SPRINGS SCHOOL .

74 CUMBERLAND HOSPITAL

107 DEVEREUX FOUNDATION

105 DIESTCO MANUFACTURING

EPILEPSY FOUNDATION OF AMERICA

123 EQUIPMENT SHOP

31 ESTATE PLA.NNING.. .

158 EXPRESS MEDICAL SUPPLY

135 FORD .. .

44 HARD MANUFACTURING

166 HAVERICI4 ORTHO SPORT

14 HOG .

3 HEARTSPRING

77 HMS SCHOOL

HOUSE AD. . . . .

PO 1111MANICARE INTERNATIONAL. INC

110 INNOVATIVE PRODUCTS

26 JA PRESTON . .

147 JAY MEDICAt

KALEIDOSCOPE

98 KID-KART/KID CARE

133 KIMBERLY.CLARK

13i MARYLAND INSURANCE GROUP

760 MENTOR CORPORATION .

12 PLUM ENTERPRISES

59 PRENTKE ROMICH

89 PRINCIPLE BUSINESS ENTERPRISES. INC

63 RACING STROLLERS

41 RIFTON. INC .

SPECTAI. OLYMPICS WORLD GAM; S

561 SPECIAL PRODUCTS

46 TRIAID
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Bibs

Winkle
& dtffoble
vinyl hocked,
toergsclothande

to order
cboke of
color & style.

Tar. S13.00 lkS1S.00 1.-S17.00 pis 2.00S&H

Daviks Masi
for nue info_ ordering 410468-0068

Connections

Afriend
Post Office Box 6655E
Somerset, NJ 08875-6655
Know someone feeling all alone
in the world? As wonderful as
family and friends may be, there
are times when everyone needs
support from a more objective
source. Now there's a personal
correspondence service that can
add insight and perspective. To
find out more, write Afriend today!

Cotton Diapers
_

Murphy Diaper System
24 Sullivan Avenue
Newton, MA 02164
1-800-762-9890
We make top quality cotton
diapers. We make them any size
to meet your needs. Soft,
ab3orbent and comfortable.
Free brochure.

'Equipment Dealers

Massachusetts

Atlantic Rehab., Inc.
81 Rumford Ave.
Waltham, MA 02254-9055
(617) 894-0069
Atlantic Rehab. specializes in
Pediatric Mobility and Seating.
Sales and Service. Please call for
more information.

Missouri

U.S. Medical Corporation
14575 Manchester Road
Manchester, MO 63011
(800) 40-USMED/
(800) 408-7633

11111112=111111
Consumer Care
Products, Inc.
P.O. Box 684
Sheboygan, WI 53082-0684
(414) 459-8353

Incontinence

Access Medical Supply
2006 Crown Plaza Drive
Columbus, OH 43235
(800) 242-2460
Attends Youth Briefs fits
children 35-75 lbs. $51.95/cs
(96), Free Delivery Aso
Depend, Serenity, other items.
Manufacturer's coupons accepted.
Free Catalog!

Duraline Medical Products
324 Werner St., PO Box 67
Leipsic, OH 45856
800-654-3376
Call DMP for all your incontinent
needs such as briefs, pants,
pads and liners, as well as skin
care products.
Call for FREE catalog!
In Canada call 800-667-6996

H.0.1S.
1215 Dielman Industrial Court
Olivette, MO 63132
(800) 538-1036
See our ad in this issue.

Summers Laboratories, Inc.
Collegeville, PA 19426
(800) 533-SKIN (7546)
Triple PasteTM for diaper rash
arid chronic irritation. Used at
leading children's hospitals.
Available without prescription.
Call now for free treatment
information.

U.S. Medical Corporation
14575 Manchester Road
Manchester, MO 63011
300) 40-USMED/
(800) 408-7633
Call U.S. Med for free sample
Depend briefs, undergarments,
pants and diapers.
Low prices and free delivery

YOUTH
BRIEF n
FITS 30
TO 70 LBS.

96 FOR 11 /
$ 39.98 '\

CALL 24HRS.
1-800-777-1111

WOODBURY PRODUCTS
INC

4410 AUSTIN IILVD. ISLAND MK NY I I SSISvo
EXCEPTIONAL PARENeS

1995 RESOURCE CUE

Sold semi mlely for $9.95

Call 800-5354910

Youth Incontinence
Products

Overnight Pants with Ny!,on

Exterior
24"-44" waist

Training

Pants

Toddler-Adult XL

2 Piece Brief System

Toddler-Adult XL

QUALITY C kRE

For Free Brochure
Call: 1-800-259-3099

'Softwar

UCLA Microcomputer Project
1000 Veteran Avenue/
Rm 23-10
Los Angeles, CA 90024
(310) 825-4821
Catalog of dev. appropriate
software for children w/disab.
18 mths-5 yrs. Apple, Mac,
IBM, cause/effect, game
format, basic preschool
concepts

Van Conversion Dealers

Connecticut

Drive-Master, Inc.
9 Spielman Road
Fairfield, NJ 07004
(201) 808-9709
Full service mobility center,
raised tops/doors, drop floors,
custom driving equipment;
distributors for Mode Tech.,
Crow River lifts, Ricon, IMS, EZ
Lock, and EMC touch pad sys-
tems. 41 yrs. of service to the
disabled community. Please call
for morn information. NMEDA
membe:

Indiana

Forward PA0116:13
214 Valley Street,
Dayton, OH 45404
(513) 222-5001
Full-size/Mini-Van modifications,
new/used lifts, drop floor, raised
roof, lockdowns, driving equip.
NMEDA member. Owned by
person with disability.

I

Kentucky

Forward Motions
214 Valley Street,
Dayton, OH 45404
(513) 222-5001
Full-siza/Mini-Van modifications,
new/used lifts, drop floor, raised
roof, lockdowns, driving equip.
NMEDA member. Owned by
person with disability.

New Jersey

Arcola Mobility
51 Karo Road
Carlstadt, NJ 07072
(201) 507-8500/
(800) ARCOLA-1
New-Used-Trade-Lease-Buy.
Full sized, min:, rear and side
entry We carry products from the
following manufacturers: Braun,
KneeKar, Vantage, Ricon, and
Pick-A-Lift. If we don't have it,
we'll find it! Financing is available.
NMEDA Member Please call for
more info.

GETTING OUT OF BED
HAS NEVER BEEN EASIER ...

THANKS TO THE BED-BAR*

The BED-BAR' promotes inde-
pendence and will help with your
mobility needs.

Endorsed by Physical and
Occupational Therapists.

Only S79.plus '5 shipping

Call 1-800-726-4233 today!
Brown Engineering Corporation

289 Chesterfield Road
Westhampton, MA 01027

Circli *227
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Medical Supply, Inc.

Supplies

UROLOGICAL
Bard Baxter Coloplast
Convatec Hollister Intermed
Mentor MMG Sherwood
Sierra .1:;:ocare United

INCONTINENCE
Attends Caring Depends
Medline Tranquility

OSTOMY
Coloplast Convatec Cymed
Hollister NuHope United

WHEELCHAIR
CUSHIONS
Roho Jay

SKIN & WOUND CARE
Bard Convatec Hollister
Sween United Urocare

FREE SHIPPING
for orders over $75.00 in the
continental U.S.

Call for a Free Catalog

800-633-2139

Circle ,,156
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Drive-Master, Inc.
9 Spielman Road
Fairfield, NJ 07004
(201) 808-9709
Full seMce mobility center,
raised tops/doors, drop
floors, custom driving
equipment; distributors for
Mobile Tech., Crow River
lifts, Ricon, IMS, EZ Lock,
and EMC touch pad
systems. 41 yrs. of service
to the disabled community
Please call for more
information. NMEDA
member.

New York

Arcola Mobility
51 Karo Road
Carlstadt, NJ 07072
(201) 507-8500/
(800) ARCOLA-1
New-Used-Trade-Lease-Buy.
Fuil sized, mini, rear and side
entry. We carry products
from the following manufac-
turers. Braun, KneeKar,
Vantage, Ricon, and Pick-A-
Lift. If we don't have it, we'll
find it! Financing is available.
NMEDA Member. Please
call for more info.

Drive-Master, Inc.
9 Spielman Road
Fairfield, NJ 07004
(201) 808-9709
Full service mobility center,
raised tops/doors, drop
floors, custom driving
equipment; distributors for
Mobile Tech., Crow River
lifts, Ricon, IMS, EZ Lock,
and EMC touch pad
systems. 41 yrs. of service
to the disabled community.
Please call for mote
information. NMEDA
member.

: 1

Books for Parents
and Professionals

Turtle Books
Approved by the American
Academy of Pediatrics. These
upbeat stories with warm, col-
orful illustrations address real
issues found in the lives of real
children with disabilities.
Provide a bridge of under-
standing for your children with
disabilities, siblings & friends.
FREE Brochure.
Jason and Nordic Publishers,
PO Box 441,
Hollidaysburg, PA 16648.
FAX (814) 696-4250

Incontii)ence t)rological Ostomy

Skin.Care Wound Care

FREE 50 page catalog featuring

the latest information and products.

Competitive prices

Helpful Customer Service

Call 800228-3643
Today for a free catalog!

(Mon. F. 8 AM to 5 PM Pacific Time)

W
RESEARCH;
MEDICAL

10% of pretax profits go to medical research

to place au ad, contact

BARBARA NASTRO

(201) 6804014 or fax to: (201) 6804355

Ohio

Forward Motions
214 Valley Street.
Dayton, OH 45404
(513) 222-5001
Full-size/Mini-Van
modifications, new/useo lifts,
drop floor, raised roof,
lockdowns, driving equip.
NMEDA member. Owned by
person with disability.

Educational:,.
Materials

Free--The 1995 Woodbine
House/Special-Needs
Collection, a catalog of
excellent books for parents,
children, and professionals on
autism, CR Down syndrome,
Tourette syndrome, mental
retardation, visual impairment,
physical disabilities, special
education, and more.
Woodbine House,
6510 Bells Mill Road,
Bethesda, MD 20817,
(800) 843-7323

Pennsylvania

Drive-Master, Inc.
9 Spielman Road
Fairfield, NJ 07004
(201) 808-9709
Full service mobility center,
raised tops/doors, drop
floors, custom driving
equipment; distributors for
Nlobile Tech., Crow River

Ricon, IMS, EZ Lock,
and EMC touch pad
systems. 41 yrs. of service
to the disabled community
Please call for more
information. NMEDA
member.

FreeThe NEW SPecial
Needs Project Book Catalog
The best books frcm r,:1 publish-
ers about disabiltties.
Comprehensive resources fa
parents, children & professionals
Special Needs Project, 3463
State Street, Santa Barbara,
CA 93105,
(800) 333-6867.



Networking
Information from The National Parent Network on Disabilities

The National
Parent Network
on Disaties

Board of Directors

MartaAnchondo
TASK, Anaheim, CA

Dianna Autin
Advocates for Children of New York,

Long Island, NY

Margaret Burley
OCEHC, Marion, OH

Joanne Butts
Washington PAVE, Tacoma, WA,

President

Connie Curtin
Vemiont Parent Information Center,

Burlington, Yr

Diana Cuthbert=
Statewide Parent Advocacy Network

(SPAN), Westfield, IV,
Past President

Joseph Garcia
Touchstones, Seattle, WA

Paula Goldberg
PACER Center, Minneapolis, MN

Connie Hawkins
Exceptional Chlkiren's Assistance

Center (ECAC), Davidson, NC,

Bonnie Johnson
Arkansas Disabilities Coalition,

Little Rock, AK

Joan Kilburn
MATRIX, A Parent Network

& Resource Center,
Mill Valley, CA, Treasurer

Sue Pratt
CAUSE, Larsing, MI

Pat Smith
Georgia/ARC, East Point, GA,

ParNamentarbn

Pam Steneherg
Disability Rights Education &

Defense Fund (DREDF),
Berkeley, CA,
Vice President

Janet Vohs
Federation for Children with
Special Needs, Boston, MA,

Secretary

Patricia MOH Smith
Executive Director

We've moved!LrnsLr
Nationnl Pinot *two&
on Mahan
1727 !Ong Matt St* 3E6
Mon** VA 2Z/14
Ph= 703-6134-67S3
Fat: 703436-1232

Welcome to the World
TheAmericzns with Disabilities Act (ADA), passed in 1990, has now existed for five years! This
anniversary provides me with a chance to reflect on what the ADA will mean for children born with
disabilities in 1995.

Children born in the last ten years, thankfully, may not have experienced rejection and hostility
because of their disabilities; I hope they haven't Although our country was founded on the premise
of hospitalityour forefathers sat together with the Native Americans to celebrate the fitst Thanks-
givingthe United States also has a great deal of hostility threaded throughout its history Often
there has been no "welcome mat" for people of different nationalities or races, or even for people
with different ideas. Similarly discrimination towards people with disabilities has a disturbing past
one full of injustices. The ADA is and will be the "welcome mat" for children with disabilities today
and in the future.

This is the message of the ADA to young children growing up with disabilities
"You are welcome here the corner curbs are cut for your chair.., hearing devices are available

at the concert .. there is a space for your wheelchair at the movie theater... the grocery store has
an extender to reach high shelves... McDonald's has picture menus.., and the door handle-and the
light switch at Mom's office are set at a reachable level You can go to school, participate in after-
school activities, enter the gymnasium and attend school dances.

"When you go to college, you'll find new freedom. You'll have an accessible campus, devices in
each room to signal fire, accommodations to help with learning disabilities. But most of all, when
you grow up and need ajob, you'll find transportation to get you to work and accommodations to
help you succeed in working Local buses will pick you up. If you need to attend a business meeting
in another city you'll be able to fly there. You'll find accommodations to make Working a probability
and a reality The ADA has opened these doors for you."

Do I have feats about ongoing hostility and further discrimin.1ion toward children with disabilities
and their families? Yes. My fear is that young people and their parents may forget If you don't
remember the difficult past, you might become complacent and take things for gtanted. You might
not realize how fragile our collective "freedom" is. You might forget the recent times when children
with disabilities were denied entrance into schools and couldn't maneuver through society because
they were not welcomed into it. In those times, they were viewed as a tragedy, sent away from
home, setapart They certainly were not accepted as important, contributing members of the com-
munity

Changing the environment in this country from hostile to hospitable is the great gift of the Ameri-
cans with Disabilities Act. Welcome to the world!

Patricia McGill Smith

As EXCEPTIONAL PARENT was going to press, planning was underway far a celebration in Washing-
ton DC in honor of thefifth anniversary of the ADA The event, "Voices of Freedom: America
SPeaks Out on ADA," was scheduled to take place on July 26, 1995.

"Promises to Keep" Rally
an Unparalleled Success
On June 2, the National Parent Network on Dis-
abilitiesin coOperation with the Spina Bifida Asso-
dation of America, the Bazelon Center on Mental
Health, the Epilepsy Foundation of America, the
National Association of Medical Equipment Suppli-
ers, Justice for All and the Consortium for Citizens
with Disabilitiesstaged arally for the rigits of
people with disabilities on the west steps of the U.S.
Capitol. More than 1,500 people from all over the
country attended and made their voices heald

The rally focused on the Issues of preserving
the Americans with Disabilities Act (ADA), main-
taining the protections and funding of the Indi-
viduals with Disabilities Education Act (IDEA),
maintaining landing for Mediadd and Medicare
and protecting the children's Supplemental Secu-

continued On page 64

BEST COPY AVAILABLE 728

TO JUST!

Senator BilFdst, R-Tig asked for heto n piecing
'The rigida of people with diesbNitiss above peal-
son politics." He 14t hed on rave Adricia
McGill Smith, Becky Ogle, govemment affairs
rapt's:tentative of theNational Association of
Medical Equipment Supplies; and a yottio
advocate of the *Aura
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Senator John Chaffee, R-R1, emphasized the need to protect
cash payments to'chikken with disabirdies who receive SSI
"Doesn't it make sense to keep people at home rather than in
imlitationsr On stage with Senator Chaffee was Patricia McGill
Smith, NPND executive directog

continued from page 61

rity Income (SSI) Benefit Program.
Members of Congress expressed their support for the disabili-

ties rights movement, and many of them voiced concern that the
rights we have fought so hard to gain could be destroyeriby the
end of this session of Congress. Speakers included Senator John
IL Chaffee, R-RI; Senator Bill Frist, R-TN; Senator ibm Harldn, D-
IA; Senator Paul Wellstone, D-MN; Representative George Miller,
D-CA; Representative William Goodling, R-PA; and Representa-
tive Sheila Jackson Lee, D-TX

Paul Marchand, director of the Arc Government Affairs Office,
opened the rally with a welcome from the Consortium for Citizen§

Women and Disability
The International League of Societies for Persons with Mental
Handicap (IISWI) has recently initiated a four-year comprehen-
sive program effort on behalf of women. The fISMH has estab-
lished an Action Group on Women and Disabilities, directed by
Patricia McGill Smith, NPND executive director. The Action
Group is developing positions and recommendations regarding
women who have cognitive disabilities and their caregivers. In
September, at the International Women's Conference in Beijing,
Patricia McGill Smith will represent MAUI by speaking on
"Women Who Care, A Review of Gende4 Disabilities and Family
Ufe for Caregivers of People with Mental Disabilities." She has
conducted a survey to gather the ideas, beliefs and experiences of
women who care for those with disabilities, and welcomes any
additional responses.

Mark Your
Calendars!

For MOre
Worrnation,
contact
Gail Johnson,
National Parent
Network on
Disabilities,
1727 King Sheet,
Suite 305,
Aleaundria, VA
22314,
(703) 684-6763

The NPND 1995 Annual Conference

'We Have Pmmises lb Keep"
Seplmbr 104 kiober 2, 1995

Si .hunes I hAel
9:10 Trimly-fourth StreA, NW

Washington, D.C. 20)37

Honoring:

Dr. Gunner Dybwad
Pmfissor Emerit

Of I Inman I )eveloptuvul.
Itounkis M1)111111. Maxs.

& The NPND Keyi tote waker

Gene Mitehener
Motivatiotud speaker and humorist
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with Disabilities and read a letter from ibny Coelho, chairman of
the Presideas Committee on Employment of People with Dis-
abilities, who could not attend. Gene Mitchene4 an inspirational
speaker fi'0111 Los Angeles, urged the people in the crowd to speak
for themselves. Justin Dart, a longtime advocate in the area of
disability policy, closed the rally, speaking eloquently about the
need to preserve the rights of people with disabilities.

Following the rally, participants called on their legislators.
Parents, self-advocates and professionals hit the halls of Con-
gress to vread the word. And although we were competing with
the activities relating to the nomination of Dr. Vmcent Foster for
U.S. Surgeon General, it seemed clear on June 22, that Congress
got the word! Now we must beat the drums and raise up a wall
of parents the likes of which has never been seen. Unot now,
when,? if not us, who?

Now available!
The "Prtnnises to Keep"mlly is available on videotape This video
is an excellent tool with which to open talks with parents and
other advocates about the need to be involved in the legislative
mass. For a oopy of the videotape, please send azsh, check,
money order andlorpurrhase onlerfor $33.95 (includes postage)
to Indusion Incorporuted, 1436 huleperdence Ave SE, Washington,
DC 20003-1536; (202) 54641;64, (202) 5464465 (fat), Internet
Indusion(a)aoLann.

New PTIs
The following is a 1 ist of new Parent Training and Information
Centers (PHs). This I ist includes both new Jiwilities and new
brunches of already-aristing PHs. Many pf these new bmnches
have been metal to serve underrepresented and undersemed
parents and families, as evident by their organization names.

Family TIES (Training, Information,

Education, Support) Network
1240 S Main St, Apt 117F
Morton, IL 61550

(309) 266-9597
(309) 263-3578 (fax)

National Center for Latinos
with Disabilities (IL Chapter)

1921 S Blue Island Ave

Chicago, IL 60608
(312) 666-3393
(312) 666-1788 (TT()
(312) 666-1787 (fax)

AWARE (Assisting With Appropriate

Rights Md Education)
200 N Vineyard Blvd, Ste 310
Honolulu, HI 96817

(808) 536-2280

Northern Manhattan Parent Training
and Information Center

120 W 105 St, #L1

New York, NY 10025

(212) 666-1300
(212) 749-5021 (fax)

Project Empower
PO Box 851

Greenville, MS 38702

(601) 366-5707

23

MPACT (Missouri Parents kb
3100 Main St Ste 303
Kansas City, MO 64111

(816) 531-7070

COPE (Creating Opportunities

for Parent Empowerment)
810 Potomac Ave SE, 1st Fl R

Washington, DC 20003
(202) 543-6482

Pathfinder Family Center

Arrowhead Shopping Center
16th & 2nd Ave SW
Minot ND 58701

(701) 852-9426
(701) 852-9436 (TTY)

Rhode Island Parent
Information Network

500 Prospect Street
Pawtucket RI 02860
(401) 727-4144

Parents ktive for Vision Education
491 0 Arville

Las Vegas, NV 89118

(702) 253-1939



CHILDFINDER
ChildFmder can help parents locate chil-P1/159r dren when they have become separated

from one another. The rechargeable battery-operated sys-
tem, which works in most indoor and outdoor settings,
includes one or two wireless transmit ters to be worn by the
child(ren) and a receiver for the parent. When a child wan-
ders beyond the pre-set range (adjustable from a few feet to
more than 1,000 feet), warning signalsare emitted and a col-
ored LED display pinpoints the child's location. The child's
transmitter features a panic alarm that allows the child to
transmit a signal to the parent with a touch of a button.
Gavrity Electronics, Highland Park, NJ 08904

Circle*195

DESTINATION: RAIN FOREST
Destination: Rain Forest is an interac-
tive CD-ROM that combines learning
about the South American rain forest
with activities encouraging vocabulary
development, reading and writing. Users
can create interactive electronic books;
color or black-and-white printed art-

work, poetry; on-screen puppet plays and theater produc-
tions; journals, diaries and letters; research reports and mul-
timedia presentations. Users select from a variety of back-
grounds, on which they place "stickers" illustrating people,
plant's and animals. They can incorporate music, spoken dia-
logue and animation to create their own adventures. The
program is available in both Wmdows and Macintosh ver-
sions and is TouchWindow-compatible.
Edmark Corporation, Redmond, WA 98073-3218

CIrcle*196

BABY'S BOOK NOOK & NEO NOOK
Baby's Book Nook is a clear acrylic three-part frame
designed to hold drawings, photographs and illustrated chil-
dren's books. It is intended to encourage curiosity visual

stimulation and development of
early physical skillsreaching
toward the pictures, looking from
side to side, lifting the head and
bearing weight on the arms. This
product is also suitable for use
with older children with disabili-

ties. The Neo Nook is a smaller version that fits in a bassinet
and is suitable for use with infants weighing up to 12
pounds. Both models include three black-and-white visual
stimulation cards.
The Baby Look Company, Grand Rapids, MI 49503

Circle* 198

DESKCASE
With its wide base and tapered top, the DeskCase provides a
stable, sturdy working environment that can accommodate
a wheelchair The unit includes two adjustable shelves and a
writing desk with torso cut-out for easy access. It is avail-
able in a natural wood finish, or
Formica with a choice of up to three
colors. Optional accessories include a
wide desk-side shelf for a computer
monitor, and a holdinWsupport bar.
Kids in Mind by Goshen
Enterprises, Fair Lawn, NJ 07410

Circle#197
s

WEARsEVER
WEAR0EVER incontinence underwear is
designed to provide better protection than
disposable alternatives. Made of Hypersorb
fabric, these lightweight undergarments
pull urine away from the skin, dry quickly
and can be washed up to 200 times without losing absorben-
cy. Waterproof liners protect outer clothing. Children's
stylesavailable in small, medium, and large sizes, for boys
or girlscome in a choice of eight- or 15-ounce capacities.
The pull-on style is also available in extra-large.
TM1 Healthcare Products, Inc., Rougemont, NC 27572

Circle#199

TOP END LPL EXCELERATOR
Designed especially for young riders,
the TOP END Li'l Excelemtor is a
lightweight, hand-crank cycle for chil-
dren who cannot pedal using leg
power. Available in 12- and 14-inch
widths and heights, this three-wheeled
cycle features an adjustable seat with a

two-inch cushion, a smooth three-speed shifter in an easy-to-
reach position, 20-inch performance wheels with knobby
tires and adjustable dual footrests with safety straps. A park-
ing brake is standard. Optional accessories include horizontal
handles, seat restraints and custom colors.
TOP END by Action, Pinellas Park, FL 34665

Circle* 200

71w ABLEDATA database ofassistive technology and rehabilitation equipment contains information on more than I20,000 prodiwts for persons of all ages who have a physical, cognitive or sensory disability. Products are chosen forthis page by the ABLEDATA staff based on their specific applicability to or design for children with disabilities. Thecile numbers are to be used on EXCEPTIONAL PARENT'S "Free Product & hybrmation Card." Readers can circle anumber on this issue's card (page 125) to receive more information on any new pmduct featured above. Pleaseallow three to four weeks for delivery of the information.
For more information on assistive devices, or to submit product information for the database (and possibleinclusion on this page), contact ABLEDATA, 8455 Colesville Rd., Ste. 935, Silver Spring, MD20910-3319,(800) 227-0216 (WITY), (301) 588-9284 (V/TT)' or (301) 587-1967 (fax).
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YOUR CHILD AND
HEALTH CARE
A "Dollars &Sense"Guirk for
Families with Special Needs
L.R. Rcwinew, L.C.S.W., PH.D.

This resource helps parents
negotiate the maze of financial
assistance programs, organiza-

ticns, and government services.
You will be able to seek services
and assistance confidently from
all sources.

P91180D $29.00

COUNT US IN
Growing Up with Down
Syndrome
J. KINGSLEY & M. LEVITZ

The authors share their inner-
most thoughts, feelings, hopes
and dreams, their lifelong
friendship.
11110730S $9.95

SPORTS AND RECREATION

FOR THE DISABLED
Second Edition
M. 1 PACIOREE & JA. JONLS

A book designed to make
dreams come true! More than
50 activities are fully described,
from all-terrain vehicles to
wilderness experiences,
individual and team sports.

CO11600 $32.00

PIANNING FOR
THE FUTURE
Providing a Meaningful We
fir a Child with a Disability
vier Your Death
MARK RUSSELL

AP02400 824.95

TAKING CHARGE
Overcoming the Challenges of
Long-Term Illness
L POU1N, M.S.W. & &K. Gown; MA

Designed to help the chronically
ill person understand why you're
feeling the way you do and to real-

, ize that your emotions are nor-

mal, natural and predictable.
Coming to terms with reality.

81110700 $22.00
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RAIS/NG A CHILD WHO
HAS A PHYSICAL
DISABILITY
A Medical Primer
D.G. ALBRECHT

This book will make your job
easier. Compassionate, help-
ful, and based on real-life
experience, it will help you
handle every facet of raising
and loving your special child.

1W12100 $12.95

FACILITATED
COMMUNICATION
The Clinical and Social
Phenomenon
EDITED BY: H.C. SHANE, PH.D.

An up-to-date exploration od
the controversial topic of FC
and also the current under-
standing of learning, commu-
nication, and movement in
persons with developmental
disabilities.
SP11500 $45.00

I WISH...
Dreams & Realities
of Parenting a Special Needs
Child
KATE DIANE MCANANEY

A book about conflict, courage
and creative solutions.

CP074CP $8.95

COMPUTER RESOURCES
FOR PEOPLE WITH
DISABILITES: A Guide
to Exploring Today's
Assistive Technology
THE ALLIANCE FOR

TECHEOLOM ACCESS

Provides user-friendly
support, Information, and
up-to-date answers.

HP08700 $14.95

FEELING FIT
A l'rofessionally designed
low impact, low intensity aerobic
excercise program for
individuals with developmental
disabilities.
0010300 VIDEO $24.95
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THE COMPLETE
DIRECTORY FOR PEOPLE
WITH DISABIUTIES
EDITED BY L. MACKENZIE

A one-stop sourcebook for
individuals and professionals;
products, resources, books
and services.

0111500 $145.00

THE ILLUSTRATED
DIRECTORY OF
DISABILITY PROMJCTS
EDITED BY M. MACE

Shows hundreds of products
along with names, addresses
and phone numbers providing
customers with the informa-
tion to make the best decision.

1P02600 $12.95

SPECIAL PARENT,
SPECIAL CHILD
Parents of Children Illth
Disabliitks Share Their
Dials, Triumphs, and
Hard-Won Wisdom
T. SULLIVAN

Inspiration and Information
for facing the challenges of
being a special parent.
GP1050D $21.95

h ISN'T FAIR!
Siblings of Children
with Disabilities
EDITED BY S.D. KLEIN

&M.J. SCHLEIFF.R
Features chapters by
parents, siblings and
professionals.

EPOO1EP $14.95

EFFECTIVE INTERVENTION
FOR SELF-FEEDING
SUCCESS
CA NELSON, N.D., 0711
An effective and easy to follow
video program for parents
which provides the tools
needed to he successful in
moving your child toward

independent self-feeding.

ED07800-VIDEO $39.95

POTTY LEARNING FOR
CHILDREN WHO
EXPERIENCE DELAYS
S.R. HAYS, M.S.,R.N.,C.R.R.N.
This videc presents a unique
developmental approach to
supporting the child in learn-
ing independence in the man-

, agement of 'bathroom" skills.

11107700-VIDEO $39.95
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NEGOTIATING THE
SPECIAL EDUCATION
MAZE: A Guide for Parents
and Teachers, 2nd Edit;dn
ANDERSON, CHFIWOOD, & HAYDEN

Easy-to-follow guide to the
special education system,
demystifies the system
beginning with the very first
evaluation through the design
of the IEP.
WB01900 $14.95

CHILDREN WITH
DISABILTIES
A Medical Primer
M.L. BATSHAW, M.D. &

Y.M. PERREIT, MA
For parents and professionals.
Over 200 detailed illustrations,
an extensive glossary, and a
section on syndromes.
121307101) $29.00

I I

TEACHING BEADING To
CHILDREN wrrn DOWN
SYNDROME
A Guide for Parents and
Teachers
P.L. ()swim
The only book on this subject, it
describes a nationalIv known
reading progyam that ensures
success by presenting lessons
which are imaginative and
functional.
WB120DS $16.95

COMMUNICATION SKILIS
IN CHILDREN WITH DOWN
SYNDROME
A Guide for Parents
LIBBY KUMIN

Parents learn how
communication skills
progress from infancy through
the early teenage years.
W003114 $14.95

MEDICAL & SURGICAL CARE
, FOR CHILDREN WITH DOWN
SYNDROME
A Guide for Parents
L. KUMIN, Pa.D.,CCC-SLP
Provides parents with a wealth
of information about speech and
language development in
children with Down syndrome.
W912305 $14.95

INJURY

WHEN YOUR CHILD IS
SERIOUSLY INJURED
The Emotional Impact
on Families
MARILYN LASH

Topic.s include preparing for
hospital visits, reaction to
loss, helping siblings, and
coping.

EPOO5ML $450
(Includes shipping charges)

WHEN YOUNG CHILDREN
ARE INJURED: Families
as Caregivers in Hospitals
and at Home
J. HALTIWANGER & M. LASH .

A book about the family's role
in caregiving when a young
child is injured.
EP085ML $7.50
(Includes shipping charges)

WHEN YOUR CHILD GOES
TO SCHOOL AFTER AN
INJURY
MARILYN LASH

'Issues parents need to
confront about their child's
future schooling, health care
and social needs.
EP0061AL $7.50
(Includes shipping charges)

HEAD INJURY AND
THE FAMILY
A Life And Living
Perspective
A.E. DELL ORM & P.W. POWER

Focuses both on how the fam-
ily can adjust and survive the
trauma related to head injury,
as well as become a partner
in the treatment, rehabilita-
tion, and adaptation process.
CR10900 $29.95

ATTENTION Dunn- ISORDER.

HELP! THIS KID'S DRIVING ME CRAZY!
The Young Child with Attention Deficit Disorder

L. ADKINS & J. CADY

Information about
typical behavior
characteristics;
suggestions on how to
foster the development
of appropriate behavior.

PE040AB-BOBB $5.00
PE040-VIDEO $89.00

HELP, TRIO KID1

DRIVIRC ME CRAZYI

MY BUDDY
A. OSOFSKY

Buddy is the best dog
a boy could have. Fully
illustrated, this book
demonstrates the
desires of the disabled
to be independent.
HHOWICB $5.95

HOWIE HELPS HIMSELF
J. FASSLER, PICFURES BY J. LASKER

Designed to help the child with a
disability and the sibling identify
with some of the joys, stresses
and strains of a disability.

AW112PD $13.95

BABY BOOK
for the Developmentally
Challenged Child
R. MATHEWS

A unique approach to the tradi-
tional "Baby Book" designed for
children nith developmental
disabilities. Special sections for
medical histories and Mom and
Dad's feelings.

HD1220D $25.00

rM THE BIG SkSIER Now
M. Detnrr,
llustRARDirt G. OWF1S

How the loving care of
family and frienA can
influence and benefit the
quality of life for children
with mental retardation
and/or physical disabilities.
AW113$1 $13.95

Mail to: Exceptional Parent, Dept. EP9508, P.O. Box 8045, Brick, N.J. 08723

Or call (800) 535-1910
QTY. TITLES & ORDER NO.

SHIPPING & HANDLING CHARGES: U.S. $3.50 for I item; 755 for eadi additional
item. Foreign $6.50 for I item: 755 for each additional item.

Name

Address

City. State Zip

UNIT PRICE TOTAL

Sub-Total
NJ Residents
add 6% Sales Tex

Shipping

1 TOTAL
U.S. hinds only. Those pncos aro

sub)ect to change Please allow 4.6
weeks lor dehyary Returns must be

made within 4 weeks al delwory
No overseas returns

Telephone

I have enclosed my check mable to Exceptional Parent or charge to my: U Visa U Mastercard

Account Number: - _ _ _ _ _ _ _ Exp. Date /

Signature 1- I

Circle #300 to receive a brochure of the complete library



Of five-year-old Blair, big sister Caitlin

says, "I'm proud she is my little sister!"
_...... _

CHILDREN'S PAGE

I'M PROUD OF MY SISTER
by Caitlin Crossman

My sister, Blair, is a twin. Her twin
sister is Taylor. Blair has cer&
bral palsy. When she was a

baby, she couldn't pronounce words.
Last March, Blair had surgery, and I felt
sad. Blair has braces and a wheelchair
and a walker.

When we go out, people come up to
me and ask me what is wrong with her.
I say, "Blair has CP, but she is still a
part of my family and I love her very
much."

I am happy I am Blair's big sister, and
I am proud she is my little sister! EP

Caitlin Grossman, 7,
lives in Haymalket, Virginia.. In September;
Caitlin will be a second grader at Mountain
View Elementary School. Her hobbies include
gymnastics, horseback riding, drawing and
writing.

Twins Blair and Taylo?; 6, will also be
attending Mountain View Elementary in
September; Blair will join an inclusive kinder-
garten class, and Taylor will be a fint grader.

Wearing their shades, the Crossman girls, (from left) Caitlin, Taylor
and Blair, enjoy a day at the beach during a 1993 family vacation at
Nags Head, North Carolina.

(From left) Taylor,

Caitlin and Blair paused for a photo in
front of the Christmas tree on their way
to a holiday concert in December 1994.

T
he Chlidren's Page welcomes contributions from children with disabilities, their siblings and their friends. Be creative! Send your stories, photos and artwork

to: Children's Page, Exceptional Parent, 209 Harvard Street, Suite 303, Brookline, MA 02146-5005.
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Circle # 26

-,_-,Featuring comfortable, four,

point support the Little-Hug

accommodates children

from 33 to 42 in. and the

Big-Hug accommodates

children 43 to 53 in,

Each durable and

functional Hug provides:

The therapeutic benefits
of standing.

Height adjustable chest
and pelvic supports.

Adjustable knee paa height
and foot restraints.

Easily detachable stand for
compact storage or
transportation.

;

Detachable tray.

Designed with comfort and

safety in mind, eachotander

cradles a child in a great big,

comfortable and wife Hug.

For more information cag:

1-800-631-7277ii,z
1517-787-1680

Come on, call todalf and
get a Haig I

-
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Ford Mobility Motoring
Adds More To Life's Rewards!

Ford Motor Company understands that a physical

disability doesn't mean life can't be rewarding. For

many, there's no greater reward than the feeling of

freedom and independence that comes from driving.

That's why your Ford and Lincoln-Mercury dealers

want your active life to include a new 1994 or 1995

Ford or Lincoln-Mercury car or van or Ford light

truck. And that's why the Mobility Motoring Program

was created ... to make adapting your new Ford or

Lincoln-Mercury product easier and more rewarding!

A SMOOTHER ROAD TO TRAVEL
Mobility Motoring starts with a toll-free call. You'll

know you've arrived when your Ford or Lincoln-

Mercury dealer hands you a check for up to $750

toward the installation of adaptive driving or passen-

ger equipment. There's nothing for you to send in ..

and there's no waiting for your check!

You'll also receive a complimentary Ford Cellular

Telephone' and Roadside Assistance tor the

duration of the bumper-10- bumper limited warranty

MOBILITY
MOTORIN

PROGRAM

INFORMATION YOU NEED ...
FOR INFORMED DECISIONS
The Ford Mobility Motoring Program also provides ...

friendly loll-free and special "TDD" information

lines to answer your questions

a list of nearby assessment centers authorized lo

provide a 'prescription" for your vehicle's adap-

tive equipment.

a a list of local adaptive equipment dealers and

installers.

sources of funding which may be able to provide

assistance in addition to the amount you receive

from the Mobility Motoring Program

Best of all, you get Ford Motor Company's products

and services. A Company where quality and service

are always "Job 11"

So whether your life demands a new Ford or

Lincoln-Mercury car or van, or Ford light truck .

just call 1-800-952-2248 (for TDD users:
1-800-TUD-0312). You'll discover that Mobility

Motoring is your kind of reward!

Free Melikty Mete* Video!
This video shows how easy it is to open the door to

Mobility Motoring rewards. You'll meet people who

have learned that the process is really simple. You'll

also see how Ford products adapt . . for versatility,

convenience and just plain motoring fun. Just ask for

your free video when you call us

PROGRAM PERIOD
October 1, 1994 September 30, 1995

Customer is responsible for a 121 -day minimum activation on the

Ford Cellular System Some local indivrdual carriers may require

a longer agreement as sell as other related service and usage
charges, so accepOnce is optional to be eligible Mr the
complimentary Ford Cellular Telephone, the customer must also

live in art area covered by the Ford Cellulg System at the tone of

the purchase or lease.

Ask your dealer for a copy of the limited warranty and complete

details of the Roadside Assistance Plan Vehicles covered by the

Lincoln Commitment, F-Senes Preferred Care or Red Carpet

ease Nam have additional benefits

A NEW I.Ar, VAN (-11; I 1.1111T 1( ALIAttf IIHUIPMF NT . AND ON-THU-SPOT CASH!

7 3Ford and
Lincoln-Mercury Divisions
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Choices, Quality, Respect
Educating children is a challenging responsibility for parents and professionals. In
this our 23rd education issue, parents and professionals discuss this challengethey
share stories of successes, along with ongoing concerns. Many praise inclusive pro-

grams; others argue convincingly against inclusion for some chil-
dren with disabilities. It is clear that experience and research can
provide guidelines, but they cannot provide any absolute solutions.

EXCEPTIONAL PARENT supports inclusion and alternatives to inclu-
on. Most of all, we support the e,,pertise of parents as they

endeavor to make wise choices for their children and families.

IDEA: Your support needed
At the national level, we are fortunate that people like Assistant

D KLEIN PELL )
Secretary of Education Judy Heumann continue to advocate for

STANLEY . ,

children with disabilities and their families. In this issue, Judy
describes current efforts in Congress to reauthorize the Individuals with Disabilities
Education Act (IDEA). The IDEA, a law signed just 20 years ago, has revolutionized
our country's approach to the education of children with disabilities. We applaud Judy
and her colleagues for proposing important "parent-friendly" modifications in the
lawmore parental participation, mediation of disputes and support for Parent
Training and Information Centers. At a time when many political leaders argue for
dramatic change, we urge our readers to speak up in support of the IDE& reautho-
rization and these proposed modifications.

1995 ExcErrionm, PARENT Education Awards
In collaboration with the National Association of State Directors of Special Education
(NASDSE), we have recognized programs that illustrate quality education for all chil-
dren. These programs demonstrate v hat can happen when dedicated professionals
and parents work together to assure that every child is welcome and every child
learns. Good education requires far more than philosophies and finances; most of all,
it requires caring, thoughtful people who know that delivering quality education is
always hard work.

Although most awards go to inclusive settings, we also honor progams that are not
as inclusive as some would advocate. We believe that all childrenwith or without
disabilities deserve an education that respects their individual needs.

Respect for differences
Many recent issues have featured "Readers Talk About," a f rum for parents to dis-
cuss perspectives on a variety of subjects. Sadly, differing opinions about education
are not always respected. Some people believe every child should be educated in the
regular classroom and criticize parents who decide their children are best seived in
other types of programs. Similarly, EXCEPTIONAL PARENT has been criticized for accept-
ing advertisements from and writing about private educational and residential pro-
grams. This all-too-common climate or animosity makes this issue's "Readers Talk
About" that much more impressive; in story after story parents with strong individual
opinions on educational placement go out of their way to express respect for those
who have made dIfferent choices. These parents understand the message EXCEPTIONAL

PARENT tries to exprem in every issuethat good choices for children are more
in iportant than loyalties to ideologies 1 hat too often ignore the fact. that parents know
their own children best..

To be continued...
Because we have an abundance of importata material on education, we will present
more articles on this topic in the October issue. We appreciate the assistance we
received from NASDSEan organization that deserves an award of its ownand the
efforts of everyone who submitted award nominations.
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Outcomes: Posture, function, and improved.

Comments: Bobby shows greater endurance and activity in the

GS Cushion and Back.

Follow-up: Adjustments will be easy to make as Bobby continues to grow

and deviilop.

Jay GS: Simple, cost-effective children's seating. -;
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Thanks!
I've been rearling your magazine for
almost five years. I've loved every
issue and read each one cover to
cover.

Through your magazine I've found a
diaper service for my six-year-old
daughter and discovered equipment
that she could use. But most of all,
your magazine has helped me to
accept the way our lives have turned
out. Your articles always have some-
thing to do with what's happening in
our lives. Thanks for a wonderful way
to keep in touch with others who
understand.

Lyn n Bch iermeyer
Arlington, Thras

Seminars, parent group meetings,
mail correspondence with others--
I've been there, done that, tried it My
true strength has come from everyday
life with my son and from EXCEPT-

PARENT.

I look forward to each issue with
such enthusiasm. Although the stories
in the maga7ine are about children
with a wide variety of disabilities, they

rkerMss
Toti

Ounts
Yeeo:

'NU mach out to parents
rtroun o f children an d adults

with disabilities ad vecial
health cam needs and to the
pivfeesioratis who sesve families

1 lb empower parents and
proleulones by providing
practical information and
emotional suppolt
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are all portrayed so honestly. The sto-
ries and pictures are from the very best
sourceparents. And even if some of
the stories are sad, they make our fant-
ily stronger and more appreciative of
life with our son, Michael Junior.

Thank you for showing o:.:r children
in their true light They are all beauti-
ful, and they all desetve to be seen and
heard.

L.Z., New Jersey

Safety First!
I have been very surprised at some of
the advertisements for bicycles in
EXCEPTIONAL PARENT. Even my two-
year-old son could see the problem
with these ads. He :ooked at the pic-
tures and said, "They're not very safe,
Mommy." He was right! Both ads
pictured children riding bikes wi thout
helmets.

I am quite sure your magazine does
not want to promote the creation of
more children with disabilities by
encouraging head injuries. ExcErTIONAL
PARENT owes its readers sensitivity to
safety issues and responsible advertis-
ing for products.

ALLEN C CROCKER, M.D., Director,

Developmental Evakiatiori Center,

Children's Hospital, Boston MA

ELI FACTOR, D.M.D., Parent, President,

Wheelchair Motorcycle Association,

Brockton, MA

MIJRRAY FEINGOLD, M.D., Physician-

National Birth Defects Center,

Waithom, MA

SANDRA B. FLEISHMAN, Parent,

Projeet Oirector. A WORLD OF

DIFFERENCE Institute, Anti-Defamation

League. Boston, MA

BRUCE M. GANS, M.D., President,

Rehabilitation Institute of Michigan,

Detroit, MI

SOL GORDON, Ph.D., Professor

Emeritus, Child and Family Studies,

Syracuse University, Syracuse, NY

STANLEY I. GREENSPAN, M.D.,

Clinical Professor uf Psych iatry and

Behavioral Pediatrics, George

Washiagtor, University Medical School,

Washington, DC

HERBERT J. GROSSMAN, M.D.,

Professor of Pediatrics, Neurology, and

Psyehiatry, Univ. of Michigan Medical

Cent. r, Ann Arbor, MI

DAVID HIRSCH, M.D., Phcenla

Pediatrics, Phoenix, Al
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I called the toll-free number for one
of these advertisers. When I com-
plained that the children in their ads
were not wearing helmets, I was told
that was intentionalso the photos
would "look good." Has this advertiser
thought about how the potentially
devastating results of an accident
without a hell-net would "look?"

Three cheers for parents and care-
givers who teach their children that
helmets mean safety. When neighbors
ask my children why they wear hel-
mets, my kids reply that it's "be.muse
Mommy loves me."

I hope ExcEITIONAL PAliENT will ask
future advertisers to put safety above
"looking good." Please be a responsible
magazine.

Marie Baea
Bea); Delaware

Eormh's Nom We agme. We have asked
our advertiseis to nwise these at&

These Ads Don't Belong Here!
I subscribed to 1!:xcErmONA1 PARENT

magazine for up-to-date information
and support as I raise three children

continued on page 6

GOODWIN D. KATZEN, Former
Executive Direetor, Rockland County

Center for the Physically Handicapped.

Pomona, NY

SUSAN M. KLEIN, Ph.D., Professor
of Specie/ Education, School of

Education, Indiana University,
Bloomington, IN

DINA LOEBL, OTR,
Associate Professor, Department

of Occupedonal Therapy, School

of Education, New York University,

New York, NY

EDWIN W. MARTIN, Ph.D., ?resident
Emeritus. National tenter for Disability
Servicee, Aliwison, NY

JAMES MAY, MA., M.E4L, Project
Director, Natkmal Fathers' Network,

Bellevue, WA

JEAN B. MeGREW, Ph.D.,
Superintendent. Glenbrook School

District 11225, Glenview, IL

EDWARD NEWMAN, Ph.D., Professor,
Temple University School la Social

Athainistration, Philadelphia, PA

BETTY PENDLER, M.S., Parent,
Member, New York Stake Developmental

Disabilities PlanntegOturscil,New Yoele,k4Y

STEVEN P. PERLMAN, D.D.S.,
M.Sc.D., Associate Clinical Professor
Boston University School of Dentistry,

Boston, MA

741

HARVEY PRESSMAN, President,
Corperatioo for Opportunity Expansion,
Newion, MA

SIEGFRIED M. PUESCHEL. M.D.,
Parent, Prof. of Pediatrics, Brown Univ.
School of Medicine, Providence, RI

RICK RADER, M.D., Director,
Institute (or Developmental Medicine,
Orange Grove Center, Chattanooga TN

PEGGY MANN RINEHART, BA., Parent,
Director of Communications, Center for
Children with Chronic Illness and
Disability, Univerelty of Minnesota,
Minneapclis, MN

JEROME ROSNER, 0.1)., Professor
of Pediatric Optometry. University of
Houston, Houston, TX

HADILYN ROUSSO, A.C.S.W., Director,
Disabilities Unlimited Counseling &
Consultetivr Service, New York, NY

BARBARA.). SFABURY, MA, Director,
Child Life Dept., Rhode Island Hospital,

Providence, Ill

:TOWARD SHANE., Ph.D., Director,
Communications Enhancement Center,
Children's Hospital, Boston, MA

CAROL TINGEY, Ph.D., Parma,
Psychoiogist, University of Utah
Hospital, Salt Lake City, LiT

HAROLD TURNER, D.D.S.,
Associate Professor, Retired, School of
Graduate Dentistry, Boston University,
Boston, MA
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Family of

Augmentative

Communication

Products

You asked for
a change in augmentative

communication. One that will
help build a better future for those

with speech, learning, and physical disabihties
And we're pleased to announce that change

has come. Introducing the DynaVox 2 family ofIS augmentative communication devices.

Changes Smarter. Lighter. More flexible. With built-in
environmental control, wireless computer access, 8 or 20
Everythingmegabytes of memory, and your choice of monochrome

or color display. All at a very affordable price.
And that's only the beginning.
Because c, also pleased to introduce DynaVox 2

Software for DOS and Macintosh. Now you can turn your
computer into an augmentative communication device to
do client assessments ana training. And you can easily
transfer files between DynaVox 2 devices and your
computer -- without taking away a user's unit.

DynaVox 2. It's the kind of change that can make a
difference in people's lives. A change we can build on
together, to create a whole new era in the freedom
and power of speech.

If you'd like to know more, please give us a call
.1*-14W14at 1-800-344-1778.

7' 4 2
11115entient Systems

Technology bc.
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For more information on Apple

products, contact us at 800-600-7808,

800-755-0601 ("171), or on the

Internet at applewdsOeworkl.com.

Apple if-I
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continued front page 4

with developmental disabilities. You
say the purpose of the magazine is
"to reach out to parents..., to energize
parents... and to empower par-
ents..." Many of your articles accom-
plish these goals and are uplifting as
well. I thoroughly eujoy most of the
features and read the magazine cover
to cover.

However, I am deeply offended by
some of the advertising. EXCEPTIONAL

PARENT should not be a forum for
those who advocate segregating
members of our society at a "residen-
tial school in a beautiful country set-
ting"why don't they just say "insti-
tution?" Why should the parents of a
beautiful child with Down syndrome
be forced to read, month after month,
that their child belongs at a school
"where persons with Down syndrome
find quality life experience?"

All people belong in the community
with one another. Everyone's life
experience is enhanced when we're
togethernot seigegated. Please
take the position that these ads don't
belong here.

J.V.S., Colorado

EDIMRS' NOTE: Since the first isSne qf
the magazine in 1971, EXCEPTIONAL
PAM:NT has consistently supported
good educalumal and housing choices
for children and adults with disabil-
ities. In that context, we welcome
advertising film acemdited. private
educational and resiaential pm-
gams. Periodically, we receive lettets
like yowls, objecting to this policy. In
the 1960s and 1970s, I visited inhu-

Tell us about...

... your child's
and family's

experiences with
early intervention.

Write to: Readers Talk, EXCEPTIONAL
PARENT, 209 Harvard St., Suite 303,
Brookline, MA 02146, (617) 730-8742
(fax). A sampling of mader responses
to this question will appear in
a future issue.

mane institutions; now, I visit
many qf our advertisets' programs.
It is unfair to equate these private
pnograms with institutions. I urge
you to visit same of these programs
and let me know what you think. In
this issue, EDITOR'S DESK, RESPOND

and READERS TALK ABOUT also dismss
the need for parents and children to
have choices.

"Bringing up Grandpa"
My husband and I are grandparents
raising a six-year-old girl, who has
been diagnosed with "features" of
autism and cerebral palsy. We are so
pleased to have the opportunity to
subscribe to your m gazine.

She is a bright, beautiful little girl
who doesn't look nice she has any dis-
abilities. But spend five minutes with
her, and you will realize she cannot
carry on a "normal" conversation,
nor does she walk. We have never
seen another child like her. We have
seen kids with cerebral palsy and Idds
with autism, but none like our grand-
daughter. Even medical professionals
don't have any answers.

In the meantime we take her every-
where we possibly can to get answers.
People are always telling us, "She is
so lucky to have you."

I always reply, "No! We are lucky to
have her!"

I will close with one little story
about our lives; I guess you could call
it "Bringing Up Grandpa' Recently, I
pulled a ligament in my knee, and
doctors put me on bed rest That
meant Grandpa had to get Kelsi ready
for school. The first morning, he
brought her into the bedroom to say
good-bye to me. He was so proud that
he had gotten her ready for school.
Her face was still stdcky from the pan-
cake syrup she'd had with her break-
fast She was wearing a pink turtle-
neck and a pair of red and white
pajama bottoms! But her hair was
combed, and the smiles on their faces
were such a delight to see... but, I had
to tell him that Kelsi couldn't go to
school in her pajamas!

R.T & ST, Oregon

t t."
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PRODUCT NEWS
N T

Lightweight Portability Solves
Transport Problem

Convaid's buggies are the answer for
moms and kids on the go. Long known
for their patented folding design, they
fold with all positioning adaptations in
place. Moms can easily lift and store the
buggies in a car trunk. Great for indoor
or outdoor use. circle # 209

Full Range of Accessories
A choice of up to twenty options on
Convaid's buggies includes a transparent
detachable tray, made of unbreakable
Lexank, and a detachable canopy for
shade and protection from the elements.

Circl**208

New Bus/Van Tie.Down Models
Now available, the Cruiser Transports, a
new bus/van tie-down buggy line from
Convaid, successfully crash tested at 30
MPH, 20g decel in a forward-facing
configuration with up to 170 lb.
dummy, using a Q-Straint (with
positive lock) tie-down.

; I

Convaid continues to add to its broad

,
:,Okrige drift:ming buggies to tit any age,

any sire-and most tight budgets, Choose

from the Cruiser lyte with Its many
different positionini accessoro_s,, the EZ

Rider with its qukk folding design, or any'

of Convald's compact folding buggies. Plus

we offer the Cruikt Transport line, a
bus/van ne-down successfully team' with

up to a 170 lb. dummy.

AlI Coiwaid buggies feature our patented
lding desin which eliminates slump and

the iward of accidental folding.

the possibihties.

Made it tit44A. tat Tear Wmiunty

Pi
Cl 6

Good Looks, and Custom
Comfort Make Kids Smile

Convaid's EZ Rider makes transport easy
and fun with six colors, several sizes and
extensive adjustability. mete # 210

1

Convaid
PRODUCTS INC

PO 110\ 24is Pal Is Verde,, C. 90'74 Ut,\
i'12 1020 010 '69-6514 IIICA

1 a iN 1670



WHEELIE MOB!LE PRONE STAND

Standing
system that

allows
independent

user
mobility

Positioning system with back support and abductor pummel
Locking device holds unit in stationar4 position

Independently adjustable foot plates

Quick release for easy portability

Low center of gravity for stability

FOR OUR COMPLETE LINE
OF STANDING PRODUCTS

call 800-82-STAND
AXIOM INDUSTRIES, INC.

PRIME ENGINEERING
4838 W. Jacquelyn, Suite 105 Fresno, CA 93722

Circle *183

Exceptional Programs
For

Exceptional Children.
/it St. Coletta Schools
we believe life is what
happens today. Our

goal is to provide the best
possible life experience for
your exceptional child.
Students here are not only
preparing for tomorrow,
they are living quality lives
everyday. Founded in 1947,
St Coletta Schools offer a
wide range of programs fo-
children with mild to severe
developmental disabilities.
Twelve-month residential caul
day programs for ages 6-22.

Extensive Vocational Dining

Rinctional Academics

Community Skills Training

Daily Living & Social %ills

Adapted Phys. Ed. & Recitation

Activity Program

Special Olympics

Behavior Management

Physical & Occupational Therapy

Speech Therapy

Music, Art & Computers

Prader-Willi Program

Cardinal Coll School & Tnining Center
400 Washington Sheet, Hanover, MA 02339

Braintree St. Coietta Div School
85 Washington Street, Braintree, MA 02184

Conti& Goyuk
Tel: (61 826-6371
Fax:(61 826-6474

Sponsored by
The Sisters of St. Rancis of Assisi of Milvaukee, W1

St. Coletta's
OF MASSACHUSUIS

John W. Shynedr., Presideld

Circle *162

Far the first time a Special Auto Insurance
program for Special People

ASK YOURSELF
THESE QUESTiONS...

[191 Are the modifications to
you tr vehicle covered under
your auto insurat ice?

If your vehicle broke down
on the highway would your
auto insurance cover the
mst for special transporta-
tion to get home?

ies your auto insurance
cover the higher cost to rent
a nu( xii tied rephucement
vehicle?

COVERAGS AVAILABILITY VARIES SY STAY!

MOST PEOPLE DON'T HAVE TO ANSWER QUESTIONS LIKE THESE. THEY'VE NEVER
NEEDED SPECIAL TRANSPORTATION FOR A CHILD WHO USES A WHEELCHAIR, OR
PAID FOR A MODIFIED RENTAL VEHICLE, OR INSURED A CONVERTED VAN WITH
SPECIAL EQUIPMENT.

BUT WE HAVE. WE KNOW HOW DIFFICULT THE SIMPLEST TRANSPORTATION
PROM. vMS CAN BECOME WHEN YOU HAVE A CHILD WITH A DISABILITY. THAT'S
WHY WE DEVELOPED THE ABILITIES PLUe PROGRAM. IT PROVIDES YOU
ANSWERS TO THESE QUESTIONS.

ABILITIFS PLUS'0 EXPANDS THE AUTOMOBILE INSURANCE BENEFITS THAT
ARE MOST IMPORTANT TO YOU, AND IT ADDS MANY UNIQUE FEATUR'ES TO MAKE
THE COVERAGE MORE VALUABLE TO YOU.

CUSTOMIZED COVERAGE. FAST, FAIR CLAIM HANDLING. AND, CUSTOMER
SERVICE 24 HOURS A DAY, EVERY DAY OF THE YEAR.

FOR MORE INFORMATION OR A FREE QUOTE ON ABILITIES PLUS7 CALL

1-800-222-2788
ASK FOR DEPARTMENT R
OR WRITE US AT P.O. Bo x 51198. LUTHERVILLE. MD 21094.9719

Maiyiand
Permomd !mummy

Circle *131
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And, the
healthcare
professtonalsr

answer. to
safety.
ProtectaCap® is ideal
for post-surgery and
therapeutic activities.
ProtectaCap is made
with proven shock-
absorbent Ensolite®
foam which helps to
prevent injury by
absorbing the impact
of a blow or fall.
ProtedaCap's unique,
expandable design
provides a
comfortable, custom fit
for each child under
six years of age.
And ProtectaCap
weighs only three
ounces.
Tested by safety

Iengineers,
ProtectaCap rates
"excellent" in shock
absorption. It replaces
hard plastic by
eliminating weight,
heat, bacteria and
discomfort.
Little heads are
secured quickly with a
convenient Velcroc''
closure. And
ProtectaCap is fully
machine-washable.
ProtectaCap is cute,
colo.ful, and adds to
the self-esteem of any
child requiring
headgear.

W. haila,gttle girl with ti'*iroCeriholus.-.Bocou4Of her ..,

Abnormally-shapad frtectct, *v..* couldw,t .got O good fit,.even with
custom-mode helmets., frotectaCqp fiti (4reat
-We've bestit wry hookwittlit.'oti4e
looking. ProtectoCap balm:So nice.19

Sasso-Lumen, OonaI ThIrapeI Shra.rs Hosp.Io fam1 OR

44ProtectoCcip *Wit-4y on. the child oari.pratett his head:
'Most childrea atscl(attisilts. ProtoctcCop:isi,io:
mu,ch,ligitter #19'4 other holirl4t0,,..: -

I

;

ti

,
.

thotiThniewinerothitio:pfligioilantlo:tti-Pcr4446:sCO.1):,

urgery.91
I.4.thodiat HospecksSon war!".

ProtectaCap is the hist.:thirigia-the "y4oridi
comfortable'.'SherdoeWt.take it off her head like the
other ones. It.reolly'protecti.her. And Wi:ta tate.-

.Jhank you vet`ii-trt00.11 41-10sCP.4.iontIO",!#iint IL

.

t t Your Pratectc4aps are CciforfUi'eifia Ofter; many,good
.fecitures fori.uritfort:'We will reo:imthentl-therit te our
families", .:--"chikritit's1,10pitot afltio-d00.1144,Phiki#4)* P.4

tiMy daughier hal it shoat in hat. head ,
ProtectaCap, protects it really well. It's Wonderful!!

C Vorideraet Kmiec ViA
. " ,

414:

14w 1114 lielitvelwr. loyel.111wp Mom hi
Ne011 Grew Neon Nokikxk Noon CknoWthodt
Rtnel IlhAllikw Soy Prim GM PAN

.tkeitifectlired ctoul
Sold beeliniwrly by:

. Order N9w-Call TOLL FREE

im800.32ligiPLUM
'or Fax your order to (610) 684-4' 161

MileACCERTED. OVERNIGHT DELiVERY AVAILABLE

$72.95, plus $7.45 H. 1111011KAID

rises, Ina
tlyston Circle

P.O. Box 283
Worcester, PA 19490
(6101.114-4101Q3

f
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Undiagnosed
My daughter is now two years old.
Her initial physical development was
precocious. By nine months she was
pulling to a stand and "walking" by
holding onto furniture. At that point,
however, her motor development
seemed to stop. She walked unassisted
at 21 months, but has poor fine motor
control and slightly low muscle tone.
She has no speech and few sounds,
however, she seems to understand
everything we say. She communicates
through pointing, some signing and
leading me to what she wants. She
continues to have poor balance, and
"fixes" her body at the joints for
stability. She drools condnuously and
thrusts her tongue when drinking. She
resists cuddlingunless she initiates
itand is very defensive about her
face and mouth. She has extremely
acute hearing, is easily distracted in
group settings and is very active.

She has had the following tests: a
brain MRI, hip X-ray, blood and urine
tests for enzyme deficiencies and
long-chain fatty acids, thyroid test,
PKU screen, basic chromosomal test-
ing and an audiogram. These tests
revealed no abnormalities.

She has slight epicantal folds (verti-
cal skin folds at the inner corner of
her eyes); narrowing down the mid-
line of her face, resulting in a high,
narrow palate and nostrils; flat fmger-
nails; fetal pads on her fingertips; a
wide, flat ribcage and a few other mild
physical anomalies. But geneticists
cannot link these traits to any syn-
drome. Doctors have no more sugges-
tions for diagnostic testing. I'd like to
hear from anyone who knows of a
similar child.

R.H., Connecticut

Infantile Spasms
My 14-month-old daughter is diagnosed
with infantile spasms. Her disorder is

the result of a stroke at 12 days of age.

She has been slow in developing motor
skills and has feeding problems.

I would like to talk to other parents
of children with a single diagnosis of
infantile spasms. I can't find much lit-

erature on the subject, so it is difficult

to know what the future may hold.
N.M, Illinois

Eonou's Nom: For more information
on infantile spasms, see Di: Hirsch's
Asir THE Therm column in the March
1995 issue of EXCEPTIONAL PAREM: Yau

may also wish to contact the Epilepsy
Foundation of America (4351 Garden
City Dr, Landover, MD 20785-2267;
800/332-1000, voice; 800/332-2070,
7TY), the American Epilepsy Society
(638 Prospect Ave., Hanford, CT
061054298; 203/586-7505) or
Epilepsy Canada (1470 Peel St., Ste.
745, Montreal, PQ H3A 1T1, 514/845-

7855).

Seizure end Stroke
Our four-year-old daughter, Randee,
was born with hydrocephalus ar.d
received a shunt at 11 weeks. She had
slight developmental delays, but did
really well until she was two and a
half. At that point, she needed a shunt
revision and developed tonic-clorIc
seizures. During a status seizure, she
suffered a stroke. Randee was in a
coma for eight days, and in the hospital
for 68 days. When released, she was
two years, 10 months old, andher
developmental level was evaluated at
four to six months.

Now, two years later, Randee walks
with assistance, climbs on furniture,
feeds herself finger foods and under-
stands some things we say to her. One
major problem is that she bites every-
thing she gets her hands onnot just
mouthing, biting!

I haven't found any other kids who
have had a stroke as a result of a
status seizure, nor can anyone give me
advice about Randee's biting. I would
love to hear from parents who have
had similar experiences.

R.D., West Viiyinia

It Isn't Fair!
We are parents of two beautiful boys.
Seven-year-old Brett has Down syn-
drome. His younger brother, Taylor, is
two years old and has neuroblastoma
(cancer of the neural cells). He has

coultowd puqc 14
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ExpREss
Arawammg...F=11.

Medical Supply, Inc.

u

We conldn't list all the items we
carry, so please callif you need a

product that is not listed below.

800-633-2139

INCONTINENCE
Youth size briefs, reusable 2-piece
systems for children, Attends,
Depends, Medline, Tranquility,
Salk, Priva

REUSABLE AND
DISPOSABLE UNDERPADS
Attends, Depends, Medline, Priva,
Tranquility, Salk

WHEELCHAIR CUSHIONS
Rollo and Roho for Kids

OSTOMY
ConvaTec Little Ones, Cymed,
Hollister,NuHope

WE CARRY A FULL LINE
OF UROLOGICAL, SKIN

AND WOUND CARE,
PRODUCTS.

FREE SHIPPING
on most orders over $75.00

Call for a free catalog

800-633-2139

Circle 0156
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REST EASY
With a Vail 2000

Enclosed Bed

Now your child or loved one can enjoy the fun
of a canopy or tent-style bed, pluis the protec-
tion of a soft, sturdy enclosure that:

Reduces falls and injuries.

Controls wandering.

Encourages more relaxed sleep.

Accommodates medical equipment.

Fits all ages from child to adult.

includes a removable bedskirt and border
in your choice of colors.

A patented design. Vail beds are frequently

covered by private and state-funded insurance.
And they come complete with mattress.

enclosure, manually adjustable head and foot,
1-year warranty, lifetime service, and easy step-
by-step assembly video.

For a FREE catalog, call
1-800-235-VAIL.

=1AINO

Hit 1k HOLE [AMIE) IER
ITH E\LLOED BED

Circle *33
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4 Sandy L .
Chicago Artist.

C-squadriplegic

Finally, a lift & care system
as versatile as a pair of hands.

It's a self-transfer tool,
a hygiene helper for toileting or diapering,
a bathing support,
a positioning aid tor posture seating.
a stander or walker for some.
a floor exercise assistant,
a freedom machine,
and a back-saver for caregivers.

SUREHANDSDA
Portable and permanent solutions
for homes and workplaces.

Handi-Move
International
PINE ISLAND. N.Y.

1-800-724-5305

Circle k235

Meeting the future needs of a son or
daughter with a disability is a
challenging task, but one you can
manage with the help of an EPPD Life
Planner. EPPD professionals are at
work now helping families like yours
throughout the counuy Let us show
you how to help secure your family
member's future. Call today to arrange
a no-obligation appointment with an
EPPD Life Planner near you.

Available now, the new 1995 edition of
Planning For The Future, the widely-
acclaimed authoritative hook on life
and estate planning for families who

Cirde #31

have a child with a disability To order,
call 800-247-6553 ($24.95 per book
plus $3.50 each shipping).

40,
ESTATE PLANNING FOR

PERSONS WITH DISABILITIES
A Divoon of Protective Lik, Inswanco Company

749

800-448-1071
National Oihtc Pont Of hcc !Sox 26116

Poirningimin. AlAlmma .i223



"Before I was in that car accident, I thought
school was ha. J. But it was easy compared to
learning how to get around, and talk and feed
myself at age 13. Now I'm fifteen, and
thanks to Walton. I'm back in regular school,

and I /ow it:'
At Walton Rehabilitation Hospital, we

don't just provide inpatient and outpatient
pediatric rehabilitation services. We spedalize in

them, for everything fiom birth defects and

neurological /muscularskeletal disorders to head

and spinal cord injury.
With doctors who are board-certified spe-

cialists, with fully qualified therapists, clinical

psychologists, registered nurses certified for

rehabilitation, and a pediatriC educator. And

with programs to successfully make the transi-
tion from hospital back to real life.

Phone 800-332-4544 to help regain a lost
ability. And to make the most of all the rest.

Sponsored by St..10%eph Center for Life Inc.& University f kalth Services Inc.
1335 Indepentkme Drive. Augusta. GA 30901-1037 70(-724-774fi Sot 332-4544
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Now he has a place
for everythi

like everyone else.

When he's at school with everyone else.

the last thing he needs to worry about is

where to write and put his books. With

the MYDESC Flip Top Storage Desk, he

has his own portable desk and a place to

put things too!

Its tmique hall-joint movements and

sturdy supports put MYDESC in a class of

its own. It tilts for reading. writing or

computing. then goes flat for lunch time

and breaks. A secret storage compartment

hides papers. books. pencils (and maybe a

few comic books). And when it's time for

transfers. the entire desktop swings down

to the side and out of the way.

It's simply desiped for flexibility

and growth. so he can use his MYDESC

for years to come!

For more information on the entire

MYDESC line. contact your local rehab

dealer and ask to see the MYDESC

demonstration video. Or call us ;breed%

for a free brochure.

1-800-4-MYDESC

Monk, Inc. I:6 1.111. 5int. IlmInuni I le..1 22 41

1. a Irad,nm k f Ithmlik. Int
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main lied from page 11

been in remission for ten months. Now
he is going through more chemothera-
py in preparation for a bone marrow
transplant.

This just seems so unfair to us.
Everyday, we ask how God could do
this to us twice. It just seems so over-
whelming to deal with two children,
who both have problems. We would
love to hear from other families who
have dealt with similar situations.

KS. & KS., New York

Cerebellar Atrophy
Our 28-month-old daughter's recent MRI
(magnetic resonance imaging) showed
significant cerebellar atrophy since her
previous MRI at seven months. The
doctors just say, "This is interesting."
Our daughter is undiagnosed She has
developmental delays in all areas with
low muscle tone and a seizure disorder.
We want to talk to families dealing with
a similar condition.

L.B. & M.B., Minnesota

Sean% and Respond is an opportunity for our readers to
exchange information about their practical operiences
meeting the everyday challenges of life with a child or ado-
lescent with a disability. We also expect parents toast(
appropriate professionals.

Please indic& whether the letter is a searth or
response. ff a response, be sure to note in which issue the
original Search letter appeared. All responses are forward-

ed to the writers of the Search letters; some are published.

Published letters may be edited for purposes of space and
clarity.

Write or fax
Searth or Respond,
Erceptional Arent
209 Harvard Street Suite 303, Brookline, MA
02146-5005

Far (617) 730-8742

For information about spedfic disabilities, contact the
National Organization for Rare Disorders (NORD), 100 Rt

37, P.O. Box 8923, New Faitiekl, CT 06812, (800) 999-

NORD, (203) 746-6518. Also, see "National Resources for

Specific Disabilities and Conditions" in &maw
Peuvfs.1995 Resolute Gukk (January 1995).

The Nafional Parent-to-Parent Support and
Information System (NPPS1S) is a not-for-profit service
that keeps track of cluldren with diagnosed and undiag-
nosed disabilities whose parents are looking for a
match. Parents are matched with a "%eteran parent,"
who has an older child with a similar condition and
who is willing to provide guidance and &ippon. Comact
NPPSLS, PO. Box 907, Blue Ridge, GA30513; (800) 651-
1151 (V/ITI) or (706) 632-8830 (WITY).

Who it comes -to ?ladder Comtrol Help,

IWIS makes -the grade every -time!

Ability to cover all the child's bladder
control needs from briefs to washcloths.

Ability to provide you with a wide
variety of brand names like Attends,
Depend and even harder to find b-ands
like Tranquility and SuretyS.

A+

A+
Additional teacher's comments: HDIS' wide product

selection includes the hard-to-find Youth size in THREE

different styles Their caring staff and borne delivery service

definitely put them at the top of their class! If you call today
they will send you a FREE, Full-color 1995/1996 Catalog, a

coupon book with over *65 worth of coupons AND a coupon

worth up to $6 off your first order!

or,neht 1q95 IIDIS

AAA Call Today!

1111' 1-800-/MY-110ME
NDIS (1-800-1811-4M)

to'51-

24/49
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Columbia offfers you solutions to the daily challenges of

bathing, toileting and transporting your child - with comfort, safety and easel_
You and your child face some tough
schallenges, but you're the one who must
solve them in the most practical ways.
Here's how we can help:

aAt toileting time, our
Toilet Supports fit
easily onto any toilet;

remove easily, too. And
our Positioning

Commodes give
the same
toileting

supposi in any
location.

At bathtime, our popular Wrap-
Around Bath Supports and Reclining
Chairs allow your child- and you- to

'enjoy the bath.

115500 111-134irk
Positioning Commode

for junior unite

,

Medium
for a
tall, op to 131 v ..

II When your child has outgrown that
infant car seat, you can have peace of
mind knowing that the Columbia,Car
Seat has been crao,h tested for children
from 20 tolf.12-ibi.-yet weighs only 11

onto
Mp-Armind
&Wort

potmdsl Coinfort, style : ,

and adjustability have
made it the'No. 1
choice since 1986.

I

Why do these
products work
so well?
-Much thought, and, corsgt .

care guinto the design of eack',:.-
Columbia product. We Make each item
in the rightsize for your child, with lots
of adjUstability for a customfit. They are ,
made of durable materials, proven in,
real life. Made in the USA and sold all
over the World, Columbia products are
leaders in all their cstegories.

Get all the details from our FREE.full
color catalog. "Sharing the Caring" :-

means producls that work!

CALL 1-800-414-6612 TODAY FOR YOUR FREE CATALOG
Columbia Med* 414fg. pirp., Dept D2, P.O. Box 633, Pa41c Palisades, CA 9022
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*New from ad-kart !

k?dliE
Tilt / Recline Model

with
Bus Transport

"Twice the growth with
two seating systems."

* Kids can grow
from the
kid-EZun to the
kithEXtrn

* 5 years of
Growth

* Complete
Positioning
System

EZ to fold
j EZ to transfer

EZ to adjust

I
_

The kkiEXtrn Positioning shell in the
Floor Sitter/ High Chair Base and the folded
Mobility Base.

I -800-388-5278kid-kart 732 Cruiser Lane,about kids. Belgrade, MT 59714

whimmI
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Residential Care
K S. (July 1995) has a three-year-old son diagnosed with
infantile spasms, microcephally, mental retaniation and
autismconditions causmg severe behavioral prob!ems.
Exhausted, and feeling unable to provide the extensive care
her son needed, KS. placed her son in a residential caw
facility. Heartbroken, she wanted to heor from other parents
who have gone through the same experience.

At a time when so many children with severe disabilities are
cared for at home, it's hard to find understanding for families
where this just isn't possible. Although our situation is different
in detail than yours, I thought I would share our experiences.

Our daughter, Emily, has profound mental retardation, cere-
bral palsy, scoliosis, a seizure disonier and other disabilities. I
was constantly tired from all the trips to doctors and thera-
pistsalong with six tube-feedings a daybut when Emily was
young, I coped. But as she got older and heavier, it became
more difficult lifting a )c--year-old with the muscle tone of
an infant At best, it was difficult; other times, it was impossible.
Sometimes, Emily missed school because I couldn't get her
dressed. Other days, she stayed home because the one-hour bus
ride was too strenuous for a medically-fraOle child. She missed
more than a quarter of the last school year she lived at home.

Meanwhile, we'd had two more children. At the time, we
thought Emily might eventually learn to sit unsupported and
feed herself, and figured we should get the pregnancies over
with before she became much heavier. Life wasn't easy for my
young sons either; while. other kids went to museums and
parks, we went to doctors and therapists.

We begr....- the placement process when Emily was six and
moved her when she was seven and a half. Our sons were four
and two. As a lifelong Episcopalian, I found the church, as
well as society, sadly lacking any ritual to help families with
this type of transition. One Sunday, we requested prayers "for
Emily, who is entering a new school." Our church prays for
people who are getting married, joining the Array or going
through other life changes, but our prayer request was a new
one. As it turns out, now that I'm no longer perpetually
exhausted, I can bring Emily to church almost every time she
comes homeevery other weekendwhich is more than I
did when she lived at home.

To help our sons, we made sure they got a good look at
Emily's school. The first evening after her move, our two-year-
old son worried his sister wouldn't get any dinner because he
didn't think tho school had a kitchen; we made sure he saw
the kitchen on his next visit! Our older son wanted to write a
letter to the school staff, so we helped him with that We also
used little "tricks" to help the boys look forward to her visits
such as saving special toys for her weekends home.

Relationships with school staff are important When Emily
had surgery after about eight months at this school, staff mem-
bers visited regularly. I watched Emily's face light up when
they came into the room. It's important to realize that staff
members have bonded with Emily and consider her to be
"theirs" in some ways. For example, with our consent, they let

con000ed on pow 20
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psyckNogist
specialists in the care

and education of children and
young adultS with

disabilities and their families.

Their goals.are to

'PROVIDE
practical guidance

and support
for parents of.thildren and

young adults with
disabilities and special

healthcare needs

jNr-Mparents a Out-cOurr.R.ela nt

and changing,rights, laws and
programs for children and

young adults .with
disabilities and theirfamilies

SERVE .

;; as a network, a forum:
foi the exchange of.ideas..-

eMerience and advice
belween parents, .

professionals and educators

;v
FOCUS

on the child first,
,the disabifity second.
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Probe, by ova 20 years of Use m the mobility
marketplace, you can count on the quality and
depenetainli the original' Bryan

The fully automatic npr post Swing-A-Way'
hji provides fix widest clear path access ilt the
nulustry for passengers and cargo.

-74.10Q101

The new lift-A-Way DIC' is the latt in the
Etniun line of ugieekhair lifts. The ARS

. engages before there is any rertkal platform
moment.

TheBroun Chair tipper° car top whaleheir
carrier is armilabk in the drimr's side
congguration of Mr optional pusenger side
design.

Braun has recently
released a helpful booklet
entitled "Guidelines". If
you are seeking an
adapted vehicle, this is
an excellent resource for
equipment selection
and funding sources.
All sources for motor
vehicle rebates are
also listed in this
comprehensive
booklet.

"Guidelines'," is available at no
charge by calling Braun toll free at
1100-THE UFT.

Entervanim
The reliability and performance of the new electromechanical kneeling system sets the Braun Entervan-

apart from other low floor conversions. The Braun Corporation has a large selection of Entervane in stock.

converted and ready for dehvery.
Rounding out Braun's complete mob-

ihty package, the new rear-entry
Wmdstar Entervan" is the economical

choice for the couple or small firmily.

Internafional Leader hi
Personl Mobility Products
The Braun Corporation has established
1. their products as the benchmark for

International Personal Mobility. Now, with
the introduction of the exclusive electro-
mechanical kneeling system, the Braun
Entervan- offers a new level of reliable
mobility.

The electroinechanical non-air kneeling
system automatically lowers the rear of the
vehicle while the door is opening. This
design utilizes Chrysler coil springs instead
4 airbags, and automatically returns to
normal driving height when the door closes
or when the vehicle is taken out of park.
Even in the event of electrical failure, the
mechanical override will return the vehicle
from the kneeled position.

Braun has a large selotion of Entervans- in
stock, converted and for delivery.
Call 1-800-THE LIFT for more information
and the All-Star Distributor nearest you.

No matter what your needs, Braun has a
mobility system digned for you. The ori-
ginal Lift-A-Way° platform lift is a reliable
perfonner proven with over two decades of
u.w. For greater ambulatory and cargo access,
we offer the Swing-A-Way'. The Lift-A-Way
D/O' rounds out Braun's lift selection. And,
for the person who transfers, the Braun Chair
Topper' conveniently stores a conventional
folding wheekhair out of your way.

The Braun Corporation. Mobility at its best.

WAINIMIIIIM BRAVA

Allir'OhmsCORPOUTIO11.
"Providing Access to the World"

0-000-77111 LIFT
,Plow 411,4111sw Arwr r

109 C

woraw
940ap5.01 Wpm C. 000 Werac. IN 46096 USA

14100414, S4341 IZ 1 0444159 FAX 11111 0444610

Mika. HIM., atawate. U54 1NI94'llc0 bath C4 VIA

Illeg The &sun Cononglon, Ku. 40-223

The Braun CorporaHon io the internals ,1 leader in nwbility products. With four divisions and n worldwide AH-Star Distributor

network, toe are jtosilimmt to pnroide the equipment and service you need. Our commitment to your salisfaction is also supporta by

our Three-Year Worry-Free limited Warmly. 'Irpt colt I-800-THE LITT fin the Onion AU-Star nearest you.

BEST COPY AVAILABLE Circlat#112



continued from page 16

her hair prow long and "do it up" in fancier braids than I
would ever try. They also choose some of her clothes. This
does not mean we give up control on important issues, but
we know we need to allow the staff to enjoy Emily.

Obviously, no school is perfect. But Emily's life at home
was also far from perfect Neither do Emily's brothers enjoy
the luxury of perfectionat home or at schooL Life isn't
perfect anywhere; we just do the best we can.

Our close friendsthe ones who watched me struggle to
care for Emilyunderstand why we made this decision.
Other, well-meaning friends hint that Emily would be better
off at home, or that we just didn't try hard enough. I've
memorized a few pat answers: "Emily is so lucky that spe-
cial education is year-round at her school" or "She's so
much better rested now that she's not riding a schooi bus
two hours a day." Then I just change the subject Any con-
cerns you feel about your son's residence and there
always will be someare best shared with just a few very
close relatives or friends.

M.D., Maryland

I know how you're feeling. My daughter, Becky, now 15,
was born with an occipital encephalocele (an opening in
the base of the skull through which the brain protruded).
This resulted in blindness, cerebral palsy and severe mental
retardation. Becky requires total care.

We placea Zeekv on June 27, 1994. Last summer, I don't
think a day went bs, that I didn't cry. Even now, I'm dealing
with the guilt I feel, and I miss her so much.

On the other hand, Becky has grown so much in the past
year. We visited her last week and were so pleased to watch
her bring a spoon to her mouth to feed herselfa new skill!
It helps to see Becky learning new things and growing in
ways she could not have done at home. Best of all, Becky
now has a friend! Like Becky, Jenny has severe mental
retardation, but I feel so good to see the two of them relat-
ing to each other as any two buddies.

The hardest part was giving Becky's care over to other
people. I'd done everything for her, for more than 13
yearsfeeding, changing, bathing and dressing. These ritu-
als were a big part of our relationship. As my two other
children grew up, I watched them gradually do more and
more things on their own. But with Becky, one day, I was
caring for her totally, the next day, I was doing nothing for
her. What a shock!

The people at Becky's school have been wonderful, and
have helped me understand that an adjustment like this
takes time, and that all my feelings are normal. I hope my
story helps you, and I hope you hear from other parents,
too. I'm still adjusting myself; after one year, the pain is still
there, but it has lessened.

D.E., Ohio

Truly a new species

Wa imsauro
8 s

Adjusts to Child. Pick the best angles.

Grows with Child. save S. buy it only one time!

Cares fOr Caregivers.
tdir;it.: for Ind Meny:

Loves roll-in showers, tubs, pools.
No tools needed, converts In lp.ff than 2 minutes.

2-year frame warranty. Please compare!

House-trained. Well-mannered. Drips only when wet

of bath-beast.

Call 1 800 285-7814 today for ri snapshots,
adoption.Aipapers and your closest Of dealer.

ANOTHER FINE AND THOJGHTFUL ACCESSABLE-BRAND PRODUCT, BROUGHT TO YOU BY NATIONAL ACCESS PRODUCTS
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Patent
Fending

Now a child with physical disabilities can
be positioned in SITTING, SEMI-

STANDING, or STANDING to optimize
accvis to the environment.

Features
Electronic Speed Controls
Multiple Switch Options

Proportional Joystick Control
Radio Remote Control

Lockout Hubs (like stroller)

Six Models Available

ET800-950-51831
INNiWATIVE PRODUCTS, INC.

Grand Forks, ND S8201
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released a helpful
N e booklet entitled

, "Guidelines". If yolt
are seeking an

? adapted vehicle,
this is an excellent
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selection and
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motor vehicle

rebates are also listed in this
awn Jtensive booklet. "Guideline is
avaUableat no charge by calling Braun
toll fret at 1.800-Ti1E LIR:

w Is

Braun...,

pm on

e Braun Companion Seae

I f you have difficulty entering and exiting
your vehiele, the new Companion Seat" Ls

your key to greater Mobility Its automatic
operation and rugged construction enable
sefij-ambulatory persons to-reliably and
conveniently board Datige Caravan or
Plymouth Voyager minivans.

The seat extends 20' Jed tilts forward a full 6"
to make boarding safe and easy. Once on the
seat, you.are smwthly raiS&I irlto the vehicle
by pressing the convenianly mounted switch.
All you have left to do is manually rotate into
the forward facing position. To exit, ttle
pmcedure is simply reversed.

The Companion Seat' utilizes your van's
original seat, but replaces the existing seat base
with a unique power b&e. When not needed,
it functions exactly as the passenger seat. This
feature makes it perfect for actiVe families with

only one member who needs assistance. And,
as always, Braun thoroughly tested the
Companion Seat" to,meei all applicable federal

motor veld& safety standanis.

If you ne,a1 financial assistance, Ctuysler offers

mil rebates tcs.wards the purchase of adaptive
equipment through the Cluysler Corponetion
Automobility Program, Ask your local Braun
distrilutor about other swim of assIstance.

For more information on the Companion Seat'
or other Braun mobility products, call us today
at l-800-THE UR. We will give you the name
and location of dishibutors in your area.

Now more than ever, mobility is one of the -
most important things in your life. Let Braun
and the Companion Seat* be the, answer to
your needs.

Patents Pod*

WZAFAII10111 rot.° a

"Pitividing ricr.ess_. to the World"r-soo-mr LIFT
Oar PAW ANIOWNP 411/04www, Yaw

1407,173";:044'n° trn,"""t7`"
11144. i73;.4"Oit;

t%ItotAtT-- * ':A4X,"V
MAU
ralki4 NJ UA Claew.r., it UM Holuxion 11,40. cALtA

The &mot Corpocidi the international kader ia motility products. With four cliiisions7 and a untidwide diartbutor network, wr
Art papitioned, to provide the eluironix! orroires ou ovI. Onr commitment to year aangfaction et sin° tailored Py our Dm,
War Worry-rav Limited %Wanly. Simply tall l400.Tilr Lirr for the Braun *vier nrorst you.

BEST COPY AVAILABLE Card41113 758 110, Wow Coux0u0n, 111.0414



Is Your Therapy
YUR9dame
It can be when you use
our SPECIAL PURPOSE Equipment
and Supplies . . .

For Children and Adults.

See our New and
Expanded Catalog for:

Mobilitj Aids

Do-it-Yourself
Supplies

Positioning
Furniture

Wheelchair
Accessories

Learning &
Communication
Aids

1872

w
Consumer Care Products Inc.

810 N. Water St., P.O. Ilex 614 Tc4: 414-4594353
Sheboygan, WI 530624664 FAX: 414-4594070

Circle 41138

Providing Quality Services for Children and Adults
with Autism and Related Developmentai Disabilities

1114..111111r4

MIIIM

Early intervention Age 22
Residential

Ages 6-22
Farmstead

Age 18 - AdutthOOd

Twelve-Month Day Educational Programming

Specialized Community Residences

Early Intervention and Home Training

Community-Based Supportive Employment and Vocational Training

Atter-School Recreational Programs

Friendship Farms: Adult Farm Living in the Heart of Cranberry Country

League School of Boston, Inc.
225 Nevada Street

Newtonville, MA 02160
(617) 964-3260

Herman T. Fishbein
Executive Director

Accreditation Massachusetts Dept el Education. Office tor Chlidren. Dept of Social
Services. Dept of Mental Retardation. Dept of Mental Health. NY Cept of Education

Haverich Ortho-Sport,
67 Emerald Street
Keene, NH 03431 (603) 358-0438

Europe's leading line of specialized
bicycles, tricycles and tandems
now available in North America.
=Steel frame. Duel caliper, drum
and coaster brakes available.
Parking brakes standard.
Latest styling and wide
choice of colour

More than 30 specially
"'designed accessories to
meet every need.

--."91
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IGETTING OUT OF BED
HAS NEVER BEEN EASIER ...

THANKS TO THE BED-BAR'

The BED-BAR` promotes inde-
pendence and will help with your
mobility needs.

Endorsed by Physical and
Occupational Therapists.

Only $79 plus '5 shipping

Call 1-800-726-4233 today!
Brown Engineering Corporation

289 Chesterfield Road
Westhampton, MA 01027
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Stockton" Red

HARD's StocktonTM "Age Appropriate" Bed

accommodates your child with the safety
and convenience you would expect from
the nations #1 manufacturer of hospital cribs
and youth beds.

HARD's "Age Appropriate" Bed includes these exclusive features:

Available in a rainbow of colorful epoxy finishes

and laminate colors to match your room decor.

Currently available in custom sizes to accommodate all ages.

Hi-Lo adjustment for convenience and safety.

Attains all orthopedic and comfort positions.

Crib type safety sides are close to the

mattress to protect arms and legs.

if you imuld like injOrmation aboul bow our pit line
qf beds and cribs would benefit iiour child, as well as
locating your nearest HAI?D dealer... call us today!

REST
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"Hand over Hand
into the future!"
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A community of alternatives for
children, adolescents and adults

who are physically, mentally,
or medically challenged.

Approved Private School

(Extended School Year)

Physical and Speech
Therapies

Summer Activity Program

Adult Vocational and Day
Programs

Occupational Therapy

Aquatic Therapy

24-Hour Nursing

Personal Care Homes

ResirkIntial Cottages

Respite Care

Center For Independent
Living

Melmark, Inc.
2600 Wayland Road
Berwyn, PA 19312

Phone (610) 353-1726
1-800-220-0211

Fax (610) 353-8528

Circle 469
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Faces of the Special Olympics

World Summer Games

Although the competitors at this yeaes Special Olympic World Games in New
Haven, Connecticut represented over 140 countries, they were united by their
commitment to athletic excellence, sponsmanship and, of course, fun!

EXCEPTIONAL PARENT iS hOW.0719C1 to MCOgniZe the outstanding efforts of the

participants and their supparters. Here are some of the faces of the 1995 Special
Olympics World Sumnwr Games:

Daxton Miller, 16, of Wichita, Kansas (left)
and doubles partner Darren Hodgson
(right) get a pat on the back from tennis
star Pam Shriver (center) at a ceremony
honoring their achievements. Daxton, who
has mild mental retardation and was com-

peting for the
first time In the
World Games,
won a gold
medal in the sin-
gles competition
and a bronze in
the doubles
competition. "He
felt really good
about being

involved," says Daxton's father, Harold.
"He thought it was nice to meet people
from different countries. He enjoyed the
competitive nature of the games."
Recognizing Daxton's achievements,
Wichita mayor Bob Knight proclaimed July
18, 1995 "Daxton Miller Day."

Swimmer Rusty
Corley, 17, of
Jamestown, North
Carolina (seated)
steps onto land for a
moment to smile for
the camera with his
twin brother, Robbie
(standing). Rusty,

who has cerebral
palsy and hydro-
cephalus, won a gold medal In the 26-meter
freestyle and a bronze In both the 50-meter
freestyle and the 25-meter relay. "He went
to win, but he also went to have fun. He did
both," said his mother, Bea. Thougn this
was Rusty's first time competing in the
World Games, he has competed in the
North Carolina State Special Olympics for
the past five years. Rusty wasn't sure at
first that he'd like competing again but
decided that winning "felt pretty good."

Written

Twelve-year-old
Nicole Lowrie of
Largo, Florida
warms up for her
balance beam rou-
tine. Nicole has an .

atrial septal
defecta hole in
her heart, attention
deficit disorder, a
cleft palate and
mild mental retar-
dation. She
received three

medals in the gymnastics competition
includilg a gold in floor exercise, a silver in
vaulting and a gold for her overall score.
Nicole's developmental psychologist origi-
nally suggested gymnastics as a sport that
could boost Nicole's self-esteemadvice
that appears to have been accurate! "I had
lots of fun, made new friends, and all the
hard work was worth it," says Nicole.

Jon Derr, 16, of Swampscott,
Massachusetts, gives us another reason to
salutehis bronze medal In the golf com-
petition. Jon, who has Down syndrome,
had the support of more than 200 coun-
selors and fellow campers from Camp
Ramah of New England in Palmer,
Massachusetts,
who came in
three school
buses and two
vans to watch
their friend take
the green.
Although he
didn't win the
gold, Jon real-
izes it's his
commitment
that matters. "I
did my best,"
he says. "That's
what counts."

and compiled by Jason &Wm; editorial intern.



Blake Austin, 11, (second from left) of Littleton, Coiotado, is
a very enthusiastic percussionist in his school's sixth-grade
band. Blake, who has multiple disabilifies including cerebral
palsy, mental retardation, visual impairment and a seizure
disorder, seems to have a knack for beating obstacles as
well as the drums. "Blake is the first student with severe dis-
abilities to be in band at his school," writes mom Stephany.
"It's his favorite class."

Brock Davis, 6, (left) and

best buddy Keegan
Witherow put on a puppet
show for other members of
their kindergarten class in
Muscatine, Iowa. Brock,
who has cerebral palsy, is a
"pretty popular guy" with his
classmates says mom
Barbara. She adds, "We

firmly believe that Brock's inclusion has enhanced his moti-
vation to learn and be Independentjust like all his friends."

Lean on me! Emily
Jean Mailman, 4,
(right) of Windsor
Locks, Connecticut,
gladly shares a shoul-
der with her hest
friend Allison Pepin, 2.
Emily has Down syn-
drome "but in our
ne:3hborhood," wte
parents Linda and Matt, "she is Just one of the gang and
participates In all outdoor activities with her buddies."

Would you like to share a favorite candid snapshot or slide of your
child and/or family with other readers of EXCEPTIONAL PARENT? Send it to:
Readers' Photos, EXCEPTIONAL PARENT, 209 Harvard Street, Suite 303,
Brookline, MA 02146. (Sorry, photos cannot be returned.) On a separate
sheet of paper, write your child's full name, age et the time photo was
taken, address and daytime phone number, and identify everyone in
photo. If you like, you can also write a few sentences about your chlICi 6
Then look for a familiar face In an upcoming Issue!

Finally, you can say "yes" to your child.

Yes - to real jeans
boys & girls love to wean..

Give your child today'3
look & dressing

independence with
Clothing by 12

that is high quality,
innovative & functional.

Cfothing by 12.
We Listen.

we respond -

"I too can wear that!"

To order or for more
information call us at
800-865-4228

Made in the U.S.A.
Shipping and handling by people with disabilities.

Circle #236

"Musicware"
Learning Through Song & Games

The Rodeo*
Teen Tunes*
Away We Ride*t
Old MacDonald's Farmt
Five Little Duckst
My Action Bookt
Make It Got
Best of kidTECHt
Five Green & Speckled Frogst
Monkey's Jumping On the Bedt

Call 1-805-396-8676 for brochure
Software for MACINTOSH & PC

* Software appropriate for tuns with multiple disabilities.
Software appropriate for all early childhood students.

ACCESS OPTIONS: SoftTouchlkidTECH
Mouse, TouchWindow®,
Single Switch, IntelliKeys®, 4182 Pinewood Lake Drive

Ke:nx® with Key LargoTM Bakersfield, CA 93309

(Overlays available) Ph 80S-396-8676 fax 805-396-8760

Circle #177
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SPECIAL ADVERTISING SUPPLEMENT

MED-Certified Repair Centers
Emphasize Service

The MED New Equipment
Warranty Service (NEWS), which
can be purchased from any MED-
certified repair center, helps con-
sumers and parents avoid the high
cost of equipment repairs and
keeps children and adults with dis-
abilities on the move! NEWS pro-
vides warranty coverage equivalent
to the original manufacturer's war-
ranty, including coverage for up to
three years from the date of pur-
chase. No out-of-pocket expenses
on covered repairs means extra
peace of mind!

Protection from major
repair bills
NEWS coverage begins on the
date of purchase; it runs concur-
rently with the manufacturer's
warranty and then continues
when the manufacturer's warranty
expires. Two- or three-year war-
ranty agreements are available and
can be renewed indefinitely.

Affordability
For onl, fcw cents a day,
NEWS protects you against
repairs that can cost many times
the price of the coverage. Ask
about the low cost of protcyting
equipment, inc'uding manual
wheelchairs, power wheelchairs.
lift chairs, van lifts, stair glides,
scooters, electric hospital beds and
oxygen concentrators.

Coverage includes
parts and labor
NEWS covers repair costs, indud-
ing parts and labor. In fact, while
the equipment is covered by the
original manufacturer's warranty,
NEWS covers labor costs, which
may not be covered by the origi-
nal warranty. After the manufac-
turer's warranty period has
elapsed, NEWS continues to
cover the same repairs covered by
the original manufacturer's war-
ranty. There are no deductibles or
co-payments for covered repairs.

Free replacement batteries
Agreements that cover power
mobility equipment include one
free set of replacement batteries.
The replacement set may be
ordered at any time durng the
warranty apeement period.

Accessibility
and transferability
MED-certified repair centers are
located across the country. This
network gives travelers access to
high-quality, guaranteed repairs as
they travel throughout the United
States. To find the nearest MED-
certified repair center, call (800)
825-5633.

If equipment is sold, the war-
ranty may be transferred to the
new owner for a nominal admin-
istrative fee.

Codified technicians
Our repair technicians have gone
through extensive training, eduat-
tk,n and testingwhich includes
both written examinations and a
thorough d: ',onstration of
skillsto become certified to
ascss and repair your equipment.
As part of their training, techni-
cians are required to attend tech-
nical seminars and are continu-
ously updated on new products
and service techniques. MEI)
certified technicians are the lx.st-
informed and best-qualified tech-
nicians ill the industry.

Mining consists of three levels.

At the first levelBronze--tech-
nicians are certified to perform
manual wheelchair repairs within
a set period of time. They learn to
work efficiently and provide accu-
rate estimates on repair costs. At
the next levelSi/vertechni-
clans are certified to perform
power wheelchair repairs within a
set period of time. They know
electronic fundamentals and can
locate and eliminate sources of
trouble in major manufacturers'
products. AC the highest level
Goldtechnicians lcmrn advanced
electronic theorim and can super-
vise other technicians.

Thc certification program also
includes customer service and
safety training. From day one,
technicians are taught the impor-
tance of excellent customer ser-
vice, safety and comfort. The
MED group believes that being
technically competent is only part
of being a complete technician.

MED-certified repair centers
set unprecedented standards in
the medical equipment industry
for professionalism, technical
competence and customer service.
All work iS guaranteed.

Our certified technicians
understand that each person's nor-
mal daily activities depend on
'properly operating equipment,
and they are dedicated to keeping
active people active.
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MED National Repair Center
The MED National Repair
Center providcs comprehensive
technia support to the national
network of MED-certified repair
centers. The MED National
Repair Center experts provide
assistance by telephone when

a technician is trouble-shooting a
difficult problem; they walk the
technidan step-by-step through
reriir procedures. This service
saves both time and money.

The MED National Repair
Center stocks an extensive inven-
tory of electronic components
that meet or occeed manufactur-
ers' specifications for quality so
:.:ustomers don't have to wait
while parts are on order.

Every employee of a MED-
certified repaic center is commit-
ted to upholding the high stan-
dards of quality, service and ethics
that are the foundation of the
MED group. This means taking
our slogan to heart "dedicated to

improving the qua/icy ofyour

Any MED-cemfied repair center
can provide the necessary infirma-

tion to pwrhase a New Equipment
Warranry Service plan.

Contact The MED Group,

3223 S. Loop 289, Ste. 600, Lubtock,

7X 79423; (800)825-5633;
(806) 793-6480 ()O.

" W h O e i c h a i r B S ahity Hazaivisk
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FRIENDSHIP
It comes with time, trust, and a shared sense of values.

At MED Certified Repair Centers, we

feel Ouf customers are our friends. But,

we know friendships have to be earned.

We're confident your friendship will be

earned once you've experienced our

coateous and highly talented repair tech-

nic.ans. our rapid turn-around time, and our

guaranteed repairs at lair prices.

MED Certified Repair Centers are a

nationwide network of independently

owned medical equipment providers and

repair centers They share a common

sense of values and are dedicated to

,

.21k.

4r

'

"
- Srititt.44-7

OUR PERSONAL
GUARANTEE To You
Our staff will be courteous

to you at all times.

They will only do work

you have authorized.

Our labor will be guaranteed for

30 days from date of repair.

We will warranty replacement

parts for 90 days from installation.

We will make available to

you, for your inspection,
all parts we replace.

'

1 V

-Keeping Active Peoplc Active.'

Through graduated levels of training and

education, our technicians are instructed.

tested, and certified to competently assess

and repair your wheelchair.

Our certified technicians will provide

you with quality service and repairs no

matter what type of chair you use racer,

basketball. tennis, ultra-lightweight, or high

performance power drive.

At MED Certified Repair Centers, we're

not just 'coking tor the quick fix, we're look-

ing to establish long lasting friendships.

MED Certified Repair Centers ee Keeping Active People Active

CALL 1-800-477-6272

tor the MED Certified Repair Center nearest you, and receive a valuable free coupon booklet filled with discounts on repair services.

ClroN IMO . '164



Remember when you were young
and built a snowman or a sand
castle? You were so proud. Then,

the next day, you went out to the
back yard or down to the beach and
found total devastation.

That's how I felt the day my son was
born. When the day started, I was filled
with excitement and anticipation; just
hours later, I was running down the
hospital hallway beside my sister-in-
law and a nurse, who was pushing my
wife's stretcher into the emergency
room. Days seemed to pass before the
doctor came out and said my wife was
fine, but the baby might not make it.

My new son, Nicholas, was going to
be sent to Children's Hospital, and I
went along. The ambulance ride
seemed to last forever! I kept wonder-
ing if my son would live and how my
wife must be feeling, all alone at the
other hospital. What a mess! How could
something so beautiful turn so ugly?

The doctor at Children's Hospital
said that Nicholas had suffered oxy-
gen deprivation and was having
seizures. Nicholas was on a lot of
medication and the doctor told me,
"The proposis isn't good, but time
will tell. Kids are tough."

Building our Future
by Mark Brown

didn't want to leave for
fear Nicholas would die with-
out family by his side. So I
waited. And every day, as I
waited, the medications start-
ed to wear off. Finally, Nick
started to wiggle.

During those long days by
his bedside, my son became a
passion. "Think positive!" I

kept telling myself. I sang to Nick, read
to him, talked to him; I still don't know
if I did all those things because I was
tired or because I was going crazy.
Then one day, exhausted, I fell asleep
next to Nick's bed. When I woke up
and looked at him, he was looking
back at me! At that moment, I knew he
was going to live. I was so happy. I felt
a burning deep inside my heart.

Finally, Nick's mom got to
visit for the first time That visit
made me realize why God
made moms and the important
role they play in a child's life.
Nick started eating a little
After nine days in the hospital,
Nick was ready to come home.

For our family, everything

rFathers' Voices is a regular feature of ExcePrzoNAL PAREAT Magazirw. This colunm, 7
coordinated by James May, Project Director of the National Father's Network, jbeuses
mt fatlwrs' lawriences rearing children with special needs. Your contributions to this
column are encouraged.

For more information about the National Fathers' Networ* (NFN) or to receive
their newsletter; write or calk National Fathers' Netwodc, The Kindering Center;
16120 N.E Eighth Street, Bdkvue WA 98008, (206) 747-4004 or (206) 284-9664
(fax). Funded by a Maternal and Child Hcalth Bureau grant, the NFN provides net-
working opportunities for fatherw; develops support and mentoring programs; and
creates curriculum prvmoting fathers as significant, nurturing people in their chil-
drtm's anti families' lives. 7.65

changed the day Nick was born.
Nick ended up with a diagnosis of
cerebral palsy. Our life consists of
braces, doctors, testing, neurologists,
eye patches, physical therapists,
occupational therapists, adaptive
equipment, tight schedules and a
whole lot more. But our family and
friends have come together to give
us love and support.

Though Nick is only two years old,
he has accomplished so much. Yes,
Nick has disabilitieshe can't walk,
talk or sit very well. But he can
smile, laugh and cuddle. He can nod
"yes," shake his head "no" and make
the sign for "music." He hugs and
gives kisses. Nick is beautiful, he's
ours and he's here!

Our whole family keeps building
those snowmen and sand castles
no matter what the next day brings
Every day, we hope to build one
better and stronger than the one we
built the day before. EP

On his second birthday, Nick found a
way to have his cake and eat it too.

Mark Brown lives in Shakopee,
Mi nnesota with his wife, Audrey,
and their children, Ryan, 9,
Kelly, 6. and Nicholas, 2. Mark
is a manager at Anchor Glass
Container Corporation. In his
spare time, he ,Irjoys hunting
a nd .fish i ng .
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"Appropriate movement.
not static positioning.
is the key to improved
health and independence."
The M.O.VE.* curriculum

Circle 4t
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Walking with his father is now a daily joy for Duane Bazeley. Thanks
to his parents. teachers. M.OV E.* and Rifton Equipment, Duane is making real
progress. The M.O.V.E* curriculum teaches standing. walking. and functional
sitting skills to children with disabilities. Working in partnership ......o.+
with M.OV.E.1 founder Linda Bidabe. Rifton has developed a
complete line oi equipment to support the M.OV.E.* program.
'The M OV E urrIt ohm I% I opyrIghted In, the Kern County ( allfornla

SuperIntentlent ol Sc hoofs and IS( ut,t (I to MOVE International

Take your first step today. Call 1-800-374-3866
for more information and a free catalog.

Rtoh V.! -1
RII0' / uu IWO' Wallintre!: *PO Bo, 901 SoultY 21:4 Fidum NY 12471.0101



Suzanne Miller
"You can do everything
with one hand"
Suzanne Miller, 54, hos taught elementary school far 28
yearsthe last 25 as a special education reading teacher
in the Waukegan, Illinois public schools. She works pri-
marily with students who have learning disatnlities
Miller suffered a stroke at 14 months, which weakened her
vision and the left side of her body. The following was
adapted fram an Interview between Miller and
EXCEPTIONAL PARENT intern Michele San Fillppo

Iwas perfectly healthy when I was born. Then one night,
when I was 14 months old, I got very sick. My parents
put me to bed, but I didn't wake up the next morning

They rushed me to the hospital, where doctors said I had
polio. Four years later, however, a doctor from Temple
University looked at me and said, "This young lady never
had polioshe had a stroke or a cerebral hemorrhage."

As a young child, I attended a "regular" nursery school,
then went to parochial school. I had a difficult time adjust-
ing to wearing my leg brace. The other children used to
make fun of me. In the fifth grade I also got glasses; not
only did I limp, now, I was a "four-eyes," too.

My father worked as a sales manager for Oscar Meyer
and Hi-Grade Food Corporation, so we moved around a lot.
My sister, Jane, hated moving and used to get mad because
I would be so excited to hear about our next move. I would
clap my hands and say, "Yippee!" I must have thought that
by moving to a different state, I could forget my bad experi-
ences in school and start over.

Tough love
It didn't matter what happened at schoolat home, my par-
ents emphasized that I was no different from anybody else.

I remember one day I
dropped a piere of paper
on the floor. I expected my
parents to pick it lip. They
refused. I said to my
father, "Well, if you're
gonna do this to me, then
I'll just rim away."

lie opened the door and
said, "Good. !Rave."

And there I wasout
on the porch. It was wil
tertime. It was snowing,

Suzanne, 6, enjoyed riding
her tricycle around the neigh-
bothood.
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The Miller family (from left)Jane, Margaret, Suzanne and
Frankcelebrated Suzanne's 1960 graduation from Framingham
High School in Framingham, Massachusetts.

and my father wouldn't give me a coat! I kept banging on
the door.

"Are you coming In9" he asked
"Yes."

"Fine," he told me. "Now go pick up that piece of paper."
"No!"

We went through this routine four times. I was getting
colder and colder. Finally, I came in and picked up the
paper. What. can I say? I'm stubborn!

My parents stressed independence for my sister, too.
They wanted her to have her own life. When I would drop
things, Jane would run to pick them up, but my parents
would tell her, "No. Don't do that. You have to let Sue take
care of herself."

High school
My high school years were difficult. During my freshman
year at Springfield Hip S,.hool in Springfield, Pennsylvania,
I had to have a let of orthopedic surgery. Arid by my junior
year, my family had move gainthis time to Framingham,
Massachusetts. In many ways, I was a typical teenager, I
wanted to be included in all the activities, but wasn't
always accepted.

Even in high school, I knew I wanted to be a teacher. But.
because of my hang-up about my disability, I came up with
the idea that I would become a teacher for children who were
blindbecause they wouldn't be able to see my disability.

"I referred myselfr
After graduating from Butler University with a degree in
elemental). education, I started applying for teaching posi-
tions in public schools. I'd make it through the screening
proems and get nit interview. But "mysteriously," I was
never offered a job. I finally found a two-year position
teaching fourth grade at a parochial school. But when they
didn't ask me to continue, I was back where I started.

At this point, I remembered what one high school coun-
selor had told we"If you ever run into any problems with

D



employment, remember the federal government has an
obligation to see that you are employed." So I looked up the
state vocational rehabilitation commission and made ari
appointment.

As soon as I walked into the office, they asked, "Who
referred you to us?"

said, "I did."
Then they asked again, "No. Who sent you to us?"
I said, "You don't understand. I did... I feel I am being

discriminated against, so here I am."
Vocational rehabilitation enabled me to go to Northern

Illinois University and get my master's degree in reading. They
told me to pay for the ilibt semester, and if I got through it
with good grades, they would pick up the tab for the rest.

Getting into special education
I never intended to go into special education; I just knew I
wanted to help kids learn to read. I enrolled in an introduc-
tory special education course only because at that lime,
you needed at least one special e:lucation course to get
teaching certification in Illinois.

When I was close to graduating, I went for an interview
with the Waukegan public schools. And the interview
turned out to be with the director of special education. The

; r).
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Providing easy access to
school-related services for children

and adolescents with continuing
communication to school districts.

For further information about programs and services,
call (908) 233-3720, Ext 8427,

Children's Specialized Hospital
MOUNTAINSIDE FANWOOD TOMS RIVER

CIrcl* #11

position would involve teaching reading to childroi who
were in special education. I got the job, and I've been teach-
ing in the Waukegan public schools ever since.

During the last 25 years, I've seen special education
come a long way. The children are a constant challenge for
me. You can't baby these children; you have to respect
them. You have to set limits and provide structure. As edu-
cators, we have to get our students ready for the working
world, and enable them to help themselves.

Sometimes, I feel my disabili-
ty grves me an advantage over
other teachers. I can ask a child,
"Would you like to help me do
this? You know I really can't do
it very well." By letting them see
my strengths and weaknesses,
they learn to see their own.
They always say things like,
"Well, I can't read" or "This is
hard for me." And I say, "Well, I
can't nal andjump."

Sooner or later, the kids
always want to know what's
wrong with me. When they ask,

t '7

Suzanne and younger sister,
Jane, helped their father cel-
ebrate his 80th birthday at
his home in Florida.

continued on page 82 I

SO' COOL!
*Protects from RAIN and SUN.
'Available in several colors.
'Attaches and detaches in seconds.
Fits all wheelchairs with push-handles.

Call or write NOW for a FREE
FULL COLOR BROCHURE!

11-800-615-3305
SPREY ENGINEERING

P.O. Box 511
WINCHESTER, MA 01890

Curds USG
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Hms schoof
For Children With Cerebral Palsy

Serving children with multiple disabilities resulting from
cerebral palsy or traumatic brain injury who need compre-
hensive, individually structured programs that include:

Physical Therapy

Occupational Therapy

Speech and
Language Therapy

Communication Aids

Special Education
Music Therapy
Special Medical
Attention
Adapted Recreational
Activities

HMS, open to students two to 21 years, offers all of these
services and more. The experienced staff and well-respected
consultaNts provide strong interdisciplinary programs for day
and residential students at the licensed private school.

For more information write or call:
Diane L Gallagher, Director

HMS School for Children with Cerebral Palsy
4400 Baltimore Avenue, Philadelphia, PA 19104

(215)222-2566

" _
"

For children up to 40 lbs. who
must wear hip casts.

CirCle #77

Role Models

Milthl ./.1"0111

I just tell them, "I was sick
as a baby," and let the sub-
ject drop. Then I wait.
About three or four weelcs
later, they start raising
their hands and asking
questions: "How do you
wash your hair?" "How do
you take a bath?" "Does
somebody live with you to
take care of you?"

One day, one little boy
got tired of all the ques-
tions and said, "Look, just
leave Miss Miller alone.
She told you she was sick

"Miss Miller," as she is known to
her students, always encourages
her classes to use their imagina-
tionsespecially on Halloween!
Serving as an example of creativity,
she dressed as a scary skeleton
(far right) for this class picture.

when she was a baby. And
besides, you can do evetything with one hand. The second
hand just helps the fist hand do things faster"

My most rewarding moments as a teacher are when chil-
dren I had in the past come back to me and say, "Hey, Miss
Miller, remember me? I'm in college now! I have a job and
this is what I'm doing..." It's very rewarding to see their
accomplishments and to know that I have made a differ-
ence in their lives. E P
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Quality:
Ifs Everywhere!

by Gail Lieberman

hen I read magazine arti-
cles listing good restau-
rants or recreational
areas, I often wonder,
"Why isn't there an exam-

ple from my community? Don't we
have one, or is it that people don't
know about what we have to offer?"
It's the same way when it comes to
schools. One school may become a
"lighthouse" and attract people from
many miles around. Another equally-
good educational program may remain
the best-kept secret in the state!

For this article, my colleagues on
the board of the National Association
of State Directors of Special Education
helped me identify some hallmarks of
quality educational programs. As one
board member, John Corpolongo of
Oklahoma, told me, "Quality in special
education is like quality in any other
endeavor. It starts with the assumption
that what is being delivered can, and
must, be improved upon. With this
assumption, special education continu-
ally evolves in a dynamic process as
families and professionals gain new
knowledge and insights."

Interspersed throughout the follow-
ing 14 pages are profiles of the schools
and progams that are recipients of the
1995 EXCEPTIONAL PARENT Education

Awards. Even if one of these programs
is not in your community, please con-
sider sonie of the criteria by which
program quality can be judged. You
may find these signs of quality in your
local educational programs:

A un(fied educational program in
which administrators, teachers and
parents support the education of all
children in a system that values unity
rather than segregation.

Collaboration among all staff
menthers.

Ongoing prqfrssional developmelit

that includes and focuses on families.
A focus on problem prevention.
Extensive use of assistive

technology.
Major curriculum adaptations to

accommodate student needs.
Student involvement in local and

state assessments.
Active inclusion involving interac-

tion with other students rather than
passivity and isolation with aides or
other adults.

nunsition support for the family
and student as he or she moves from
secondary to post-secondary services.

Partnership and commitment in all
activities related to students with dis-
abilities.

Getting what we expect
What do you need to ask of schools and
school systems in terms of quality?
Consider yourself a shopper seeking to
fill an identified needyour family is the
"buyer" the school system is the "sellee
In the California School Boani Journal,
Judy Smith-Davis wrote about assessing
promising practices in an article entitled
"We Will Get What we Expect" Her
questions can help you find quality in
your community:

Cktims: Ask yourself, "What goals and
objectives am I looking to fulfill?" Ask
the school, "What goals and objectives
are your practices designed to achieve?"

Effectiveness: Ask yourself, "How
stringently should effectiveness be
demonstrated?" Ask the school, "What
evidence proves this practice is success-
ful in achieving what it claims?"

History: Ask yourself, "What. are the
qualities that define my local setting?"
Ask the school, "In what administrative,
geographical and educational settings
has the practice been used?"

Marseilles Elementary School,
Marseilles, Illinois

)Over the past few years, Marseilles Elementary School EDUCATION
District #150 (MES) has worked hard to develop the best pos-
sible education program for all childrenboth "regular" and
"special needs" students. Because my eight-year old daughter, Mary, who has cere-

bral palsy, stays in her own town to go to school,
she has made many friends she might not have
made otherwise. As a result, she is involved in
many community activities including church and
library activities, horseback riding and swimming
lessons.

In the past few years, MES has:
Brought special needs students back to their

home school.
Created a full-inclusion program using all adap-

tations necessary to meet students' needs.
Remodeled the school building in compliance

with federal and state ADA and IDEA regulations,
and even gone beyond requirements by building a
three-story elevator.

Organized an inclusion committee involving
teachers, administrators, parents, school board
members and community members.

Provided training for teachers.
MES does its best to help each student meet his

or her highest potential. Mary absolutely loves
school and for that we are very thankful.

Nominated by Julie Flettel, parent

Mary Hanel, a student at Marseilles
Elementary Schad, gets a hand (or
two) from Mrs. Saunders, her
personal assistant.
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Implementation: Ask yourself, "What
kinds of training or assistance are needed
to implement a new practice?" Ask the
school, "How is this practice taught to
families of new students or new faculty
members? What follow-up and problem-
solving assistance is given?"

Change: Ask yourself, "What is my
timeline for producing change? What is
my criteria for judging success?" Ask the
school, "How rapidly does this practice
achieve its goals? Do you have evalua-
tion procedures for Pleasuring success?".

CONSIDER YOURSELF A

SHOPPER SEEKING TO FILL AN

IDEN11FIED NEEDYOUR

FAMILY IS THE "BUYER;"

THE SCHOOL SYSTEM IS THE

"SELLER."

Finding quality in your community
Some Signs of quality hi your community
may be obvious. You may need to discov-
er others, so they do not remain a secret.
Still others you may need to createhi
partnership with other local families and
professionalsfor your child and for
future schoolchildren.

As my colleague Bill East from
Alabama says, "Quality special education
is reAhz. ed when all Alabamians live, learn,
work and play hi conununities where the
worth of every person is valued, where
indivklual needs are supported and where
opportunities are banier-free." This
statement defines quality educat ion for
every community. EP

Gall Lielx,rman is the pirsident qf the
Nathmal Association of State Dinoctors
of Special Educ(Ltion (NASDSE). She has
been a speekd educator and has woli-cd
for Ow state of Illinois, in various capac-
ithw, fir 24 years. Gail is tnarrkl, and
has a nine-yearald daughter Far Moir
ularmat ion about NA...SIM, cmdact Dr

Earutive Diirctor NAS-
DSE, 1800 Diagonal Rd., Ste. 320,
N :landria, VA 22:114. (70:1) 519-3800,
voice; (703) 519-7008, TIT

Our library contains

some of the most insightful

child psychology

books ever written.

There are more sophisticated texts available for treating troubled
children. But, in at least one case, none that proved more effective.
You see, Joey was in a house fire and seriously burned himself As
a result, when he come to Health Hill Hospital for a program of
physical und occupational therapy, Joey was emotionally withdrawn.

A team of psychologists helped. And the approach that reached Joey

was the simplest. A little story in an ordinary child's book. Joey
responded. Which meant that we could really help him deal with his

problem Sometimes the best way to reach a child is just to look at

the world from his point of view. Health Hill Hospital For Children.
2801 Martin Luther KingJr. Drive. Cleveland, OH 44104. 216-721-5400.

HEALTH HILL HOSPITAL FOR CI IILDREN
HeirtrY children feel better voile theye gettm belief
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Conunon Questions About

Inclusion
What does the research say?

by Dorothy Kerzner Lipsky and Alan Gartner

rWhat is the definition
of inclusion?
There is no official definition of

"inclusion." However, based upon
extensive study of inclusive programs
and consultation with educational
leaders, the National Center on Educ-
ational Restructuring and Inclusion
(NCERI) has developed the following
working definition: "Providing to all
students, including those with sig-
nificant disabilities, equitable opportu-
nities to receive effective educational
services, with needed supplementary
aids and support services, in age-
appropriate classes in their neighbor-
hood schools, in order to prepare stu-
dents for productive lives as full mem-
bers of society."

2
Are there any full-scale
research studies of inclusion?
Inclusive education programs are

a relatively new phenomenon. As a
result, there have been few full-scale
evaluations of outcomes. Researchers

have studied individual programs, and
several statewide and local evalua-
tions are currently underway.

A statistical technique, known as
meta-analysis, allowed researchers
Baker, Wang and Walberg to combine
results from many studies and com-
pare the effects of inclusive versus
noninclusive settings. Their study
found "a small-to-moderate beneficial
effect" of inclusion on academic and
social outcomes, meaning that "spe-
cial-needs students educated in regu-
lar classes do better academically and
socially than comparable students in
noninclusive settings."

Summarizing several studies in a
report to the President's Committee
on Mental Retardation, Nisbet con-
cluded that inclusion resulted in posi-
tive experiences and improved atti-
tudes for children with and without
disabilities, and also for their teach-
ers. She added, "There is also some
convincing evidence that integration
or part-time mainstreaming does not

accomplish the social benefits of
inclusion."

In its summary of 10 regional hear-
ings, the National Council on
Disability reported that a majority of
witnesses testifying on the subject of
"least restrictive environment" indi-
cated strong support for inclusive
placements. Many parents stated that
their children with disabilities made
greater academic and social gains in
integrated settings. Parents reported
that their children were happier in
inclusive classrooms and were eager
to be doing the same activities as
their peers. This testimony reinforces
the results of several other research
studies and parental reports included
in the nr.tional studies of inclusive
education conducted by NCERI.

Are students with mild and
moderate disabilities successful
in inclusion programs?

Overall, studies comparing differ-
ences between inclusive and segregat-

Tobey Elementary School,
Vicksburg, Michigan
Tobey Elementary School provides a comprehensive program for
students with developmental disabilities. Through careful plan-
ning involving parents, the staff works to meet the academic,
social and recreational needs of these students.

For example, Joseph Mans lei, an 11-year-old with cerebral
palsy, has attended Tobey, his home school, for the last two
years. Joseph requires assistance for feeding, toiletirig, wheel-

chair mobility and
classroom computer
work. The staff has
been creative in

Tobey Elementary
School student Joseph
Mandel (center) johis a
teacher and a class-
mate to explore the
world of science.

finding solutions to meet these needs. His
classroom has been adapted so he can
be either in his wheelchair or a prone
stander. He has a full-time heakh care
aide, as well as physical, occupational
and speech therapists. He now has a five-
minute bus ride to school; he used to have to
ride for an hour each way.

Joseph has participated in the music program, the science fair
and fund-raisers. He joined his classmates when they read sto-
ries to kindergartners. He is a member of the student council.
Recently, he participated in the McDonald's speech contest
using a voice synthesizer.

At his last annual review, Joseph's classroom teacher stated
that the past year was rewarding for both Joseph and his class-
mates. Though originally reluctant to have Joseph leave the
center-based program, his mother now feels the transfer to his
home school was for the best.

g L=_)

EDUCATION
AWARD

Nominated by Helen Magas,
physical therapist;

Susan Wolthuis, occupational therapist;
and Susan Maston, teacher-consultant

36 EXCEPTIONAL PARENT / SEPTEMBER 1995 '

" 7



ed settings for students with mild and
moderate disabilities have found more
behavioral progress and increased
social competence in inclusive set-
tings, but limited differences in acade-
mic performance.

A study by Jenkins and colleagues,
done in 1992, was one of those summa-
rized in Nisbet's report to the
President's Committee on Mental
Retardation. Jenkins used a standard-
ized test to compare students with
learning disabilities in two similar
schools. One school served students in
the regular classroom; the other used a
resource room "pullout" model. Results
showed that students receiving all ser-
vices in the regular classrooms made
siptificantly higher overall gains.

Mfleck and colleagues also com-
pared student achievement in inte-
grated versus resource programs.
They found only slight measurable dif-
ferences, however, those differences
favored the integrated settings. Deno
and colleagues report similar results
in a 1990 study. They found that while
students with mild disabilities served
full-time in a regular class progressed
more slowly than their peers without
disabilities, they still progressed more
rapidly than similar students served in
pullout programs.

CIAre students with significant
disabilities successful in
inclusive classrooms?

Again, studies generally report more
favorable social and behavioral out-
comes for students with significant dis-
abilities served in inclusive settings.
Because most of these students are not
included in standardized testing, acade-
mic performance is harder to compare,
howKer, several studies report greater
achievement of IEP objectives in inclu-
sive sett Mgs.

There are sevetal important studies
companng outcomes for students with
significant disabilities served in inclu-
sive placements compared with segre-
gated settings. For email*, Ferguson
found that students served in art inclu-
sive placement had greater success in
achieving 1EP goals than did similar st u-
dents in traditional programs; Burello

and Wright reported gains in student
self-esteem; and Marwell reported
greater acceptance by peers without
disabilities. Other researchers report
greater behavioral progress, greater
social competence and at least equiva-
lent academic success in inclusive ver-
sus segregated settings.

In two studies, Hunt and colleagues
found that students in inclusive classes
had IEPs containing more references to
effective instructional methods than
did students in segregated classes. The
researchers also found that students in
inclusive settings were more likely to
interact with other people in the class-
room.

Are inclusive preschool
programs successful for
students with disabilities?

Nisbet's summary of the research con-
cludes that integration has positive
effects on the social competence of
preschoolers with disabilities. They
spend more time playing and verbaliz-
ing in positive interactions with peers.
Integration opportunities also appear to
have positive effects on other behav-
iors, for example, increased sophistica-
tion of play.

Nisbet adds that integrated and sege-
gated settings seem to be equal in terms
of measured developmental progress on
standardized tests, negating any argu-
ment that segregated settings can pro-
vide more specialized and effective
interventions. Finally, studies report no
negative outcomes for "typical"
preschoolers attending programs that
include students with disabilities.

gAre inclusive education
programs successful for
students without disabilities?

A recent research review Iv Staub and
Peck addresses three common concerns
related to students without disabilities.

Stover a endem i c mwirs.s? Studies
consistently find no slowing of academ-
ic progress for students without disabil-
ities in inclusive classrooms.

Less (Mort ion Jim?? leachers? Studies
showed that the presence of students
with severe disabilities had no effect on

(11/ inhlt.
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the amount of teacher
attention received by students without
disabilities. Furthermore, there was no
difference between inclusive and non-
inclusive classrooms in terms of
instructional time lost to interruptions.

Learning of undesirable behaviors?
Evidence indicates that students with-
out disabilities do not acquire undesir-
able behaviors from peers with disabil-
ities. On the contrary, Staub and Peck
identified several positive benefits for
these students, including increased
comfort with and awareness of human
differences, improvements in self-con-
cept and the development of warm
and caring friendships.

Helmstetter, Peck and Giangxeco
reported on a statewide (Washington)
study of high school students without
disabilities showing more positive out-
comes associated with increased con-
tact and interactions with students
with disabilities. These outcomes

RESEARCH

included increased responsiveness to
the needs of others, valuing relation-
ships with people with disabilities,
increased tolerance of other people,
development of personal values and
increased appreciation of human diver-
sity. Several other studies confirm
these positive benefits.

77
What is necessary for
inclusive education programs
to be successful?

NCERI's 1994 national study of inclu-
sion programs found the following
keys to success: visionary leadership,
collaboration between general and
special education, refocussed use of
assessment, supports for staff and stu-
dents, funding that followed the child
and effective parental involvement.

For school personnel, systematic
staff development and flexible plan-
ning time for special- and general-edu-
cation teachers to work together are
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essential. For students, supports for
inclusive education may include coop-
erative learning (students at different
ability levels work together on a com-
mon learning task), curriculum adap-
tations, "hands-on" learning, multi-
level instruction (the teacher provides
instruction on the same subject, but at
different levels, to students of differ-
ing abilities), provision of needed ther-
apy services in the regular classroom,
peer tutoring and support, buddy sys-
tems, effective use of assistive tech-
nology and the availability of class-
room aides.

Inclusive education does not mean
that all services are always provided
in the regular classroom; for example,
training in Braille and mobility tech-
niques for a student with a visual
impairment may require time in a spe-
cial setting. But inclusion means that
the student's basic placement is in the
regular classroom and that the class-
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room teacher is trained to support the
student's special training in Braille and
mobility.

El3Does inclusion place too
great a burden on general
education teachers?

When teachers are provided with
appropriate supports, their experi-
ences are positive. This is confirmed
by the studies done by Burello &
Wright, the Michigan Department of
Education, Giangreco and colleagues,
Rainforth, and York and colleagues.
Other studies (Chase & Pope,
Christmas, McDonnell & colleagues)
show that when needed supports are
not providednot surprisingly
teacher attitudes are less positive.

@What about costs?
The data on special education
funding are complicated and the

answers not yet clear. The best data
come from the federally-funded
Center for Special Education Finance,
which reports that current funding
patterns create incentives for segregated
education and disincentives for inte-
grated education.

Districts that have fully-implemented
inclusive programs report that, on
average, these programs are no more
expensive than segregated programs,
and perhaps, are less expensive. As
researchers McLaughlin and Warren
point out, when the costs of provid-
ing services in local schools are com-
pared with the costs of transportation
and educational services in other set-
tings, inclusion appears to be less
expensive. However, for districts to
experience actual savings, dollars
spent on segregated education would
have to be transferred to the home
schools of newly-included students
with disabilities.

Is inclusion appropriate
for all students?
The law recognizes and com-

mon sense tells us that each child is
unique. Educational research cannot
identify what will be best for the indi-
vidual child. The decision about inclu-
sion, or any other educational option,

must be made individuallyin light of
the law, an understanding of relevant
research and the family's values.

The law shows a clear preference
for inclusion. (See "The Law and
Inclusion," page 40.) As the court stat-
ed in Oberti, "Inclusion is a right, not a
privilege of a select few." The decision
went on to state that a school district
may not place a child with disabilities
outside of a regular classroom "if edu-
cating the child in the regular class-
room, with supplementary aids and
support services, can be achieved sat-
isfactorily."

NCERI's 1995 study of inclusive
education programs reports on nearly
900 school districts across the coun-
try that are successfully educating
students with all types of disabilities
at all levels of severityin inclusive
classrooms. And a Michigan
Department of Education study, after
reporting on research data showing a
strong trend toward ifnproved stu-
dent outcomes in inclusive settings,
adds, "One must seriously question
the efficacy of spending ever-increas-
ing sums of money to maintain dual
systems." E P

Dorothy Kerzner Lipsky, Ph.D., the
parent qf a 26-year-old son with spina
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he Individuals with Disabilities
Education Act (IDEA) encour-
ages school districts to edu-
cate children with disabilities
in regular classrooms. The
IDEA uses the term "least

restrictive environment," meaning that
"to themaximum extent appropriate,"
children with dis-abilities should be edu-
cated with children who do not have
disabilities, and that "special classes,
separate schooling or other removal of
children with disabilities from the regu-
lar educational environment, occurs
only when the nature or severity of the
disability is such that education in regu-
lar classes with the use of supplemen-
tary aids and services cannot be
achieved satisfactorily."

Unfortunately, this language leaves
many questions unanswered: When is
inclusion appropriate? What supple-
mentary aids and services are reason-
able in a cost-conscious school district?
When can one conclude that inclusion
cannot be achieved satisfactorily? And
whose satisfaction are we talking
about? Parents and school districts
often disagree on these points.

The Law and Inclusion
by Barbara Ebenstein

When parents and
school districts disagree

Parents who do not agree with the
school district regarding a child's evalu-
ation, classroom placement or IEP
(Individual Education Plan) can turn to
legally-established due process proce-
dures referred to as "administrative
remedies." The first of these is an
"impartial hearing," which is like a
miniature trial in which both sides pre-
sent witnesses and evidence, including
reports of the child's past classroom
experiences, to a hearing officer. The
hearing officer acts as judge and ren-
ders a written decision.

Either sidethe school district or
the parentscan appeal this decision
to the review officer in the state's
department of education. After review-
ing the electronic or written record of
the hearing, the evidence that was pre-
sented and the decision of the hearing
officer, the state review officer will
issue a written decision about the case.

This decision signals the end of
"administrative remedies." Most griev-
ances are resolved by this point.
However, if the parents or representa-

Fox Chapel Area High Schoolr
Pittsburgh Pennsyhrania
When you walk into classrooms at Fox Chapel Area High
School, you can expect to see students moving in and out of
learning groups and to hear teachers coaching and giving feed-
back to the students. But don't expect to be able to tell which students and teachers
might be labeled "special education."

The divisions between regular and special education aren't obvious here. Instead of
special education, we provide educational support. Support teachersformerly called
special education teachersteam up with content-area teachers each day to provide
instruction to groups of students with diverse learning abilities. In co-taught classes,
support is available to any student who needs it.

Here is what support at Fox Chapel looks like: In a social studies class you may see
a cooperative learning group clustered in a corner working on a map project. A sec-
ond teacher is going over yesterday's homework with students seated around a table.
As you walk into a math class, you may see several students working on a computer-
assisted math assignment, while next door, another math teacher is working with four
students from the same class, providing a mini-lesson on measuring volume.

Through team-teaching and adapted instructionincluding adapted study materials
and testingFox Chapel Area High School has succeeded in creating a comprehen-
sive inclusion program that addresses the diverse needs of all its students.

Nominated by Lynne Porterfield,
coordinator of special education
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tives of the school district remain dis-
satisfied, they can seek judicial review
of the case in the federal courts.

This process begins by filing the case
in federal district court, which holds a
full trial and renders a decision.

Next, either side may appeal to the
federal circuit court for the region that
includes their state or U.S. territory
(see sidebar, page 42). The circuit court
will review the transcript of the district
court trial, the evidence presented and
the decision rendered. Lawyers for
both sides submit written brief's (docu-
ments summarizing the issues and per-
tinent laws) and present oral argu-
ments. After a decision is rendered, the
case may be appealed to the U.S.
Supreme Court, however, very few
such cases are accepted for review.

Because the U.S. Supreme Court has
not directly addressed the issue of
inclusion, each federal circuit court
must set its own criteria for determin-
ing when inclusion is appropriate. A cir-
cuit court decision rets a precedent to
be followed in the states within the
court's jurisdiction. Lower courts in
jurisdictio as where chere has been no
circuit court precedent are influenced
by opinions from otherjurisdictions.

To know the criteria a school district
'should use to determine whether inclu-
sion is appropriate for a particular
child, one must be familiar with the
precedent followed by the federal cir-
cuit court in that jurisdiction. This is
important information for parents to
havewhether they want their child
included or are advocating for a more
segregated placement.

"Mainstreaming" and academics
In 1980, the U.S. Supreme Court
reviewed an IDEA case brought by the
parents of Amy Rowley, an eight-year-
old who was deaf, and who attended
her local elementary school. Any's par-
ents wanted a sign language interpreter
in Amy's classroom. Although inclusion
was not at issue in this case, the Court's
decision stated that a child with a dis-
ability, who was being educated in a



regular classroom, would be expected
to work on grade level and progress
from grade to grade with the rest of the
class. TheRowley case validated the
existence of two separate educational
systemsone segregated system and
one regular system in which children
with disabilities who could perform on
grade level were mainstreamed. This
meant that most children with disabili-
ties were placed in segregated classes,
and "mainstreamed" only for music, art
or physical education.

Relaxing academic standards
In 1989, an important circuit court case
relaxed the requirement that a child
with a disability must be able to work
on grade level to be included in a regu-
lar classroom. The parents of Daniel R,
a six-year-old with Down syndrome,
wanted their son placed in a regular
classroom in gems. The Fifth Circuit
Court ruled that there could be some
modification of the curriculum to
accommodate Daniel's special needs.
The court stated, "We cannot deny the
child access to regular education sim-
ply because his educational achieve-
ment lags behind that of his class-
mates," but added that "mainstreaming
would be pointless if we forced instnic-
tors to modify the regular education
curriculum to the extent that the handi-
capped child is not required to learn
any of the skills normally taught in reg-
ular educafion." This court envisioned
mainstreaming as appropriate for chil-
dren who could master at least some of
the regular curriculum.

As part of the Daniel R. decision, the
court developed a "test" still widely
used to determine "the least restrictive
environment" appropriate for a particu-
lar child. This test requires a school dis-
trict to weigh four factors in determin-
ing whether a child can receive an
appropriate education in a regular
classroom: 1) the educational benefit to
the child, 2) the non-academic benefits
to the child, 3) the potential disruption
to the classroom and 4) the cosi of the
placement with all necessary supple-
mentary aids and services. The school
district must make reasonable efforts
to accommodate the child in a regular
classroomnot "mere token ges-
tures"but if the child cannot be

SteinniOtz Atadeni lecenter,-
Chicagoi 'Illinois 9 5,
Mrs. Jackie Williams once feared a phone call froM the EMICATION
administration of Chicago's Steinmetz Academic Center NAWARD
suggesting she find another placement for her son, Carl,
because of his disabilities. That call never came. Instead, she cel-
ebrated her son's success after his return from the state capitol, where he and
other students from Steinmetz had presented a play focusing on the gifts and tal-
ents of a diverse school population in an urban milieu!

The following factors have led to the success of the teaching and learning
process at Steinmetz:

An "all-means-all" commitment from the principal, Dr. Constantine Kiamos;
assistant principal, Dr. Arthur Tarvardinan and Steinmetz szaff.

A collaborative team approach with input from parents, staff and central office
support staff.

An absence of "road blocking" behav-
iors and attitudes: the entire team focus-
es on opportunities rather than limita-
tions.

A proactive parent advocacy group
focusing on the needs of children.

Because Steinmetz Academic Center
values flexibility and has never believed
in maintaining the status quo for its own
sake, the school can adequately address
the needs of its students as they present
themselves in the proverbial "teachable
moment."

Nominated by Charlene Green,
"Birthday boy" Curtis Mitchell (lett), a student associate superintendent for
at Steinmetz High School, gets a squeeze from special education and Greg Stricklerpoe,
a pal. senior adviser for inclusive schools

placed in a regular classroom, the
school district should integrate the
child into regular school activities
whenever possible.

In this case, evidence showed that
Daniel was unable to master any part of
the curriculum, and that his need for
constant attention disrupted the class.
The court ultimately permitted Daniel
to be placed in a self-contained special
education class. The Daniel R. test sets
a precedent that must be followed only
in Texas, Louisiana and Mississippi,
however, it has influenced cases in
other jurisdictions.

One such case was brought by the
parents of Christy Greer, a 10-year-old
with Down syndrome. Applying the
Daniel R. test, the Eleventh Circuit
Court decided that Christy's school dis-
trict in Georgia had not made a sincere
effort to accommodate her in a regular
classroom. The court ruled that the dis-
trict must consider all supplementary
aids, services and curriculum
modifications that could facilitate
Cluisty's inclusion. Christy's school dis-
trict was ordered to place her in a rep-

/8

lar classroom. The Greer case sets a
precedent that must be followed in
Alabama, Georgia and Florida

Inclusion for all?
More recent cases have encouraged the
inclusion of children with disabilities
even if they cannot master any grade-
appropriate curriculum. For many peo-
ple, this differentiates "mainstreaming"
from "inclusion." The parents of Rafael
Oberti, an eight-year-old child with
Down syndrome, wanted their son fully
included in a regular clasroom in New
Jersey. Due to the severity of Rafaers
disability and lus history of disruptive
behavior, the school district proposed
placement in a self-contained class-
room. In a lengthy trial, educational
experts discussed a variety of accom-
modations including a resource room,
curriculum modification and ''parallel
instruction," which would permit Rafael
to work on an activity beneficial to him
while the rest of the class worked on a
different activity.

Following the Daniel R. test, the
court ordered Rafael's inclusion without

Call/71111M OH /Wig( 4 :2
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considering the cost of accommoda-
tions, because neither side raised the
issue. The Oberti case is important not
only because it provides a precedent in
New Jersey, Pennsylvania and
Delaware, but also because the U.S.
Department of Education based its
position paper on inclusion on this
case.

In a similar case, the parents of Rachel
lolland, a nine-year-old girl with a devel-

opmental disability and a tested IQ of 44,
wanted her included in a regular class-
room in California. The Ninth Circuit
Court, app1s, ing the Daniel R. test,
determined that Rachel should attend a
regular classroom with additional ser-
vices. Unlike Obert i, the court consid-
ering Holland was asked to consider
the cost of including Rachel, and found
that the Sacramento school district had
exaggerated these costs.

Rachel's school district also asked
the court to consider the extent to
which the curriculum would have to be
modified for Rachel. However, the court
found that the need for curriculum
modification is implied by the IDEA.
The Holland decision sets a precedent
that must be followed by lower courts
in Alaska, Arizona, California, Hawaii,
Idaho, Nevada, Oregon, Utah,

IAW

Washington and the U.S. territories of
Guam and the Northern Mariana
Islands.

Variation in inclusion criteria
As discussed above, four federal circuit
courtsthe Third, Fifth, Ninth and
Eleventh Circuitshave established
inclusion criteria based on the Daniel R.
test. Most school districts in the 21
states and territorits within these four
circuit court jurisdictions use the Daniel
R. test as applied in Oberti and Holland.

The Sixth Circuit Court uses a differ-
ent standard based on an earlier case in
which a school district in Ohio recom-
mended that Neill Roncker, a nine-year-
old with severe mental retardation, be
placed in a special county school. His
parents, however, wanted Neill educat-
ed in a self-contained class in a regular
school where he could have opportuni-
tiesduring lunch and recessfor
interaction with peers who did not have
disabilities. The schod district contend-
ed that any small benefits Neill would
receive from this "mainstreaming,"
would be outweighed by the academic
benefits of the special school.

The court's decision stated that if
placement in a segregated facility is
considered superior for a particular

Syracuse City School District,
Syracuse, New York
The Syracuse City School District believes that
is the best way to offer appropriate supports to
inclusive classrooms. Each inclusive classroom
a regular education teacher, a spe-
cial education teacher and a spe-
cial education teaching assistant.
Each class includes six to eight stu-
dents with special needs, with
approximately 25 "typical" stu-
dents. No entrance criteria or dis-
ability category excludes students
from inclusive classrooms.

Currently, 50 elementary class-
rooms in 13 different schools are
full-day inclusive settings. Two
middle schools have inclusion
teamscomprised of about 110
typical students and eight to 12
students with special needs--at the
seventh- and eighth-grade levels.
One high sc hool in Syracuse has
offered an inclusive program
tor three year, to approximately 85

team-teach ing
students in
is staffed with

child, the school district must deter-
mine whether those services that make
that placement superior could be pro-
vided in a regular school. If so, the regu-
lar school is the appropriate placement.
In such cases, school districts must
consider the following factors: the
benefits derived from services that can-
not be provided in a regular setting, the
disruption caused by inclusion of the
child and cost. The Fourth and Eighth
Circuit Courts also have applied the
Roneker test.

Conclusions
Inclusion is merging the two previously
separate educational systems men-
tioned by the U.S. Supreme Court in the
Rowley case into one comprehensive
system for most children. Determining
the appropriate placement foe a particu-
lar child always involves an anaiysis of
his or her unique abilities, disabilities
and special needs. Potential benefits to
the child are balanced against the
potential burden to the school district
The outcome depends on the specific
facts of each case, and often depends
on the child's age and disability Courts
have ordered the inclusion of young
children with Down syndrome and
other developmental disabilities, while

students who would have been
assigned to self-contained classrooms.

I was visiting this high school one
day when a student with special
needs, who had been in the inclusive

program for four
weeks, stopped me and said,
"Now that I'm not in special edu-
cation anymore, do I still have to
ride the yellow school bus to
school?" In Syracuse high
schools, students with special
needs, who can't handle public
transportation, ride traditional
yellow school buses. Within the
last four weeks, this student's self-
esteem had risen to such a degree
that he no longer considered him-
self a special education student.
Of course, I immediately took his
name off the yellow bus route
and made sure he was given a
bus pass.

Nominated by Edward Erwin,
director of special education

it*

For students at Salem Hyde Elementary School, part of the
Syracuse City School District, "sitting in the corner" means an
opportunity to learn.
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older children and those with high man-
agement needs are usually placed in
segregated settings.

Some school districts are now exper-
imenting with full inclusion for all chil-
dren with disabilities. Done properly,
inclusion should cost a school district
as much as self-contained special edu-
cation, but some districts try to save
money by including children without
providing sufficient supplementary aids
and services. Some parents of included
children are dissatisfied with the train-
ing of regular classroom teachers and
the attitudes of orher children. Parents
of more than 300 children with learning
disabilities in Maryland brought suit to
prevent the inclusion of their children.
The court dismissed the case because
the parents had not yet exhausted their
administrative remedies. But in the
future, more parents may properly file
"reverse-inclusion" cases, in which they
ask to have their children placed in
more segregated settings while their

school districts propose full inclusion.
These parents will argue that although
inclusion is the "least restrictive envi-
ronment," it does not meet the IDENs
requirement of an "appropriate" educa-
tion for their children.

Inclusion is an emotionally charged
issue for parents. It touches on the
severity of the child's disability, as well
as the child's future aKsimilation into
the community One mother told me,
"my son used to be disabled; now, he is
included." This statement is either a
tragic misconception of the nature of
disability or a profound statement of
the potential of inclusior. EP

Barbara J. Ebenstein is a partner
in the law offices of Ebenstein &
Ebenstein in New York City. She
lives with her husband, Dr John E.
Handelsman, and their three
daughters, Sarah, 14, Leanne, 12,
and Risa, 9, who has a neurological
impairment.
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Making a Good Law Better
IDEA proposal stresses greater parental involvement

and student inclusion
by Judith E. Heumann

his past summer, the Clinton
administration introduced to
Congress a proposal for reau-
thorization of the Individuals
with Disabilities Education
Act (IDEA). This marks the

first substantial revision to the law
since 1975, when Congress enacted
Public T..aw 94-142, the basis of IDEA.

The proposal was the result of a
year and a half of careful study, thor-
ough reexamination and intense analy-
sis by my staff at the U.S. Department
of Education's Office of Special
Education and Rehabilitative Services
(OSERS). During this process, we con-
sulted with some 3,000 educators and
parents of students with disabilities.

The proposal demonstrates our
commitment to ensuring that equality
of educational opportunity is more
than a rhetorical slogan. We want it to
become a daily reality for every stu-
dent in Americathose with disabili-
ties and those without. As Secretary of
Education Richard Riley says,
"America cannot afford to waste
the talents, knowledge or skills of
a single individual."

The IDEA proposal is a key
part of President Clinton's pack-
age of national disability poli-
cies, based on "inclusion, not
exclusion; independence, not
dependence; and on empower-
ment, not paternalism."

Closing the gap
IDEA has proven to be an ex-
tremely effective law. A recent
Louis Harris survey report states
that "...largely due to the IDEA,
the gap in education [between stu-
dents with disabilities and those with-
outi is beginning to close."

Are we satisfied? No!
Too many students with disabilities

are still failing courses and dropping
out of school. Their enrollment in
post-secondary education is low, and
too many are leaving school not fully
prepared for employment and inde-
pendent living.

I believe we should continually raise
our expectations for special education.
We can and should adjust the IDEA to
meet the changing needs of the 21st
centuiy

Strengthening the IEP process
The most important parts of our IDEA

reauthorization proposal are changes
intended to strengthen the IEP
(Individual Education Plan) process
and to encourage the early and contin-
uous involvement of parents. Under
our proposal, students with disabilities
are to be taught the same general cur-
riculum as students without disabili-
ties, or parents must be told why not.
We want students with disabilities to
be able to meet the same challenging
standards established by states and
communities for children without dis-
abilities.

Jefferson County Public Schools,
Jefferson County, Alabama
Inclusion is a "hot topic" in special education, and rightly EDUCATION

so. Most discussions about inclusion, however, focus on N.,. AWARD
the schoolteam teaching, use of para-professionals,
modifications in the regular classroom.

But isn't the least restrictive environment truly found only in the real world
the community? The Jefferson County School System embraces this broader view
of inclusion. Junior and senior high school students with moderate to severe dis-
abilities are beginning to partizipate in community based instruction (CBI), in

which students leave the school setting,
become active participants in their com-
munity and learn to perform real-world
skills. Successfully performing skills
accomplishes many goals of inclusion
by improving academic achievement,
self-esteem, parental expectations and
community acceptance of students with
disabilities.

CBI not only teaches our students
with disabilities to function in the real
world; it also teaches the real world
about people with disabilities. The com-
munity comes to view students with dis-
abilities as prospective employees, and
people willingly offer their businesses as
work assessment sites.

With an inclusionary view of inclusion,
we as educators will be more effective in
offei ing students with disabilities opportu-

nities to enhance their quality of life.
Nominated by Penny Ray, supervisor

of exceptional education

Jefferson County's comprehensive view of
inclusion Includes work experience In the
community. In this photo, student Jimbo Karr
works In a local laundry.
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Six principles
Our proposed IDEA improvements are
based on six key principles, with strate-
gies to implement each:

Align IDEA with state and local
education reform efforts so students
with disabilities can also benefit.
Connecting IDEA programs with educa-
tional improvements occurring in
schools around the nation would help
ensure that all children are included in
school improvement activities. "Special
education" would be seen as supports
and services rather than separate pro-
grams and places.

Improve results for students with
through higher eapectations

and access to the general curriculum,
in the least restrictive environment. A
child's IEP would focus on his or her
participation in the general curriculum
and methods of evaluating his or her
progress and educational program.

As before, members of the IEP team
would include the child's parents and
special education teacher. In addition,
our proposal would mandate the partici-
pation of at least one regular education
teacher, if the child is now or is likely to
be in a regular classroom Parental
input would be an important part of
developing the IEP and determining
measurable annual objectives.

Importantly, IDEA would now require
that parents receive reports on a child's
progress on a regular basisby such
means as report, cardsat least as often
as reports are issued to the parents of
students without disabilities in the
school. These reports will allow parents
to judge the success of the child's IEP
and determine whether modifications
are needed.

The IEP would have a 14-eater focus
on what is necessary to ensure success-
ful inclusionthe services and supports
n?eded for the child to learn to high
standards, in the same curriculum used
for all children, to the maximum extent
possible. It would also describe the spe-
cial education, related servkes mul pro-
gram nlixlifications a child needs to
meet. annual IEP objectives, to partici-
pate in the general curriculwn and to
take part in extracurricular activities.

Moreover, it would justify the extentif
anyto which a child will not be edu-
cated with students without disabilities.

A critical new addition to IDEA
would be that children with disabilities,
with few exceptions, would participate
in state and district-wide assessments.
Recognizing that a small number of stu-
dents with significant cognitive disabili-
ties cannot be included in regular
assessments, the IDEA would require
alternative assessments in order to mea-
sure the performance of these students.
Results for all students with disabilities,
such as state assessments, would be
publicly reported, thus ensuring more
accountability for educational results.

nansition planning would begin
when a child turns 14. This planning
would consider the course of study and
supports needed to move toward post-
secondary education, employment '..)r
other meaningful activities.

Address individual needs. A child's
initial evaluation and three-year reevalu-
ation would be more likely to include
information to help parents and teach-
ers judge the effectiveness of various
teaching methods. Once it is determined
that a child has a disability, the currently
required'reevaluation would no longer
have to include a full battery of tests to
determine whether the child continues
to have a disability, as long as both the
parents and the school agree these tests
are unnecessary.

The current procedure of making
educational decisions based solely on a
child's (Usability category is contrary to
what research shows and parents
knowthat each child has unique
needs, regardless of his or her disability
category. 'lb promote eligibility determi-
nations that focus on educational needs,
states would be allowed to u.se

critena that are less categorical. This
means that criteria used to determine
eligibility for special education could
focus more on needs and less on diag-
nostic labels, while ensuring that all stu-
dents who are currently eligible, remain
eligible. Of course, parents would still
have the right. to challenge eligibility
decisions made by school districts.

Changes in the IDEA funding formula

'4' 2

would encourage states to do early
intervention and prereferral activities. It
would be easier for a child's school to
provide special education services in
the regular classroom because the
excessive paperwork now required to
track the use of IDEA funds would be
eliminated. And the elimination of
"labels" would discourage the over-iden-
tification of children for special educa-
tion, helping schools better serve all
students.

Provide families and teachersthose
closest to studentswith the knowledge
and training to
efiectively sup-
port students'
learning. Too
often today, par-
ents get notices
that are too long
and too full of
"legalese." To
help parents
understand the
issues included
in the notices, we
propose improve,-
ments to the
notice require-
ment to ensure
that parents get
better, more use-
ful information.
Importantly, par-
ents would be part. of the child's place-
ment team, a right not previously man-
dated by federal law. Thns, they would
have a right to participate in this critical
decision about their child's education in
those states that do not now provide for
their participation.

In a&lition, in order to help resolve
disputes in a "parent-friendly" manner,
states would be required to offer parents
nusliation as an option for resolving any
complaints parents might have with their
child's school. However; parents would
continue to have the option to request a
hearing.

We would promote state and commu-
nity partnerships to meet. the educational,
health, mental health and social service
needs of children and their families.

The Department of Education is an
plgo

WE CAN

AND SHOULD

ADJUST THE

IDEA TO

&eel- THE

CHANGING

NEEDS OF

ThE 21ST

CENTURY.
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continued from Page 45

important clear-
inghouse of information about

practices that have proven effective for
families, schools and communities. To
help make the best information about
what works available, we would make
a coordinated effort to do research on
key issues and make information avail-
able to those who want it.

We also know that trained teachers
and other professionals are vital to stu-
dent success. Therefore, the federal
government would make funds avail-
able to states to develop statewide
plans for professional development.
This would assure that those who
work with children with disabilities
would be appropriately trained. To
help parents support their children's
learning and understanding, a parent
training and information center would
be required in every state.

Focus resources on teaching and
learning. Because unnecessary j )aper-

IDEA PROPOSAL

work would be eliminated, teachers
and administrators could focus more
effectively on educational activities.

Schools would have greater ability to
maintain safe and disciplined class-
rooms. A student who brings a firearm
or other dangerous weapon to school
could be moved to an alternative set-
ting. Also, hearing officers would be
permitted to place in an alternative set-
ting students who are substantially like-
ly to injure themselves or others. These
alternative placements could last up to
zt5 days, during which time the IEP
team would consider appropriate ser-
vices and placement for the student.

Strengthen early intervention ser-
vices. Infants and toddlers at risk of
developmental delay would be more
likely to receive early intervention ser-
vices because states would have the
option of providing service coordina-
tion only to these children. As a result
of the recommendations of a panel of
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ft:

F AZ'

dress, change and bathe your child at the right working height
saves your back
saves space, as it folds against the wal when not in use
when fixed in the bathroom it can be used as a shower stretcher
good quality for a good price
ideal for Special Education Classrooms and other facilities, as this table
will accommodate larger children and young adults.

Call now for details and information on our bathroom safety equipment:

Linido USA Chattanooga, TN, USA 1-800-698-4504
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experts, less variation in the definition
of "developmentally delayed" could
exist from state to state.

Every child is different
I believe our society should provide the
resources necessary to allow each indi-
vidual childthose with and without
disabilitiesto succeed in school and
to prepare for a productive, fulfilling
life. The specific resources needed, and
the combination in which the
resources are needed, will be different
for each child, because each child is
different. EP

Judy Heumann is
Assistant Secretary of
the Office of Special
Education and
Rehabilitative Services
(OSERS) of the U.S.
Department of
Education.

:1

LOW COST
Measuring 9.5" x 6" x 1.75", BlackHawk is
light and compact for ready portability (1.5
lbs) ideal for inclusion situations. Standard
four minutes of high quality digital voice.
Matrix of sixteen one inch squares, soft
touch, with four levels for a total of sixty-
four messages four seconds each. Use levels
to organize vocabulary into functional con-
texts. One button programming with tricolor
LED for feedback. Overlays held by trans-
parent plastic on touchpanel. Options:
keyguard; shoulder/wrist strap. Connector
for attachment of sv4tch-inputs adaptor. In-
cludes wall charger. Ce for shipping sched-
ule. Price: $650

ADAMLAB WC RESA
33500 Van Born Road

P.O. Box 807
Wayne, MI 48184-2497
(313) 467-1415 or 1610
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Bgtsy Ross School, Maheim,
California: Children in special
.educatiOn classes are involved in
'all educational and after-school
;activities, including a pageantry
;mop, dramatic produdions and
an ongoing Special Olympics
, training program. Sixth-grade stu-
.dents with disabilities are looking
forward to attending a week-lOng
science camp this fall with sixth-
graders who do not have disabili-
ties. Nominated by Larry
Herschler, special education
teacher

Daniel Webster Middle. School, Waukegan, Illinois: Daniel
Webster Middle School has an in-class model of service delivery
for students with learning disabilities (ID) included in regular class-
rooms. An aide helps each student meet the demands of the regu-
lar class, and reSource periods offer additional support. Nominated
by Will Guilianelli, coordinator of special education br learning
disabilities.

Jenks Publk Schoots, Tulsa, Oklahoma: Each school in the Jenks
district has an inclusion team consisting of staff representing regu-
lar and special education. "Circle of friends" clubs and peer-tutor

programs promote student understanding and
acceptance of individual differences. Nominated
by Janet Ellsworth, director of special education.

LP. Brown Elementary, Olympia, Washington: Children with
disabilities participate fully in age-appropriate classrooms and
within the school community. General and special education
teachers provide learning experiences that build on each
child's strengths and needs. Nominated by Stillman W. Wood,
assistant superintendent and Paula Akerlund, director of spe-
cial services.

tthoomadvis madyn.
Dyes! Ordt) aid Kam MO (dold)
lista skidentsbuild nadscular models.
Teaching pairs ari an imparted Part
of Wier Mae School's "cooperative
clause

Miller Middle School,
Marshalltown, Iowa: Miller
Middle SchoG) has more
,than 10 "cooperative"
classes offering special
education services in a
regular classrooms.
Complimenting cooperative
classes, Miller Middle
School has an education
center where special educa-
tion professionals offer
hOmework assistance.
Nominated by Brad
Clement, principal.

continued on page 48

The Magic Wand Keyboard I

Computer Access that Fits in a Classroom

The Magic Wand Keyboard is a miniature computer
keyboard that requires no strength or dexterity. It is
used in schools all over
the United States and
Canada, from kinder-
garten through college.

It gives full computer
access to children of
any age: using zero-
force electronic keys.

Children with disabilities ranging from MD to
neurological disorders to spinal cord injuries can
use a computer, and mouse, with the slightest
touch of a wand (hand-held or mouthstick).

Your child can use the Magic Wand Keyboard in
class, to do homework, write, play games. So can
family and friendsbecause it works just like any
other keyboard. Simply and easily.
30-day money-back guarantee. IBM/Apple Macintosh compatible.

In Touch Systems
11 Westview Road Spring Valley. NY 10977

800-332-MAGIC
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From the

AMERICAN FOUNDATION FOR THE BLIND

Exceptional Publications
for Parents and Special Educators PRESS

An Orientation and Mobility Primer
for Families and Young Children
Practical information for helping children learn about their environment

Early Focus
Early interventbn techniques for blind and visually impaired children

Foundations of Education for Blind
and Visually Handicapped Children and Youth
The textbook in the field of educating blind and visually impaired students

Itinerant Teaching
A lively and engaging guide for teachers who travel

Reach Out and Teach
A parent handbook and teacher's manual full ol useful strategies

and the Journal of Visual Impairment & Blindness
Scholarly articles and a news service h,; edz.ntors, researchers, and

families

For more information on many other books and videos, call 1-800-232-5463

American Foundation for the Blind, 11 Penn Plaza, Suite 300, NY. NY 1000

'At

784

Circle 0262

SEPTEMBER 1995 / EXCEPTIONAL PARENT 47



Stephen Rogers, 8, a
student with Down
syndrome, spends his
recess at Oak Mountain
Elementary "hanging
around" WM friends.

1995 EXCEPTIONAL PARENT Education Awards:
Honorthie Mention

continued from page 47

Oak Mountain Elementary School,
Shelby County, Alabama: As part of an
inclusive-education pilot program, 67
students with disabilities were fully
included in regular classrooms. The
program's success led to Oak Mountain
Elementary's selection as a state model
demonstration site for inclusive educa-
tion. Nominated by Kathy Snyder, early
childhood special education program
specialist.

Park School, Evanston, Illinois:
The curriculum at this center-
based Khoo! emphasizes oft-
overlooked areas such as home
living, sodal interaction, mobility
training and money manage-
ment; the school uses vocational
training to develop skills for
future employment. A job pro-
gram places students into com-
munity job-training positions.
Nominated by Judy Alonso,
president, Park School PTA.

Students in a Park School home liv-
ing course learn about various com-
ponents involved hi house manage-
ment

Signal Hill Elementary School,
Voorhees, New Jersey: Signal Hill
Elementary enabled Crystal, an 11-year-
old girl with Werdnig-Hoffman disease
who lives at Voorhees Pediatric Facility,
to progress academically and socially.
Crystal, accompanied by a full-time
nurse, changed classes with her peers
for music and gym.and received special
education for other classes, including
reading and math. Nominated by Lisa
Baldwin Piccolo, Voorhees Pediatric
Facility social work cocrclinator.

1_90
EDUCATION

AWARD

Wendell Elementary, Wendell, Idaho:
This early childhood educational pro-
gram provides services to three- to five-
year-old children with developmental
delays. Integration opportunities are pro-
vided by bringing children without dis-
abilities into the preschool setting.
Nominated by Margo Sears, parent, and
Brenda Hall, pre-school teacher.

1Wilve-yeer-old Crystal
accept, bar graduation
certificate from Bernadette
Gorman, special education
teacher at Signal
Bementary School.

Supporting your child's
educational needs
IntelliTools provides high-quality
adaptive computer products to help
people learn, communicate and live
to their fullest potential.

Intellikeys®

Overlay Maker®

Clickltr

To receive a copy of our catalog,
please call or write:

co°

INTEl MOMS, INC.
55 Levcrow Court, Sour
Novato, CA 94949
800-899-6687
or fax 415-382-5950
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The Baby Joggete
Mobility and comfort combine for
both parent and child! The Baby
Jogger offers new models to suit a
variety of special needs. Go
anywhere with the ultimate
all-terrain stroller. Travel over
gravel, grass, curbs,even sand and
snow with "The stroller for runners."
Trips to the beach or park are easy
with the smooth-rolling three wheel
design. Models available for
children of all ages. Folds easily for
transport, adapts to seating inserts.
FREE BROCHURE.

Racing Strollers Inc.
POS 2189, Yakima, WA 98907

1-800-241-1848
Safe, stable, endorsed by pediatricians.

01990 RSI
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Join the association for

THE COUNCIL FOR
FACEPTIONAL CHILDREN

1920 Association Drive
Reston, VA 22091-1589

800/845-6232

who want more
for their children

Is there someone in your life who has special learning
needs? Do you wish you could participate more intheir
educationbe more of a partner?

kin The Council for Exceptional Children...
As an associate member of CEC, you will belong to the
world's largest, most active advocate for children with
special learning needs. CEC members are parents, educators,
and advocates working together for children, youth, and
young adults with exceptionalitiespeople like you!You will
gain the information and support you need to help with your
child's education and development.

Be a partner in your child's education with...

More information...
Journals and newsletters filled with practical tips and
cutting-edge trends and research.
Member discounts on books and products to help you
raise your exceptional child.
Fact sheets with information on where to go and
what to do.

More support.. .
Automatic enrollment in your local, state, and
international organizations.
Meet other parents like you!
Access leading local and national educators
and experts.

More help...
Discover new ways to help your child at CEC's local
meetings, state conferences, and national conventions.
Join your choice of 17 divisions specializing in your area
of interest.

Advance your child's future...
Join CEC. Your voice is needed to ensure a brighter tomorrow
for your child. Your CEC membership makes a difference
to your child, for you, and to the wider effort on behalf of
special education.

7 8 6 Call 8001645-6232 to join CEC Today!



In Defense of
Educational Choice

n April 14, 1977, Jim and Connie Roberts
learned that their youngest daughter, 18-
monthold Katie, was profoundly deaf.
Connie remembers the date clearly,
because Jim, an accountant, took the day
off so he could be there when Katie was

tested. Connie laughs about that detail now, "I
think the only legitimate reason for a CPA to take
time off the day before tax deadline is a funeral
preferably their own."

Like other parents of a child with a newly-diag-
nosed disability Jim and Connie started looking
for answers. They were given plenty of "solu-
tions," Connie recalls, "each in conflict with the

other. All-or-nothing
philosophies, messages
that said, 'Follow us, or
your child is doomed to
failure.'"

Below: During her senior
year at the Model
Secondary School for the
Deaf (MSSD), Katie
toured the U.S. and
Europe with MSSD's
perfomiing arts "road
show troupe."

Above: Katie Roberts,
10, spent fourth grade
in a regular classroom
with an interpreter at
the Oscar Howe
Elementary School in
Sioux Falls, South
Dakota.

In response, Jim and Connie decided to come
up with their own goals for Katie, goals that could
be used to evaluate potential educational met hods
and placements. Their list of objectives included
positive self-esteem, responsibility, independence,
social skills, becoming a life-long learner. "Not
exactly IEP goaLs," says Connie, but "life goals"
that would require a strong academic program.

By the time Katie was ready, for kindergarten,
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her parents realized that no single available
program could meet all her academic and social
needs. Their solution was to work out an arrange-
ment that allowed five-year-old Katie to spend
half-days in a classroom at the South Dakota
School for the Deaf (SDSD), and half-days in a
regular kindergarten classroom with an inter-
preter"the first classroom interpreter in the
Sioux Falls public schools," Connie adds.

Katie's educational program continued to change
with her needs. She was fully mainstreamed for
most of elementary and junior high school; in high
school, she returned to a "split-day" program,
dividing her time between SDSD and the same
Catholic school her older siblings attended. To
have a more complete social life, she spent school
weeks living in the dorm at the school for the deaf
Then, in the middle of her sophomore year, Katie
transferred to the Model Secondary School for the
Deaf, on the campus of Gallaudet University in
Washington, DC (where she now attends college).
"Allowing that move was difficult," says Connie,
"but we realized we could not create an environ-
ment for her here that could meet all her social,
emotional and academic needs."

"More than we could provide at home"
Kimberly Donovan, 22, who has mild mental
retardation and developmental aphasia, has
been a residential student at the Cardinal
Cushing School and Thaining Center, a program
of St. Coletta's of Massachusetts, siitce 1987.
Before that, she attended several public school
programs. Her father, Jerry, says, "I know the
trend today is to include all kids in the regular
classroom. That's fine for some studentsbut not
Kim. She needed the kind of individual attention
she couldn't get in a regular classroom."

Cardinal Cushing provided an excellent
academic program, says Kimberly's mother,
Jackie, who is particularly proud that Kim defied
"expert" predictions and learned to read. But the
residential program had other benefits, too.
Through participation in Girl Scouts, school plays,
special-interest clubs and cheerleading, Kim's
social skills grew tremendously. "When Kim first
entered the school," Jackie explains, "she related
only to adults. Over the years. she has learned to
conununicate with and relate to her peers. She's
made friends. Those 'fun' activities at school gave

runftmml WI pule



(7777-

Superior Quality

Community Living
Opportunities
For more than 65 years, Martha Lloyd Community Services has
provided superior quality day, residential and vocational programs
for adults with mental retardation. Located in the scenic rural village
of Troy, Pennsylvania, Martha Lloyd has a unique relationship with
its neighbors. Residents are valued members of the community
and make full use of its resources. Few other programs can offer
such an open and productive relationship. There are five programs
for women (from supported living to extended care) including one
specifically designed for mature women. A new community-based
program for semi-independent men is available.

All Programs Offer These Advantages

Life skills and vocational
training.

Employment opportunities at
Martha Lloyd and in the Troy
community.

Easy access to nearby
community resources includ-
ing retail shops, restaurants,
churches, and recreation.

A caring professional staff
experienced in working with
developmental disabilities.

Our interdisciplinary team
approach assures continuity
and consistency in individual
planning.

Unique leisure and recreational
experiences in a rural community
setting.

Excellent health care provided by
on-staff health professionals and
a community medical center.

Annual fees among the lowest in
the nation.

MARTHA
4ki LLOYD

COMMUNITY
SERVICES

788
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Available
N OW
New Opportunities

For Men
A new community-based
program for semi-indepen-
dent men is now available. It
offers training in home care
and maintenance, budgeting,
household management,
plus exceptional recreational
and vocational opportunities.

New Vocational
Training & Jobs

With the completion, this fall,
of its new vocational training
and job center, Martha Lloyd
will have one of the finest
facilities and programs in the
nation. Participants will
extend their skills and work
for wages and personal
satisfaction.

For Information Call

(717) 297-2185
or write: Martha Lloyd Community Services

190 West Main St., Troy, PA 16947
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Our Toilet Supports are
so adjustable toddlers
thru adults can use the
same one. We have High
Back and Low Back
versions. Pommels, urine
deflectors, foot rests and
smaller seats for young
children are available.

Our NEW Bath/Shower
Chairs are the most
adjustable ones made. We
have 3 models - an
Elevated, a Standard, and
a Roll-In Shower chair.
Each model has 6 sizes to
maximize the time of its
use. Your child and you

For a free brochure call or write:

The Adaptive Design Shop
12847 Pt. Pleasant Drive

Fairfax, VA 22033
703-631-1585
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Gvillage

A Quality Life Experience
For Persons with Down Syndrome

IIII 11 1111

In this picturesque colonial village, located in scenic
central New York State, life is full of wholesome
activities and rewarding opportunities. Residents with
Down Syndrome experience the joy and personal
satisfaction of learning, working, and participating in
a vital, dynamic community. Our year-round, co-ed
program includes education, recreation, and
employment opportunities plus the chance to live life
to the fullest. Call us today.

R.R. 81, Box 32-A, Edmeston, NY 13335
Telephone (607) 965-8377
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her so much more than we
could have provided at home."

Defining "LRE"
The Donovan and Roberts fami-
lies wony that advocates of a
one-size-fits-all approach to edu-
cation will rob today's parents
of the range of placement
options their children enjoyed.

These concerns are echoed
by attorney Lawrence Siegel,
author of Least Restrictive
Environment: The Paradox of
Inclusion (LRP Publications, PO Box 980, Horsham, PA 19044-
°980; 800/341-7874, ext. 275; $32, incl. shipping). "The IDEA
[Individuals with Disabilities Education Act] is a good law, basi-
cally," Siegel says, "but it has two problems. First, it calls for
placement in the 'least restrictive environmenfor IRE'but at
the same time, requires the provision of an 'appropriate educa-
tion.' Courts have recognized that the LRE requirement is some-
times in conflict with the 'appropriate' requirement

"Secondly, the LRE requirement itself is very confusing. Many
people think of LRE as a place, when, in fact, LRE is a pmcess.
Courts have stated that the regular classroom is the LRE for
some children; but in other cases, they have been equally clear
that a state school can be the LRE."

Siegel has represented parents who wanted their children
included, as well as those who wanted their children moved from
regular classrooms to more segregated settings. "I feel very
strongly that we need to look at individual children and their indi-
vidual needs," he says. "It is ironic that the inclusion movement
came about because school systems were making generic deci-
sions about placementkeeping kids out of regular classrooms
based solely on their disability category. Inclusion advocates
were upset about thatand rightfully so. But now, when some
say that all children with disabilities should be in regular class-
rooms, they are doing the same thing to others."

Kimberly Donovan, 22, celebrated
her skim 1995 graduation from
Cardinal Cushing School with her
parents, Jackie (left) and Jeny.

A focus on individual needs
In the following pages, a number of parents share stories about
the educational choices they have made for their children.
Running through these very diverse stories are several common
threads. One is a belief that placement decisions should be based
on the individual child, and his or her unique needs. Another is
a profound respect for the choices of othersalthough these
parents have made very different choices, each is careful to avoid
making pronouncements about the "right choice" for other
parents and children.

Connie Roberts probably speaks for many when she says,
"There are no perfect programs, just different options. We can't
look at any option as right or wrong; instead, we need to ask how
a particular program can meet the needs of children. The program
that works best is the one that works beM for your child."

--Kim Schive

Kim &hi ve is associate editor qf EMT:PTIONAL EARENT.
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At Devereux...

a helping hand is just a phone call away

1-800-345-1292

In a nationwide network, Devereux
provides services to individuals of all
ages who have a wide range of
emotional disorders and/or
developmental disabilities.

Devereux services include:

residential treatment centers

community-based group homes

day treatment programs

transitional living

acute and partial hospitalization

foster care homes

family counseling and therapy

in-home services

aftercare programs

Locations: Arizona, California,
Connecticut, Delaware, District of
Columbia, Florida, Georgia, Maryland,
Massachusetts, New Jersey, New York,
Pennsylvania, Tennessee, Texas

For information and assistance,
contact National Referral Services
1-800-345-1292

Devereux
Since 1912



Readers Talk About: EDUCATIONAL CHOICES

Where Do We Go From Here?
hortly after Sheila was born, we heard
about a conference on inclusion. We
went; we listened; we jumped on the
bandwagon. It became very important to
us that our child with Down syndrome be
raised in the same world where the rest

of us reside.
We made sure Sheila spent her preschool

years around "typical"
children. She attended
the Rainbow Express
Learning Company,
the same nursery
school as her older
sister"Of course,
we'll take her," director
Sandi Hughes told rne.
"This is one battle you
will not have to fight."
The school made
some accommoda-
tions to make it work,
but work it did.

By the time Sheila
turned four, we had
established a track
record demonstrating
she could be success-

ful in an inclusive setting with proper supports.
As a result, our school district was willing to try
half-days it, the regular classroom with an aide

and cunsulting teacher.
Sheila's first year of kindergarten had its

ups and downs. The consulting teacher
argued with me constantly; she felt Sheila
belonged in a segregated setting. The
speech therapist, who told me she had not
gone into speech pathology to work with
"kids like Sheila," presented another problem.
At many of our monthly team meetings
she would make comments about Sheila's
personality ("She's lazy") or cognitive abil-
ities ("After all, she is severely retarded").

I alternated between blinding rage and a
depression so deep I would cry for days.
By mid-year, when Sheila's classroom
teacher went on maternity leave and her
aide also left, I had to ask if this place-
ment was the right thing.

But the second half of the year was better.

e

Seven-year-old Sheila Holroyd (right) dressed as a
fortune teller for the first-grade Halloween party in
October 1994.

Gt*Pefergaiaxirided fen*
(December, deadline Oct1,1995)

Cady Inienstion (Febnety;
deadline Dm 1, 1995

Camps (March; deadline Jan. 1,
1996)

Vacations (AwN; deadline Feb. 1,
1996)

Witte to: Readers Talk, ExcEpnow

Rom 209 Harvard St, Ste. 303,
Brookline, MA 02146, (617) 730-
8742
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The new classroom teacher happened to have a
background in special education, and Sheila's
new aide adored her. With adequate support in
the classroom, I was no longer as worried.

The following year, not yet ready to sit quietly
for extended periods as required in first grade,
Sheila, now 6, repeated kindergarten. With a
new consulting teacher, almost everything went
smoothlyeverything except speech therapy.
And unfortunately, speech therapy was becom-
ing more and more important. Sheila, an
extremely social child, was still essentially non-
verbal and becoming increasingly frustrated.

Should we stop "doing inclusion" because of
staffing problems, or should we hold firm to
our belief that we all belong together? My hus-
band, Forrest, maintained that holding fast to
the ideal was important. I waivered. If only I
could convince myself that inclusion is always
the best option. "We don't. hesitate to create
special programs for gifted children," I thought.
"Why do we insist an inclusive setting is best
for all children with disabilities?"

We decided to "hang in there," and Sheila
moved on to first grade. This past yearspent.
in a first-grade classroom of 28 studentswas
especially tough. Sheila started demonstrating
inappropriate behavior, such as hitting other
children. Several teachers recommended hav-
ing her tested for attention deficit hyperactivity
disorder (ADHD), but I was reluctant. Sheila
really didn't need another label.

Finally, I discussed it with her pediatrician.
After testing, Sheila had a new label and a pre-
scription for medication. Her behavior
improved, but she was still easily distracted.
We were asked to consider having her spend
one period a day in the resource room.
Reluctantly we agreed, but we can read the
writing on the wall-45 minutes this year; next
year, what? Two hours?

But this past year also brought us a new
speech therapist and a small miracleSheila is
talking! It began with one or two new words a
day. Now, there are so many I cannot keep
track of them. Mrs. Chico, the speech therapist,
uses signs and the manual alphabet to cite
Sheila's speech. She shows Sheila how to make
her mouth form the right shapes to make
sounds. If the rest of Sheila's program could let
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its act together, I would keep Sheila in this
school foreverjust to work with Mrs. Chico.

We continue trying to make inclusion work.
As Sheila begins second grade, I try not to lose
sleep over circumstances that are out of my
control. I don't know that we could fmd a
school district as willing to try as ours; we con-
tinue to hope they will somehow get it together.

But we continue to explore other options.
Where do we go from here? What is best for

Sheila? In the coming years, we know we will
need to remain flexible so we can find the best
ways to give Sheila all the skills she will need to
have in the grown-up world.

Nancy E. Holroyd
Duanesburg, New York

a

A Lesson From
the "Inclusion People"

had enormous reservations about sending
my child to school. For starters, I knew I
did not want him attending a "school for
the severely disabled." It wasn't that I pre-
ferred to have him integrated into a regular
classroom, I just didn't want him labeled

"retarded."
Kevin failed the test that would have made him

eligible to attend a school for the "orthopedically
disabled" and be integrated into regular class-
rooms. Nobody labeled him "retarded," but they
did say he had "severe developmental delays" and
suggested that he attend a school in our area that
serves children with severe disabilities.

So, with some hesitation, I ageed. I visited the
school; I observed the classroom; and yes, I tailed
my son's bus to schoolbut only once.

I discovered I was happy. My son was going to a
school where caring and educated people were
knocking themselves out on a daily basis to pro-
vide Kevin and the other kids with a sound educa-
tion and solid skifis. The school was alive with
laughter and brightness and progress. There was
nothing depressing or dull or uninspiring about it. I
loved the school! And more importantly, Kevin
loved it.

And then I met the "Inclusion People." They are
everywhereI realize that iv: wbut I met mine at
a local workshop. They cornered me during the
lunch break and grilled me about my son's educa-
tional placement. When I told them Kevin attends
a special school, the lecture beganI obviously

had no clue about the current thinking
regarding education, and I was about to
have a lesson. What I learned was
astounding:

I hadn't realized that all three-year-okl
children needed the inclusion of my san
in their pingram in onier to become
fullyfunctioning, sen.sitive, caring
adults. I thought I was responsible only to
my son. I thought his needs were my first
priority. Many times, I feel overwhelmed
just providing for him; the needs of the
entire three-year-old population of my
community are more than I can handle.

7.7

ONLY

COULD

CCONVINCE

fMYSELF THAT

INCLUSION

iS ALWAYS

THE BEST

OPTION.

Kevin Haney, 3, attends the

Lincoln School in Ontaho,

California

I hadn't mlized my son Was unhappy
being segirgated from the rest of the preschool
world. I thought Kevin's smiles and coos meant he
was happy. I thought the kicking and giggling he
does only for his teacher meant he was filled with
joy to be spending time with such a wonderful man.

I didn't know my san wasn't meeting his fidl
potential at that school. I thought a school that
offers swimming, field trips, sing-alongs, sign lan-
guage, parades, computers and the mast up-to-
date augmentative communication technology
sounde( I l'ully prepared to bring out the best in my
child. I thought that teaching my son to use a
switchdespite his extreme physical and intellec-
tual limitationswas a huge step in helping him
reach his potential.

I didn't know I was so unhappy ha ving my son
attend a special school. I thought I was comforted
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by the fact that his teacher knew eractly
how to suction and position and g-tube

feed my kid. I thought I enjoyed the
monthly support group meetings led by the
school's principal, on her own time. I thought I
loved it that the staff was so taken with my son
that his teachers cuddle him and tell him jokes
that make him laugh at the standing table.

I didn't realize I didn't have a choice. Nobody
had ever told me that choosing an appropriate
educational environment for my son was not my
choice. I thought all parents carefully weighed
their choices and chose appropriately for their
children. I did not realize I was sabotaging an
entire educational movement by sending Kevin to
a special school.

I was shocked. The "Inclusion People" were

denouncing my choice--and an excellent one at
thatsight unseen. I don't think it ever occurred
to them that the population of people with disabil-
ities is incredibly diverse, and that one program
cannot possibly meet the needs of all. Don't we
still have roam for choice?

Out family is happy with Kevin's school; we are
happy with the way it is serving his needs and the
needs of other children with very severe disabilities.
I believe all children with special needs deserve a
program that meets their needseither full inclu-
sion, a special school, or something in-between.
And most of all, I believe all children deserve a
chance at the happiness Kevin displays at his
school.

ChestenHaney
Ontario, California

A Varsity Letter for Inclusion
y son's graduation ceremony was a
milestone for the whole family. As
David marched across the stage,
shook the principal's hand and then
proceeded to envelope him in a giant
hug, I felt an overwhelming rush of

joyand a huge sigh of relief. David's educa-
tional journey required tremendous effort from

him and everyone else involved,
but that effort reaped great
rewards.

David, who has fragile X syn-
drome, began his education in a
totally segregated setting; recess
and lunch provided his only expo-
sure to "regular" kids. The profes-
Sionals seemed convinced this
was the best place to maximize
his learning potential. It wasn't
until David was in fifth grade that
a new special education teacher
suggested we try a more inclusive
learning environment.

I'll admit I was frightened!
What if it didn't work out'? Didn't
David face enough challenges
already? Would other children

David proudly wears his letterman's
Jacket everywhere he w s so, of
course, he had to wear it for his senior
picture!
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tease him about his poor reading skills? And
what about his hand flapping and hand biting?
These behaviors often increased when he was
in a stressful situation; how would the other
kids react?

David was already the brunt of unkind com-
ments and subtle abuses on the bus and play-
ground. Very seldom did a day go by that another
child did not greet him with, "Hey retard!" I
wanted to protect him, to keep him safe. But I
knew my husband and I would not always be
there for David. If he was going to live indepen-
dently after we were gone, he had to gain some
of those important skills now. I allowed my
fears and agreed to try inclusion.

Initially, Dave was in the regular classroom
only for a few periods each day, for subjects
like art and gym. The following year, in sixth
grade, he became a more active member of the
class. He still ventured back to the resource
room for reading and math, but the rest of his
day was spent in the regular classroom.

It wasn't all smooth sailing. There were sonic
initial problems, but slowly David began to change.
His self-esteem increased. His behavior was not a
problem. In fact, it was better in the regular class-
room than in the self-contained setting.

And contrary to what many had predicted,
David was learning. After years on the same level,
his reading skills began increasing. He did well in
social studies and science, showing great strength
in general knowledge and awareness of current



events, and often surprising teachers with his
understanding of certain issues.

David's inclusion was not limited to the class-
room. In seventh gade, he tried out for the
school play and was given the part of a mummy
in "Frankenstein Slept Here." On the night of the
performance, my "shy, withdrawn, autistic-like"
son slunk across the stage in a frightening
mummy-like manner, remembered his four lines
and showed us all what he could do when given
the chance.

As a high school junior and senior, David was
a member of the school's concert choir. He also
served as football manager, receiving his varsity
letter with the rest of the guys. He proudly
wears his letterman's jacket everywhere he
goes, even in the heat of summer. Participating
in these activities increased his self-confidence,
which carried over into other areas of his life.

As Susan Mc Vicar, David's former special edu-
cation teacher, says, "Every time David took a
risk at schoolwhether it be talking with peers,
presenting a report, handling the stress of the
crowded hallways or participating in a school
playhe was gaining life skills he could not

have gotten had he remained in a self-contained
setting."

I know there is no single "right way" for all
children; each child is unique. But my experi-
ence prompts me to encourage other parents to
consider the benefits of some degree of inclu-
sion for their own child. I don't believe we can
expect individuals with developmental disabili-
ties to suddenly, upon completion of their
schooling, be able to function in a society they
have been separated from for years. If we truly
believe each person is of value and has the right
to "belong" in the community, how can we sup-
port education that segregates?

We'll never know where David would be
today had he remained in a self-contained class-
room. But I believe the David who hugs me
good-bye as he heads off to work each morning
is a happier, more independent, more self-
confident young man than he would otherwise
be, and a strong testimony to the positive
benefits of an inclusive education.

Jeannie Lancaster
Loveland, Colorado

MOP' REAnERti TALK on pasy 58

THE RIGHT DECISION
New England Villages is a private, non-profit resi-
dential community nationally recognized for its
commitment to personal care and a supportive
family-like environment We provide a full-range
of opportunities for your family member in a non-
pressured lifestyle.

The Village offers residents single or double
rooms in very attractive modern homes or apartments
set on a beautiful 75-acre wooded site some 25 miles
south of Boston. Our vocational center provides for
the satisfaction acid dignity of productive employment
in a supervised work set-
ting. A wide range of
recreational opportunities

and professional support services
are available.

A private endowment and
minimal dependency on govern-
ment reimbursement assures
stability now and for the future.

Call or write Bryan Efron, Ph.D.,
Executive Director for information
and descriptive brochure. A visit
to New Frig land Villages may help
you make ihe right decision.

new england villages Inc
A Model, Supportive Community

For Mentally Retarded Adults

664EP School Street, Pembroke, MA 02359 (617) 293-5461
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ME RIGHT
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HOW CAN

WE SUPPORT

EDUCATION

MAT

SEGREGATES?

Save up to 60% on Disposable Diapers

And We Will Deliver Right tc Your Door

AVAILABLE
IN

BABY
YOUTH
SMALL

MEDIUM
LARGE

To order, call toll-free

1-800-777-1111
24 Hour Service

Ask about our complete catalog including GoodNites,
Depend, Attends, At Ease, Comfort Dry, Ultra Shield,

Dri Pride, Promise and No-Rinse Products

Woodbury Products, Inc.
4410 Austin Boulevard - Dept. 250

Island Park, New York 11558
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Amy's Experiment
with Inclusion

ow can you send your child to a center-
based school? She'll never learn how to
behave unless she is around normal
children!" I've heard this kind of
accitsatoty statement from perfect
strangers. I have no interest in arguing

about educational philosophy; I jnst want the
best possible education for nw daughter.

Amy, 8, was born with multiple disabilities due
to congenital cytomegalovirns ((NV). She has a
profound hearing loss, profound mental retarda-
tion, a visual impairment and mild cerebral paLsy.
She does not vocalize and has no language. She
wears ankle-foot orthotics (AF0s), and began
walking at. four years of age.

....41111L

Amy's "education" began in a home-based pro-
gram when she was six months old. Teachers
came to our home to provide speech, physical
and occupational therapies for a total of six
hours a week. At two, Amy boarded a school bus
for the first time, entering a specialized
preschool program at. a local school. Three years
later, she began kindergarten at a center-based
school.

During those years, she made amazing
progress. The little girl who would throw herself
down on the floor in the grocery store was now
able to walk nicely with Mom. She learned that
pulling out her hearing aid and pun ing it in her
mout.h would result in a time-out. And most
importantly, she was becoming potty-trained. She
wore regular panties all day without an accident.
She was beginning to form some signs and was
learning to eat with a spoon.

Amy made so much progress, in fact, that her
teachers began urging me to transferher to a
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self-contained classroom in a regular school. I
visited the proqam they recommended and was
quite impressed. Lessons were individualized,
and children were able to spend some of their
time in regular kindergarten or first-grade classes.
With some hesitation I ameed to let Amy try this
new school. The deciding factor was that she
could continue to receive speech and hearing
services from the same wonderful teacher she'd
had in the center-based program.

The day before the 1994-95 school year was to
start, I learned that this teacher had been trans-
ferred. To make matters worse, the experienced
teacher I had observed during my visits the pre-
vious spring would not be teaching Amy's class;
instead, her teacher was to be a recent college
graduate with little experience.

I kept Amy home from school until I could
meet with teachers mid administrators from both
schools. They all argued that Amy was "too
smart" for the center school, that they would not
be able to give her the stimulation she required,
and that. she would benefit from having "higher-
functioning" and "regular" kids as role models. I
was finally persuaded; so began Amy's experi-
ment with inclusion.

Amy immediately regessed in all areas. We
began to realize that the physical differences in
the new classroom were having a profound
impact. on her learning and independence. The
bathroom was not situated so a child couh be
watched from the classroom, and no large potty
chair was available; as a result, Amy did not use
the toilet all year. Strapped into a posture chair,
she spent hours staring at the bright florescent
lights instead of watching the teacher. Her ability
and willingness to use languagesigning or pic-
turesdisappeared. Her focusing skills deterio-
rated. And I noticed a gyowing frustration when
it. came to accepting direction. Amy, with a 14-
year-old brother and 11-year-old sister, was tired
of being boss^:: aroundboth at home by her
siblings and at school by her classmates!

We visited the center school again this spring.
Many of the "higher-functioning" children have
been moved to regular schools. None of the cur-
rent students were as independently mobile as
Amy, but. some were at the same intellectual
level. We think Amy would like to be a "big fish
in a small pond" for a changeable to take the
lead in group activities, able 10 push a friend's

"495



wheelchair, able to be with children more like

herself. Though we met with some resistance
from school officials, we've decided that Amy

will return to the center-based school in the fall.
Although Amy's experiment with inclusion was

a failure, we strongly believe parents should have

a choice of programs. Inclusion is truly beneficial

III

for some children, and it is important to have the
resources to allow a child to join a regular class
when appropriate. But it is equally important for
children like Amy to have other options that can
better meet their needs.

--Margaret Daigle
Falls Church, Virginia.

A Battle Well Worth Fighting
hree years ago, when my daughter was
four years old, I had never heard the
word "inclusion." But I did know Rachel
used others as role models for speech
and behavior, and it seemed only logical

she would have more and better role
models in a regular clas.

Unfortunately, the "experts" in our school dis-

trict believed in segregation. Rachel wasted her
first. year of school in a special day claRs for
"speech-and-language-impaired" children. Her
classmates had the same language difficulties as
Rachel; some had behavior problems, too. All six

were boys. Rachel spent that long year without
another girl to play with; the only dolls in her
classroom were the ones I donated. She didn't
learn the language of play, because she never

heard it.
At our next IEP meeting, the team was able to

agree on most of Rachel'sgoals for the following

year. But we reached an impasse when we started
discussing the type of kindergarten clas she
should attend. Our school district dared us to file
for due process; and we did. After several months
of anguish, countless hours of discussion with our
wonderful advocate and terrific attorney and more

than eight hours of mediation, we finally had what

we wantedRachel would attend the same school

as her older brother, four blocks from our house.
She would be fully included in aregular kinder-

garten class, with therapists coming into the class-

room to work with her.
I wish I could say we all lived happily ever after,

but that was not the case. We neglected to add one
important item to our mediation agreement; we

did not insist that the kindergarten teacher want
the challenge of a child with disabilities.

Rachel (seated) celebrated her seventh birthday

ourrounded by friends from her first-grade class.

Unfortunately, Rachel ended up with a teacher
who didn't want the extra work and didn't want to

br part of a team. Because Rachel was labeled
"special ed," the classroom teacher took no
responsibility for her education.

Socially, however, kindergarten was the best
thing that ever happened to Rachel. She learned
what to say during play, and she had lots of other

little girls to play with. Thirty friends attended her
birthday party; she'd never had friends to invite to

a previous birthday celebration.
Before the start of first grade, I spoke at length

to the first-grade teachers I wanted Rachel to have.

I explained that inclusion meant more work for
them, but that they would also learn a great deal.

They had never had a student like Rachel before
actually, she was the first fully-included child in

the schoolbut they were happy to give it a try. I

crossed my fmgers and hoped for the best.
Like kindergarten, first grade was a terrific

social experience. The kids volunteered to be
Rachel's partners in group activities. They protect-

conti nued cn page 60
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ed her, they included her, they played

with her and they liked her.
Academically, the year was at least as good.

Rachel was tvated like every other Idd. When the
other kids took weekly spelling tests using pencil
and paper, Rachel used her computer. She learned
to read better than some of her classmatesan
accomplishment acknowledged by teachers and
kids alike. Math was harder, but her teachers
spent extra time helping her and trying new
instructional methods. The teachers did not give
up, and as a result, Rachel didn't either. Everyone

.

in that classroom knew how hard Rachel worked.
They respected her efforts and accomplishments
and urged her to strive for higher goals. Asa
result, Rachel learned to do many things the
"expert? said were impossible.

Dragging our school system into the 20th centu-
Ay has been a long, hard battle, but well worth the
fight I am reminded of that every time I look at
my beautiful daughter's smile as she reads a story
to her little brother.

Margaret Simons
Beverly Hills, California

Never say "Never"
y daughter, Jamaica, was born totally
blind due to anophthalmia, a condition in
which the eyeballs fail to develop. From
the time Jamaica was an infant, I was a
believer in full integration. I was one of
those parents who firmly states, "My

child will never go to a residential school." But
now, I say, "Never say 'never!'"

During a family vacation, the Millers(clockifise from
left) Jamaica, Tim, Lucky, Dixie and Dianeenjoy a
fishing trip on the Guff of Mexico.

Jamaica began her education in an integrated
preschool and then attended die regular kinder-
garten class in our neighborhood school, receiving
twice-a-week instruction from an itinerant vision
specialist On the other three days of the week, she
had a personal aide in the classroom. Things went
smoothly, and Jamaica developed many friend-
ships with her classmates. But my husband and I
still worried. Sighted children are exposed to print

0 EXCEPTIONAL PARENT / SEPTEMBER 1995

every day as they develop early literacy skills. We
thought Jamaica needed more intensive exposure
if she was going to learn to read and write Braille.

We moved to another school district, where
Jamaica could receive daily resource instruction
from a vision specialist, and still be ina regular
classroom with her sighted peers. We also asked
that Jamaica receive orientation-and-mobility
instruction. The school district was willing to pro-
vide these services, but unable to find a qualified
instructor. Finally, they contracted with someone
to provide once-a-month instruction. Jamaica
needed more, but we figured a little was better
than none at all.

All things considered, Jamaica's educational
program was more comprehensive than those pro-
vided to most children with visual impairments in
the public schools. But despite all the efforts on
her behalf, Jamaica fell further behind each year
She was frustrated, and her teachers were
frustrated. At this point, we began to look at the
intensive, specialized Programs that would be
available to her in a residential school for students
with visual impairments.

In spite of the fact that I had said "never" I was
glad to have that option when we needed it. But I
certainly struggled with the prospect of sending
Jamaica away from home for an entire year. A wise
counselor suggested a trial placement for the last
six weeks of the school year Jamaica did well, and
we re-enrolled her for the following year. The
intensive specialized instruction was good for her
academically, but we couldn't miss the rest of her
childhoo,l; we moved again, so she could live at
home while attending the school as a day student

For a while, we thought we'd found the best of
both worlds. But Jamaica's school was in a

continued rat page 6379 7



The Joy of independence

The joy of self-expression shines

every day for students at Crotched

Mountain Rehabilitation Center. Just

50 miles from Boston, surrounded
by New England villages and towns,

freedom and independence are cele-

brated with every graduating class. spri,,, mile by

Throughout our progressive 60-year

tradition, students have been realizing their

dreams and achieving success.

Here, families and their special children find

the highest standard of care, education, and treat-

ment. Warm, home-like residences welcome

students into a supporting core, from which

they explore an exciting world of
creativity, expression, and accomplish-

ment, achieved with the help of
our dedicated educators and health-

care professionals.

Within our state-of-the-art facilities,

Amy Neubauer children master skills of independent

living. Our students exercise in the

swimming and therapy pools, pursue knowledge

using multi-media computers to access the
Internet, and develop self-esteem through
occupational and vocational training. Students

flourish here in the brilliance of success and

the joy of independence.

To find out more about tbe compassionate and caring services we provide for spedal children

throughout tbe world, please call Debra Flanders in Admissions at 603-547-3311, ext. 235.
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Did I Hear You Say Help?
National Christian
Resource Canter on
Mental Retardation

a wilco of:

Bethesda
LUTHENAN HOMES
ANO SERVICES, INC.
700 Hoffman Dr.
Watertown, WI 53094

A.L. Napo Rano
Executive Director

Call 1400-369-INFO

El Are you looking for
appropriate services
for yourself, your family
member or client?

El Would you like to
obtain information on
religious services and
materials offered by
specific faith groups
and Bethesda?

Then call our toll-free hotline 1-800-369-INFO.

We offer:

Lists of services in specified geographic areas.

Referrals to advocacy and support groups.

Referrals to religious education programs.

Lists of religious materials.

/Bethesda offers workshops and resources to help
you build parish ministries which fully include
persons with disabilities and their families. For
more information call 1-800-369-INFO.
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Start Here...
Getting the basics right made our first computer

program a favorite ot special ed teachers and
students when it was introduced in 1984.

More than10 years later, teachers still applaud
the program's simple approach to pre-reading
skills for students as young as 2 years old. Each
level builds upon the previous in small steps so
the student understands and masters each concept

Every student can use the program because it supports
all of your favorite special access devices. Each activity
can be custom-tailored to suit your student's individual needs.

And, most importantly, it's fun.

End up Here. Nto announce the new vet.-
ow, Nlarblesott is pleased

sion of the program that has
enabled so many children to
use the computer tor the First
time. The version that takes
advantage ol the MaLintosh's
powertul graphics and speech
technolog to make the pro
gram even easier tor both
teacher and student to use.

EARLY LEARNING I
for the Macintosh

tall 012 7V-;-1402
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i.verything", the same

Only !setter

monesiems
MARBLESOFT

12301 Central Ave NE
Blaine, MN 5543411111IMIN4.. , .

Our prices make
everyone happy!

Send for a free catalog
of adaptive
equipment.

5

equipment

7,1

P.O. Box 33 Bedford, MA 01730
(617) 275-7681 Fax (617) 275-4094
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Sinco 1976

NATIONALLY

RECOGNIZED

EDUCATION AND

TREATMENT

FACILITY
Serving children and young adults with autism and
other developmental disabilities

Residential & day services
Professional family living arrangements
Relaxation, imagery and other positive self-control
techniques
4ademic and vocational services
Supported employment
Small, personal client residences
Training and consultation services to schools
& programs
Highly trained and devoted staff

The Groden Center, Inc.
86 Mount Hope Ave.
Providence, RI 02906

(401) 274-6310
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metropolittm area, and our home was hi the sub-
urbs. Jamaica had many friends at school, but few
opportunities for integration into the local com-
munity It was still like she had a separate life from

the rest of the family. Not every state has a residen-
tial school for the blind, and most schools are
located in large cities. But we finally managed to
locate a residential school in a small townand we
moved our family one last time.

Jamaica, now 17, lives at home and attends the
school for the blind as a day student. Last year she
also spent part of each day integrated into a lan-
guage arts class in the local high school, where she
was with sighted friends she knew from church,
gymnastics and Girl Scouts.

We believe Jamaica's well-balanced educational
program is meeting her unique needs and preparing
her for life in the real world. At the school for the
blind, she gets daily instruction in orientation and
mobility She is learning to use new technology that
enables her to communicate with people who do
not read Braille. She is learning cooking and per-
sonal management skills to help her move toward a
life of independence. Most of these opportunities

would not be available to her in a public school

program.
On the other hand, her progress in the integrated

language arts class surprised everyone. By October,
she had already mt her goals for the entire year!

There is nothing equal to the motivation offered by

friends.
'Ibday, 17 years later, I still believe in filll integra-

tionintegration of all the supports and resources
necessary to meet .,ach child's individual needs. I
become very worri-, when I hear talk of narrowing
options and maldng services more generic. Instead,
we need to broaden the educational opportunities
available to children with disabilities and their

Has it been easy piecing together an appropriate
educational progam to meet Jamaica's changmg
needs? No! At different points along the way, we
have used every one of the educational placement
options available. Sometimes it seeined that our
choices were very limited. But at least we had
choices.

The

WEATHERBREAKEIr
collapsible canopy for ALL wheelchairs and strollers.

"Hey Morn, Pm Ready To 6o Outside!
The weather doesn't always care if you need to get to school or

run errands. So, when there's no break in the weather, The

WeatherBreaker protects against downpours and sunburns.

And, for keeping legs and feet dry, nothing beats The GunnySack,

lap, leg, and feet cover ... for the one you love! Contact your

local medical supplies dealer, or call:

800-795-2392
rDIESTCO Mfg. Co., P.O. Box 6504, Chico, CA 95927
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Diane D. Miller
Vinton, Iowa
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Agape\lillage
helps develop happy, fulfilled people by

promoting self-worth and self-sufficiency.
Agape Village, a residential community for mentally retarded/

intellectually disabled adults, provides a learning atmosphere in which

a highly qualified professional staff offer Villagers opportunities for

success in
learning home living skills and money management

I vocational and ioh training social/emotional growth

physical fitness and recreation spiritual growth and church participation

Contact: Glenda B. Wallace, Ph.D., Agape Village
3711 Agape Village Rd., Macon, GA 31210, 912.471-3700 fl1
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"Real Inclusion"
Starts With Us

t started simply enough as the 1991
school year began. Rather than busing
our daughter, Sydney, who has Down
syndrome, to the "special day class," we
just opted to keep her in the local
school. With that decision came a due

process hearing, in which we prevailed, and a
far more complicated process known as "inclu-
sion." It is an ongoing journey, not unlike that
faced by those who fought for racial desegrega-
tion, 40 years ago.

Inclusion is not easy or simple. It is fraught
with all the many challenges we had been
warned about. At least once a week, I resolve to
throw in the towel and as gracefully as possible,
slink off to the nearest self-contained class with
Sydney in tow.

* A1111"111V
Sydney (right) enjoyed her fourth-grade field trip to the

San Diego Zoo.

In the past, following every inspiring confer-
ence or seminar I would return to our school
district full of enthusiasm and great ideas. It
always seemed that "real inclusion" was happen-
ing just about every place but here.

But I now understand that the reality of inclu-
sion can be found in the process that is happen-
ing in my (laughter's class. Inclusion, we have
learned, is a state of mind. It is not easy to
change the "non-person" categoty into which so
rimy individuals with intellectual challenges are
placed. What keeps us going is the absolute
knowledge that our daughter, and others like
her deserve the right to beeonw valid and
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valued members of the community. Meaningful
inclusion must start here, and with us.

Still, it is hard not to get discouraged when
Sydney plays alone at recess while her class-
mates giggle and laugh nearby. It sometimes
takes my last bit of self control to field thought-
less commentsno matter how well intended
and the obvious lack of respect shown my
daughter, unfortunately, all too often. It would be
easier to escape from the assaults of the world,
back into safer environments and settings. And
who knows, perhaps someday we will.

But at discouraging moments, I try to reflect
on Sydney's many accomplishments over these
last three years. Now 12 and going into fifth
grade. Sydney reads at her grade level, enjoys
spelling and is mastering cursive writing. She
takes piano and dance lessons, and has partici-
pated in her school's annual production of "The
Nutcracker"last year, as a candy flute.

Our goals for Sydney's inclusion are far more
realistic now than they were at the beginning.
Our family is facing the real world and trying to
put together the many pieces that go into prepar-
ing any child for an independent and fruitful
adult life. Inclusion doesn't mean insulation, and
it doesn't mean automatic acceptance either. For
that reason alone, perhaps inclusion isn't for
everyonebut wouldn't it be nice if it were?

Joyce A. Taylor
Lake Forest, California

! WHAT KEEPS US GOING IS

THE ABSOLUTE KNOWLEDGE
4

OUR DAUGHTER, AND
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Redefining "Least
Restrictive Environment"

llow me to describe the "least restrictive
environment" for my son, the placement
every parent dreams of. It's a school
where my child will learn on grade level,
in a classroom of same-age peers, with a
minimum of extra support services. Free

and easy communication will flow between my
child, his peers and his teachers. Friendships
will develop naturallyno one is receiving
"extra-credit" to be my child's "buddy." He'll have
the opportunity to earn ? place on the honor roll
without that damned asterisk after his name, to
indicate "special educational programming." Of
course, extracurricular activities will be wide
open to my child! Join the basketball team?
Sure, no need to include that on the IEP. Theater
Club? No problem. Debate Team? Ditto. Student
Council? Get out the felt-tip markers and start
making campaign posters! Homecoming court,
school dances, field trips, the prom--my child
will have the opportunity to participate in any
activity he chooses. No advance request neces-
sary, no hurried meetings to adapt an IEP, no
more frantic phone calls to the Statewide Family
Advocacy Center for advice and support. My
child will have the opportuni-
ty to join the clique of his
choice and the opportunity
to go out on a date. I can't
wait to experience the "nor-
mal" headaches that come
with parenting teenagers.

"Nice fantasy," you say.
"Dream on!" you smirk.
No, really! Every word is

true! And every opportunity
described above has become
my child's daily reality.

But would you believe me
if I told you I refused this
very placement for years?
That's true, too. The very
"normal" educational experi-
ence I just described is avail-
able for my son only at the
state school for the deaf, a
residential school located
almost 200 miles away.

For too many years, I pill
all my child's eggs in the

"least restrictive environment basket"in other
words, our neighborhood school. As far as I
was concerned, there was no option; he had to
go to school here. Period. End of
discussion. He had to learn to live in
our "hearing world." We made acad..
emic plans that had to be modified
and sometimes sacrificed. My son
had limited friendships and no real
social life.

Then I began to meet adults who
were deaf. I began to listen to their
conversations, their stories, their
experiences of learning to live in the
"hearing world." Slowly, oh so very
s-l-o-w-l-y, something began to nag at
me. A light bulb went on in my head
and steadily burned, becoming
brighter and brighter. Finally I real-
ized this: as much as we love our son,
as much as we axe willing to advocate
for every right to which he is entitled,
my husband and I are still hearing
people. We could never teach our son
how to live in a "hearing world." He

can learn that only
from the very peo-
ple who have
done just that since the begin-
ning of timeother people
who are deaf.

So please, I am asking all
of you who advocate for inte-
gration and inclusion, please
tread lightly. What might be
right for your child will not
be right for mine. Don't over-
look the law's guarantee of a
"continuum of placement
options." You, too, may need
that guarantee someday.

As for meI gotta run. I
need to get to the store before
it closes. I have to buy a new
outfit for the homecoming
game. It's Parent's Day at my
son's school, and I wouldn't
miss it for the world!

Susan K Perraidt
Oneida, Wisconsin

Jacob Gillis, 16, shows off his favorite
Christmas gifta varsity jacket! Jacob, a
member of the class of 1997 at the
Wisconsin School for the Deaf, has

competed for the school in football,
basketball and track Jacob was the
foster son of Susan and Richard Perrault

for more than eight years.
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ALL. OF YOU WHO

ADVOCATE FOR

INTEGRATION AND

fiNCLUSION, PLEASE

TREAD UGHTLY. DON'T

OVERLOOK THE LAW'S

GUARANTEE OF A

'rl`CONT1NUUM OF

PIACEMENT ORIONS."

You, TOO, MAY NEED

THAT GUARANTEE

SOMEDAY.
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SPECIAL ADVERTISING SUPPLEMENT

A Report From the National
School Bus Standards Conference

Ricon recommends ADA lift standards for specially-equipped school buses
()nce every five years, school bus operators
from acrec% the country gather to update
a document known as the "National
Standards for School Bus Operations."

The I 2th National Conference on School
"liansportation Standards, held May 21-25
1995 in Warrensburg, Missouri, marked the
occasion of the most recent update to this docu-
mentincluding significant upgrading of the
standards for specially-equipped vehicles used to
transport students with disabilities.

Prior to the conkrence, several key equipment
manufacturers, who served as advisors to the
Standards Committee, presented recommenda-
tions on upgrading standards for various types of
school bus equipment. Ricon Corporation, a
leading lift manufacturer, presente4 a draft rec-
ommendation to upgrade equipment standards
for specially-equipped buses used to transport
students with disabilities. The Ricon recommen-
dations were supported by other lift mangle-turas,
and were eventually accepted for adoption by
conference dekgates.

Although school bases are not required to
comply with provisions of the Americans With
Disabilities Act (ADA), the 281 delegates to the
conference approved the Ricon proposal, a docu-
ment that borrowed heavily from the ADA to
describe standards kr specially-equipped school
busts The Specially-Equipped School Bus
Writing Committee used language similar to that
used in the ADA to outline mks on passenger
capacity, lift and ramp specifications, window
glazing, aisle width, markinp, securement sys-
tems and new technokig.

Committee co-chair David Huff a delegate
from Montana, said the conference adopted "90
percent" of the ADA's requirements, but rejected
as unnecessary an ADA requirement for door
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height sufficient to accommodate adults in
wheelchairs. Consistent with ADA standards,
however, the conference added the requirement
for school buses to have a parking brake inter-
lock, a mechanism that prevents lift operation if
a vehicle's parking break is not engaged. This
requirement will ensure that a school bus cannot
roll while its lift is in use.

According to Dale Carpenter, vice president
of sales for Ricon Corporation, "The difference
between a lift that doesn't meet ADA require-
ments and one that docs is about $95."
Carpenter added that the cost may go down as
such modifications become standard within
the industry.

Electronic communications systems
Illinois delegate Peter Grandolfo and delegates
from other urban states argued for requiring an
"electronic voice communications system"
meaning either a radio or a cellular phoneon
each bus that transports students with disabili-
ties. But delegates from mountainous and rural
areas disagreed with that proposal. Utah delegate
Ben Black, of the San Juan school district, was
typical of the dissenters. "It's pretty obvious to me
that a lot of these folks have never been out
West," said Black "I have 8,000 square miles of
district to cover." Black went on to explain that
his district includes places where neither radio
nor cellular communications can be used.

Eventually, an amended version of the mea-
wre was passed. 'Me new version excluded areas
where electronic communication does not exist.
In addition, the wording was changed to say that
electronic communication "should" be required,
rather than "shall be."

Testing be-downs
The conference deleted an earlier version of its
own testing standards to allow the Society of
Automotive Engineers (SAE) to do even more
stringent testing of wheelchair tie-downs. SAE
tests will involve wheelchai r-and-restrai nt/secure-

ment systems being smashed on a test sled at 30
m.p.h. Huff said the decision to go to SAE test-
ing will "put teeth" in the standards adopted by
the convention, "to see if these tie-downs are
going to do what we want them to do."

Lift capacities
Members also voted to strengthen lift capacities
by adopting the Ricon-recommended "design-
load" standard of 6(X) l)ounds In 8.11100 &le-

,
1995

gates added a requirement that "the lifting mech-
anism and platform shall be able to lift a mini-
mum of 800 pounds." This requirement should
ensure that each bus has a lift with the capacity to
safely and effectively lift even the heaviest power
wheelchairs and their passengers.

Belt cutters
Finally, the conference required that a durable
seat belt cutter should be kept in any bus that has
wheelchair/mobility aids or "other assistive or
restraint devices that utilize belts." The availability
of the belt cutter means that in an emergency, a
passenger can be quickly freed of the restraint sys-
tem and evacuated from the bus.

Standardization leads to better service
The standards passed by this convention will
be adopted automatically in four states and
used as a guideline in most others. For companies
like Ricon Corporation, the adoption of ADA
standards for school-bus wheelchair lifts means
a more standardized product, because these
same lifts are already in use by paratransit sys-
tems that provide transportation to adults with
disabilities. Because the same lifts will now be
used in school buses, Ricon Corporation will
be able to provide faster delivery times and bet-
ter after-sale product support.

Ricon goes one step further
In asassing the impact of the new standards on
student safety, Carpenter pointed out that the
recent adoption of the ADA requirement for an
inboard roll stop is a significant safety enhance-
ment. The inboard roll stop is a 10- to 15-inch
barrier that prevents a wheelchair from falling
into thc space between the edge of the lift and the
side of the vehicle.

In addition, the new requirement for a supple-
mental restraint system means that all passengers
using a bus equipped with a Ricon lift will be
protected by a "safety zonC that includes an
electrically-interlocked outboard passenger res-
traint belt. 'Ibis exclusive featurestandard on all
Ricon transit liftsconsists of a belt running
across the outer side of tbe lifi, above the outboard
roll stop. This helps to protect passengers in
wheelchairs from rolling off the non-vehicle side
of the lift platfOrm and falling to the ground.

Portions of this article were adapted with
permission from SCHOOL TRANSP0R7ATI0N
NEWS.
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Guidelines for
Using Transportation Services

ew things in life run
as smoothly as they
shouldparents are

particularly reminded of
this truth on most week-
day mornings, as they
rush to get children
ready for school and out
the door. Likewise, spe-
cial education trans-
portation services may
not always run as
smoothly as we might
wish. But parents can do
many things to help.

Children and parents
deserve safe, reliable
transportation services
that are responsive to
their concerns. Parents
pay for transportation services either
directly, through fees; or indirectly,
through taxes. They have a right to
expect these services to operate accord-
ing to some standards of quality
Unfortunately laws and regulations
establish only minimum standards; and
some states have no legally mandated
standards at all.

Regulations, standards and contract
requirements may affect the safety, reli-
ability and responsiveness of transporta-
tion services. In general, service quality
depends largely on the money available
to pay for it. Within these limits, howev-
er, most of a transportation system's
operating characteristics are within the
control of the personnel in charge of
running it. But an informed parent can
make many contributions to safety and
service quality.

Understanding your
transportation system

Tb passengers and their parents, the
"system" may seem to be simply the
vehicle and its driver. But your child's

by Ned Einstein

vehicle and driver are only one cog in a
complicated system including layers of
dispatchers, schedulers, telephone
receptionists, mechanics, training
instructois and managers. Vehicles must
be purchased or leased, maintained,
cleaned, fueled, inspected, licensed and
insured, as well as scheduled and driven.

Under the best of circumstances,
operating a fleet transporting hundreds
of individuals with a variety of special
needs, traveling in every direction at the
same time, is a task of daunting com-
plexity Now imagine what happens
when it rains... when new drivers are
still learning their routes... when there
are traffic delays and accidents... when
passengers are not ready at their sched-
uled pick-up times... or when operating
personnel are overwhelmed with tele-
phone calls...

Parents can help
Parents can do much to help the trans-
portation service run more smoothly.
Here are a few guidelines:

Be as flexible as possible in
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accommodating sched-
ules. Scheduling hun-
dreds of students for
pick-ups and drop-offs is
difficult. Adjusting a dri-
ver's schedule to accom-
modate a simple
requestfor example,
"Can't you come earl-
er?"can destroy the
logic of an entire route,
force other pick-ups to
occur out of order and
increase ride times for
other children on the
route.

Provide system
officials with tele-
phone numbers where
you or others respon-

sible for your child may be contact-
ed at all times. When a vehicle runs
behind schedule, breaks down or expe-
riences other problems, it can take
hours to track down and notify each
passenger's parents. Make sure operat-
ing personnel have the information
needed to contact you quickly.

Know your child's pick-r 9 and
drop-off times and the "window qf
flexibility"for each. For example, a
10-minute "window" for a pick-up
scheduled to occur at 8:30 am. means
the pick-up should occur between 8:20
and 8:40 am. Always try to l) ave your
child ready before the window of flexi-
bility begins. When it rains or snows,
have your child ready even earlier, a
well-run system will automatically try to
pick up its passengers earlier in bad
weather. Do not telephone system per-
sonnel until the vehicle is genuinely late.

Obtain telephone numbers of par-
ents whose children are also on
your child's routes. The most impor-
tant numbers are those of passengers
picked up and dropped off immediately



before and after your child in the morn-
ing and the afternoon. Conversing peri-
odically with fellow parents can help
you monitor the quality of service and
identify problems. If you are worried
about a late vehicle, call a parent whose
child is picked up (in the morning) or
dropped off (in the afternoon) before
yours. Better yet, appoint one parent to
be "route captain;" that parent can com-
municate with system operator, then
communicate individually with other
parents of children on the route.

Establish a clear polky with sys-
tem officials about "receiving" your
child. It may not be safe for the driver
to drop your child off without a respon-
sible adult available to meet him or her.
Let system officials know who is autho-
rized to meet your child.

Make arrangements for your
child to be dropped off at another
home on the route jf you cannot be
home to meet the vehicle. Let system
officials know who this will be. If no
responsible adult is at the drop-off point
when the vehicle arrives, the driver may
be required to keep the child on the bus.
Drivers usually do not have time in their
schedules to "swing back" mid-route to
drop off a child. In a case like this, your
child could ride for hours until the dri-
ver has an opportunity to bring him or
her home.

Always call system personnel to
cancel pkk-ups and drop-offs tf
your child will not be riding. Make
these arrangements as far in advance as
possible. When you want transportation
service resumed, also remember to call
system personnel in advance.

Provide system officials with
detailed information, in writing,
about your child's physical and
medical condition(s). Include notes
about behavioral issues, and any other
special concerns. Also include phone
numbers of your child's doctors. Ideally,
the system should collect this informa-
tion in the same way for all passengers.
If it doesn't, at least make sure it has
this information for your child.

Do not alter regular pick-up or
drop-off locations. Organized and pro-

ductive transportation systems cannot
juggle pick-up and drop-off points with-
out inviting scheduling and dispatching
chaos. If your child will be staying at
someone else's home, make arrange-
ments to have that person drive to the
regular pick-up or drop-off point before
the vehicle is scheduled to arrive, and
wait for it there.

Do not ask the driver to be a
messenger. Call system officials to
convey information, file complaints or
ask questions. If a schedule change is
necessary, don't discuss it with the dri-
ver, contact system officials directly.
Don't ask the driver to transport notes,
lunches or any non-health-related arti-
cles. Have your child do it.

Communicate with system
officials and personnel on all non-
urgent matters during non-operat-
ing hours. Non-operating hours are
those hours when children are in
school. During operating hours, a sys-
tem switchboard is often flooded with
calls requiring immediate response from
dispatchers and system managers.
Unless there is an emergency or your
child's vehicle is unusually late, do not
contact system officials during operat-
ing hours.

Understanding the system
from the "operating perspective"

Share these ideas with the parents of
other children on your child's route and
others whose children use the same
transportation system. Your child's
transportation system will operate more
smoothly if other parents also follow
these guidelines.

Try to remember that the people
operating the system do
not see it the way you do.
They can't. And they
shouldn't. This does not
mean your child is "just a
number." But system
officials are often respon-
sible for the safe, reliable
transportation of hun-
dreds of children. And
they have I o exercise this
responsibility within a

,4:1 II

limited budget. While they try to accom-
nu "late most of their passengers' needs,
they cannot possibly accommodate
every need of every parent. When dis-
cussing problems with system officials,
let them know you understand these
realities. They will greatly appreciate
your understanding, and in return you
will receive better information about the
system and help in solving problems. EP

Ned Einstein is
the president of
Transportation
Alternatives, a
southern Cali-
fornia-based
consulting firm
specializing in
the design of
school trans-
portation sys- 41k

terns far chil-
dren with special needs, and 'pant-
transit" systems far adults with physi-
cal and developmental disabilities. A
fanner consultant to the U.S.
Department of Transportation, Mr
Einstein authored the summary report
of the NATIONAL SURVEY OF THE

TRANSPOR7ATION OP THE HANDICAPPED, a

report to Congress that formed the
basis of the transportation sections of
the Americans with Disabilities Act
(ADA). Mr Einstein conducts work-
shops on special transportatm ser-
vices and regularly provkles expert tes-
timony and technical assistance to
attorneys involved in transportation-
related cases, particularly those involv-
ing paratransit, school 1) :s and special
education services.

What are your concerns about
transportation services?
Do you think your child's ride is unreasonably long? Are
you worried about safety issues? Do you wonder how
your child's transportation provider chooses and screens
drivers? Readers with transportation concerns may write
to Ned Einstein, c/o EXCEMONAL PARENT, 209 Harvard St.,
Ste. 303, Brookline, MA 02146. Mr. Einstein will answer
reader questions in upcoming issues of the magazine.
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Only atter this sink
has been adapted,
can this young boy
use It.

Your Child's Bathroom
Wben Jean

and Mike
Gibbons

uilt their
new house, they
had to think care-
fully about their son
Anthony's bath-
room. Anthony
Rubino, 13, has quad-
riplegic cerebral
palsy, and Jean and
Mike were determined
to create a home in
which Anthony could
have as much indepen-
dence as possible. One

of the central features of that home
turned out to be a ceiling-mounted lift
that moves Anthony from his bed to

the bathroom, and once there, from the toilet to the shower.
The lift could be installed only because the Gibbons' architect
made sure the configuration of the bathroom and bedroom
was just light. Building a new home to meet the needs of a
child with disabilities is clearly an ideal solution.
Unfortunately, not everyone can start from scratch.

When designing a bathroom for a child with disabilities
either as an adaptation to your existing home or as part of a
new onc there are several goals to keep in mind. Indepen-
dence and privacy are primary among them; it is important that
a child be able to do as much as possible without someone
else's help. This means considering details such as the height of
light switches and the placement of towel racks. These details,
in turn, highlight another priority safety Towel racks need to
be within reach, but should also be positioned where they will
not be confused with grab bars (see sidebar).

Children grow older, this fact often influences design deci-
sions also. In a few years, for instance, youf child's grab bars
may be positioned too low to be useful. Planning ahead can
help you avoid these problems. Grab bars, for example, will be

1

a
1

Checklist for Your Child's Bathroom: Is it Convenient and Safe?
Remember that the bathroom must be big enough for your child and
any adaptive equipment he or she needs, keeping in mind that both
the child and the equipment will grow larger.

1. Personal Hygiene
Is the sink at a good height for your child? Is it easy to adjust the

height of the sink to accommodate your child as he or she grows?
Is there a need for open space below the sink or vanity? If there is

not a need now, will there be one in the future? If so, is it easy to
remove cabinets to provide space?

Can your child reach the faucet now? Do you anticipate further
limitations in reach?

Is the mirror at a good height for your child? Is it easy to adjust the
height of the mirror? (Note: A laige mirror meets the needs of everyone.)

Is the toilet at a good height for your child? Is it easy to adjust the
height of the toilet? (Note: Add-on seats are available.)

Is the tub/shower easy to get into and use?
Is there a tub/shower seat in the bathing area?
Can the controls be reached from both a sitting and a standing

position?
Does the shower have a hand-held unit? Is it mounted so that your

child can use it?
Is the tub or shower floor a non-slip surface?

2. Support Systems
Does your child need grab bars by the toilet? The height of the

grab bars will need to change as your child grows; if the bars are
mounted on solid blocking, is the blocking wide enough to allow the
height of the bars to change substantially?

Does your child need grab bars at the tub or shower? Is it easy to
adjust their height? (See above.)

If you have grab bars, are they sturdy? (Note: Towel ricks are often
used as grab bars, but they were not designed to fulfill the same pur-
pose and should be placed where they will not be confused with
grab bars.)

Even if your child does not need grab bars, will the caretaker?
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3. Accessories
Is the toilet paper dispenser within reach?
Are the towel racks at a good height for your child? Is it easy to

adjust the height of the racks?
Are the light switches easy to turn on and off?
Are the electricai ..,..alets appropriately placed? Do you need

outlet covers?
Are the electrical outlets grounded?

4. Storage
Is there adequate storage within reach? Storage needs may change;

is extra space available if needed?
Are the medicine cabinet and shelves within reach? Are they easy

to open?
Is there enough room for toileting/diapering supplies? Is there a

surface for diapering?
Is there enough room around the sink for the accessories your

child will eventually need, for example, shaving items and make-up?
Is there space to store a shower chair that can be used in a roll-in

shower?

5. Moving Around
Is there space to move around in the bathroom in a wheelchair?

Will there be sufficient space as your child and the wheelchair
become larger?

Is there room for both your child and a caretaker?
Is the bathroom door wide enough? Note: By widening it to 32"

clear, it will meet your child's changing needs.)
Is it easy to pull the door shut? Is it easy to open?

6. Lighting & Ventilation
Is there enough lighting in the bathroom?
Is the bathroom well-ventilated?

Adapted from material in A CONSUMER'S GUIDE ro How ADAPTADON.
$12; available firm Adaptive Environments Center, 347 Congress St.,
Ste. 301, BoAop, MA 02210; (617) 695-1225.



easier to raise if
you place wide,
solid blocking
behind the walls
so the bars can be
re-mounted at any

z
height.

Development
may also bring

Accessible bathrooms need changes in a child's
not look institutional!

_ abilities. If your
child may use a wheelchair in the future, for example, any
under-sink cabinets need to be easily removable.

Resources
To begin gathering the necessary information to embark on an
adaptation or design project, fast get your child's occupational
or physical therai,ist involved; that person can help you review
needs and locate resources. Parents can search databases such
as the ABLEDATA database of assistive technology (8455
Colesville Rd., Ste. 935, Silver Spring, MD, 20910-3319; 800t227-
0216, VirrY; 3011588-9284, WITY; BBS: 3011589-3563, 8-N-1,
1200-9600 baud). Other good places to find new products or
services include:

Adaptive medical equipment retail dealer catalogs. Medical
equipment dealers can show you their catalogs to gtve you
design ideas and options.

State assistive technology programs. To find these programs,
which can direct you to resources in your state, contact the
RESNA Technical Assistance Project, 1700 North Moore St.,
Ste. 1540, Arlington, VA 22209-1903, (703) 524-6686, voice; (703)
524-6630, M.

Independent living centers. These community-based, con-
sumer-controlled advocacy and service organizations can pro-
vide lists of resources for adaptation projects. To find the cen-
ter nearest you, contact the National Council for Independent
Living, 2111 Wilson Blvd., Ste. 405, Arlington, VA 22201, (703)
525-3406, WIT.

Specialized accessibility consultants. Make sure that any
consultant you hire focuses on residential adaptations. These
coasultants, where available, help families target their specific
design or adaptation needs. This process involves the whole
familyit's important that a modification or adaptation for one
family member doesn't interfere with the needs of another.
After a discussion about needs, goals and options, the next step
is research into resources and products. The consultant may
serve as a liaison between the family, the contractor and the
architect, to make sure all the necessary details are included.

Often, the ability to take advantage of design ideas, products
and services relies on funding. Inexpensive solution.s exist, but
adaptation expenses inevitably add up. Finding funding
requires legwork, and families have to be ready to live by the
"bit here, bit there" principle. In order to finance the bed-to-
toilet-t o-shower lift, Anthony Rubino's family looked every-
where for help with the $10,000 bill. Eventually, the Knights of
Columbus came through for them with a $5,000 contribution
and the Elks with $100. As you investigate resources, be sure to
ask for funding tips. Crmforierl un page 72
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A balancing act
In designing or adapting a bathroom, each
decision is a link in a chain of decisions;
one change can demand a whole series of
changes. If you are building a new home,

This Duro-Matic door
hinge adds two inches
of clearance to any
doorway.

(Illustration courtesy of Duro-Med,
Jesup, GA)

you have a great deal of fiexibilityas
much as finances allow, you can aim for ideal solutions.

Modifying an already-existing house presents a different chal-
lenge; it forces you to find a balance between the ideal solution
and the options dictated by circumstances. If you do not have
room to replace an existing door with one that is three feet

,

;..

wide, you have to find another solution. If
the child's wheelchair does not need to
make a turn to enter the bk.nroom, the
door can be narrower. Even if a turn is nec-
essary, it may be pck%ible to create the
needed width with a pair of offset hinges.

These hinges have an extra fold, allowing the door to open fur-
ther back and to the side so the inside edge of the door no
longer diminishes the doorway's full clearance. This $30 option
may save a family up to $600 in reconstruction costs.

The bathing area demands considerations. If your
bathroom already has a tub, you can
install a liftthe most common type
clamps onto the side of the tub. Or you
could replace the tub with a shower,
which may be easier to use. A pre-fab
roll-in shower fits into the space of an
existing tub. If the shower is not big
enough for the caretaker as well as the
child, a half-height curtain can allow the
caretaker to work from outside the stall.
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Blueprints
Talking about her work, accessibility
consultant Jackie Dobson describes a
moment she arrives at with many fami-
liesthe loment when she says, "when
your child moves to his or her own
apartment..." Often, she can see that
families haven't yet considered this
eventualityshe watches them make a
mental shift from the here-and-now to
the future, and she can see their sur-
prise. Jeff Jones, father of Brianne, a 14-
year-old with cerebral palsy, is thankful

*4, for moments like that. "Jackie personal-
izes it. You're busy thinking about 2x4s

- and she reminds you that girls need
space to be girlsspace for the hair
dryers, you know?" Sometimes, a blue-
print for a bathroom can turn out to be
a blueprint for independence. EP

Molly Winans
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Molly Winans is assistant editor of
EXCEPTIONAL PARENT

Thanks to the following people jbr their
contributions to this article:

Jackie Dobson, president but
founder of Solutions for Accessibility,
Framingham, Massachu.setts;
Jean Gibbons, parent, Manonwt,
Massachusetts;
Jeff Jones, parent, Cambridge,
Massachusetts;
Ralph LeBlanc, architect, Hull,
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Hot water might just be the best problem
solver around. This comfortable, movable, contoured
shower chair lets you soak it in without a care. Our

Ceratherrn shower with thermostatic control makes
you feel even more at ease.

Talk

about your

awkward
situations
Astronauts

first strap
themselves in

with foot
and thigh ,

Our Multi-System
closest anyone's

sink It adjusts
accommodate

with back trouble,

or in-between

ItLavatory is the

come to a portable

very quickly to
wheelchairs, those

or anyone tall, short
It even slides to

the left or to the right

restraints They've got a toilet bowl but no water .!oad, 12 au

jets underneath the sthit puwel everything into a storage tank

Everyone goes to tht.' ballroom. in very different cIrcumstance

Private. kelaxing. It should lie a chance to feel free..lo that end, Aim,

of smartly designed, stunningly designed accessillle products anywhei

liven if we liave to ask NASA. hiSt call us at 1-800-524-Q797, Ext

s. Still, it should always feel inviting.

rkan Standard offers the higi.vst choici

v. \XVII also answer all yin.. questions.

.470.

Iqq.1 A
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portunities
For Students with Autism, Behavior Disorders or Mental Retardation

The New England Center for Autism, is a community-based education center providing day and residential programs for
students aged 3 to adult. Classes in communication, daily living, academics, employment and social skills are taught in 1:1 and
low staff-to-student ratios. Our non-aversive approach is designed to bring children out of the severe isolation imposed by their
disabilities and prepare them for productive, worl-ing lives in their own communities. The central educational facility of The
Center is located just 20 minutes west of Boston, in Southboro, Massachusetts, with 13 attractive student homes in nearby
communities. We are less than 3 hours from most eastem states and accept appropriate students from anywhere in the US.

EARLY
INTERVENTION

Make a better future for the young
child with Autism, PDD and Behavior
Disorders in your life. At the primary
level, our residential program focuses
en children ages 3-12. Students are
taught using proven intensive instruc-
tional techniques based on applied
behavior analysis. Studies conducted
nationwide have shown the signifi-
cant impact this type of program can
make on the young child's develop-
ment. This short-term placement,
combined with our individualized
transition programs, provides an
avenue to return children to their
homes and public schools with the
skills to grow and thrive in integrated
settings.

INTENSIVE
PROGRAMS

Many of our students arrive at The
New England Center for Autism
after having had a long history of
rejection and failure. With us they
receive intensive, positive, behavior-
ally oriented treatment that focuses
on developing the coping skills and
appropriate behaviors which enable
them to live and work successfully
with minimum support. Intensive
Program students participate in the
full range of academic, community,
and recreational activities provided
for all of our students.

For more information please contact
Catherine M. Welch, MEd,
Director of Admissions.

BEHAVIOR
DISORDERS UNIT

Our staff understands how much
can be gained when children develop
a positive self-image, and we work to
make that a reality! Our Behavior
Disorders Unit has successfully
bridged the gap between programs
that traditionally serve students with
emotional disturbances and/or psy-
chiatric disorders, and programs that
serve students with Developmental
Disorders and/or Autism. We combine
individual and group counseling with
sound behavioral techniques to pro-
vide comprehensive educational and
social development programs for all
students, with a strong focus on self-
monitoring, choice and responsibility.

33 Turnpike Road, Southboro, MA 01772 (508) 481-1015
Just 20 miles from Boston

We CanMake-A Difference!
arcle #76



Genetic Counseling
es in testing are changing the "typical pregnancy"

PART Two by Naomi Angoff Chedd

"CVS... MT_ DNA catalysis... I thought I was going to have
a typical pregnancy. Instead I was thmwn into cauldron of
alphabet soup!" This was the reaction of one mother 'upon
learning that her genetic histom predisposed her unborn
child to a number of genetic conditions, including a major
heart defect. Her pregnancywhich involved close monitor-
ing, numerous tests and then, 'neonatal heart sumeiywas
anything but typical.

These days, most pregnancies involve discussions of
genetics, and many couples consult geneticists or
genetic counselors. Some undergo a variety of tests in

an effort to ensure that their developing baby is healthy,
which, in most cases, it is. If not, prenatal testing can give
families information and options.

But the accuracy of that information is crucial, stresses
Suzanne Morse-Fortier, coordinator of the Down syndrome
program at Harvard Community Health Plan and former
board member of the Massachusetts Down Syndrome
Congress. Morse-Fortier, who works with parents of
children who have Down syndrome, or those who have
received a prenatal diagnosis, believes that such parents
receive too much negative and incomplete information
because many medical professionals do not have up-to-
date knowledge of various disabilities. For example, she
points out, "People are often told that 30 to 40 percent
of children with Down syndrome will have a heart
defect, which is accurate. But they are not told that
now, most of these heart problems are correctable."

Morse-Fortier thinks that couples with a prenatal
diagnosis should find out as much as they can about the
condition and available support groups and resources.
They may also want to talk with other parents of chil-
dren with a similar diagnosis.

On the other hand, Morse-Fortier adds, parents who
have not yet. decided whether to continue a pregnancy
should not try to predict their child's future based on
the way other children have turned out. "Do we parade
expectant parents of what we believe will be typically-
developing kids around youth detention centers, pris-
onsor Harvard University, for that matterand tell
them, 'Now pay close attention to this and think seri-
ously about whether or not to continue your pregnancy,
because your kid might end up here some day?' Of
course we don't. Nobody can predict any child's future."

Available tests
About three or four in every 100 births results in some
kind of genetic abnormality or "birth defect." Although
tests are available only for a few hundred out of the
thousands of possible conditions, medical knowledge
and nwdical know-how are improving all the time. Here

BEST COPY AVAILABLE

are some tests that couples planning or expecting a baby
may encounter.

Prenatal tests:
Ultrasonography (ultrasound) is a non-invasive procedure

that provides a visual image of the fetus. An ultrasound can
be used to determine the size of the fetus and apprcximate
due date. A more sophisticated level-11 ultrasound can identify
some developmental and structural abnormalities, such as
spina bifida, congenital heart disease and hydrocephalus.
Results are usually available immediately, although further
tests may be recommended to confirm a diagnosis.

Maternal serum alpha-fetoprotein (AFP) analysis, a
maternal blood test performed between weeks 16 and 18 of
a pregnancy, indicates the level of AFP, a substance pro-
duced by the fetus and passed to the mother's blood. High

continued on page iti

No cure... yet

TIwo-year-old Samantha Metcalf was
born prematurelv and diagnosed with

cerebral palsy around her first birthday.
Then, a few months late!, Samantha's pedi-
atrician noticed she had some "café au lait
spots" (light, coffee-colored marks on the
skin). Samantha was seen by a geneticist
and at 18 months, diagnosed with
neurofibromatosis (NF), a disease that caus-
es tumors to grow along various nerves and
sometimes in the bones and under the skin.
The severity of NF varies widelyfrom
almost unnoticeable to quite disfiguring. It
can also lead to a number of medical com-
plications including curvature of the spine,
enlarged head, blindness and neurological
problems.

"We got lots of information from our
geneticist," explains Samantha's mother,
Emily. "At first the picture sounded bleak. But we found out that there's a
range of possibilities. The disease may amount to a few large spots on the
skinwhich is most likelyor it may become mom serious."

Samantha's Nr isnot related to her cerebral palsy or prematurity. It was
caused either by a new mutation or by'an altered gene' inherited from 'one
of her parents..NF is inherited aS a dominant condition, meaning only one
gene needS.to be,altered ip order to have the disease.'So,if one,parent has
NF, eaCh pregnancY has a SO percent chance of produting a child With

.DNAiesting is rtO,,ki possibleininoSt, fornilies*ith. NF. The
)wh6 ar4'a4Aitinff the regrIte, of their- pNKtest'i!ay,We,-w9ukl i0.0mtiogh
*mita testifigif .0* deciQ 1t thive a seepicid, alt66ughttletk
:e.,ao't- tell hoyy-sf*e thediwase. will.be.",:Erhily,Whnso,ipecis she, too;
ivlay:haye.* m4d fOnhof the disa'sei ,adds;'' Ern.Otiirtistk,41)Put the

Ur Wteii.Sonarstko: Was "dialinoied nine moOs agdf'..ittip1, yoaii ho

Samantha Metcalf, 22
months, tries out the slide
at a local playgmund with
some help from her mom,
Emily.
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New technology an option for some

During her first pregnancy, Renee Abshire,
then 20, and her husband David, 24,

never gave genetics a passing thought. But
when their daughter, Maigon, stopped crawl-
ing and holding her bottle at seven months of
age, they began to worry. Their pediatrician
told them Maigon was "just getting a little
lazy."

But as Maigon's condition worsened, Renee
and David became increasingly concerned.
The day Maigon had 39 seizures, the Abshires
rushed her off to one of Louisiana's top med-
ical centets, where doctors took a derailed
genetic history and ran dozens of tests.

Since the Abshires ate of Cajun decent
Louisianians descended from French-speaking
immigrants frOrn Acadia, a region of eastern
Canadanone of the specialists they consulttd
ever mentioned Tay-Sachs disease, which had
always been thought tooccur almost exclu-
sively irijews of eastern-and Middle-European
ancestry,. But when ineurologiStthought he
saW the,C.haraCterisfic tedspot iri the tenter of
MaigoneYkhe'ran the.tet for T4y-achs'
andCOnfirmedthelatatdiagnatis:,.....

Reneewas alone when a dagar Oki her,

'rjac*.Liiioi.**!i41:*.

1cogr9.2s,

.

ingehe,

(Above) Proud father
David Abthke holds
newborn daughter
Brittany Nicole for the
first time. (Right) The,
new fan* sits for a
porbsit Renee holds
one-week-old EldttarrA
while David holds a
Ochre of the couplitli
fist daughtec MOM
Nico Malgon,who
is 32 tronttss old in _

the protogreib, died
six months altar it :!
was lalo9n. rfhlis
Aar oritroamPiate
taralf0pant!..seis
neosx,,

fp

was available, Renee and David knew they
would never terminate a pregnancy.

But five years later, they learned about a
new reproductive technology"pre-implan-
tation diagnosis." In this modified version of
in-vitro fertilization, the mother's egg is fertil-
ized by the father's sperm in a petri dish in a
laboratory and allowed to grow to the eight-

cell stage. Then a single cell
is removed from the
embryo and can be tested
for a variety of diseases,
including Tay-Sachs. If the
embryo is disease-free, it is
placed in the mother's
uterus, with about a 20 per-

.: cent chance of subsequent
pregnancy and live birth.

if Despite these low odds,

:/the,,Absilires aixed tottYthe
; neliv Wujiclue. ROO

7E*n thP411.the
tfist tftati*

...0e;001*-

;:z

rontinuedfrom page 7.5

levels may indicate twins or that the due date has been
miscalculated arid the pregnancy is further along. But it
may also indicate, among other things, that spina bifida is
present or that the fetus has died. Because the maternal
senun AFP analysis is only a screening test, amniocentesis
and/or ultrasound are generally performed to clarify the
cause of elevated AFP levels.

Low AFP levels may also warrant follow-up. Recently, doc-
tors have discovered that women who have given birth to
children with Down syndrome have very low AFP levels. So
some clinics recommend amniocentesis and chromosome
analysis if the AFF level is unusually low. At many clinics,
testing for the levels of two hormones, estriol and human
chorionic gonadotropin (HCG), has been added to the AFP
analysis. Low AFP levels, combined with high HCG and low
estriol levels, indicate a higher risk of Down syndrome.

Amniocentesis, a widely-used procedure usually done
between weeks 15 and 18 of a pregnancy, provides clear
results 99 percent of the time. In this procedure, normally
done on an outpatient basis, a small amount of amniotic fluid
is obtained by passing a needle through the abdomen into the
uterus. The cells in this fluid are analyzed for chromosomal
disorders, and the fluid is analyzed for AFP levels. Additionally,
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if the family has a history of a particular genetic disorder,
amniotic samples can be tested biochemically or by DNA
analysis.

Amniocentesis carries a slight risk of infection as well as a
small increase in miscarriage rates. Many women report some
pain connected to the procedure. Women older than 34, or
couples who have already Oven birth to a child with a chro-
mosomal or genetic disorder or have a family history of such
a disorder, are generally offered this procedure. Results are
available in two to three weeks.

Chorioniv villus sampling (CVS), done during the first
trimester of pregnancy, allows doctors to diapose many of
the same conditions as amniocentesis, but earlier in the preg-
nancy. In this procedure, done on an outpatient basis, a sam-
ple of the placenta is obtained by passing a plastic tube
through the vagina and into the uterus, or by passing a needle
through the abdomen and into the uterus. CVS carries a high-
er risk of miscarriage than amniocentesis; also, some report:;
have suggested it is responsible for a rare limb defect.

Newborn screening:
Some type of newl iom screening is mandated in most states.
In most, babies are tested for metabolic disorders such as
phenylketonuria (PKU), maple syrup urine disease,

r;13 roatinued ott page 78
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(21'D Berkshire
Meadows

Nestled in the serene beauty of western Massachusetts'
Berkshire Hills. Berkshire Meadows' carefully designed
fifteen-acre campus offers a comprehensive, integrated

year-round residential program for children and adolescents who
are severely developmentally delayed and may be multiply
disabled.

L ike other children all over the
world, residents of Berkshire

Meadows attend "school" (our
Learning Center) five days a week.
Each follows his or her own curricu-
lum, designed to respond to individual
needs: physical development, cognitive
development (based on Piaget), the use
of basic living skills. Our prouam for
young adults also includes Applied
Academics: techniques such as the use
of money. and basic computing. And as
a corollary to the Total Communication
techniques we apply throughout our
program, all students participate in
Augmentative Communication
training, where individual methods of
communication are developed.

rr he young people live in spacious
one-story homes, each with its own

lounge, visiting area . kitchen, dining
room, laundry and specially-equipped
bathrooms. Each youngster has a
bright, attractive bedroom, and is
encouraged to keep personal pictures
and toys. Here. in an atmosphere of
nurturing home life, each resident
learns about self-care and daily living
skills, and staff accommodate personal
needs with respect and tenderness.

Each resident of Berkshire Meadows
follows his or her own individual-

ized physical therapy program. We take
full advantage of all the tools and
techniques that research and modern
technology have provided to ease pain,
relax muscles, develop strength and
expand movement. including extensive
hydrotherapy. Specialists in the fields of
psychiatry and psychology work with
the young people to promote emotional
and mental well-being. Round-the-clock
nursing coverage ensures that each
child's physical needs are constantly and
consistently monitored.

Circht # 10
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Weekends and holidays are for fun.
We take full advantage of the

loveliness of our natural surroundings,
and of the receptive friendliness and
extensive activities of local
communities.

0 ur intent is to help "our"
young people to become more
independent, more self-

sufficient and empowered. For their
families we strive to offer education,
encouragement and support. We believe
that with thoughtful, cohesive integra-
tion of specialized education and
physical care, and family and commu-
nity support, each child has the
opportunity to achieve his or her
maximum potential, and, most
importantly. to experience satisfaction
and joy.

Berkshire Meadows
Gail Charpentier, Exec. Dir.

249 North Plain Roadi Housatonic, MA 01236

(413) 528-2523
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tiveycystinuria and galactosemia Some states also test
fostr*kle cell cliseaspc'toxoplasmosis and endocrine dis-
orde**iehas hypjthyroidism and congenital adrenal
hypoplaga Screening for these disorders involves blood
and/or urine analyses that can be done during the first
few days of life. If a disorder is detected, treatment can
be started immediately, and in some cases, physical or
cogaftive disabilities may be prevented.

Newborns can also be screened for hearing impair-
ment using the brainstem auditory evoked response
(BAER) test, which measures the brain's response to
sound. Such testing Ls now inandated in several states.

If a problem is suspected:
Other tests that can be performed on newborns or
older infants and children are not done routinely;
rather, they are performed only if the child is suspected
to have a specific condition. For example, children sus-
pected of having a chromosomal abnormality such as
Down syndrome, Turner syndrome, Klinefelter syndrome or
others, can be diaposed through chromosome analysis. This
analysis can be done with a blood sample from the infant,
which requires three to four days of cellpowth in the lab, or
with skin or other ttssue samples, which require several weeks
of cell growth. The analysis is done by examining stained cells

Dealing with a lethal diagnosis
A fter many years of infertility, Andrea and Peter Hart* became the

proud and happy parents of a six-month-old adopted son. Then, unex-
pectedly, 39-year-old Andrea became pregnant. Her pregnancy progressed
normally until week 20, when she went for what she thought would be a
routine ultrasound.

But nothing turned out to be routine. Andrea and Peter's child was diag-
nosed with thanatophoric dysplasia, a growth disorder occurring once in
about 10,000 pregnancies. The Harts consulted a genetic counselor to
learn about the rare condition. Andrea explains, "We knew we could live
with all kinds of disabilities, but these are the words that stuck in our
minds: 'Your baby's condition is uniformly lethal.' So we made one of the
most difficult decisions of our livesto terminate the pregnancy."
Throughout the emotionally and physically painful process, their genetic
counselor was by their side, providing support and reassurance and help-
ing them through their grief.

Afterwards, Andrea and Peter found a support group for people who
have terminated a pregnancy after a prenatal diagnosis. "This is not the
kind of thing people talk about openly or casually," says Andrea. "So you
may never meet anybody else who has gone through a similar experience
unless you join a group like this. It really helps to talk and listen to others."

Names have been changed.

Crystal Springs School
A PROGRAM OF THE

INSTITUTE FOR DEVELOPMENTAL DISABILTIES, INC.

Providing quality resideritiet;, special education and treat-
ment services in a professionally caring, homelike environment
since 1953.

30 acre campus in Southeast Massachusetts, close to
Boston, Cape Cod, Providence and Newport, R.I.
Programs for severely and profoundly multiply handi-
capped children and young adults from birth - 22, including
those young people characterized as medically fragile.
365 day programs providing 24 hour nursing availability.
Licensed by the Massachusetts Office for Children.
Approved by the Massachusetts Department of Education.
Member of the Massachusetts Association of Approved
Private Schools.

For information, Please Call:
Admissions Coordinator

1-800-840-8087 (508) 644-3101

Circle 0124
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under a microscope to look for extra, deleted, inverted or
translocated chromosomes.

Screening for rarer types of metabolic disorderssuch as
the mucopolysaccharidoses or Tay-Sachs diseaseLs not done
routinely at birth, but can be performed any time a problem is
suspected. Testing for these enzyme deficiencies involves the

Afriift&
No ONE To PLAY WITH

THE SOCIAL SIDE OF LEARNING DISABILITIES

Betty B. Osman with Henriette Blinder

Failing a spelling test is only one of learning disabled

Jr- child's many problems. Often havin,) "no one to play

with" can be more troubling and anxiety-producing than any

classroom difficulty. This book offers parents and teachers

compassionate insight into the special needs of a child with

learning disabilities and gives detailed information about

where to find support. 6x9 softcover, 170 pp. #687-8 $10.00

THE TUNED-IN, TURNED-ON BOOK
ABOUT LEARNING PROBLEMS - REVISED EDITIONIn this self-help guide written for adolescents and teens,

author Marnell Hayes, EdD takes a practical approach

to helping kids capitalize on their individual learning style.

The content of the new edition includes new study tips, a

new glossary, and more 'homework' for parents and teach-

ers to help them understand what a child with learning diffi-

culties needs them to know. 6x9 softcover, 163pp. 4/0904 $10.00

f+MS153s' S'5;M,311S7r0S,h.ril SOICA &KI .cs;:er'S all !at

ACADEMIC THERAPY: PUBLICATIONS
20 COMMERCIALBLVD; NOVATO, CA 94949 1(800) 42277249
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analysis of blood and/or urine samples.
An infant suspected of having cy.tic fibrosis may be given a

sweat test, which measures the level of sodium chloride in a
child's perspiration. A high level most often indicates that the
disease is present

Many other tests are available for diagnosing neurological dis-
orders. These include various types of brain "scans" such as the
electroencephalogram (EEG), which records the brain's electri-
cal impulses; computerized axial tomography (CAT or CT
scans) and magnetic resonance imaging (MRI), both of which
can provide cross-sectional images of the brain's structures; and
positron emission tomography (PET scans), which can be used
to study the metabolic and chemical activity of the brain.

Most medical professionals would agree that the "typical
pregnancy" is fast becoming a. thing of the past. As a result,
families are oftenjhced with decisions far which they are
unpmpared. As more and more families face the difficult
decisions created by progressively more sophisticated med-
ical testing, the role qf the genetic counselor may become
increasingly important. One counselor put it this way: "If I
can provide a greater level qf contfort to people who need it,
help them, become better able to cope and give them enough
accurate information to make decisions about their children
or future children, then I am doing my job." EP

Naomi Angoff Oiedd is a member of EXCEPTIONAL PARavr's
editorial staff

LIVING AND LEARNING
IN THE COMMUNITY

With its unique nuxiel, The Evergreen Center has a history of successfully
transitioning students to less intensive community settings.

Evergreen students live in actual community settings traveling to and from
school each day through the Blackstone Valley (MA) countryside. With
trained professionals, they learn basic skills in the classroom, in the
community and in their residence.

Students receive vocational training and experience real work opportuni-
ties. Students are supported with hehavior development programs, medical
and family services, and physical, speech, or occupational therapy.

Our Students' Challenges
Aurism Hearing/Sight Impairment

Mental Retardation Severe Maladapuve Behavior

Physical Disability

The Evergreen Center is a licensed, private, non-profit residential school
ofkring students and their families from across the country and abroad
residential programming 12 months a year. For more information call or
write Robert F. Littleton, Jr., Executive Director.

EVERGREEN CENTER
345 Fortune Blvd., Milford, Massachusetts 01757
1-508-478-5597

Circle *106

Barrier Free Lifts
BARRIER FREE CEILING LIFTS ARE

Used independently!
Most physically challenged people can
transfer themselves unassisted.

Air tube controlled!
No electricity to the user!
No chance of being shocked!
Can operate while in water!

Multi-directional!
Vertical & horizontal motion at the push
of a button.

Battery operated & no maintenance!
Batteries are automatically recharged
each time the lift is used.

Helping You Achieve Greater Mobility

Barrier Free Lifts, Inc.
P.O. Box 4163 Manassas, VA 22110
(703) 361-6531 FAX (703) 361-7861

1-800-582-8732
r
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Irene Po llin, author of TAKING
CHARGE: OVERCOMING THE

CHALLENGES OF LONG-TERM

ILLNF,ss, is a parent and psy-
chiatric social wolicer In deal-
ing with her children's ill-
nesses, Pollin became aware
that professionals receive
scant training to help indi-
viduals and families cope with long-
term cffects of chronic illness or dis-
ability. Neither mental health nor
medical specialists provided the
support she and her husband needed
After the loss of two of her own
children, Pollin returned to school
for training as a psychiatric social
worker.

Although TAKING CHARGE:

OVERCOMING ME CHALLENGES OF

LONG-TERM ILLNESS was written
specifically for individuals with
long-term illnesses, every chapter is
filled with pawerfid information and
helpful support for parents and other
family menzbers. TAICING CHARGE is
available from Except-ional Parent
Library (800/535-1910). The follow-
ing is an excerpt:

Mastering Your Fear
of Expressing Anger

Anger is often difficult to recognize
and acknowledge in oneself You pay
dearly when you cover your anger,
trying to appear cool and controlled
when you're not.

I know this from personal experi-
ence. I had no idea how much anger
had affected my lifeI didn't even
know that I was angry Some of my
friends recognized it in me, but
when one of my confidants men-
tioned that she thought I must be
pretty enraged at what had hap-
pened to my family, I reacted as if
she were crazy "How dare she think
I'm angry," I thought. "I'm upset and
unhappy because of my children's
deaths, but angry? Never."

Of course, I sometimes felt that

my life was overI had put so
much of it into my futile
attempts at saving my sick
youngsters. And certainly, I
had asked myself repeatedly
why two innocent children
had to be born with such seri-
ous illnesses and had to suffer
so. I wondered why all of my

friends seemed to be able to give
birth to one healthy baby after anoth-
er, while two of my three biological
children were so terribly sick. I ques-
tioned if there was anything I had
done to cause my children's pain, for
I was certain that they had no
responsibility in it. These concerns
plagued me for years, yet I never
recognized that I was angry...

WITHOUT WORKING

THROUGH MY ANGER,

COULD NEVER RESOLVE MY

GRIEF. ONCE I FACED THESE

FEELINGS, I COULD REGAIN

CONTROL OF MY LIFE.

Indeed, I realized that sometimes I
was impatient and short with my
family... In addition, I felt deeply
disappointed in close family and
friends who seemed to misunder-
stand me. I used to ask myself,
"Don't they know how terrible I
feel? Can't they read me?" On many
occasions, I sat in one room feeling
as if my world had fallen apart,
while my husband and surviving
children laughed at a TV sitcom or
cheered a sporting.event in an
artoining room. If, in my state of
upset, I came out to talk to them
about my feelings, they gave me
strange looks rather than sympathy
or support. I needed their love and
understanding, but felt, instead,
isolated, insecure and "crazy..."

My family... must have felt that I
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had changed. I knew I hadn't Inside,
I was still the same person, but I was
hurting so much that I had no way to
express it.

Moreover, my attempts at hiding
my rage and pain made outsiders
believe that I was cold and
detached... In truth, I appeared calm
because I was on tranquilizers... My
doctor's idea, of course, was to get
me through this difficult period, but
in fact (as I realized later) the med-
ication delayed my undergoing a
process that was vital to my
recovery.

Without working through my anger,
I could never resolve my grief: Once I
faced these feelings, I could regain
control of my life...

Use words to express
your feelings

Anger can be understood, tolerated
and discussed. For example, begin by
explaining why it's so important for
you to express your anger. Ask for
indulgence and help. your family
that it feels awkward for you to be
angry, but you know that you must be.
You can even explain that you're not
exactly sure why you feel this way,
but you'd like their forbearance as you
go through this difficult procesa

You can also explain to your loved
ones that all you want is an ear. You
don't need them to solve your prob-
lemsthey may be unable to, any-
way. But their listening will give you
a chance to release some of your
pent-up feelings. It's something posi-
tive they can do for you.

In your discussion, simple expres-
sions like "I feel so frustrated!" or
"Sometimes I feel sorry for myself!"
or "I'm just enraged!" help to break
the ice without explosive outbursts
that can be dangerous to you. You are
describing how you feel without
blaming anyone. And your loved ones
will respond, but without an argu-
ment. They won't feel attacked or



need to defend themselves. After you
have expressed your anger, its intensi-
ty will have diminished and you will
regain a sense of control.

ANGER DUMPED

INDISCRIMINATELY MAY BRING

TEMPORARY RELIEF BUT CAN

PERMANENTLY DAMAGE

RELATIONSHIPS YOU REALLY

CARE ABOUT.

Be careful when you speak that you
don't say things that can never be
retracted or forgrven... Use "r state-
ments about your feelings (such as "I
feel hurt when you don't call.") rather
than "you" statements (such as "How
dare you not call!"). Your friends and
family will experience the latter as a
loan of verbal aggression and will
become defensive. Anger dumped
indiscriminately may bring temporary
relief but can permanently damage
relationships you really care about "I"
statements will garner a more positive
response...

Finally, observe if your words and
actions are in sync with your feelings.
If you watch yourseff, you may dis-
cover that you are one of those indi-
viduals (like me) who hide their true
feelings. I learned that people often
misread me because I continued to
smile, even when I spoke of painful
subjects. How could others know that
I was hurting when my demeanor
gave them a different message? While
you may think that you are expressing
how you feel, you may be conveying
mixed messages. Make sure that
those with whom you communicate
fully understand you. EP

Reprinted with permission qf
Times Books, a division of Random
House, Ine., from TAKING CHARGE, 0
1994 by Irene Pollin.

we.disover eaCh child

..then We help them discover their World

You can see the delight in Rebecca's eyes. When she
answers a math question in her fifth-grade classroom...or
creates art to hang in the halls of her school...or sings with
the choir in a program at City Hall...she enjoys discovering
her world.

Rebecca was eight when she arrived at Heartspring. She
was unable to express herself...uncontrollable in her
home...and uncooperative with her teachers. She was mak-
ing no progress in a regular classroom, but her parents were
reluctant to see their daughter assigned to one-to-one pro-
gramming. Today, thanks to a program designed to meet
this special child's needs, Rebecca is a happier little girl.

At Heartspring, a caring team of specialists take the time
to discover each child. Together with the parents, they
develop an individual education plan (IEP) to fit the child's
needs.

For some, the program involves integration in a regular
classroom. For others, the answer is self-contained pro-
gramming. And, for some as is the case with Rebecca
thc best program is a combination of the two. Our goal is to
provide services that help each child return home as soon
as possible.

If we can help your child discover the world, call us.

t318

14{A1kTSPRING
A lifeskills learning center

2400 JARDINE DRIVE WICHITA. KANSAS 67219-4699

I -800- 835-1043
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A Special Care Faciluy
Exclusively for Children

At Voorhees Pediatric Facility we provide comprehensive and progressive
subacute health care for medically fragile children ages birth to 21 years.

Here's why Voorhees Pediatric Facility is the right choice:

An alternative to acute care hospitalization with dramatic
cost savings
Largest pediatric ventilator unit in the country (including pressure vents)

Strong medical and rehabilitative interdisciplinary team approach
ln-house developmental pediatrician and medical resident program

Beard certified pediatric pulmonologists
Affiliated with St. Christopher's Ilospital for Children and
Cooper Hospital's Child Development Center

Respite care available at our 105-bed facility .

Future programs - Pediatric specialized medical day and home
health care

Caring for children front the Mid-Atlantic states shim 1982

Voorhees Pedialric
Facilit

>4:b

Carl linderland, Administrator
130,4 Laurel Oak Road Voorhees, New Jersey 08043-3392

(609) 346-3300 FAX (609) 435-4223
Brochure or video available upon request.

"Accreditation with Commendation"
joint Commission On Accreditation Of fir ;vital Organizatkms

Member: National Association of Children's I lospirals and Related Institutions
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THE WATER WALKER

* Prone or supine support.

* Contour lines that allow
use of arms and legs.

* Straps to secure person
On float.

* Pillow for head support.
S.M.L

* Improves coordination.
postural control and
muscle tone.

* Provides independence.
* Secured in center with

belt or seat.

* Trade-in policy.
S.M,L

* Covered by most
insurance companies.

AQUATIC THERAPY FLOAT

Contact:
AQUATIC THERAPY
1903 East B Avenue
Ptainwell, MI 49080
(616) 349-9049
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O Holzberg, Robert & Sara Walsh-Burton-THE PA-
RENTAL VOICE: Problems Faced by Parents With
a Handicapped Child. '95, 160 pp. (7 x 10).

Most all work in special education is focused on
the child, his development status, his needs, his
psychology, and the methodology required to edu-
cate him and develop in him the skills of inde-
pendent living to the greatest degree possible.
While the emphasis on the child is certainly re-
quired, in all the effort expended, parents have
received very little attention. What happens to
parents 'when their child is born with a severe
handicap? What is the effect upon the marriage?
How do parents deal with the emotional, social,
and financial problems presented? How do they
find services? What happens when services are far
away or not even available? How does a severe
handicap change parents and their attitudes to-
ward their own child, toward the medical pro-
fession, and toward governmental authorities? This
book attempts to answer these questions through
the voices of parents themselves to give the reader.
a better understanding of the coping process.
Parents from differing backgrounds and cultures
present their personal accounts of how they dealt
with their handicapped child from birth through
adulthood. After each story there is an interpre-
tation and commentary by an authority in the field
of special education. The distinctive nature of this
book is not to draw particular conclusions but to
give the reader a view into the lives of a group
of parents who have had to deal with some of the
most difficult problems a parent can face and how
they found the inner resources to cope.
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o Trief, Ellen-WORKING WITH VISUALLY IMPAIRED
YOUNG STUDENTS: A Curriculum Guide for
Birth-3 Year Olds. '92, 230 pp. (7 x 10), 3 il.,
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by David Hirsch, M.D.

"Burping" Through G-Button
QMy daughter had a Nissen fundo-
plication at the age of nine

months and had a gastrostomy tube
(g-tube) placed at the same time. The
swallowing disorder that necessitated
the g-tube (a button has since been
placed) was felt to be caused by com-
plications of a craniofacial condition.
This condition was corrected by
surgery and by her own prowth. She
is now five years old and is able to eat
and drink well. We do not use the gas-
trostomy to feed her anymore and
would like to have it removed.

Our problem is that the Nissen
worked too well, and she is unable to
burp. Our daughter's surgeon feels that
the opening between her esophagus
and stomach is normal for her age and
doesn't think anything else can be
done. But because she cannot release
air through this pasNage, she often
becomes uncomfortable during meals
and asks us to vent the air in her stom-
ach through her gastrostomy button.
We are afraid to remove her button at
this dme because she needs it to burp,
but we would like to remove it
because she does not need it to eat.
Will she need to keep it forever?
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AYour daughter has a problem
we typically do not see. In fact,

many children with fundoplications
(a surgical procedure where the
opening between the lower end of
the esophagus and the top part of
the stomach is narrowed to prevent
stomach contents from flowing back-
ward into the esophagus), who are
not yet oral feeders, often need to
have the fundoplications re-done
after five to seven years.

Your daughter may need intermit-
tent dilatation of the valve between
her esophagus and stomacha pro-
cedure in which the sugeon enlarges
that opening by stretching iteven
though it appears to be "normal" in
size. Also, medications to relax the
sphincter (valve) between her esoph-
agus and stomach may be helpful.
Again, however, this is not commonly
done.

Have you tried using some of the
common "gas" medications such as
simethicone? This medication may
help to break down some of the
large air bubbles in your daughters
stomach into smaller ones that are
easier to pass. Some of the newer
medications that increase gastric and
intestinal motility (the ability of the
gastrointestinal tract to propel
digested food through quickly) may
also be useful.

As your daughter gets older and
bigger she will probably "outgrow"
this problem. But until you see
some improvement in her condi-
tionas a result of trying some of
these suggestions or because of the
passing of timeI believe you
should leave the button in place, as
long as no further complications
occur. But ask your daughter's sur-
geon about the possibility of replac-
ing the existing gastrostomy button
with a smaller one. That will allow
for quicker closure of the opening in ,

her stomach when you are finally
able to remove it. EP
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Because Your Dentist Won't Fit
in the Medicine Cabinet

CC.PtAng

War.

Toothbrushing System
Designed by Dentist

Automatically positions
bristles beneath the gumline
to clean and massage properly

Cleans upper and lower surface
of your teeth simultaneously in
under 60 seconds

Clinically proven to remove
plaque, and combat tooth decay
and gum disease

Easy to use for all ages

CALL TOLL-FREE TO ORDER

-,SQ0-.9 i3,-6.,72
Visa, N1E7, Amex., Disc

OFFER: ORALGIENE* $79.95
plus $5.00 S/H Plus FREE Travel Pouch

*Oralgiene unit includes 2 Color Coded
Brush Heads, Battery-Pack,

Recharger and Storage Stand

07 Send Check or Money Order to:

ORALGIENE USA INC.
421 N. Rodeo Drive Suite 15114

Beverly Hills, CA 90210

**CA 61. NY Residents pkase add applicable taxes.

Circle #184
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Issues and Answers
Books and VWeos About Living With Seizures

Issues and Answers: A Guide
for Parents of Children with
Seizures, Birth to Age Six
Comprehensive guide to help parents of
very young children with epilepsy
understand and manage their child's
seizure disorder.

Answers common questions about
epilepsy (seizure types, medical
testing and treatment) and
addresses family relationships.
parenting skills and child devel-
opment. Information about
resources and questions about
child care are discussed.
(1993)

Catalog # 205GPB $11.66 EFA Member
105-Page Guide $12.95 Non-Member

Issues and Answers: A Guide
for Parents of Children with
Seizures, Ages Six to TWelve
Comprehensive guide to help parents of children
ages 6-12 understand and manage their
child's seizure disorder.

Answers common questions about
epilepsy (seizure types. medical
testing and treatment) and addresses
parenting skills and developmental
stages of this age group. Discusses
how to help your child succeed in
school and addresses afterschool care
concerns. Includes list of resources for
parents. (1)93)

Catalog # 206GPS
102-Page Guide

Issues and Answers: Exploring
Your Possibilities: A Guide for
Teens and Young Adults with
Epilepsy

Comprehensive guide to help teens
and young adults with epilepsy lead a

full and healthy life. Answers common
questions about epilepsy (seizure types.

diagnosis. testing and tremment).
Addresses common myths. misconcep-

tions. and concerns of teens and young
adults (medication side-effects, drinking.

drugs. participation in sports. driving and
having children). It also reviews many other

areas of concern (school, behavior, friends.
social pressure. independence, college and

work). (1992)

Catalog # 1651TA $ 11.66 EFA Member
73-Page Guide $12.95 Non-Member

Issues and Answers: A Guide
for Parents of Teens and Young
Adults with Epilepsy
This guide will help parents understand the
special concerns of their teen with epilepsy.
Provides general Information about seizure
disorders (causes. testing. and medication), and
focuses on helping young people with epilepsy
develop a positive attitude. Information
about social issues (dating. driving, drinking.
drugs and marriage) arc addressed and

practical suggestions for helping young people with
epilepsy adjust to and cope with the disorder arc
also included. (1992)

Catalog # 1641AP $11.66 EFA Member
110-Page Guide $12.95 Non-Member

S I 1.66 EFA Member
$12.95 Non-Member

The Teacher's
Role, A Guide
for School
Personnel
Tips on recognizing
seizures and handling a
seizure in the class-
room are reviewed.
Additionally, provides
guidance on how to
help,other children
understand epilepsy and how
epilepsy may affect school performance and
behavior. (1986)

Catalog # 074TTR
14-Page Pamphlet

613C EFA Member
75C Non-Member

Spider
Man Battles the Myth
Monster
Let Spider-Man help you battle the Myth
Monster!

Spider-Man heips bring truth and justice to
the lives of three children with hidden health
conditions: epilepsy. asthma and diabetes.
This comic book is an excellent resource for
anyone working with children. It encourages
acceptance and understanding among all
children. Ages 8-11. (1991)

16-Page Comic Book

Mail to: Epilepsy Foundation of America, Attn: Catalog Sales Department, 4351 Garden City Drive, Landover, MD 20785

Order by phone
or mail today!

CREDIT CARD
ORDERS ONLY

301-577-0100
Monday-Friday

(9 a.m.-5 p.m. EST)

FAX YOUR ORDER

301-577-9056

CATALOG NO TITLE OTY. PRICE TOTAL

Name 004CAT EFA CATALOG FREE 0.00

1295MM SPIDER MAN FREE 0.00
Company

Address (No PO. Boxes Please)

City/State/Zip

Phone--
EFA Membership a
Please check method of payment:
.1 Check enclosed.
J VISA _I AmExp. _I MC Exp. Date

Car&
Signature

SUBTOTAL
Shipping & Handling
$ Amount of Order S&H 5°, TAX (Maryland Only)
Under $5.00 61.00

65 00-59 99 $2 00 SHIPPING & HANDLING

$10.00-624.99 64 00
TOTAL

$25 99-559 99 $6 00

$60.00499.99 $8 CO

$100 00. above 10°. of total purchase puce 509



ft$11-RANCETROIIKESKOOTIR
by Richard Epstein

The Usual and Customary Rate
QMy son is a bright five-year-old
with spastic quadriplegic cerebral

palsy. He has had a manual wheelchair
since he was two.

It is very tiring for my son to move
himself from one location to another,
so usually we push him. I have been
considering a power wheelchair to
give him more independence.

He's now covered under a compre-
hensive major medical plan. I know
they provide coverage for durable
medical equipment, and I know what
to do to convince the insurance com-
pany of the medical necessity of a
power wheelchair.

My concern is the insurance com-
pany's use of the phrase "usual and
customary amount." A power wheel-
chair is expensive, and the amount
the insurance policy will pay may be
much lower than its actual cost.

What recourse do I have if my
insurance company determines that
our claim is greater than the "usual

and customary amount?" How would
I handle a scenario in which I find an
appropriate wheelchair for $23,000,
and the insurance company deter-
mines that $12,000 is the "usual and
customary amount?"

ADisagreements between con-
umers and insurance companies

often center around the issue of
"usual and customary amount"or
"usual and customary rate" (UCR), as
it's technically called. The insurance
company calculates the UCR by ana-
lyzing the charges for a medical pro-
cedure or piece of equipment from a
number of medical providers in the
same geographic area

It's important to remember that
insurance policies sometimes set pay-
ments to a specific "percentile" of the
UCR, rather than to the full UCR
Percentile is a complicated statistical
concept. In this case, a percentile gen-
erally refers to the level at which a

specific percentage of
charges fall. For instance, if
a charge falls at the 80th per-
centile, 20 percent of med-
ical charge
more than that amount, and
80 percent charge less.

Let's say that a consumer
has filed a claim for $150 for
a medical procedure. If the
UCR is $130, and the policy
provides for payment at the
100th percentile of the UCR,
$130 is the maxiimun
amount the insurance Coln-
pang will consider paying,
even though the original
claim was for $150. However,
if the policy provides for
payment at a lower per-
centile of the 17CRthe 80th
percentile, for instanceand
if the 80th percentile of the
11CR is $115 for that proce-
dure, then $115 becomes the
maximum amount the
company will consider.

Given the practice of set-

The Arc Man and the COBRA Law 1

R
ecently, I've received a number of letters from readers
asking about the availability of health insurance for

children with disabilities. Several letters ask specifically for
information about The Arc's new major medical plan;
others just request information about any health insurance
plan that might consider insuring a child with a disability.

In some cases, The Arc's new health insurance plan
may provide a solution. The Arc plan, however, is only
available to Arc members and members of their families,
ages 10 to 65. In addition, while the plan does not auto-
matically exclude children with disabilities, there is no
guarantee of acceptance; each applicant's medical history
and insurability is evaluated individually. For information
about The Arc Group Major Medical Insurance Plan,
contact the Albert H. Wohlers Company, 1440 N. North
West Hwy., Park Ridge, IL 60068-1400; (800) 323-2106.

If a child is not accepted for coverage under The Arc
plan or if the child is too young to be considered for cov-
erage, extending an existing insurance policy through
COBRA may provide a temporary solution. The COBRA
law requires an employer to continue health insurance
coverage for a set period of time when employment ends
or other disqualifying events occur. (Call COBRA at
202/219-8784 for more information.)

Since the most imlx)rtant aspects of the debate on
health care reform seem to have shifted to the state level,
it's essential that readers write to state legislators with their
concerns about health insurance coverage.

S26

ting payments to specific percentiles
of the UCR and given the high cost of
power wheelchairs, your concerns are
valid. Fortunately, there are several
steps you can take to avoid a situation
in which you purchase a power
wheelchair and then find the insur-
ance company will reimburse you
only for a small percentage of the bill.

First, work with your child's doctor
and physical therapist to determine
the specific power wheelchair and
accessories your son requires. Then
ask both doctor and therapist to write
letters to the insurance company
listing those items in detail.

Second, before you purchase the
wheelchair, ask the doctor to file a
"pre-determination of benefits" request
with the insurance company. (A copy
of the letters front the doctor and
physical therapist should be included
with that request) Insurance compa-
nies generally respond to a request for
a pre-determination of benefits within
a few weeks. That response usually
includes a summary of the claim and
an estimate of the amount the insur-
ance company will consider paying

the claim is approved. You can
then decide whether to purchase the
wheelchair orif the insurance com-
pany's estimate appears too low
whether to file an appeal.

Some insurance companies have
specific requirements for the purchase
of expensive medical equipment. If
you decide to purchase the wheel-
chair, make sure you follow those
requirements in detail. EP

In this column, Richard Epstein
answers readers' ques-
tions about health
insurance. Send your
questions to kim at
ExcentavAL &row;
209 Harvard St, Ste.
3o, Brookline, MA
02146, (617) 730-
8742 (fax).

If your question relates to a specific
health insurance claim, please include
copies of any materials you've roceived
from the insurance company. (Please,
don't send originals!) Include your
address and phone number Only your
initials and skde will be published It is
not possible to ?mond to letters
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PLAN AHEAD FOR
THESE UPCOMING
EVENTS...

BILITIESF*0,, \-
ANAHEIM, CALIFORNIA
Anaheim Convention Center
March 8-10, 1996

TAMPA, FLORIDA
Florida State Fair Expo Park
May 3-5, 1996

EDISON, NEW JERSEY
Raritan Expo Center
June 1996

ATLANTA, GEORGIA
ABILITIES EX1 0 INTERNATIONAL
During the 1996 PARALYMPIC GAMES
Georgia International Convention & Trade Center
August 16-18, 1996

TBD

For general information call Linda
Worobel at (203)256-4700 ext. 114.
To exhibit, call Dawn Pratt (ext. 123)

Tel: 203/256-4700 FAX: 203/256-4730

exooco
manaoroant aaecoMaa Inc

363 Reef Road P. 0. Box 915
Fairfield, or 08430-0918

1995 Expocon Management Assodates, Inc.
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Glenna, a VACC camper
from Minnesota, enjoys
the Florida sunshine on
Miami's famous South
Beach.

VACC Camp 1996
Plan ahead! VACC Camp '96, a
free camp for children needing
oxygen, tracheostomies, ventila-
tors, BiPAP or CPAP and their
moms, dads and siblingswill
be held in Miami, Flofida, April
9-15, 1996. VACC Camp gives
families a fun opportunity to

socialize with peers and erkjoy activities not generally
accessible to children who are technology-dependent.
Activities include field trips, swimming, games, arts &
crafts, entertainment and special events. The application
deadline is January 5, 1996. For more information, contact
coordinator Cathy Klein, Ventilation Assisted Children's
Center (VACC), Div. of Pulmonology Miami Children's
Hospital, 3200 SW 60th Ct.,
Ste. 203, Miami, FL 33155-
4076; (306) 662-8222; (305)
663-8417, fax.

Morgan, a VACC camper from
Florida, plugs his tracheostomy

with a cap and takes a plunge in
the pool with his mom.

For people with disabilities,

WE CAN
turn your computer into an open door.

detexilIXP"'"

A door opening to new opportunities at Hark, at school and at lunar.
Minks to MI technoliv, persons with vision, mobility speech/hearing
or attention/memory disabilities can do things once neverthought
possible. I,ike compete in dm workplace and support families. hie
independendy of others. find ovi more by calling I-800-426-I832
(I OWE); 1-8111-120-3383 CHM); in Canada. 1-814- 165-7999.

It IBM ter Can do mom than .son think

IBM INDEPENDENCE SERIES
I/11/i 1,01 1111Innd Imb go.ndf net. no far r. of inarmotA ..4 ..... gosh.

Circl. #92

to

Publications
A new edition of Fanconi Anemia. A Handbook for

Families & Their Physicians is now available. Fanconi
anemia (FA) is a hereditary form of aplastic anemia,
associated with cardiac, renal and skeletal abnormalities.
Updated sections of t.he handbook cover bone marrow trans-
plants, gene therapy and long-term clinical treatment. The
book costs $2.50, including postage, in the U.S.; $5 else-
where. FA Research Fund, 1902 Jefferson St., Ste. 2, Eugene,
OR 97405; (503) 687-4658.

The Parent's Guide to Drug Treatment of Frcigile X Syndmme is
a 100-page, detailed guide to medications commonly prescribed to
help manage symptoms of fragile X syndrome. A reference page
includes a rating for each drug's effectiveness, safety, convenience
and cost. The book costs $25; all proceeds benefit fragile X
research. FRAXA, P.O. Box 935, West Newbury MA01985-0935;

(508) 462-1990; e-mail: fram@desteknet
Facing Neumfibromatosis: A Guide for Pens is a free book-

let that answers common questions teens with neurofibromato-
sis (NE) may have about their condition. Send $1 (to cover
postage) to the National Neurofibromatosis Foundation
(NNFF), 95 Pine St., 16th F1, New York, NY 10005. For more
information about NF, call NNFF at (800) 323-7938, voice/ITY;
or while traveling the Internet, visit the NNFF home page on the
World Wide Web at http://nforg/.

EIEN KE

Beautiful Pocono Mountain Summer Camp
for persons with
Developmental

Disabilities.

Recreation, Sports,
- Cultural and

Performing Arts. Well

trained, experienced staff, 31styear. Sessions from

2 weeks up. Year round residential services for

Prader-Willi clients.

Write Keystone City Residence
406 N. Washington Ave.

Scranton, PA 18503

or call 1-800-747-4988

[ 1
ACCREDITED

CAMP

0
American
Camping

Association

Circle *48
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TOOBERS & ZOTS
Toobeis & Zots is a large-scale con
struction toy for children older than
three. Using large tubes and shapes of

soft foam, children can create animals, flowers, cars,
crownsalmost anything their imaginations can conceive.
Toobeis are brightly colored foam tubes, designed on the
concept of Oant pipe cleaneis, =ging in length from two to
four feet. Zots are an assortment of stars, circles, squares, tri-
angles and other shapes, which fit onto the toobers. The
large-scale pieces encourage'creative play for children with
physical and visual disabilities. Toobeis & Zots are available
hi 20-, 50-, 120- and 180-piece sets, each with bilingual
English/Spanish instructions arid a mesh storage bag.
HandsOnToys, Woburn, MA 01801

Circle # 195

WALKABOUT III
The Walkabout III is a mobile stander designed for use by
adolescents. As the child steps forward, the stander pro-
vides spring-assisted lift and allows forward motion. The

unit also provides lateral support to pro-
vide additional stability. It has an
adjustable-width frame to accommodate
gowth. The unit can be positioned in
front of a table and locked in place.
Available options include handholds with
foreann supports, no back-up brakes and
shoulder pad supports.
Mulholland Positioning Systems, Santa
Paula, CA 93061

Circle # 196

PANDA
The Panda is a pediatric stroller and
postural positioning system available
in 10 models and three sizesmini,
midi and large. All models feature a
lightweight, folding, aluminum-frame
mobility base and a positioning insert
with padded upholsteiy The seating system features depth,
width, back-height and pelvic/thigh Austability. Standard
equipment includes rear-wheel safety brakes and reclining
and/or tilt-in-space seating. All models are approved for
vehicle transportation.
Thylor Made Health Care, Gloversville, NY 12078

Circle #197

STICKY BEAR'S
EARLY LEARNING ACTIVITIES

Sticky Bear's Early Learning Activities is a software pro-
gam designed to provide basic skills practice for children
aged two to six. The program includes activities in six
areas: alphabet, numbers, categories, shapes, opposites
and colors. Each activity features animated graphics and

sound effects, and can be used
in one of two modesstruc-
tured play, which enables chil-
dren to learn using prompted
instruction, and unstructured
play, which encourages learn-
ing through discovery. The

activities are bilingualEnglish/Spanish. The program is
available for both IBM-compatible (requires Windows) and
Macintosh computers.
Optimum Resource, Inc., Hilton Head, SC 29926

Circle # 198
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CLEAR PLASTIC TRAY
The Clear Plastic Tray is
designed to be inserted into a
walker basket to carry a variety --

of small items. The tray features
a large center compartment, a
smaller compartment with
rounded corners for carrying small items, such as pills or
coins, and a round beverage holder for a glass, can or cup.
Maddak, Inc., Pequannock, NJ 07440-1993

Circle # 199
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THE LISA REHA-BUGGY
The Lisa Reha-Buggy is a compact, folding push chair
designed for children weighing up to 88 pounds. The chair
features a lightweight aluminum frame, adjustable reclining
seat, adjustable footrest and adjustable push handles that can

be rotated toward one another to form a
single push bar. The upholstery is avail-
able in a choice of Dino or Fantasy pat-
tern. A variety of optional accessories
and positioning aids are available. This
chair has been tested and approved for
vehicle transportation.
'Baylor Made Health Care,
Gloversville, NY 12078

Circle # 200

The ABLEDATA database of assistive technology and rehabilitation equipment contains information on more than
20,000 products for persons of all ages who have a physical, cognitive or sensory disability. Products are chosen for
this page by the ABLEDATA sk(ff based on their spec& applicability to or design for children with disabilities. The
circle numbers are to be :used on ExcEmoNAL PARENT'S "Free Product & Information Card." Readr,rs can circle a
number on this issue's card (page 125) to receive more Wormation on any new prrodua featurxl above. Please
allow three to four weeks for delivery of the information.

For more information on assistive devices, or to submit product information for the database (and possible
inclusion on this page), contact ABLEDATA, 8455 Colesville Rd., Ste. 935, Silver Spring, MD 20910-3319,
(800) 227-0216 (WM), (301) 588-9284 (V/77'Y) or (301) 587-1967 (fax).
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Private, 501(c)(3)
Nonprofit Community

"THEIR COMMUNflY...WITH OUR 11E12"
Residential, day, and evening program
and services for adults with
developmental disabilities.

Paid Vocational Training
Visual and Performing Arts
Daily Living/Life Skills
Therapeutic Recreation
Case Management
Health Services
Off-Campus Activities
125-Acre Wooded Environment

Annandale at Suwanee, Inc.
3500 Annandale Lane
Suwanee, GA 30174
(770) 945-8381

CHILEDA HABILITATION INSTI-
TUTE Educators fiw youths with
devdopmental disabilities. Residential
treatment center pnwides complete
training & intensive therapy for chil-
dren with severe mental & physical
disabilities, closed head injuries &
challenging behaviors. Estab. 1973.

Intensive
Progressive
Specialized

Chileda Habilitation Institute
1020 Mississippi Street
LaCrosse. WI '34601
(608)782-6480 / (608)782-6.031 (Fax)

Special Care
for

Special People
Progressive education, home environment for the mentally

handicapped child and adult. Opportunity for educational progress
at any agemultiple recreational and social activities. A year-
round program with an active and full lifestyle among friends on
a 750-acre bluegrass estate. Est. 1893.

Phone 502-875-4664/Fax 502-227-3013
or write for brochure

THE STEWART HOME SCHOOL
Box 20, Frankfort, KY 40601

John P. Stewart, M.D., Resident Physician

Circle #4

HAVEN EWER
A 544441 pt. t,4 se..44t theft.

Announces a new deluxe care group home
in Kendall, Florida.

we offer: private room gourmet meals extra staff
to go with our nationally-recognized training and

recreational programs for the developmentally disabled

For information call (305) 271-3232
Haven Center is a non-profg fully accredited residential

and developmental facility

"MAXIMIZING INDIVIDUAL
POTENTIAL" Community-based,
positive learning environment for
difficult-to-place children, adoles-
cents and young adults with MR,
autism, communication disorders
and challenging behaviors. A pro-
gram of the Protestant Guild for
Human Services, Inc.

12-mo. day/residential programs.
10 miles west of Boston.

Contact: Admissions Director
The Learning Center
411 Waverley Oaks Road
Waltham, MA 02154
(617) 893-6000

OAK HILL SCHOOL
100 }Cam of COMpatiSion
Exceptional people deserve excep-
tional care. CM/Oak Hill School enters
its second century of compassionate
care and ground-breaking education
for children and adults with severe
developmental disabilities.

Residential living
Day and vocational programs
lswing, sum wtive environment
Dedicated. highly-qualified staff

C1B/Oak Hill
120 Holcomb St.
I {afford, CI' 06112
(203) 212-227,1

DIGNITY, SELF ESTEEM,
INDEPENDENCE A private, non-
profit organization serving children
and adults with:

Developmental Disabilities
Mental Retanlat ion
Physical Challenges
Traumatic Brain Injury
Challenging Behavior

Specialized Educational, Vocational
and Residential Services
( 'ot it act I )ir. of Admisskms
Wood Services
Rt. 21:3
Langhorne, pA 19047
(215) 750-4591/(800) 782-3646

.
G30
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National

Eckerd Family Youth Alternatives
P.O. Box 7450
Clearwater, FL 34618-7450
(813) 461-2990 / (800) 554-4357
Alternative residential treatment
program offering cost effective
treatment for troubled youth who
exhibit impaired behavior and/or
lack of interpersonal skills, and
controls to function successfully
v..chin the family school, and
community Locations in FL,
NC, TN, RI, VT and NH.
Licensed/ accredited. Substance
abuse program offered in Florida.

National Christian Resource .

Center on Mental Retardation
Bethesda Lutheran Home
& Service
700 Hoffman Drive
Watertown, WI 53094
(800) 369-INFO
See ad on page 62

Connecticut

CIB I Oak Hill School
120 Holcomb Street
Hartford, CT 06112
(203) 242-2274
Oak Hill School has been meeting
the needs of children with multiple
disabilities for over 1(X) years and
believes that each student, regard-
less of the severity of his/her
disability, can make progress. Our
residential education programs are
community-based and provide an
environment that is both
supportive and challenging.
See ad on page 93

Florida

Haven Center
11300 S.W. 80 Terrace
Miami, FL 33173
(305) 271-3232
See ad on page 93

Threshold, Inc.
P.O. Box 1110
Goldenrod, FL 32733
(407) 671-7060

Georgia

Agape Village
3711 Agape Village Rd.
Macon, GA 31210
(912) 471-37C0
Providing mentally disabled with
50 acre protected place to live,
work in greenhouses and enjoy
active life with supervision.
See ad on page 63

Annandale Village
3500 Annandale Lane
Suwanee, GA 30174
(770) 945-8381
Private, nonprofit community for
adults with developmental disabil-
ities. Full residential, day, and
evening programs and services
promote well-balanced lifesty'es
which include a broad range of
activitigs. Located on 125
wooded acres near Atlanta.
See ad on page 93

Kansas

Headspring
2400 Jardine Drive
Wichita, KS 67219-4699
(316) 262-8271
Headspring serves students
ages five through 21 who have
multiple disabilities and commu-
nication disorders. We serve res-
idential school and day-only stu-
dents. Outpatient assessments,
short-term treatment programs,
and hearing center services are
also offered.
See ad on page 81

Kentucky

The Stewart Home School
Box 20
Frankfort KY 40601
(502) 875-4664
Progressive education, home
environment for mentally handi-
capped children and adults.
Multiple recreation and activities.
Year round program. Est. 1893.
Call or write for brochure.
See ad on page 93

Maine

Bancroft
Lighthouse Road
Owl's Head, ME 04854
(207) 594-7261
Year-round programs and
vacation options for people with
developmental disabilities/head
injury.
See Bancroft in New Jersey section.

Massachusetts

Berkshire Meadows
249 N. Plain Road
Housatonic, MA 01236
(413) 528-2523
For children and adults who have
severe neurodevelopmental
disabilities and complex medical
problems. Private, non-profit
residential setting in the
Berkshires, offering a comprehen-
sive approach to each indMdual's
well-being with integrated educa-
tional, medical and rehabilitative
services.
See ad on page 77
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Crystal Springs School
38 Narrows Rd. Box 372
Assonet, MA 02702
(508) 644-3101, Ext. 328
Established in 1953, Crystal
Springs offers licensed home-like
residences; and approved private
school; full rehab. program; and
24-hour licensed nursing cover-
age designed to meet the needs
of medically fragile, multi-handi-
capped children and young
adutts, birth-22 yrs.
See ad on page 78

Cotting School
453 Concord Avenue
LeAngton, MA 02173
(617) 862-7323
Cotting School welcomes boys &
girls ages 3-22 with physical,
medical, learning & communica-
tion disabilities. We offer indMdu-
alized academic, pre-vocational
and social experiences to build
confidence & enhance students'
self esteem.

Evergreen Center
345 Fortune Blvd.
Milford, MA 01757
(508) 478-5597
Residential school for students
who 81B developmentally disabled
and require education or assis-
tance in self-care, community
liAng, adapted communication,
mobility trainingor behavior control
due to psychiatric/behavioral,
medical or therapeutic needs.
An intensive prograrnis available
for severe maladaptive or seif-
injurious behavior.
See ad on page 79

Ivy Street School
BRAIN INJURY PROGRAM
2(X) Ivy Street
Brookline, MA 02146
(617) 732-0224

Latham School; R.R.C.I.
P.O. Box 1879
1646 Main Street
Brewster, MA 02631
(508) 896-5755
Special education / residential
school for girls ages 8-22 with
mild dev. delays and ED/ BD
Contact: Shirley Landers-Pfautz

League School of Boston
225 Nevada Street
Newtonville, MA 02160
(617) 964-3260
See ad onpage 22

The Learning Center
411 Waveriey Oaks Road
Waltham, MA 02154
(617) 893-6000
Children and young adults with
MR, autism, communication dis-
orders, challenging behaviors,
developmental disabilities. 12 mo.
day/residential.
Sep ellen page 93

C31

The New England Center
for Autism
33 Turnpike Road
Southboro, MA 01772
(508) 481-1015
Day/residential school for children
with develop, disabilities, behavior
disorders age 3-22. Integrated
preschool, inclusion services, staff
intensive program., functional
activity based curriculum., sup-
ported employment in modem
school and group homes.
See ad on page 74

New England Villages, Inc.
664 School Street
Pembroke, MA 02359
(617) 293-5461
Exceptional private community for
MR adults offering a range of res-
idential options, vocational, recre-
ation and social opportunities.
See ad on page 57

Riverview School
551 Rt. 6A
East Sandwich, MA 02537
(508) 888-0489/ Fax (508)
888-1315. Residential co-ed
program serving adolescent 11-
20 who have a primary diagnosis
of a learning disability & function
cognitively between 70-100.

St Coletta's of Massachusetts
Cardinal Cushing School and
Training Center
400 Washington Street
Hanover, MA 02339
(617) 826-6371
See ad on page 8

lleW Hampshire

Crotched Mountain
Rehabilitation Center, Inc.
1 Verney Drive
Greenfield, NH 03047
(603) 547-3311, ext. 235
A comprehensive preparatory
school and rehabilitation center
providing the best in education, a
guided return to the community
access to community housing,
education, and support services
for lifelong planning.
See ad on page 61

New jersey

Bancroft
Hopkins Lane
Haddonfield, NJ 08033
(609) 429-0010 ext. 347
State-of-the-art programs in NJ
and Maine for children, adults
with developmental disabilities/
head injury. Full continuum of
educational, vocational and IMng
options. Residential, day and
outpatient services.
Neuropsycholcgical testing.



Githens Center
40 Cedar Street
Mount Holly, NJ 08060
(609) 261-1667
Providing a school; OT, PT. ST;
day care; respite; medical ser-
vices; adult actMties and family
support for indMduals with physi-
cal and other disabilities.

LARC School
Creek Rd. & Park Dr.
Be Ilmawr, NJ 08031
(609) 933-3725
Serving developmentally delayed
muitiply handicapped students 5
to 21 with educational, therapeu-
tic and recreational services.

New York

Pathfinder Village
for Down Syndrome
Edmeston, NY 13335
(607) 965-8377
See ad on page 52

Pennsylvania

Camphill Special School
1784 Fairview Rd.,
Glenmoore, PA 19343
610/469-9236;
FAX 610/469-9758
Children's Village, DD, residential/
day programs, extensive therapies.
Waldorf-based curriculum,fccus
on arts/festivals. School year/
summer camp, pool, equestrian
therapy. Students share homes
with curative educators & staff
children. On-campus medical staff
& facility. IMAGINE THE BEST!

The Devareux Foundation
(800) 345-1292, Ext. 3045
(610) 964-3045
(610) 971-4600 (Fax)
Residential, day and community-
based treatment programs
nationwide. Comprehensive ser-
vices to individuals of all ages
who have emotional disorders,
developmental disabilities, mental
retadation, dual diagnoses
(ed/mr), and autism.
See ad on page 53

Elwyn, Inc.
111 Elwyn Road
Elvin PA 19063-4699
(610) 891-2(X)0/(8(X) 345-8111
Est. 1852, offering services from
infant to adulthood. Education,
rehabilitation, vocational training &
placement. Day & residential

H.M.S. School
for Children with CP
4400 Baltimore Avenue
Philadelphia, PA 19104
(215) 222-2566
See ad on page 32

Keystone City Residence
406 N. Washington Ave.
Scranton, PA 18503
(717) 346-7561/ (800) 747-4988
Year round and summer residen-
tial programs for those with devel-
opmental disabilities. Special pro-
grams for people with Prader-Willi
and emotional problems.
See ad on page 91

Martha Lloyd
Community Services
190 West Main Street
Troy, PA 16947
(717) 297-2185
Superior quality community IMng
opportunities for men and women
with mental retardation. life skills;
vocational programs; job opportu-
nities; easy access to community
resources; experienced, caring
staff; excellent health care; annual
fees among nation's lowest.
See ad on page 51

Meimark
Wayland Road
Berwyn, PA 19312
(610) 353-1726
A unique community of alterna-
tives near Valley Forge, Pa.
Children/adolescents/ adults
receive special ed/adult day pro-
grams/ OT/ PT/ speech-lan-
guage/aquatic/pet/ music thera-
py/horsemanship. Seff-help/ safe-
ty skills and community involve-
ment promote a more indepen-
dent life style.
See ad on page 24

Woods Services
RT. 213, Langhorne, PA
(215) 750-4231
Woods services, founded as the
Woods School in 1913 provides
specialized residential,
educational and therapeutic
services to children, adolescents
and adults with developmental
disabilities, emotional disorders,
physical and sensoral handicaps
and challenging behaviors.
See ad on page 93

Rhode Island

GROJen Center
86 Mount Hope
Providence, RI 02906
(401) 274-6310
See ad on page 82

To place an ad, contact

ROY WHITAKER

(505) 821-3414 or fax to:

(505) 821-2178

South Carolina

Moot Academy
1455 Wakendaw Rd.
Mt. Pleasant, SC 29464
(803) 884-7046
Non-profit school for students
with learning disabilities. K5-12
day and family boanding. Co-ed.
IndMdualized instruction, arts,
small classes, athletics, SACS
and SCISA accredited, near his-
toric Charleston, S.C. founded in
1972. College prep. 4 to 1 ratio.

South Dakota-

Chlidren's Care Hospital & School
2501 West 26th Street
Sioux Falls, SD 57105-2498
(605) 336-1840/800-584-9294
Private, nonprofit facility with out-
reach, outpatient, day school,
and residential services for chil-
dren with disabilities. Muiti-disci-
plinary teams provide individual-
ized,family-centered services.
Pediatric rehabilitation program
now offered.

Willow River Farms
PO. Box 450
San Felipe, TX 77473
(713) 525-8482
A private, non profit community,
for adults with developmental
disabilities designed to foster
personal growth. The community
features a home based environ-
ment, artisan studios and organic
farm.
See ad on page 95

.Wisconsin

Chileda Habilitation Institute
1020 Mississippi Street
La Crosse, WI 54601
(608) 782-6480
Fax (608) 782-6481
Residential treatment for youths
with severe mental & physical dis-
abilities, closed head injuries &
challenging behaviors.
See ad on page 93
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Library
You can order

any of the books listed
here with the coupon
below or by calling
(800) 535-1910

EDUCATION.:
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MAKING SCHOOL
INCLUSION WORK
A Guide To Everyday
Practices
K. BLENK & D.L. FINE

The excitement and the
challenge in true inclusion
demands involvement,
imagination ard dedication
to insure its goals. This book
is peppered with suggestions
for dealing with the myriad
of challenges.

BUCKED $24.95

You, YOUR CHILD AND
"SPECIAL" EDUCATION
A Guide to Making the
System Work
BARBARA COYNE CUTLER

Shows parents how to obtain
the educational services their
child rightfully deserves.
PB05301) $22.00

NEGOTIATING THE
SPECIAL EDUCATION
MAZE: A Guide for Parents
and Teachers, 2nd Edition
ANDERSON, CHMVOOD, & HAYDEN

Easy-to-follow guide to the
special education system,
demystifies the system
beginning with the very first
evaluation through the design
of the IEP.

WB01900 $14.95

ATTENTION DEFICIT
HYpERAcrwrry
DISORDER: What Leery
Parent Wants to Know
D. WODRICH

Prepares parents for at home
end at school, empowers and
eaffirms parents of their

role.

P9070AD $19.95

Iv. Or*Aran..

TEACHING READDX
Is CHILDREN with
DOWN SYNDROME

Ctaie ha.
UMW,

IN '13-'1'15
T`P ''...totantwith

vf'ItOistri.

THE
LABIA

DICTIONA HI

TEACHING READING To
CHILDREN wrra DOWN
SYNDROME
A Guide for Parents and
Teachers

Otium
The only book on this subject, it
describes a nationally known
reading program that ensures
success by presenting lessons
which are imaginative and
functional.
WB1200S $16.95

TEACHING THE INFANT
WITH DOWN SYNDROME
A Guide for Parents
and Professionals
MARCI HANSON

The latest information On
teaChing aCtiVitieS for infanta,
reSOUrCeS fOr parentS,MediCal

faCtS abOut DOM% SyndrOlile

and tipS fOr parents On hOW beat

tO help and enjoy their babieS.

PE04809 $27.00

TEACHING THE YOUNG
CHILD WTI!! MOTOR
DELAYS: A Guide for
Parents and Professionals
M. HANSON & S. HARRIS

Provides information tO par-
entS On hOW Motor develop-
ment influences other areas
of development.
PE049PD $27.00

THE EARLY INTERVENTION
DICTIONARY
A Multi-disciplinary Guide
to Terminology
JEANINE COLEMAN, M.En.

Defines and clarifies terms
used by the many different
medical, therapeutic, and
educational professionals who
provide early intervention
services.

WB030E1 $16.95

FACILITATED
COMMUNICATION
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FACILITATED
COMMUNICATION
The Clinical and Social
Phenomenon
EDITED BY: H.C. SHANE, PH.D.

An up-to-date exploration od
the controversial topic of FC
and also the current under-
standing of learning, commu-
nication, and movement in
persons with developmental
disabilities.
SP11500 $45.00

ACTIVITIES FOR
DEVELOPING PRE-SKILL
CONCEPTS IN CHILDREN
WITH AUTISM
TONI FLOWERS

Each activity is designed to
tell educators what they are
doing, why they are doing it
and what materials they will
need to teach the activity.
The a!tivitie are adaptable
fachildren of all levels.
PEO3SOD $29.00

WHEELCHAIR BATTERIES
Safety Hazards
Why should you always take your
power equipment to a certified
service center for any battery
problem? MED's new video
demystifies the important role of
batteries in powered mobility
equipment. MED's video should
be shared with anyone in contact
with pwered mobility equipment.

MG1250D
SPECIAL PRICE $19.95

CHILDREN WITH
DISABILITIES: A Medical
Primer
M. BATSHAW

For parents and professionals.
Over 200 detailed illustra-
tions, an extensive glossary,
and section on syndromes.

P907104) $29.00

THE ILLUSTRATED
DIRECTORY OF
DISABILITY PROTAVIS
EDITED BY M. MACE

Shows hundreds of products
along with names, addresses

and phone numbers providing
customers with tlie informa-
tion to make the best decision.

TP02600 $12.95

SPORTS AND RECREATION
FOR THE DISABLED
Second Edition
M.J. PACIOREK &J.A. Joxts

A book designed to make

dreams come true! More than
50 activities are fully described,
from all-terrain vehicles to
wilderness experiences. individ-
ual and team sports.

C01160D $32.00

ATTENTION DEFICIT
DISORDER: ADHD &
ADD SYNDROMES (2nd ed.)
DALE R. JORDAN

Guidelines for working suc-
cessfully with ADHD and ADD
in children, adolescents, and
adults. For teachers, coun-
selors, and parents.

PE038AD (book) $14.00
PE038 (tape) $99.00

ADAPTIVE PLAY FOR
SPECIAL NEEDS
CHILDREN: Strategies to
Enhance Communications
and Learning
CAROLINE RAMSEY MUSSELVCIIITE

A book for parents and
professionals summarizing
recent ad% ances in using play
as a learmong tool.

PE04200 $27.00



PLANNING
FUTURE

bilb TO: Fem.. AVA ItAdaeg

Computer

101,
Resources fee
People with

COUNT US IN
Growing up with Down
Syndrome
J. KINGSLEY & M. LEVITZ

The authors share their inner-
most thoughts, feelings, hopes
and dreams, their lifelong
friendship.
NB073DS $9.95

PLANNING FOR
THE Form
Providing a Meaningful
Life for a Child with a
Disability after Your Death
M.L. RUSSELL, Er AL

How to prepare a Life Plan,
a Letter of Intent, a Special
Needs Trust: It explains how
to maximize your child's
government benefits, avoid
probate, reduce estate taxes
and much more.
AP02400 $24.95

COMPUTER RESOURCES
FOR PEOPLE WITH
DISABILTTES: A Guide
to Exploring Today's
Assistire Technology

It A Calk Is LykrAl bdu AL'Lir.ll'.
.

lo(Xlve kdoolor, LIANCE FOR

TECHNOLOU Accxss
Provides user-friendly
support, information, and
up-to-date answers.
HP08700 $14.95

FEELING FIT
A Professionally designed
low impact. low intensity aerobic
excercise program for
individuals with de,elopmental
disabilities.
0010300 VIDEO $24.95

lar/14,1,1111.1,11,
III%11111 4 ;WWII

IT ISN'T
FAIR!

M.511
I HHAIIII.ITIEN

THE COMPLETE
DIRECTORY FOR PEOPLE
WITH DISABILITIES
EDITED HY L. MACKENZIE

A one-stop sourcebook for
individuals and professional's:
products, resources. books
and services.
61111500 $145.00

IT ISN'T FAIR!
Siblings of ?Wren
with DisablOies
&urn) 10 S.D. V.LEIN

& Mi. SCHLEIFEtt

Features chapters by
parents, siblings and
professionals.
EPOO1EP $14.95
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COMMUNIcATION SKILLS
IN CHILDREN WITH DOWN
SYNDROME
A Guide for Parente
LIBBY KUMIN

Parents learn how
communication skills
progress from infancy through
the early teenage years.
W8031DS $14.95

MEETING EARLY
INTERVENTION
CHALLENGES
Issues from Birth to Three
Second Edition
U. JOHNSON ET AL

Guiding professionals and
parents through changes in
early intervention practice.
P8095E1 $30.00

WHEN YOUR CHILD IS
SERIOUSLY INJURED
The Emotional Impact
on Families
MARILYN LASH

Topics include preparing for
hospital visits, reaction to
loss, helping siblings, and
coping.
EPOOSML $4.50
(Includes shipping charges)

WHEN YOUNG CHILDREN
ARE INJURED: Families
as Caregivers In Hospitals
and atHome

EALTIWANGER & M. LASH

A book about the family's role
in caregiving when a young
child is injured.
EP085ML $7.50
(Includes shipping charges)

WHEN YOUR CHILD GOES
TO SCHOOL AFTER AN
INJURY
MARILYN LASH

Issues parents need to
confront about their child's
future schooling, health care
and sccial needs.
IEPOO6PAL $7.50
(Includes shipping charges)

I '

MY BUDDY
A. OSOFSKY

Buddy is the best dog
a boy could have. Fully
illustrated, this book
demonstrates the
desires of the disabled
to be independent.
HII098CB $5.95

HOWIE HELPS HIMSELF
J. PASSLER, PICTURES BY J. LASKER

Designed to help the child with a
disability and the sibling identify
with some of the joys, stresses
and strains of a disability.

AW112PD $13.95

BABY BOOK
for the DevelopmenUdly
Challenged Child
R. MATHEWS

A unique approach to the tradi-
tional "Baby Book" designed for
children with developmental
disabilities. Special sections for
medical histories and Mom and

Dad's feelings.

11012200 $25.00

Mail to: Exceptional Parent, Dept. EP9509, P.O. Box 8045, Brick, N.J. 08723

Or call (800) 535-1910
QTY. TITLES & ORDER NO.

SHIPPING & HANDLING CHARGES: IS. - $3.5O for I item; 75t for each additional
item. Foreign Sti.rin for I item: 75t for each additional item.

Name

Address

City State Zip

UNIT PRICE TOTAL

Sub-Total
NJ Resdents
add 6°. Salos Tax

Shipping

TOTAL
U S funds only Thoso pones am

subled fo change Please allow 4.6
weeks for delvery Returns must Ike

made mina 4 weeks of dekvery
No overseas returns

Telephone
I have enclosed my check payable to Exceptional Parent or charge to my: J Visa 'J Mastercard

Account Number:

Signature SJ 4
Exp. Date /

Circle MOO to receive a brochure of the complete library



Information Services Inc.
28 Green Street
Newbury MA 01951
(800) 659-3399
Write Away is integrated, DOS-based
word-processing and communica-
tions software for chldren and edits
with special needs. it combines
speech output and keyboard scan-
nig with enhanced wad process-
ing for easier communication.
$199 per copy

ETHICS CONFERENCE
Bv*,6e6 N Decocts MAKNG: RGHTS

OEUGATICNS, ANC T1-E INCMDUAL Wi-10

Is Nor Fr_u_v AuraioMous. Reser ited
by Matheny School and Hospital.
November 2-3, 1995 in Morristown,
NJ. Information: Martha Bostick
(938) 234-13618

Palmier Educe Nasal Paduers
PO. Box 42829-1001
Houston. TX 77242-2829
(713) 568-7954
Call for FREE Guide for parents &
FREE 20 minute consultation for
education/social skill problems or
write for FREE copy of Guide.

Murphy Diaper System
24 Sullivan Avenue
Newton, MA 02164
1-800-762-9890
We make top qualiry cotton
diapers. We make them any size to
meet your needs. Soft, absorbent
and comfortable.
Free brochure.

National

American Discount Medical
FOR DISCOUNTS ON All, YOUR
EQUIPMENT NEEDS! Save on
Strollers-Convaid, Carrie Rover;
Mac Laren; Scooters; Wheelchairs,
Tumbleforrns; Walkers; Seating/
Positioning Equip.; and Standers for
school or home. Call (800)
877-9100 for FREE BROCHURE.

Massachusetts

Atlantic Rehab., Inc.
81 Rumford Ave.
Waltham, MA 02254-9055
(617) 894-0069
Atlantic Rehab. specializes in
Pediatric Mobility and Seating.
Sales and Service. Piease call for
more information.

Missoun

U.S. Medical Corporation
14575 Manchester Road
Manchester, MO 83011
(800) 40-USMED/
(800) 408-7633

ACCM Medical Supply
2006 Crown Plaza Drive
Columbus, OH 43235
(800) 242-2460
Attends Youth Briefs fits
children 35-75 lbs. $51.95/cs (96),
Free Delivery. Also--Depend,
Serenity other items. Marufacturer's
coupons accepted. Free Catalog!

Dora line Medical Products
324 Werner St., PO Box 67
Leipsic, OH 45856
800-654-3376
Call DMP for all your incontinent
needs such as briefs, pants, pads
and liners, as well as skin care
products. Call for FREE catalog!
In Canada call 800-667-6996

H.O.I.S.
1215 Die !man Industrial Court
Olivette, MO 63132
(800) 538-1036
See our ad in this issue.

U.S. Medical Corporation
14575 Manchester Road
Manchester, MO 63011
(800) 40-USMED/
(800) 408-7633
Call U.S. Med for free sample
Depend briefs, Undergarments,
Pants and Diapers.
Low prices and free delivery

YOUTH
BRIEF II
FITS 30
11)70 LBS.

96 FOR
$ 39.98

CALL 24HRS.
1400-777-1111

WOODBURY PRODUCTS
INC.

4410 AUSTIN 1114.VD. 410/40 PARK HY 111541

Care Electronics
5741 Arapahoe Rd., Suite 2A
Boulder, CO 80303
(303)4,44-CARE (2273)
WanderCARE Systems notify care-
givers when their wanderer leaves
home. Locate them up to ONE
MILE away. FREE catalog!

Hig's Aluminum Products
10625 Mapie Lane
Rogers, MN 55374
(612) 498-7304
Ramps, Factory Direct, light
Weight AJuminum, Portable, 4.Way
Fading, 2-way Folding, Telescoping
iracks, Thresh Hold, Van Ramps,
Scooter Ramps, Custom Built
Approach Ramps, Call for your
FREE catalog.
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Van Conversion Dealers

Connecticut

Drive-Master, Inc.
9 Spielman Road
Fairfield, NJ 07004
(201) 808-9709
Full sehice mobility center, raised
tops/doors, drop floors, custom dri-
ving equipment; distributors for
Mobile Tech., Crow River lifts,
Ricon, IMS, EZ Lock, and EMC
touch pad systems. 41 yrs. of ser-
vice to the disabled community
Please call for more information.
NMEDA member.

New Jersey

Arcola Mobility
51 Karo Road
Carlstadt, NJ 07072
(201) 507-8500/
(800) ARCOLA-1
New-Used-Trade-Lease-Buy.
Full sized, mini, rear and side entry.
We carry products from the follow-
ing manufacturers: Braun, KneeKar,
Vantage, Ricon, and Pick-A-Uft. If
we don't have it, we'll find it!
Financing is available. NMEDA
Member Ple Ase call for more info.

Drive-Master, Inc.
9 Spielman Road
Fairfield, NJ 07004
(201) 808-9709
Full senAce mobility center, raised
tops/doors, drop floors, custom dri-
Ang equipment; distributas for
Mobile Tech., Crow River lifts,
Rican. IMS, EZ Lock, and EMC
touch pad systems. 41 yrs. of ser-
NAce to the disabled community
Please call for more information.
NMEDA member.

_

New York

Arcola Mobility
51 Karo Road
Carlstadt, NJ 07072
(201) 507-85C0/
(800) ARCOLA-1
New-Used-Trade-Lease-Bw.
Full sized, mini, rear and side entry.
We cany products from the follow-
ing manufacturers: Braun, KneeKar,
Vantage, Ricon, and Pick-A-Uft. If
we don't have it. we'll find it!
Financing is available. NMEDA
Member. Please call for more info._ .

Drive-Master, Inc.
9 Spielman Road
Fairfield, NJ 07004
(201) 808-9709
Full service mobility center, raised
tops/doors, drop floors, custom dri-
ving equipment; distributors for
Mobile Tech., Crow River lifts.
Ricon, IMS, a Lock, and EMC
touch pad systems. 41 yrs. of ser-
vice to the disabled community
Please call for more information.
NMEDA member.

Ohio

Forward Motions
214 Valley Street,
Dayton, ra-i 45404
(513) 222-5001
Full-size/Mini-Van
modifications, new/used lifts, drop
floor, raised roof, Icckdowns, driving
equip. NMEDA member. Owned by
person with disability.

Pennsylvania

Drive-Master, Inc.
9 Spielman Road
Fairfield, NJ 07004
(201) 808-9709
Full service mobility center, raised
tops/doors, drop floors, custom
driving equipment; distributors
for Mobile Tech., Crow River lifts,
Ricon, IMS, EZ Lock, and EMC
touch pad systems. 41 yrs. of
service to the disabled community.
Please call for more information.
NMEDA member.

BOOKS, AUDIO/VI &
EDUCATIONAL MATERIAL

Turtle Books
A,oproved by the American Academy
of Pediatrics. These upbeat stories with
warn, colorful ilustrations address real
issues found in the lives of real children
with disabilities. ProVide a bridge of
understanding for your thildren vAth
disabilities, siblings & friends. FREE
Brochure.
Jason and Nordic Publishers,
PO Box 441,
Hollidaysburg, PA 16648.
FAX (814) 696-4250

FreeThe 1996 Woodbine
House/Speclal-Needs Collection,
a catalog of excellent books for
parents, children, and professionals
on autism, CR Down syndrome,
Tourette syndrome, mental retarda-
tion, visual impairment, physical
disabilities, special education, and
more. Woodbine House,
6510 Bells Mill Road, Bethesda, MD
20817, (800) 843-7323

FreeThe NEW Special
Needs Project Book Catalog
The best books from all publishers
about disabilities. Comprehensive
resources for parents, children &
professionals. Special Needs
Project, 3463 State Street, Santa
Barbara, CA 93105, (800)333-
E867.

To place an ad, contact

ROY WHITAKER

(505) 671-3414 or fax ta: (505) 821-2118
&35
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CHILDREN'S PAGE

The Special Visit
by Kristina Ferrini

Last year, my fifth-grade teacher, Mrs. Jenkins, had our
class read a book called Welcome Home, Jellybean, by
Marlene Fanta Shyer. The book is about a dad and mom

who put Gerri, their daughter with mental retardation, in a
training school. Eventually, they are able to bring Gerri home
for good, but they know things will be different now.

In the book, Neil, Gerri's
younger brother, tells about how
the family never gets enough rest
because Gerri bangs her head on
the wall at night. Gerri sits on tt .-
of the piano, and her dad always
gets mad about that. Every time
someone comes into the house,
Geni nius up and hugs the per-
son. The mom is
always busy. The dad
leaves, because Geni
gets to be too much
for him. Neil decides

to live with his dad, but then he comes back home.
Since Gerri, the character in the book, has dis-

abilities, I thought of my 13-year-old brother, Joey,
because he has disabilities, too. I told my mom
about the book. I brought the book home and my
mom read it. Together, Mis. Jenkins, my mom and
I decided to have my brother visit my class.

The day before Joey's visit, my mom came into
my classroom to answer questions from t he
kids. They asked a lot of questions: How did you
find out Joey had disabilities? What ,.s his
favorite sport? Does he ride a bike'? What are his
strengths and weaknesses?

The next day, when Joey came to my class, he
, seemed nervous. I was nervous, too, but I did

Like most 14-year-olds,
Joey just loves pizza!

To order Welcome Home, Jellybean, send a

check or money order for $3.95 plus your state's
sales tax to Simon & Schuster,
200 Old Tappan Rd., Old
Tappan, NI 07675-7095. Include
the book's ISBN number:
0-689-71213-8. This book is also
available from Exceptional
Parent Libraiy (800;535-191M.
Order number: SS1260D

Two of Kiistina's classmates meet her brother; Joey (right).

well. Joey read to the class and showed how he could do
addition. Then some kicLs helped him color. The class
enjoyed Joey's visit E P

Kristina Elizabeth Ferrini, 1 I, is a sixth-grad-
er at Zellers Elementary School in Strongsvile,
Ohio. She enjoys violin and piano lassous. Her
other hobbies include crafts and gymnastics.
Joey, now 14, has cerebral palsy, mental retar-
dot ion, epilepsy and astlinw. Joey attends a
special educat ion pnogram at Albion Junior
High School, also in Strongsville.

Mom's turn:
Kristina told me she thought I might enjoy reading Welcome Home,
Jellybean because it was abaut a girl named Geraldine, who was a tot like
our Joey. Kristina was right. The author painted a vivid picture of life
with a child who has a disability. A few times, I found myself reaching for
a tissue because the challenges and frwstratians faced fry the family in the
book seemed as real as they can be in our own family.

We with a (AO like Joey takes a lot of love, time, patience and under-
standing. We often realize that other families do not always see things from
the same perspective. We hope to show everyone that we love Joey and are
committed to helping him in any way that we can. Our family is a team.

I enjoyed the opportunity to spend two days in Kristina's classroom. The
day before Joey's visit, I spent an hour answering any questions the chil .
dren cared to askand they asked a lot of good ones: How did you find out
Joey had a disability? How did. it happen? How does Joey learn? Why can't
he talk very wen? What will he do when he's finished with selwol?

I was able to share what it is like raising Joey: the stress involved in
meeting his physical and medical needs, and ihe frustrations of dealing
with others who are impatient with him because they do not understand
his limitat ions, the difficulties understanding what he tries to sayas he
repeats the same phrase over and over even when we don't 'Vet it." But I
was also able to share the joys: getting a big hug, watching him. eat a whole
pizza while saying, 1They's favorite," knowing that Joey's grandparents,
aunts, uncles and cousins really like him, just the way he is.

When Joey visited Kristina's classroom, all the children, as well as the
teacher and principal, made him feel welcome. They included him in the
things they were doing, and he showed them some of the things he can do.

We had a wonderful tithe learning abaut each othe r I hope the children
gained a deeper understanding of someone who may have limitations, yet
enjoys a lot of the same things they do. It was a fun way to share the really of
our ffimily:s life with Joey and make the book more "real" to the children.

Cindy Ferrini

The children's Page welcomes contributions from children with disabilities, their siblings and their friends. Be creative! Send your stories, photos and artwork to:

Children's Page, Exceptional Parent, 209 Harvard Street, Suite 303, Brookline, MA 02146-5005.
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No ORsT.Acu:s. No LIMITS.
When your family's plans are as big as the great

outdoors, don't let your minivan box you in!
Vantage Mini Vans is proud to introduce our

new line of premium lowered-floor conversions
built on the exciting FORP WINPSTAR minivan.

As a leader in our industry, Vantage is one
of the first to offer the popular Windstar as an
alternative to our existing line of fine Chrysler
minivan conversions. just as we've been leaders

In bringing you the most dependable, top qualit

conversions since ot,I inception in 1987.

Your Vantage Windstar lowered-floor
minivan is available as either the poptildr and
economical TRIA:KER, with its easy-to-use manual

fold-out ramp; the St 'NIN111, with its reliable power

folding ramp; or as the premier NORTI ISTAR edition,
with its sleek, under-the-floor
ramp that glides smoothly out
virtually from "nowhere!"

Every Vantage Windstar comes equipped with a

myriad of standard features to make your life simpler
and your commutes safer.

Most notable are the flexible
seating configurations and

crashtested restraint system.
And, as with all Vantage
Mini Vans, optionslike our
all new 4button key chain
remote controlabound. In
addititin, our optitinal sliding
rear seat allows for abundant

seating and an extra nine

cubic feet of storage in the rear of the vana must
for families on the go! These are just two of the many

ways your Vantage Mini Van can be customized to fit

your active lifestyle and the needs of your children.

Ti IE NI-W VANTAGE WINDSTAR (1)NVERSIONN

Life offers no limits. Why let your transportation set

the boundaries!

Vanta.lic.Ninthstm un(Io.
tIle Po.) 51ide-out lamp .

'\/ A NI "I A
(800) 348-8267 TOLL FREE

1\/1 I N I NI S
Call ithlaN for a free flak obit hmehure Nottumal dealer network with tot-dro VC.Ili.e" atviao,c.

it. 1/4' G3
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adjustments for infinite .

positioning. Adjustable head
support, tray/floor base,

shoulder strap harness, tilt-
in-space and lateral support
add extr a security.

Complete Seat adjusts to

accommodate children up to
40 pounds and conveniently
fits standard strollers, high

chairs and wheelchairs. It's so
versatile it can also be used
as a floor sitter.

Complete Seat makes it easier
for children to interact with
their peers while providing the

seating intervention they need

NEW Complete SeatTM

From Tumble Fonnse

Because their world
;.1 is in your hands

Call today for more information

1-800-323-5547.
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Johnny, 51 lbs. and*
mtheCnt

Ad
Columbia offers you solutions to the daily challenges of

transporting, bathing and toileting your child - with comfort, safety and ease!

Alk

You and your child face some tough
challenges, but you're the one who must
solve them in the most practical ways.
Here's how we can help:

When your child has outgrown that
infant car seat, you Can have peace of
mind knowing that the Columbia Car

Seat has been crash
tested for children

, from 20 to 102
lbs.yet weighs only
11 pounds!
It has been the

No. 1 choice since
1986, for its

adjustability
and stylish

I12000 comfort.
Car Seat

At bathtime, our popular
Reclining Chairs and Wrap-
Around Bath Supports allow

your child and
youto enjoy

the bath.

MedtscH
for a chili 0)1.0"
tall, tip to 130 AWN,

Why do these products work so well?
Columbia products are thoughtfully
designed, with each item available in the
right size for your child, with lots of

adjustability for a custom fit.
They are made of durable
materials, tested and proven in

real-life experience.
Made in the USA and sold all over the
world, Columbia products are leaders in
all their categories.

#7700 fli-Back
Wrap-Around
Support

At toileting time, our Toilet
Supports fit easily onto any
toilet; remove easily, too. And
our Positioning Commodes
give the same toileting support
in any location.

41

414200 Small Support for children

Get all the details
from our FREE
full color catalog.
"Sharing the
Caring'. means
products
that work!

CALL 1-800-454-6612 TODAY FOR YOUR FREE Cl TALOG
Columbia Medical Mfg. Corp., Dept D1 PD. Box 633, Pacific Palisades, CA 90272

Ckols 111110
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Cover: Barry Atkinson, 11, studies karate

at United Studios of Self-Defense in his

hometown of Huntington Beach, Califor-
nia. Well on the way to his goal of attain-

ing a black belt, Barry currently holds the

rank of orange belt, and last spring, won
a trophy competing in his first karate

tournament.
Barry has spina bifida with the

Arnold-Chian matformation of the brain-

stem and cerebellum, hydrocephalus, a
gastrostomy-button and a tracheostomy.

He lives with his foster parents, Ann
Belles and Mark Andrews, and is a fifth-

grader at Moffett Elementary School in
Huntington Beach. Barry's article, "The

Karate Kid," appears on this issue's Chil-

dren's Page. Photo: Alex Garcia.
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Toys!
We had so much fun preparing previous features on toys (October 1994 and June
1995) that we've once more invited Joanne and Stephanie Oppenheim to help our
readers prepare for holiday shopping by sharing suggestions for ordinary, off-the-shelf

toys that children with disabilities can enjoy with little or no adap-
tation. But before you hit the toy store with wallet in hand, Annette
Heim's account of her son's best-loved toys ("Rubber Balls, Toy
Can and Art Supplies") will remind you not to overlook some of
the old favorites.

STANLEY D. KLEIN, PH.D.

these diagnostic labels are sometimes used to lower expectations
or exclude youngsters from opportunities. But as Dr. Karen Levine's article "Beyond
Labels" illustrates, knowledge of specific disabilities can be used to help a child draw
on his or her strengths while overcoming or working around challenges.

Diagnostic labels
When parents first hear the clinical diagnostic terms used to
describe a child's disability, the words can be terrifying. Sadly,

President's Committee on Mental Retardation
In early September, I traveled to Washington, DC to attend the 1995 National
Collaborative Academy on Mental Retardation sponsored by the President's
Committee on Mental Retardation. Although many in attendance were concerned
about the political climate, including potential changes in legislation and/or cuts in
funding, the active participation of "self-advocates"adults with mental retardation
speaking for themselves and working collaboratively on planning teams made this a
truly inspiring meeting. In November, the "Role Models" department will feature one
of these young self-advocates.

The growth of self-advocacy illustrates a changing perspective about community
services for adults with mental retardation and/or developmental disabilitiesa per-
spective that focuses on individuals and encourages self-determination. Reports at
this conference demonstrated many ways in which individual states have moved
beyond slogans to thoughtful action. A number of new programs are enabling adults
to make choices about their own lives. For example, more and more adults with dis-
abilities are being invited to serve on planning committees, and adults with mental
retardation are becoming home owners and taxpayers.

Also at the conference, Bob Willian.s, commissioner of the Administration on
Developmental Disabilities, addressed current concerns about the political atmos-
phere in Washington. Thanks to Bob's quick work with us, we were able to adapt his
stirring address, which he deliveret: with his augmentative communication device, as
a guest editorial in this issue (see page 45). And for still more on the political scene,
see Net walking on page 49.

While in Washington, I also learned that Speaker of the House Newt Gingrich has
established a House Task Force on Disabilities. For more information, see What's
Happening on page 64.

Let's celebrate!
In 1996, we will mark EXCE1MONAL PARENT'S 25th birthday! Exciting plans for extra-
special issues are in the workswe welcome your ideas and suggestions. We are
even exploring the possibility of a trip for families to a fun place like Walt Disney
World. This would take place in October 1996. We need to hear from readers who
would be Mterested in joining us, so we can determine the best passible prices for
travel and accommodation packages. Please write to Disney Trip, EXCEIMONAL PARME,

209 Harvard Street, Ste. 303, Brookline, MA 02146; (617) 730-9742, fax.
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MOST PARENTS OF BED WETTERS THINK THERE
IS VERY LITTLE THEY CAN DO TO HELP.

Some 3 million children, 10% of all kids between
5 and 10. wet the bed twice a week or more. If your
child is in school, chances are at least two of his
classmates arc in the same leaky boat. No child
should ever feel alone with this problem. But, of
course, they do.

The good news: More is known than ever before
that can help. Once, the only sure cure was time.
99.9% of our children leave this problem in the dust
as they grow. And now there are some new ways
to give time a hand.

THE BEST BEGINNING
For starters, pediatricians know a lot more

about the causes of "enuresis" (that's the official
medical name for it) than they used to.

Doctors today deal with this problem all the
time. They have new techniques and sometimes
medicines that can help manage bed-wetting, if not
eliminate it altogether.

And now (finally!), there are pants you can
buy that can make a real difference at your house,
every night and every morning. Your child will
still wet. He can't help it. But from now on, that
doesn't have to mean he has to wet the bed.

TOMORROW CAN BE DIFFERENT
The makers of Pull-Ups@ training pants have

invented the first and only disposable underpants
for larger children, 45 to 85+ pounds.

GoodNites disposable absorbent
underpants eliminate the rubber sheets and the
laundry and much of the stress tha't.'' make nighttime
accidents into a bigger deal than they really are,
and make our children feel small. Smaller than they
really are.

GoodNites look a lot like plain white under-
pants, except slightly thicker. They come in two
sizes and even have a label in the back. The trim fit
helps GoodNites underpants vanish discreetly
under pajamas, while the super absorbent middle
is ready, just in case. In every detail, the GoodNites

"Registered trademark of Kimberly-Clark Corporation. 1995 Kaie.

people have done everything possible to make these
absorbent underpants respect our kids like the
grown-ups they soon will be.

THE WAY THINGS SHOULD BE

If yours is already a GoodNites family, there's
some good news for you, too. GoodNites are- now
even more absorbent than before.

If GoodNites underpants are new to you, now is
the time to try them. You will rejoice that you did.

GoodNites are not a miracle, but there's noth-
ing like them. They help families keep bed-wetting
in perspective. They help make dry mornings, in
crisp clean sheets, routine. And make sleep-overs
and other normal, healthy everyday kid things
routine, too. The way they should be.

THE GOODNITES.GUIDES
GoodNites underpants were developed with the

help of pediatricians and other childhood specialists.
You'll find much of their good advice in these little
hooklets. One is written for parents. The other is for
your child. For copies, please send $1 for postage
and handling to: GoodNites Guides, P.O. Box 1165,
Maple Plain, MN 55592.

GoodNites mean Good Mornings"'

Circle #133
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Appreciates definitions
I just wanted to let you know I really
appreciate your recent efforts to
explain more about disabilities men-
tioned in the magazine, particularly in
Seamh and Respond. I'm always inter-
ested in learning more about the vari-
ous "realities" people live with as
"exceptional parents," but am usually
too lazy to go look up information
about disabilities I am not familiar
with. And franidy, some of these con-
ditions are so rare, I wouldn't be able
to find them in the books I own any-
way. Your extra efforts in this regard
make your magazine much friendlier
and much easier to read.

J.WR, North Carolina

False Accusations of Abuse
Writing in the August 1995 issue, B.T.
of Connecticut responded to the May
1995 article on facilitated communica-
tion by saying, "I would rather see
someone falsely accused of abuse
than see a guilty person not be
accused."

I am appalled by this statement!
What an attitude"shoot them all and

CEPTIONAL
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grA 7b reach out to parents
cejr.. of children and rung adults

with disabilities and special

health owe needs and to the

professionals who serve fandlies

I To empower parents and
professionals by providing
practical information and
emotional support

EDITORIAL ADVISORY BOARD_ _

USA BLUMBERG, J.D., Corporate

Attorney, Aetna, Hartford, CT

T. BERRY BRAZELT01, M.D., Clinical

Professor Emeritus of Pediatrics,

Harvard Medical School. Boston, MA

CHARLENE BUTLER, Ed.D, President,

American Academy for Cerebral Palsy

and Developmental Medicine,

Rosemont, IL

FRANCES P. CONNOR, Ed.D., Prokssor

Emerita, Special Education, Columbia

Unhersity Teachers Cclege, New York. NY

let God sort them out." Far too many
people have been falsely accused of
abuse; their reputations have been
mined, their lives shattered. In B.T.'s
philosophy, they are expendables.

Contrary to B.T.'s belief, we cannot
assume children are always truthful.
We must consider the possibility that
a child may be imagining something,
or even outright lying.

I've been the victim of a person who
needed to invent this type of situation.

7bm Carten
Wilkes-Bam, Pennsylvania

Ketogenic Diet
I have read with great interest your
coverage of the ketogenic diet for the
control of seizures (Letters, June 1995
and Ask the Doctor, July 1995). Your
Editor's Note following the letter in
the June issue states that the diet is
"used most often with children aged
two to six." Although it may be true
that some older children will not like
the diet's restrictions, I think most
would be willing to try anything for
the possibility of being seizure-free
and medication-free for life.

ALLEN C. CROCKER, M.D., Director,

Developmental Evaluation Center,

Children's Hospital, Boston, MA

ELI FACTOR, D.M.D., Parent, President,

Wheelchair Motorcycle Association,

Brockton, MA

MURRAY FEINGOLD, M.D., Physician-

in-Chief, National Birth Defects Center,

Waltham, MA

SANDRA B. FLEISHMAN, Parent,

Project Director, A WORLD OF

DIFFERENCE Institute, Anti-Defamation

League, Boston, MA

BRUCE M. GANS, M.D., President,
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Detroit, MI

SOL GORDON, Ph.D., Professor
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Syracuse University, Syracuse, NY

STANLEY I. GREENSPAN, M.D.,

Clinical Professor of Psychiatry and
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Washington, DC
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Professor of Pediatrics, Neurology, and
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Center, Ann Arbor, MI

DAVID HIRSCH, M.D., Phoenix

Pediatrics, Phoenix, AZ
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In July's Ask the Dockn. column, Dr.
Hirsch says, "This diet should not be
the first choice among options for
seizure control..." Why not? I wish I
had known about the ketogenic diet
four years ago, before we went
throagh four medications, thousands
of dollars and too many neurological
tests to count. Why would any parent
choose a lifetime of seizures, medica-
tions and blood tests over two to three
short years of following a strict diet?

My nine-year-old daughter, Renee,
began the ketogenic diet on June 27,
1995. I can't even begin to tell you
about the wonderful changes that have
resulted Best of all is no more
seizures! Renee is never hungry or
thirsty, in fact, I have to keep reminding
her to drink all of her allotted liquid

Last week, I asked Renee if she
wanted to go back to eating all the
things she ate before. Her reply was
an emphatic, "No way! I want off
these pills!"

I believe every parent of a child
with epilepsy should be given the
opportunity to try the ketogenic diet
It should be the duty of every neurolo-

continued on page 6
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Lightweight Portability Solves

Transport Problem
Convaid's buggies are the answer for
moms and kids On the go. Long known
for rheir patented folding design, they
fold with all positioning adaptations in
place. Moms can easily lift and store the
buggies in a car trunk. Great for indoor
or outdoor use. circle # 209

Full Range of Accessories
A choice of up to twe,ity Options On
Convaid's buggies includes a transparent
detachable tray, made of unbreakable
Lexan", and a detachable canopy for
shade and protection from the elements.

amt.* 208

New Bus/Van Tie-Down Models
Now available, the Criker Transports, a
new bus/van tie-down buggy line from
Convaid, successfully crash tested at 30
MPH, 20g decel in a forward-facing
configuration with up to 170 lb.
dummy, using a Q-Straint (with
positive lock) tie-down.

Convaid continues to add to its broad
range of positioning buggies to fit any age,

any size and most tight budgets. Choose
from the Cruiser line with its many
different positioning accessories, the EZ

Rider with its quick folding design, or any

of Convaid's compact folding buggies. Plus

we offer the Cruiser Transport line, a
bus/van tie,down successfully tested with

up to a 170 lb. dummy.

All Convald buggies feature our patented

4okling design which eliminates slump and

7the Laura of accidental folding.

the possibilities.

Ma& #1 the LISA. Fite Year Warranry, .
t td Cli#10 # 126 846

Good Looks, and Custom
Comfort Make Kids Smile

Convaid's EZ Rider makes transport easy
and fun with six colors, several sizes and
extensive adjustability. arm.* 210
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Your child will go far...
with my Cooper Car!

SAM
...my Switch-Adapted

Mouse device...

...lets you plug
switches into your

computer!

"T.A!

The line comes down..the
4 filer goes across. 4

Use a single switch to
control both.

=imp ci E3b ci pi (1un op,e=1/=00riponacritill":" CI a P MO 11=1111 -

New and improved!
1) More power
2) Proportional joystick
3) More speeds

Adaptable to any child,
any switch and...

_less than $1000!
(FOR BASIC COMPONENETS)

CrossScanner
...lets one switch (or any

pointing device) do
everything on your Mac
or Windows computer!

I also make a variety of special needs
software for your Mac, Windows, or Apple ll
computer.

Hi!
I'm RJ Cooper, inventor of the CooperCar. SAM,

and many special needs computer programs for your
child. I've been helping parents and professionals
for 10 years now, and I'm here to help you!

When you call me, I'll share with you my
experiences, methods, and materials that have
helped thousands of children become successful,
many for the first time in their lives!

So, for a free catalog or advice, call me, RJ, at...

1-800-RJCooper
RJ Cooper & Associates

24843 Del Prado #283 Dana PT, CA 92629
Voice: 714-240-4853 Fax: 714-240-9785

Email: rjcoop@aol.com

itiasteiCorrtL
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LETTERS

continued from page 4

gist to inform patients of all treatment options for seizure con-
trol, not just "drug therapy."

In addition to the resources listed in July's Ask the DOcio7; I
would also like to tell parents about the Keto Klub Newsletter;
which provides information and helpful ideas about the keto-
genic diet.

Lisa Smith
St. Joseph, Michigan

DR. Hms.cit RESPONDS': 1 am atways happy to hear about suc-
cessfid thempy for seizure disordeis. In many individuals
with seizures, a single antkonvulsant will be effective, and
have few or no side effects. For those individuals, this option
for seizum ccmtrol would be safer and easier to manage than
a ketogenic diet. However if a selzum disorder appears very
complicated or intractable (haM to contml)and this should
become clear within two yearsa. ketogenic diet would be a
reasonable therapeutic option.

EDI7VR'S Nom Subscriptions to the KEm KWB NEWSLEITER,
published quartedy, cost $20 in the US., $25 in Canada and
$30 for other countries. For a fire sample copy, send a self--
addressed envelope with a 320 stomp to KEW KWB NMSLEITER,
61557 Miami Meadows a, South Bend, IN 46614.

Fragile X Syndrome and Genetic Counseling
I was so excited to sr - the June 1995 issue in which the Ask
the Doctor colunm dealt with fragile X syndrome. It seemed
like a grant step forward in our goal to increasi- public aware-
ness of the leading cause of inherited developmental disability.
But two months later, reading the article "Genetic Counseling"
(August 1995), my heart sank. In that article, a clinicial geneti-
cist listed the types of families who might benefit from genetic
counseling. But that list of candidates for counseling did not
include families with a history of unexplained mental retarda-
tion or autism.

The genetic counselors and geneticists who advise our par-
ent goup would certainly disagree. Please set the record
straight and let's take another giant step forward together.

Mary Seward, Pirsident
Fragile X Association of Southern CalifOrnia

Emirm's Nom 'Thank you jOr your letter Our arperts agree
with you.

Tell us about...
... your child's experiences

(both good and not so good)
at summer camp.

What type of camp(s) has your child attended? How did
you choose the camp(s)? If your child has attended a
"regular" camp, what adaptations were made?
Write to: Readers 7'alk, F.:X(17170mm PARENT; 209 Harvard St.,
Suite 303, Brookline, MA 02146, (617) 730-8742 (fax). A
sampling of reader responses to this question will appear in
a fitture issue.

S47
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"Appropriate movement.
not static positioning,
is the key to improved
health and independence."
The M.O.VE.* curriculum

Ckc.1e# 41

Walking with his father is now a daily Joy for Duane Bazeley. Thanks
to his parents, teachers, M.OV.E.* and Rifton Equipment, Duane is making real
progress. The M.O.V.E.* curriculum teaches standing, walking. and functional
sitting skills to children with disabilities. Working in partnership -05.....--
with M.OVE.* founder Linda Bidabe. Rifton has developed a
complete line of equipment to support the M.OV.E.* program.

rho OV E urrk tiltini Is t opyrighted by the Kern County California
Superintemient of Sr hoots and enat d to M OV E International

Take your first step today. Call 1-800-374-3866
for more information and a free catalog.

&Mon

Ttjf,

Baton For Pooplo 44,114aties PO Box 901. Route 213 Raton NY 12421.0901



For more information on Apple

products, contact us at 800-600-7808,

800-755-0601 (TTY), or on the
hiternet at applewdsg0Peworld.com.

Apple -4
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Rh Incompatibility
Surely, there has to be another family
in this country who can relate to our
situation! My husband and I have
incompatible blood types due to the
PI factor. I am Rh negative; he is Rh
positive. We have two children.
Throughout both pregnancies, I
received excellent prenatal care,
including Rhogam shots to prevent any
sensitization between my blood type
and my child's blood type should they
have inherited their father's Rh positive
blood (both did). We thought we were
safe until 38 weeks into my second
pregnancy I found myself being rushed
off for an emergency C-section.

My daughter, Rebecca, spent six and
a half weeks in the NICU with serious
problems caused by Rh incompatibility
also known as hemolytic disease of the
newborn or erythroblastosis fetat:s.
Her spleen and liver were enlarged,
and because her liver was not function-
ing well, she had hyperbilirubinemia
(jaundice caused by excess bilirubin in
the blood). Things got so bad, we had
her baptized.

Now Rebecca is 21 months old and
has cerebral palsy. She can't do any-
thing for herself. Her independent
sitting is poor, and she can't stand,
crawl, creep, walk or talk. Doctors
told us that because I'm now produc-
ing antibodies to Rh positive blood,
any future pregnancies will be affected
by this disease.

We know that prior to the availability
of Rhogam, more children were
affected with Rh disease. Does any-
one know them? Or is anyone going
through this now? We'd love to talk
to them because we have a lot of
questions.

G.C. & S.C., Connecticut

Congenital Muscular Dystrophy
Our four-year-old daughter, Olivia, has
been diagnosed with congenital mus-
cular dystrophy. She has generalized
gross motor weakness; but her fine
motor ski" 3 are normal. At birth and
throughout infancy, Olivia appeared
average in every way but did not
achieve milestones. She could not

hold her head up, crawl or use her
arms or legs to support herself. By
nine months, if placed in a sitting posi-
tion, Olivia was generally able to main-
tain that position, but if she fell over,
she could not get up.

At the age of 13 months, a blood test
showed that she had extremely high lev-
els of CPK (creatine phosphokinase) in
her blood. An EKG (electrocardiogram)
and EEG (electroencephalogram) were
normaL An MRI (magnetic resonance
imaging) of the brain showed some
anomalies. Fmally, a muscle biopsy was
done. Although the results were not
clear-cut, doctors concluded she had
congenital muscular dystrophy.

At 18 months, Olivia began physical
therapy. She can now crawl a short dis-
tance and is starting to climb on and over
low objects. She also scoots on her rear
end. She uses a manual wheelchair out-
side our home and in preschooL She is
potty-trained, intelligent and happy.

Olivia's doctors cannot tell us
whether she will continue to progress
or start to regress. They cannot tell us if
she will be able to walk on her own.
They cannot tell us the chances of hav-
ing another child with this condition.

We are looking for parents whose
child has the same or a similar
diagnosis. We want to know how they
approach day-to-day life, what sort of
school their child attends and whether
they have had other children"normal"
or with the same diagnosis.

C.D., Califbrnio

Undiagnosed
I'm interested in finding someone
who may know what's wrong with
our son, David. He is a three-year-old,
white male with hypotonia (low mus-
cle tone), scoliosis (curvature of the
spine), cataracts and nystagamus
(involuntary rapid eye movements).
The results of all the tests and muscle
biopsies done have come back
negative.

David seems to understand simple
commands, such as "give me a kiss."
But over the last six months he
stopped eating solid foods and cut
hack on the amount of milk he would

malimall an page 12
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Change
Someone's Life

Give 0

Exceptional Parent
magazine.IN

the gift that keeps
on giving!

12 issues
for $24

Special
Holiday Rate!

Gift To:

EP
12 issues for $24

SPECIAL HOLIDAY RATE!

Name (please pnnt)

Address Apt.

City State

Gift To:

Zip

Name (please print)

Address Apt

City State

From:

Zip

Name (please print)

Address Apt.

City State Zip

r: Process my first subscription/renewal at $24 &
Li Process my gift subscription(s) at $24

My total order equals $
Ei Payment enclosed (use separate envelope)

Bill me

Last Chance at
1995 Prices!

Grft pncrg offer &ores December 31. )995 Canath.ei Rate &30 (X.) Fortygt, F-Lb. 35K12

Gift To:

EP
12 issues for $24

SPECIAL HOLIDAY RATE!

Name (please print)

Address Apt

City State

Gift To:

Zip

Name (please onnt)

Address Apt

City State

From:

Zip

Name (Please print)

Address Apt

City State

Process my first subscription/renewal at $24 &
I Process my_ _gift subscription(s) at $24

My total order equals $.
Payment enclosed (use separate envelope)

; Bill me

Zlf

Last Chance at
1995 Prices!

Crlf prcely otior fiArial; DOutY, 01 . 1 ,reAr. I 35102
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For more than 60 years, Heartspring has helped children with
disabilities build brighter futures for themselves.

Now, Heartspring is ready to build an entirely new $12 million
campus to continue serving those special children. Pictured above is
the Heartspring School, just one of the many buildings tailor-made
to meet their requirements. Other facilities include six comfortable
student homes, specially equipped classrooms and therapy rooms, a
recreation center, and aiso a staff training facility.

Through the years, caring Heartspring professionals, working in
interdisciplinary teams, have developed successful programs to meet
the very special needs of each child.

This year, Samantha learned that self-injurious behavior wasn't
necessary to communicate her dislikes; she learned there were better
ways to communicate. Daniel learned to communicate his thoughts
and ideas through a combination of picture boards, sign language,
and computer technology. And the list goes on.

If you know a
child who might bene-
fit from Heartspring's
programs, or if you
would like to know
more about the new
campus, call today.
Together we can build
a brighter future for
your child.

Photo courtesy of Madeline McCullough and Ric Wolford

14{ARTSPRING
A lifeskills learning center

2400 JARDINE DRIVE WICHITA, KANSAS 67219-4699

1-800-835-1043
'-u 3
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take. Now he is continuously fed by
NG-tube (a feeding tube that goes
through his nose to his small intes-
tine). But it doesn't seem to be work-
inghe weighs only 20 pounds and
continues to lose weight. He is also
regressing in other skill areas, particu-
larly gmss motor skills. He cries so
much during therapy sessions that I
wonder if it is worth putting him
through the pain. OtherwiQe, he is a
very good-natured child.

D.C., Indiana

Toilet Training Equipment
I am an occupational therapist in a pub-
lic school. I am looking for a source for
"high-tech" toilet-training equipment (for
example, moisture-activated switches
that can be placed in underwear and
potty chairs that play music when a
child urinates). Such equipment would
allow for immediate reinforcement of
the desired "behavior" and minimize
time spent on the potty chain I would
appreciate any leads on these types of
items.

S.S., Illi no is

Search and Respond is an opportunity for our readers to

exchange information about their practical everiences
meeting the everyday challenges of life with a chili, or ado-

lescent with a &mability We also expect parents to ask appro-

priate professionals.
Please Indic& whether the letter is a search or

response. if a response, be SUM to note in which issue the

original Search letter appeared. All responses are forwarded
to the writers of the Search letters; sane are pubrshed.
Published letters may be edited for purposes of space and

clarity
Write or fax
Search or Respand,

Evceptional Parent
209 Harvard Street, Suite 303, Brookline, MA 02146-

5005

Fax (617) 730-8742

For information about specific disabilities, contact the

National Organization for Ram Disorders (NORD), 100 Rt

37, PO. Box 8923, New Fahfiekl, CT 06812, (800) 999-NORD,

(203) 746-6518. Also, ace "National Resources for Specific

Disabilities and CondiCons" in &mum PAREes 1995
Resowre Guide (lanuary1995).

The National Parent-to-Parent Support and
Infachation System (NPPS1S) is a not-for-profit service
that keeps track dchikhen with diagnceed and undiag-
nosed disabilities whose parents ate looldng fora match.
Parents are matched vAth a "wteran parent," who has an
older child with a similar oandition and who is willing to
provide guidance and support Contact NPPSIS, P.O. Box
907, Blue Ridge, GA 30613; (800) 651-1151 (V/TIY) or

(706) 632-b.i0 (Fax).
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Stockton- fkx1

HARD's StocktonTm "Age Appropriate" Bed

accommodates your child with the safety
and convenience you would expect from
the nations #1 manufacturer of hospital cribs
and youth beds.

HARD's "Age Appropriate" Bed includes these exclusive features:

Available in a rainbow of colorful epoxy finishes

and laminate colors to match your room decor.

Currently available in custom sizes to accommodate all ages.

Hi-Lo adjustment for convenience and safety.

Attains all orthopedic and comfort positions.

Crib type safety sides are close to the

mattress to protect arms and legs.

f you would like infbrmation about how ourfull line
qt. beds and cribs would benefit .your child, as well as
locating .your nearest HARD dealer.., call us today!

I-1100-U E-
CIrcle 444



*New from ad-kart !

with
mjoiu

u
" X Bus Transport

Tilt / Recline Model

"Twice the growth with
two seating systems."

The klthEXem Positioning shell In the
Floor Sitter/ High Chair Bar* and the folded
Mobility Base.

* Kids can grow
from tha
icid-EZtm to the
kid-EXtm

* 5 years of
Growth

* Complete
Positioning
System

EZ to fold
EZ to transfer
EZ to adjust

kid-kart. 1-800-388-5278
732 Cruiser Lane,cares about kids. Belgrade, MT 59714

Circle Oa
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Self-stimulation and Smearing
KD. (July 1995) has a 10-year-okl daughter, Aimee, who
has severe mental retardation, is nonverbal, has an uncon-
trollable seizure disorder and wears diapers. KD. was look-
ing for advice on controlling Aimee's habit of "masturbat-
ing" until she had a bowel movement, then "body painting"
with her own feces.

I am an occupational therapist (OT) who has worked with
another child who smeared feces. Here are suggestions that
worked for us:

Set up a routine that cookl substitute for the smearing:
Give her body rubs with body oil, and hand rubs with strongly-
scented oil or lotion. Be sure to do the substitute "treatment"
frequently and regularly, so it is predictable to Aimee.
o Use tight (km/spandex) work-out clothing over Aimee's
diaper Footed fights plus a one-piece "unitard" on top should
make it difficult to get fingers inside the diaper. With a cloth dia-
per underneath, this outfit could also be used for swimming.

At swim-time it would not seem inappropriate for Aimee
to wear a rubber inflatable ring with a sling seat, the type
used by small children. Perhaps your OT could help make it
snug enough that Aimee has trouble reaching under or around
it. This ring could also be used at home during playtime, but
not in bed.

We have had the most success by expecdng any habit, such
as self-stimuladon, to be under control while the child is with
others, rather than expecting it to be eliminated at all times.

.1.0., Consecticut

Waterbed?
D.S. (July 1995) wandos ?:1 her one-year-old daughter, who
has spastic quadriplegic cerebral palsy and limited move-
ment, is comfortable sleeping on a flat mattress. D.S. was
considering the puirhase of a waterbed and wondered if
other parents could share their experiences.

Our son is 10 years old and has multiple disabilities. He is
deaf and blind, and has hydrocephalus, a seizure disorder and
spastic quadriplegic cerebral palsy. When Michael was 18
months old, he began banging his head in his crib. At that point,
we decided to buy him a waterbed. We hoped it might stop his
head banging, and we also thought it might be more comfoit-
able and provide him with different sensations.

The bed we purchased had a semi-waveless mattress, which
allows only a minimal amount of motion. But soon after getting
the bed, Mike learned how to move amund with the small move-
ments of the "waves." Within six months, he began crawling.

Today, Mike can walk with assistance and can pull himself
up to stand. His multiple disabilities limit him greatly, but all
things considered, he is doing quite well.

JR., Illinois

ill We have adopted three children. All three have spastic
quadriplegic cerebral palsy.

Our two older children came to u.s when they were less than
one year old; neither had any movement at all. We immediately

contilinrd (»I pig( 1G
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fkaun has rec2ntly
,,released a helpful booklet..
entitleeCuidelines" . If
you are seeldng an
adapted vehicle, this is
An excellent resource for
equipment selection
and hmding sources.

socuot for motor
vehide rebates are
also listed in this
comprehensive
booklet

'Guidelines" is available at no
thaw by callin8 graun toll free at
1-800,.ME UFF.

Entervanim
The reliability and performance of the new electromechanical kneeling system sets the Braun Entervie

apart from other lowfloor conversions. The Braun Corporation has a large selection of Enteroanr in sto:k,

converted and ready for delivery.
Rounding out Braun's compkte mob-

ility package, the new rear-entry
Wmdstar Eike. care' is the econonncal

choice for the couple or small family.

International Leader in
Personal Mobility Products
The Braun Corporation has established
1 their products as the benchmark for

International Personal Mobility. Now, with
the introduction of the exclusive electro-
mechanical kneeling system, the Braun
Entervan- offers a new level of reliable
mobility.

The electromechanical non-air kneeling
system autorrotically lowers the rear of the
vehicle while the door is opening. This

design utilizes Chrysler coil springs instead
of airbags, and automatically returns to
normal driving height when the door closes
or when the vehicle is taken out of park.
Even in the event of electrical failure, the
mechanical override will return the vehicle
from the kneeled position.

Braun has a large selection of Entervans" in
stock, converted and ready for delivery.
Call 1-800-THE LIFT for more information
and the Distributor nearest you.

No matter what your aeds, Braun has a
mobility system designed for you. The ori-
ginal Lift-A-Way* platform lift is a reliable
performer proven with over two decades of
use. For greater ambulatory and cargo access,
we offer the Swing-A-Way'. The Lift-A-Way
D /C.* rounds out Braun's lift selection. And,
for the person who transfers, the Braun Chair
Topper' conveniently stores a convertional
folding wheelchair out of your way.

The Braun Corporation. Mobility at its best.

AW Al Till LINA
Aff AVAIMIIIICORPOUTION .
"Providing Access to the World"

41=41,04771411r LIFT
Par my. Milacar eaten.,

166.6.6.6.1 Correnor 616,6 P.O. Mot _4666c 6 6 USA
141001611$4311 Int 9464,153 FAX 0551 946.4410

s',11i717&"7.
6611e61. 10MA tlean6noer. FL OA 616nangem limit CA 564,

0 1 et5 The Ormuri Coopookuon, Inc. B-90-223

The Braun Corporation es the international lender in mobility products. With lout divisions and a worldwide All-Star Distributor
network, we are positioned to provide the equipment and service you need. Our commitment to your satisfaction is also supported by

our Thret-Yetr Worry-Free Limited Wamtnry. Simply call 1-$00-THE LIFT for the brawn All-Star mama you.

Ckcle 0112 (5 56; c
66.s.

Aiwa'316001
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put them in free-flow waterbeds,
watermattresses that do not control
"waves." They both benefited greatly
from the immediate reinforcement
they received for even minimal move-
ments. Now, our 16-year-old son
"scoots" all over our home and our
nine-year-old son rolls where he
wants to go. Neither one has
significant contractures or scoliosis. I
believe the integrity of their musculo-
skeletal systems is a direct result of

I I I

the movement that was encouraged
by use of their waterbeds at night,
along with proper, secure positioning
during the day. Our newest child, a
one-year-old, has been in a waterbed
for six months, and is now starting to
push her foot against the side to rock
herself

R.R. & PR., norida

Even before our child was born,
we knew he or she would sleep on a

To some of our patients,

a su«essful therapy_

session is simply a matter o

putting on a happy face.

Her face lights up as she reaches to her right for the shiny plastic red
mouth. Then, carefully keeping her balance, she turns to her left for the
bright green feet. She looks up into her therapist's eyes and squeals
with delight. Two-year-old Mandy is having fun. But she's actually re
covenng from o head iniury which left her orm partially paralyzed. To

motivate her to exercise her muscles, Marxly's physical thetupist chose

a popular assistant. Mr. Potato Head. It's one of tile creative ways we
help the children who coine to Health Hill for rehabilitation. Our goal
is to help our childrTn go home. And if a fnend like Mr Potato Head
can help, we couldn't be happier Health Hill Hospital For Children,
2601 Moron Luther Kingfr Dove, Oevekirkl, OH 44 216- 721-5400

6.

HEAUTI Hot HOSPITAL FOR CI IIIDREN
Helong a hddlen fuel better whde they're vyttaray better

Circle #185
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waterbed. I was the owner of a bed-
room store specializing in waterbeds.

Our son was born with spastic
quadriplegic cerebral paLsy. Because I
worked in the industry, I was able to
have a custom-built frame and water-
mattress made for him. Because we
worried about him rolling out of bed,
we installed a clear Plexiglass wall on
the sideabout 10 inches higher than
the top edge of the.frame. While pro-
tecting him, it allowed him a clear
view of the room and everything that
was going on around him.

We believe that the warmth provided
by the heated waterbed helps his
muscles to relax while he is sleeping.
A waterbed is not a cure-all; he also
attends occupational and physical
therapy sessions and is involved in a
horseback-riding program.

Over the years, we've also noticed
that our son sometimes develops
pressure sores after hospital stays.
This has never happened at home
where he uses his waterbed. In the
waterbed, he can sleep all night with-
out n ,..oding to be turned.

I am a member of the board of
directors of the National Waterbed
Council (236 Rte. 38 W., Ste. 100,
Moorestown, NJ 08057), which can
provide additional information about
waterbeds. The Council's sister orga-
nization, the Flotation Health Care
Foundation (5757 W. Century Blvd.,
#512, Los Angeles, CA 90045) can
help provide waterbeds to individuals
who need one for a medical reason,
but lack the necesary financial
resources. You may write to these
organizations for more information.

I would also like to offer my assis-
tance to any EXCEPTIONAL PAREmr

reader. I can provide information or
referrals to helpful waterbed dealers.

D.M, Ituliana

EIHMR'S NOTE: Readers wishing to
take D.M. up on his Okr ql assis-
tance may write to him c/o
EXCEPTION:11. PAREAT, 209 Hamtrd
St., Ste. 303,13Ivokline, MA 02146.
On tlw lowet; lefl-hand corner 01 the
envelope, please inelmte the wonts,
"MTN: Waterbeds." We will Oman!

letteis to .0.M.
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Bramt has recently
released a helpful
booklet entitled
"Guidelines". If you
are seeldng an
adapted vehicle,
this is an excellent
resource for
equipment
selection and
funding sourm.
All sources for
motor vehicle

rebates meals° listed in this
comprehensive booklet "Guidelines" is
available at no charge by calling Braun
loll free at 1100-THE UR

e Braun Comp 'on Seat®

I f you have difficulty entering and exiting
your vehicle, the new CoMpanion Seat° is

your key to greater mobility. Its automatic
operation and rugged construction enable
semi-ambulatory persons to reliably and
conveniently board Dodge Caravan or
Plymouth Voyager minivans.

Th seat ektends 20" and tilts forward a full 6"
to Make boaning safe and easy. Once on the
seat, you are smoothly raised mto the vehicle
by pressing the conveniently mounted switch.
All you have left to do is manually rotate into
the forward facing position. To exit, the
procedure is simply reversed.

The Companion Seat* utilizes your van's
original seat, but replaces the existing wat base

with a unique power base. When not needed,
it functions exactly 0.4 the passenger seat This
feature makes it perfect for active families with
only one member who needs assistance. And,
as always, Braun thoroughly tested the
Companion Seat' to meet all applicable federal

nu" vehlerkSafety Standar&

If you need financial assistance, Chrysler offers
cash rebates towards the purchase of adaptive
equipment through the Chrysler Corporation
Automobility Program. Ask your local Braun
distributor about other sources of assistance.

For more information on the Companion Seat'
or other Braun mobility i,4oducts, call us today

at 1-800-THE LIFT. We will give you the name

and location of distributors in your area.

Now more than ever, mobility is one of the
most important Krings in your life. Let Braun
and the Companion Seat' bt the answer to
your needs.

Paints Pending

AWANNINIINI TM 'NOVO
4107411111111C0Woestioa.

"Providing Access t9 the World"

"Pr ITN ,1111mair
0-11004rAftetOrrlbw
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74. 4vaitk
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The Brawn Corporition is the intonational Soder In mobility products. Wilk four divisions old a worldwide distribithw network, we

icr posilkned to prouhlt the eqtripirmq and services you need. Our commitment to yourartimisclion P atn pommeled My our Mot.

Yap' P4rry-FrwLhniksi Waffleffir. 'Isply ask 1-1100-T1tE LIFT for the Inas desks wasnot yen.

54. am Moo Camelot, Ino. 1140.214
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Five-year-old buccaneer
Rachel Leanna Tung, of

San Francisco, California,
paused from her pillaging to

smile for the camera.
Rachel, now 7, has

undiagnosed developmental
delays and low muscle

tone, and was born with a
cleft palate. She attends

Ulloa Elementary School in
San Francisco. "She hes

lots of friends there," writes
Rachel's mom, Linda. "She

really enjoys school."

amLiar
Faces

Young dragon
Brendon Kirsch of
Sherman Oaks,
California, carefully
guards his bag of
Halloween goodies.
Brendon, 17
months, has
cerebral palsy. "He
enjoyed strolling
through the local
mall in his costume,"
writes Mom Marcy.
She adds that the
scaled suit was
lovingly made"
by his babysitter,
Hilda Cabrera,
of Van Nuys,Cola

Would you like to share a favorite candid snapshot or slide of your
child andlor family with other readers of EXCEPTIONAL PARENT? Send it to:
Readers' Photos, EXCEPTICWAL PARENT, 209 Harvard Street, Suite 303,
Brookline, MA 02146. (Sorry, photos cannot be returned.) On a separate
sheet of paper, write your child's full name, age at the time photo was
taken. addrms and daytime phone number, and identify everyone in the
photo. If you like, you can also writwa few sentences about your child.
Then look for a familiar face in an upcoming issue!
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Six-year-old Jeremy Latta (right) is ready to trick-or-
treat the cows come home! Jeremy, shown here
with sister Ashley, 4, loves cows. "The one sound he
can make clearly is 'moo," explains his mother,
Janice. 'When he put on his costume, he absolutely
beamed with joy." Jeremy, of Plymouth, Massachusetts,
has chromosome XYY, autism and a seizure disorder.

Elyse Ritter, 2, (left) of
Columbia, South
Carolina, and her five-
month-old brother,
Adam, celebrated
Halloween 1992 in
style. "We think they
made adorable
pumpkins," write their
parents, Stephen and
Frieda. Adam liked life
as a pumpkin so
much, he stuck with
that theme the following Halloween, but Elyse
decided to branch out and don the garb of Snow
White. The Ritters describe themselves as "big fans"
of EXCEPIIONAL PARENT. Elyse has cerebral palsy.

Jason Montgomery, 14, of
Pemberton, New Jersey, takes
his Halloween costume, the
"SS Jason," on its maiden
voyage. Jason's mom, Carol,
writes that her son's wheel-
chair float, inspired by
EXCEFIIONAL PARENT'S
September 1994 article
"Halloween Magic," was the
first of Its kind at his school--
Budington County Day
Training Center in Mt. Holly,
New Jerseyand a big hit
with teachers, who found it
easy to wheel him from class
to class for trick-or-treating.
Jason has Mgelman syndrome.
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Camryn, 13 months, enjoys a walk in the rain with Dad.

Have you ever been taken by surprise by your emo-
tions? It happened to me recently, when I saw a promo
for the movie Pinocchio. All of a sudden, I found

myself dealing with a whole set of feelings I had packed
away and pushed to the back of my "emotional garage"
one of these days, I've got to clean that place out!

That movie promo brought me back to the moment my
wife and I learned that one of our twin daughters had a
chromosomal disorder. That day, as the doctor spoke,
there was a part of me that wanted Camryn to be a "real"
girl, in the same way fleppetto wanted Pinocchio to be a
"real" boy.

I knew children with disabilities were held up not with
strings, but with IN. lines, braces and medication. They
were also held up by their parents. But Cary and I were so
unprepared. Who was going to hold us up?

Several years later, looking back at those feelings, I
know what held us upour friends, our family, our faiih
and networking with other parents. Sometimes Cary and I
held each other up; other times, we simply "held on"
because we had no choice.

Understanding helps, toounderstanding that it's okay
to have a child
with a disability.
By now, however,

Gregory Bums dons a party hat to help
daughters Camryn (left) and McKenna
(right) celebrate their second birthday.

N<TtitAlt
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Accepting Pinocchio
Maybe we can learn to be "real" parents
by Gregory Burns

my wife and I have
gone beyond "okay"
to realize we have
been truly blessed.
It's ironic, but if
people were judged
by how loving they
were, kids like
Camryn would
fmish first in the
human race.

Maybe we have
something to
learn from our "Pinocchios." Maybe they can teach us to
be "real" parents. Knock on wood. EP

Three-and-a-half-year-old twins Camryn
(left) and McKenna enjoy "snow surfing"
near their home in Issaquah, Washington.

Gregory Burns lives in Issaquah, Washington, and
works for Microsoft Coiporation. Hi,s wife, Cam is a
jiill-time mom-.
They are the par-
ents of four-year-
old twin girls,
Cam ryn and
McKenna.
Ca mryn has ring
chromosome 14, a
rare genetir disor-
der that causes
seizures and
developmental
delays. There are
fewer than seven
known cases qf
the disorder in
the U.S.

According to her dad, Camryn Just loves
peopleespecially Grandpa Richard
Bums.

Fathers' Voices is a regular feature of EXCEPTIONAL PAREAT magazine. This col-
umn, coordinated by James May, Project Director of the National Father's
Netwm-lc, focuses on fathers' eaperiences rearing children with special needs. Your
contributions to this column arv encouraged.

For more information about the National Fatheis' Network (AIFIV) or tO
MOM their newslettei; write or call: Nalional Fathets' Network, The Kindering
Cento; 16120 N.E. Eighth Street, Bellevue WA 98008, (206) 747-4004 or (206)
284-9664 (lax). Funded by a Maternal and Child Health Bureau grant, the
NFN provides networking opportunities for fathers; develops support and men-
toring p1%ms; and creates currieulum promoting fatheis as significant,
nurturing people in their children's and jitmilies' lives.
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Frank Bernard Jr.
His comic strip finds
humor in disability
Fmnk Bernard Jr, 28, is a cartoonist and the creator of
"Funny as a Crutch," a camic strip series about the -mis-
adventures of Frankie, a young boy who walks with
crutchas, and Simplon, his trusted porrupine companion.
Bernard, who has spina bifida, attended the Mass-
achusetts College of Art for two years. He created `Tunny

as a Crutch" in hopes that its readms would
become more comOrtable around people
with disabilities. The comic strip currently
appears weekly in a beat Massachusetts hews-
papel; ME CHELSEA RFXORA

Bernard eaplains that he earns the bulk of
his "cartooning income" doing caricatures at
weddings, parties and other social functions.
He also does occasional political cartoons jhr
new.spapels in the greater Boston area. In
recent years, Bernard has become increas-

ingly interested in animation. He would like to find work
with an animation studio, maybe even move up to
Disney one day. His short-term goal, however; is to have
"Funny as a Crutch" syndicated. The .ffillowing was
adapted from an interview between Bernard and Michele
San Filippo, an ExCEPTIMAL PARENT editorial intern.

Iwas born with spina bifida, meaning my spine was not
fully developed. The doctor who delivered me didn't
think I'd live past the age of two. My parents, Frank and

Mary, really didn't believe that. They have always had a lot
of faith in me.

Six hours after birth, I underwent the first of about 20
surgem,s, this one to repair the opening in my spine. At six
months, I had a shunt put into my head to drain spinal fluid
that otherwise would go to my brain and kill me.

My parents have always been very loving, but they tend
to be a bit overprotective. When I was growing up, they
didn't give me much independence. They now (hive me
around to jobs doing caricatures at parties and weddings.
Sonwtimes they want to give me rides when I don't !wed
them. They always panic when I say, "No thanks. I'm
taking the train."
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Getting started
I used to hate art as a child,
especially painting because it
was messy. But cartooning
looked like fun. At eight, I began
doodling while watching cartoons
on television. Bugs Bunny was the
first character I learned to draw.

In fifth grade, I started drawing
cartoons for the student newspaper.
I invented characters like "Tippy,

the Tiger" and "Harvey, the Dog Catcher." But I got my first
real taste of cartooning "stardom" when I was in seventh
grade at Our Lady of the Assumption School.

A friend of my mother's visited the school and saw me
doodling. That afternoon, she took me down to the local
newspaper, The Chelsea Revolt!, and showed my work to
the editor. The editor said to me, "You're in, kid." So I got my
first gig when I was 12, and the paper published my work
periodically from 1979 to 1981.

Trying to fit in
In 1981, I started high school. It was a very difficult experi-
ence because of social and physical obstacles. Chelsea High
School had three floors and no elevators. People would
sometimes help me carry my books, and I was given extra
time between classes, but it still was very difficult.

The physical barriers at Chelsea High became such a
distraction that in my junior year, I transferred to the high
school in nearby Saugus, Massachusetts, because that
school had only one floor. But although this move removed
some physical barriers, it added new social barriers. I was
no longer in my hometown; I suddenly had to adapt to a
new school with unfamiliar teachers and students. Luckily, I
made sonic frien is who helped me along the way.

But I was nevei r illy comfortable at Saugus High, and
my grades showed it . I should have graduated in 1985 but
didn't have enough lits. I returned to Chelsea High for
my senior year and graduated in 1986.

I had many friends who accepted me the way I was, but
there still was some teasing. I tried to fit in. I tried to get
people not to see my crutches. I would play baseball by
dropping the crutches and throwing the ball around. I couldn't

nm, but I still tried to participate
in athletics.

I would always explain my
disability to friends immediately.
Some were comfortable with the
discussion; some weren't. I
couldn't believe that there were

Four-year-old Frank (front) gives
older brother Christopher, 6, a ride
around the livingroom on the back
of his toy moped.



people who actually thought spina bifida was a disease you
could catch. A lot of people still aren't comfortable around
me, and it bothers me. That's one of the reasons I started
doing "Funny as a Crutch."

"Funny as a Crutch"
During the sununer of 1986, I was trying to come up with an
idea for a comic strip when my mom suggested I do one

about having a
disability. My first
reaction was, "Are you
out of your mind? Who
would want to read
about a depressing
subject like having a
disability?"

But then I thought, "It
doesn't have to be
depressing." I could
do a comic strip about
trying to find the humor
in having a disability.

Before I even wrote
the first strip, I tried to

Frank, celebrating his fifth birthday on
April 30, 1972, shows he can blow
out a candle from any position. At the
time, he was in a chest-to-ankle cast
following surgery to insert plates in
his hips.

M
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TAKE $250 OFF
ANY CYCLE OF YOUR CHOICE!

The Rock N' Roll Afterburner provides
outdoor pleasure to riders of both
the wheelchair and the afterburner

Rock N Roll takes great pride in
providing a device that brings loy to
others. Rock N Roll will customize a
cycle for the needs of each individual,
such as those with-

Spina Bifida
Cerebral Palsy
Amputations
Visual Impairment/Blindness
Partial Paralysis
Orthopedic Handicaps

-

come up with a name for the series. That was when I
recalled hearing on the television show "Happy Days" the
expression "funny as a crutch," which meant "not funny at
all." The phrase was perfect because it included both the
words "funny" and "crutch."

Then I came up with the characters. The lead character's
name would be Frankie, just like me. Frankie's best friend,
Spike, was derived from friends of mine who were into
punk rock. Spike had a mohawk hairdo. Frankie also had a
pet dog named Bernard. After a few years, however, I decid-
ed to drop Spike and Bernard from the strip.

I wanted to give Frankie a new pet I didn't want "Funny
as a Crutch" to bejust another of those boring boy-and-his-
dog comic ships, so I started trying to think of an animal
that had some type of disability. The first one that came to
mind was a skunk, but there's already a cartoon skunk,
"Pepe Le Pew." So I went with my second choicea
porcupine. Animals go out of their way to avoid porcu-
pines because of their sharp quills, just like many able-
bodied folks go out of their way to avoid people with
disabilities. I named this new character "Sharpton,"
after the Reverend Al Sharpton.

Currently, the strip highlights the interaction between
Frankie and Sharpton. Sharpton is Frankie's best friend.

C01111111Wd pall'. .24
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Stay in your chair and enjoy an outside ride. Cherith and her "bicycle"

For more information and a free video, call toll-free: 1-800-654-9664 or
806-894-5700, 8:30 a.m. to 5:00 p.m.. Central Standard Time. Mon-Fri. Be

sure to ask how you can earn your cycle absolutely free! Rock N' Roll even

pays the shipping! Or write:

Rock N' Roll Fun Machines
PO. Box 1558 Levelland, TX 79336

*CALL NOW WHILE SUPPLIES LAST!
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piip
lIaving somebody to confide in all the time was some-
thing I didn't have grmving up. In a way, Sharpton takes
care of that for me.

Achieving success
In 1987, I showed "Funny as a Crutch" to my old friends at
77w ClwIsca Record, but they told me they couldn't use it.
In 1988, The Clwlsea Weekly News decided to use the strip,
but that newspaper folded a few mmths later. But in 1991,
my strip made some breakthroughs. First, I sent it to the
Massachusetts Spina Bifida Association, and they pub-
lished it in their newsletter. Then I sent it to Insights, a
rational publication for people with spina bifida, and they
staled using it. Finally, Editorial Ihimm; a national car-
toc ling publication, did a full-page feature on the ship but
stodped short of agreeing to publish it on a regular basis.

In October 1992, I called Me Chelsea Reconl, deter-
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plaintthe first year it

mined to convince them to pub-
Ash the ship regularly. It took a
lot of persistence and nagging,
but "Funny as a Crutch" debuted
on October 21 of that year and
has been there every Wednesday
since.

The response has been vet),
good. I've only gotten one coin-

was published, someone asked
how I could make fun of people with disabilities. I
answered, "I hare a disability. Why would I want to
ridicule myself?".

Doing the strip has been therapeutic. I never thought I'd
be able to look back at painful experiences in a positive
way, but with "Funny as a Crutch," I am able
to do that. I hope other people with disabilities
will be able to do the same when they read it.
Actually though, I'm doing the ship mainly
for the able-bodied. If they are enjoying
it, I feel confident their attitudes are
changing. Hopefully, people who read
the strip will learn we're all basically
the same. Everyone has disabilities of
one type or another. EP

What they're saying about
The Best Toys, Books ct Videos for Kids
"The chapter on adapting toys for children withspecial needs is outstanding, lots of tUn ideas forparents and kidsjust like the entire hook."

Stanley D. Klein, Ph.D,ELlitor-inA:hiel,
Exceptional Parent indgazine

"An excellent resource fc)r parents, family
members, and other caregivers to help guidethem to learn about all aspects of the value ofplay and toys and how to use them with ourchildren who have disabilities."

--Patricia Mc(;ill Smith, Executive Director
National Parent Network on I )is,tbilit les
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Finally...Headgear designed
just for little kids...

(...And now for Grown-ups too!)
And the healthcare professional's answer to safety.

ProteCtaCapo is Plum Enterprises' exclusive, patented
custom-fitting protective headgear designed with the
safety, comfort and self-esteem of children in mind. Made
with proven Ensolite.k foam for superior impact-absorbency,
ProtectaCap provides maximum head coverage with the
comfort and safety of less than 3 ounces of weight!
Meticulously hand-stitched in a variety of wonderful fabrics,
ProtectaCap features our exclusive soft cottonknit Velcroeth
chin strap. And ProtectaCaps® are machine-washable and

dryable! Now available in 5 sizes,
, Newborn thru Adutt, ProtectaCap is

ideal for post-surgery, therapeutic
activities, neonatal and geriatric care.

"ProteetaCap Fits Better And Works
- Better Than Custom-Made Helmets"

L. Sasso-Lundin, 0.1
Shinners Hospital, Portland, OR

Manulaclmed Exclusively ByOne44Aiticap
Order Illow

ID1(1enpnses, inc
9 Clyston Circle

1400-321-PLUM PO Box 283
Worcester, PA 19490
Phone (610) 584-5003

Medicaid Approved Fax (610) 584-4151
WORLDWIDE PATENTS PENDING
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Kids in Mind,-
SAFE FURNITURE FOR HONE AND SCHOOL
Therapist'Designed Furniture for
Special Kids
Safe and
Adjustable
to grow with
the Child

"904.3
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This school chair acwmodates
children ages 7 to 14, adjustable from
10 to 17" high, seat is 12 to 16" deep
2 models available 12" and 15" wide
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Our prices make
everyone happy!

Send for a free catalog
of adaptive
equipment.
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equipment
P.O. Box 33 Bedford, MA 01730
(617) 275-7681 Fax (617) 275-4094
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USING ORDINARY TOYS FOR KIDS WITH SPECIAL NEEDS

Great Holiday Gifts

For more than 100 sug-
gestions on how to
adapt ordinary toys for
kids with special needs,
see the 1996 edition of

THE BEST TOYS,
BOOKS & VIDEOS
FOR KIDS
(Harper Collins, $12)
by Joanne and
Stephanie Oppenheim.

The book is a comprehensive guide to
more than 1000 classic and new prod-
ucts for children from infants to preteens,
and is available through Exceptional
Parent Library (800/535-1910).

by Joanne & Stephanie Oppenheim

As the holiday season approaches, a trip to toyland becomes a must.
Before you go wandering down the aisles in search of the perfect gift,
take a look at these kid-tested toys; they are entertaining, educational
and easy to operate. These are ordinary toys that require little or no
adaptation for children with disabilities. Most can be easily found in

any toy store. Following the name of each toy, in parentheses, is its manufacturer,
the recommended retail price and a customer service number that may be used
for ordering or for more information on locating products. Following the des-
cription of some toys are suggested adaptations or activity tips.

Most of these toys are versatile and will provide various kinds of play for children
with different abilities. Although this article categorizes toys by age level, con-
ventional age labels may be less meaningful for children with significant devel-
opmental delays.

MIMI MEIN IMMO

INFANTS AND TODDLERS

FLOOR SPINNER
(Primetime Playthings, $13.95; 201/831-1400)

Infants and toddlers will find many sights and sounds to explore by turning and manipulating
this intriguing floor toy. Each of the four cones has a distinctive activitybeads rattle, a beeper

beeps, a mirror reflects and a tracking ball Ols through its track. Ideal for two-handed play
and fun for crawling infants and toddlers to bat at and chase

LAMAZE STACKING RINGS------------_,_
(Learning Curve Toys, $19.99; 800/704-8697)

Here's a new look to the classic ring-and-post toy. These soft fabric rings are fun to listen to, with
their built-in rattles and squeakers, and fun to look at, with their vivid patterns. Although they can be
used for learning about size, there is no right or wrongthe rings will fit on the post in any order.

Adaptation idea: Sew textures of terry, satin, corduroy or other fabrics to the rings Or greater sen-
sory feedback.

Activity tip: Play a "find-it" ganw. Spin two rings and have child find and grab the biggest ring or
the blue ring or the smallest ring.

LIGHTS AND SOUND PIANO
(Fisher-Price, $30; 800/412-5437)

I his piano allows children to make a lot happen with a simple swipe of the hand.
II has three big, light-up keys and a music al chime roller that plays a tune.

Adaptation idea: Add glue textures or lima. dots to each key for tactile k.edback.
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TANGIBALL_ - _ -1 _ - _
(Discovery, $9.98; 800/426-4777)

Kids can squeeze, sniff, roll, kick and enjoy this vanilla-scented, soft and squeaky
four-and-a-half-inch vinyl ball. The surface is covered with small bumps for multi-
sensory play. Fun to chase. Also great for early social games of rolling the ball back

and forth.

AIRPLANE SWING*
(Little Tikes, $28; 800/321-0183)

A parent told us how useful this
airplane swing, with its high back, has

been for her three-year-old child,
who needs extra support for sitting L
Children practically wear this jolly

airplaneit holds them all around and there is no place to
slip through. Has an adjustable seat belt. Can accommodate children up to

50 pounds.

EV 11'11()is,A1 PARFN1 featured this toy in "Using Ordinary Toys for Kids With
Special Needs: Outdoor Fun" in lune 1995. However, we inadvertently ran the

wrong photo with the Airplane Swing description. We regret the error.

BABY'S FIRST SILLY SOUNDS FARM
(Gund, $8; 908/248-1500)

Shake and squeeze these chubby, ball-shaped toysa cow, chick,
sheep and frogto make them "moo," "peep," "baa"

or "ribbit." They can be linked together by the velcro
pads on their "arms." These cute critters are made
of terry cloth and sold separately.

Activity tip: With older tots, use these critters to
animate a lively song of "Old MacDonald."

DUPLO BABY
(Lego, $5.99-25; 203/763-3211)

Fliew colorful stacking blocks with rounded corners are easier to fit together
than other plastic blocks. Designed to stimulate the senses, the various box sets

include mirrors, cars, people, animals that make rattle sounds and even a

roc k-and-spin block that twirls like a top. We suggest the Storage Bear set or
the X-large Stack 'N' Learn set, which both come with an adapter for use with

traditional Duplo blocks.

Activity tips: Use words that describe 0,1d1 object's color; size or position as
you play together. Put the /oys awdy by playing <1 singing color game: To the
tune of "Where is Thumbkin?" sing, "Where is red? Where is red? Here it is!

f-k.re it is!"

4
Mow coved hi did< Ill !tills m ty .,'S
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PRESCHOOL AlsiD EikRLY SCHOOL-AGE

*If KETTRIKE JUMBO TRIKE
(Kett ler, $109.90; 804/427-2400)

This sturdy red tricycle comes with a high-backed seat for
secure sitting and a cargo hold in back. Detachable push bar allows

parents to help as children learn to pedal.

Adaptation idea: Add a seat belt, trunk support or foot harnesses to
provide extra security. Two companies specializing in products that can

be used to adapt riding toyssuch as tricycles, scooters and rocking
horsesare Sammons Preston, PO. Box 5071, Bowlingbrook, IL

60440-5071, (800) 631-7277; and Flaghouse, 150 North MacQuesten
Pkwy., Mt. Vernon, NY 10550, (800) 221-5185.

MAGNETIC ALPHABET BOARD
WITH BRAILLE LETTERS

(Playskool, $16.99; 800/752-9755)

This two-sided, magnetic alphabet board comes with 38 letters
embossed with Braille symbols. One side has cut-out shapes,

in alphabetical order, in which to fit letters. On the other
side, children can use letters to make words. Storage space

and carry handle are built-in. A 36-piece set of magnetic
numerals and symbols embossed with Braille is also

available ($3.99).

ROLL-A-ROUND PLAYGROUND
(Fisher-Price, $24.99; 800/432-5437)

Talk about making things happen! There's plenty of playful action built into this
pretend setting. Three easy-to-grasp, roll-around critters fit into the working swing,
slide, merry-go-round and peekaboo schoolhouse. A chunky, red lever activates
the merry-go-round and provides lessons in cause and effect.

Activity tip: Use the action of the toy to reinforce concepts of "round and round,"
"in and out," "up and down."

ADVENTURE MOUNTAIN RACEWAY
(Little Tikes, $40; 800/321-0183)

This wonderful mountain has six fixed raceway coursesa loop-the-loop
track, a twist-and-turn path that leads to a covered mine shaft, and two pairs

of side-by-side courses that end with cars speeding off the mountain. This toy
is ex«,llent for promoting visual tracking and requires little dexterity to

make ears start downhill. Conies with two cars. The mountaintop lifts to
store vehk les. Play with this toy on the floor not on a table, where the

cars might fly off into children's faces.

Activity tips: Marl, c ars with numbers and race two at (1 time to see which car is
lastest. Or substitute colortUl, giant beads or balls Or cars. Or route toy train frac ks

through the tunnel.
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MULTICULTURAL DOLLS
& ADAPTIVE EQUIPMENT

(Omstructhe Playthings, $ 7.95-$39.95; 800/448-4115)

These 1 5" rag dolls have a younger and more
cuddly look than vinyl dollS, and they are easier to bend to

fit into a wheelchair. You can select a boy or a girl
from four ethnic groupsAsian, Caucasian,

H i spa n i c or African-American. Adaptive
equipment includes a wheelchair, crutches, leg

braces and eyeglasses.

FOLLOW-THE-LIGHTS KEYBOARD- - _ - - - - - _ - _ - _ - - _ - _
(Mattel, $30; 800/524-8697)

Kids can play this Mickey Mouse keyboard in three modes: the
automatic mode plays eight tunes; the keyboard mode allows kids to play
tunes as they would on a piano; and the follow-the-lights mode guides kids

through eight preprogrammed songs by "teaching" them to hit each key as it
lights up.

Adaptation idea: The lighted keyboard may be helpful to kids with visual
disabilities, or Braille symbols can be added to large keys.

I CAN SPELL! ALPHABET PUZZLE_ - - _ _ - _ - - _ .--- _ _ _ - _ -
(Tag Toys, $39: 800/488-4824)

Chikken working on letter- or word-recognition can explore these large wooden letters with both eyes and

hands. Fit letters into puzzle board, or match them to letters on word picture cards to form familiar words.

Adaptation ideas: Encourage child to trace letters with fingers. For children with difficulty grasping, add
knobs to each letter. Also, make additional word cards with words of interest to your

child. With a copying machine, enlarge the word cards so the letters on
each are the same size as the wooden fetters.

Activity tips: Play a game with letters: Put them in a bag and have
child feel the letter and guess which it is before pulling it out. Play

sound games with letters:Sat; "I'm looking at the sound that starts the
words 'pig,"pie,"Papa.' Can you find it?"

0000.179viae
lex" MAISY GAME_ _ ^ - _ - _

(011* -

Cs
.C7 17.

91C

(Briarpatch $20.99; 800/232-7427)

Spin the arrow, then find the object on the board that matches the color the
arrow lands on. This game allows children to work on visual matching skills
and develop a vocabulary for naming familiar objects. Features LucyCousin's

storybook mouse, Maisy.

Adaptation idea: To make the pieces more sec ure, place the plaving board on a
metal cookie sheet. Paste small magnets on back of playing pieces.

Activity tips: Play a sorting game by putting together all the striped pieces, all the
red pier es. Play a riddle game hy asking child to find "the round thing that ro:Is or

bounces."

These products were reviewed by the Oppenheim Toy Portfolio, an independent consunwr organization that tests and evaluates

the best products for children. The organization annually publishes Till BEST Tors, fir u lkS & VIM )s FOR Kos and also publishes a

quarterly newsletter. Both publications include learning activity ideas and ways to adapt ordinary products for kids with spec
needs. hi subs( ribe to the newsletto; send $12 to The Oppenheim Toy PorttOlio, 40 East 9th, Suite 14m, New York, N1' 10003.
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Activists and leaders in the disabilities movement will gather

from around the world to meet and exchange ideas and
information on every aspect of inclusion for people with
disabilities education, housing, health care, employment,
communication, family supports, early childhood, research,
friendship, community, and much more. The spirit and
optimism, the unbeatable combination of professional
expertise and personal experience, and the tremendous
wealth of presentations and sessions that the TASH
conference offers makes it the conference of choice in the
disabilities and social justice movement.

Whether you are an educator, parent, administrator, self-
advocate, support person, legal or medical professional; or
someone who simply believes in what TASH represents
inclusion, diversity, equal rights and quality of life
"Many Voices...One Future" is the one conference you
don't want to miss. For more information call:

1-410-828-TASH (voice) 1-410-828-1306 (TDD)

C§TASH
1995 ANNUAL CONFERENCE

SAN FRANCISCO
HILTON HOTEL & TOWER

November 30 - December 2

Circle #269

Transfer In and Out of the
Bathtub Safely and Easily
Water Operated -
No Electricity
Fits any Bathtub
Simple Connection
Lifts up to 300 lbs
Stable Transfer Surface
Portable

111

II CLARKE

11 NrilIVIVINE
PIIP - ICM Building 1003 International Drive

Oakdale, PA 15071-9223
Phone: (412) 695-2122 Fax: (412) 695-2922

Circle :180

Barrier Free Lifts
BARRIER FREE CEILING LIFTS ARE

Used independently!
Most physically challenged people can
transfer themselves unassisted.

Air tube controlled!
No electricity to the user!
No chance of being shocked!
Can operate while in water!

Multi-directional!
Vertical & horizontal motion at the push
of a button.

Battery operated & no maintenance!
Batteries are automatically recharged
each time the MI is used.

Helping You Achieve Greater Mobility

Barrier Free Lifts, Inc.
P.O. Box 4163 Manassas, VA 22110
(703) 361-6531 FAX (703) 361-7861

1-800-582-8732

t,
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Adam,
left, says Mom Annette, can

spend hours playing with his collection of toy cars and
trucks. Above, Adam loves to "kick a high one!"

Rubber Balls,
Toy Cars and Art Supplies

For Adam, the simplest toys are the best
by Annette B. Heim

Adam's room looks like a toy store. There are several
reasons for this. The first is that my 13-year-old son
has an uncanny ability to find the toy department in
just about any store, and he combines that ability
with several successful tactics of persuasion.

The second reason has to do with a long-standing belief that
I could make up for Adam's developmental delays by doing all
the "right things." That included buying toys to stimulate and
challenge his abilitiesthings like educational games, a com-
puter and toys to aid in the development of fine- and gross-
motor skilLs. Many of these games and toys have been helpful,
and Athun has enjoyed their use. I lowever, his favorite toys,
and those most adaptable to his needs, are the most basic and
least expensivethings like balls, toy cars and art supplies.

Adiun likes balls because he can make them do whatever he
wants. The movement of balls is predictable, and this gives
Adam a sense of control over at least one object in his environ-
ment. In his words, he loves to "Idck a high one!" Emotional
security, practice in gross motor skills and social interaction
not bad for a simple two-dollar purchase!

Though he loves to kick and throw balls, Adam doesn't yet
enjoy stru(iured games requiring greater technique and knowl-
edge. But as he matures, gains confidence and becomes inter-
ested in playing on a soccer or baseball team, his early ball play
will tbnn a good foundation for acquiring more athanced skills.

Adiun's I lot Wheels and Matchbox cars reside in a large plas-
1 ic In)); in the living room. They must be close at hand at all

times! I le has been collecting and playing with these cars for
years. 1 le c;m spend long perk xis of time "driving" cars along
the window ledge, parking them, lining tItem up, placing them
ill gnnips and examining each one minutely. Small cars can be
carried to church, to restaurants and in the car Adam receives
immense pleasure from playMg with his cars, and we have the
satisfaction of knowing that this activity contributes to gains in

fine motor skills, eye-hand coordination, and sorting and
matching skills.

A desk in our kitchen overflows with crayons, markers,
paints, glues, rubber stamps, scissors, paper and Play-Doh.
Adam loves to sit at the kitchen table, art supplies spread out
around him, while he draws, cuts and pastes. Art is one of the
most adaptable activities possible. Unlike a toy that can be
used for only one activity art materials are subject only to the
interests and desires of the child using them.

Art allows children to experiment freely with colors, shapes,
mediums and ideas. Because art does not depend on verbal lan-
guage or grat physical skill, it has become a powerful means of
self-expression for Adam. He likes to draw pictures of his
friends, his family, his dog and himself. As parents, we learn
much about Adam and his feelings by observing his artwork.

Adam also uses art to make sense of the world around him.
When he visits his grandparents' farm, he draws farm animals.
When we moved to the Gulf coast and Adam first saw alliga-
tors in the bayous, he drew picture after picture of these new
and exciting creatures.

Although art involves an individual process of creation, it
often facilitates social interaction. Neighborhood children are
attracted to our abundance of supplies, the artist's easel made
by Adam's uncle and my willingness to let them "make a mess."
Everyone benefits.

What do balls, toy cars and crayons have in common? They
stimulate mind, body and spirit; they adapt to the abilities of
the growing child; and they are so much fun that they will
neirr gather dust on the toy shelf. EP

Annelle II. Heim Mrs in Mobile, Alabama, with her hitsbutul,
Ihrl, and son, Adam, 13. Annelle is a libmrian and musi-
cian. Adwn hits partial trisomy jbut; a chtontosmnal disor-
der ',this yearibr (befits( time, Adam is being honwsehookl.
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Finally, a lift & care system
as versatile as a pair of hands.

It's a self-transfer tool,
a hygiene helper for loileling or diapering,
a bathing support,
a positioning aid for posture smithy.
a stander or walker for Souk'.
a. floor exercise assistant,
a freedom machine,
and a back-saver for caregivers

SuitE HANDSTM
Poriatile and permanent solutions
for homes and wort places.

Circle *235

Hancii-Move
International
PIN! thl.AND. N 1

1-800-724-5305

A
V
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Meeting the future needs of a son or
daughter with a disability is a
challenging task. but one you can
manage with the help of an EPPD Life
Planner. EPPD professionals arc at
work now helping families like yours
throughout the countiy. Let us show
you how to help secure your family
member's future. Call today to arrange
a no-obligation appointment with an
EPPD Life Planner near you.

twailable no\ the new 1995 edition of
Planning For The Future, the widely-
acclaimed authoritative book on life
and estate planning for families who

Circle #31

have a child with a disability To order,
call 800-247-6553 (524.95 per book
plus 53.50 each shipping).

et°
ESTATE PLANNING FOR

PERSONS WITH DISABILITIES
A 0. $.:1 NAPCII:e Conpany

800-448-1071
N.Inon.11 ,; Olhcc P.,x 26(w,

SU FIT
Gillette Sitting Support Orthosis

Easily customized by adding accessories or removing unneeded
components.

Made of high-strength polyvinylchloride (PVC) for strength,
durability and imperviousness to body fluids.

The child does not need to be removed for x-rays.

May be used with most wheelchairs, strollers, or the optional
Sure FitT" adjustable angle base.

Looks like a "child" chair, not an "infant" chair.

To order or for more information, contact:

Children's Hospital
Gillette Technology Center
550 County Road D, Suite 12
New Brighton, MN 55112
1(800)5784266 VoicerIDD
FAX (612)6284484

A Seating System

I.

106,

o
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Television is important for

America's disability community.

The network's programming

helps Americans with disabili-

.ties move into mainstreani life

Ny changing perceptions.

SENATOR BOB.DOLE

KAIIIDONr
not only gives people with

disabilities a new means of

communication, but television

gives all Americans an

opportunity to maximize

abilities. 44

SENATOR TOM HARKIN'

As one of 49 million

Americans who happens to

hove a disability, like I

happen to have epilepsy,

I'm very excited about

lAl [1 I )W1( ON.. I \TV
uses the extraordinary power

of television to communicate

ideas and positive role models

Jot durtomplex society.

TONY COELHO,:Chairman,

esident's .Conunit tee

on Employment of Peemle
with Disabilities .

Please join Moab of Dimes

and )s,(. WI'. With
your help, we cun improve the

quality of life for Americans

with birth defects and other

Ilisobilities. And 'we con.offer

f quolity prograniming the whole

'family can enjoy.

DR..JENNIFER I. HOWSE

President
March of DJmes

.8irtli.:DefeCts foultdatien

Join with 'us at Easter

Seals uncl Iv1I.12.11 tI WE;

Wemant to share vitaliaccu

rate infOrmation. We wont to

brighten American lionies from '

coast to coast with good,

quality television.

JAMES. E.:WHLIAMS, JR.

President and CEO
National Easier Seal ,r)eiety.

GG

We're delighted to join

11.111)0,-;( 1)1511n the

"Calling ort (ahle'.' campaign.

hope you will become o port of

the effort to bring this exciting

network to every home in

Americo.

ELAM L. CHAO
President.and CEO

United Way of America.

ON 1!

AMERICA'S DISABILI CHANNEL



Even in areas with relatively flat
terruin, access to many conununity
activitieshousing, education,
health care, transportation and

employmentnxiuires moving from one
level to another As a result, despite grad-
ually-changing building and
recreational facility designs.
children and young adults who
have difficulty going up or clown
stairs can be restricted fiDm par-
ticipating in day-to-day activities.

Rtunps or lifts can make it
possible for a child or young
adult with physical disabilities to
have independei a access to hLs
or her home.* In recent years,
many access options have
evolved. Parents can gather
information about these options
to determine which one(s) will
best meet their child's need for
access and their family's budget
and space requirements.

Wimps
Although sidewalks and drive-
ways are often level, entrances

accommodate a straight
ramp. "Switch-back"
rampsramps that malw
turnstake up less space
and may also he more aes-
thetically pleasing. It is
important, however, to have
adequate turning space at

In this building, the second
floor is as easy to get to as the
first. (Photo courtesy of The
National Wheel-O-Vator
Company, Roanoke, IL)

A vertical platform lift makes the entrance to
this house accessible. (Photo courtesy of
Mac's Lift Gate, Long Beach, CA)

a lift may be the solution. There are
three main types of lifts: platfbnn
stairway lifts and elevators.

The fust type, the platform lift, allows
a child who must remain in his or her
wheelchair to go up and down stairs.
Vertical platform lifts, which travel
straight up and down, can be installed
inside or outside, and can be open or
enclosed. These lifts usually travel verti-
cally up to 8 feet; lifts that travel as far as
12 feet are also available. The lift must be
big enough for a large wheelchair (30" x
48"), and all surfaces on the liftinclud-
ing the approaches to it on each level
mnst be slip-resLstant. At the top and the

bottom of the lift route, you'll
need enough space to open the
swinging gate and allow the
child to get on and off easily.
The person riding the lift must
be able to reach and use the
controls. For younger children,
adults may need to control the
lift with a locking system.

Finally, the lift should have a call button
to summon help if needed.

A platform lift can also be installed
on a stairway. These platforms, called
"stairway inclined lifts," are useful if
the distance between floors or between
stairway landings is too steep tor a
ramp. Some stairway inclined lifts fold
up, to open up the stairway for people
who will not be using the lift. Certain
lifts of this type can even be installed
on curving stairways.

Residential elevators are another
solution for a child who must remain in
his or her wheelchair. However,
because they
requiire
eluclosed
shafts and
must be
installed very
c,weftilly so as
not to interfere
with critical
structural
elements or
roofing sys-
tems, such
elevators ale

pup' 11)

Ramps and Lifts
Meeting the need for access

Portable ramps are perfect for travelingeasy to
transport and store. (Photos courtesy of Homecare
Products, Inc., Kent, WA)

to niost homes include stabs. Rwmps or
graded pathways can make such
entnuices aemssible. These ramps and
pathways require the proper degree of
slope; a ramp must be 12 inches long
fbr each inch it rises. A steeper milli is
much inure difficult to use, and more
dangerous. Although a gradual straight.
nunp is tile easiest to use, niuuty Itt nias
do not have sufficient gnanal space to

'Mums and lilts ,tre also awl/a/A, Inr gating
in and not of tvhielt,!., 4671111ing pOOIS, b(YIS
<Ind IONIA., 1.411 llu,tic mix are 1701

ik.scribtyl in this article.
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each point where the switch-
back rarap changes direction.

Ramps can be made of wood,
metal, concrete or asphalt.
Whatever the surface material
the ramp must provide safe
access, regardless of weather con-
ditions. This means all surfaces
must be slip-resisiant, even when
wet Building a roof over a ranip
Ls recommended; a covered nunp
will aLso be easier to maintain.

Other necessaty safety fea-
tures include curbs to prevent a
wheelchair from rolling over

the edge and handntils to provide
security for a child in a wheelchair or
one who needs assistance walking.
Ilandrails need to be continuous, easy-
+ o-grasp and slip-resistant. Metal rails
are (hirable, but t hey ideally should
have an insulated coating its metal can
become hot in the summer and
extnsnely cold in the winter.

Lilts
Ramps are a good solution to access
needs when there is ade(huate space.
Ilowever, if space is too tight for a ramp,

G

A stairway inclined lift is
installed directly onto the
stairway. (Photo courtesy
of Econol Elevator Lift
Cotp., Cedar Falls, IA)
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A Great Scouting QppOil
Troop #767SNS (Special Needs Stoutsi of 'Orange

County, CA is just like any other boy kid ttabb:Oicept
for one thingelery member has a disibi*:".13ecatitp,

'most of the boysre wheelchairs, their partkiliation irrkr

traditional scquting activities is a maior chalieng04

.on_#.theY]face wilkpride and determination. Tbelnibb' ,

Jotinded biBriice itarIch, president of Southerii,',

domia Mobiiity'is:currently, raising money to buy a

`1,*-14,eilui0p9d with a Ricon lift. ,

ntrlthen.,1tOcetkPeisopai rr,t installed with the RicOn,'t

S-1:231 ..okarir4.:W*,*Lifris xlealfor the troop's
transpartoliariAbids.Ats*Ong'steel,frame and Powerful

hydraulic Pompiiovidei.i4t, sem* marls of entry"and

exit fOr the ocout. And the 'billy autortiatic split platform

of the Clearway lift folds up and outof the *y, leaving

the doorway clear for loading and unloading supplies.

We dall this he "Ricon Open Door Policy."

Ricon Corporation, the largest manufacturer of wheelchair

lifts for the transportation industry, proudly salutes Troop

#767SNS as truly inspirational Everyday Heroes.

If you're interested

in a new lift for your

family's active lifestyle,

consider the unique

featOres of our

S-1231 Clearway,

. '141111111111111.;5 Oa; .

.'s+ -1: 1.:0`

1", e)01,/r /Ms, '11/
- ,

. .

U riled Slates4t ntlaciaLl'UnijedlingdOrn Norway

icon atimi:1450 CA'91331

(8 8):809-7.58Vori1erlt.b.S:ji, (8.18) 890-335'4.ft x
,
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Neuropsychological Services

Programs for Children and Adolescents
Child/Family Counselling Psychotherapy

(Individual & Group)
Behavior Modification
Psychodiagnostic Assessment
Neuropsychological Evaluation
Cognitive Rehabilitation (Individual & Group)
Child Study Team

Children's Specialized Hospital
(908) 233-3720 Extension: 8449

MOUNTAINSIDE FANWOOD TOMS RIVER
NEW JERSEY

Circle *11

STANDING POWER
4,

44E',

:5e
Yes to

medicare!

Everyone knows standing is a practical necessity!
The obvious benefits are improved circulation, lessened muscle
spasms & contractions, improved bowel and bladder regularity, skin
integrity, etc. The problem is; how do I habitually implement this in
my already demanding schedule? At Redman we believe we have
the answer in our Chi..00, a well designed mid manufactured power
chair, with the ability to power you into a stand at your command
and priced far below what you may expect. Call today for more
information or a demonstrat ion. FREE GROWTH PACKAGE

CALL 800-727-6684 AVAHABLE FOR CHILDREN

Redman Powerchairs
945 E. Ohio, Ste. #4 Tuscon, AZ 85714

(520) 294-2621 FAX (520) 294-8836
Circle 0249
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Imm Pug,' a

more expensive .
and less practical
than some type of
platform lift.

A platform lift or
elevator may not be
necessaiy in all cases.
When a child with a
disability Ls able to
transfer from his or
her wheelchair, sit
comfortablY and safely
and walk short distances, the child can
use a stairway lift with a seat, some-
times called a "seat lift."

The manufacturer or manufacturer's
representative usually installs lifts, but
may not. be able to complete the related
electrical work. Other necessary work
may include structural work on the concrete "pad" at the bottom of
the lift and carpentry if the lift is enclosed. As with any adaptive
equipment, a lift needs testing and service, and parents or teachers
who will be operating the lift may need training. Finally, the lift's
design and construction must meet local building and fire codes. EP

Vertical platform
lifts allow
independence
both at home
and in school.
(Photos courtesy
of Access
Industries, Inc.,
Grandview, MO)

The material in this (Wide has been adapted with permission _limn
the ADAC:us-rail:41XX; MR All'EtiS MODIHCATIONS, 0 publianian qfthe
Adaptive Envinmawnts Owlet; &Aston, MA, in aillabmntion with. R.S.
Means, and with the support qf the National Institute on Disability and
Rdiabilitation Resmtrit (IRP Publi('ations, Apt 450, PO. Bar 980,
Horsham, P4 19044-0080; 800/341-7874, ed. 347; $39.50 incl. ship-
ping), andflom A Covstmat'sGmh. 'ID HOME ADAPIATION (available

.14nn EX('IMVAL Mu/MU/m/0A 800/535-1910).
Industry pricing gu ides ale another important irsou Ire Ibr any-

one mnsidering ramp must ruct ion or the installation qf a lill.
'17w.w guides provide detailed lists of the costs involved, including
specific ntaterials, labor and contractors' ovedwad expense&
Guides ale ova &dile in some libraries or can be putrhased from
B.S. Means (Pa Bar 8(X), Kingston, MA 02364-08(X); 8(X)/448-
8182 or 617/585-7880; $19.95-80.00).

Construction and installation costs
Providing home access through ramps and/or lifts is one more financial
burden for the families of children with physical disabilities. Costs are
usually tax-deductible as a medical expense, which can help families
who itemize deductions, and service organizations or certain govern-
ment agencies cart sometimes help families pay for ramps and lifts.
Usually, however, families bear most of the costs themselves. While the
do-it-yourself method can help cut costs, it is feasible only for ramps
the installation work necessary for lifts and elevators requires the skill of
a trained manufacturer's representative.

Even for ramps, the do-it-yourself method has its limitations. Ramp
construction or installatkin usually requires a skilled contractor who has
had experience with adaptive construction. Even highly skilled "non-
professionals" may need to consult with experienced contractors or
architects.

A range of guides to contractor selection is available to consumers.
When considering various contractors, it is useful to get the names of
previous customets who have contracted for similar projects, to ask
them questions abmit quality, reliability and cost. Whenever possible,
take a look at the work that was done for these customers and have
your child go for a "test ride" on their ramp or lift.



Hms school
For Children With Cerebral Palsy

Serving children with muttiple disabilities resulting from
cerebral palsy or traumatic brain injury who need compre-
hensive, individually structured programs that include:

Physical Therapy Special Education

Occupational Therapy

Speech and
Language Therapy

Communication Aids

Music Therapy
Special Medical
Attention
Adapted Recreational
Activities

HMS, open to students two to 21 years, offers all of these
services and more. The experienced staff and well-respected
consultants provide strong interdisciplinary programs for day
and residential students at the licensed private school.

For more information write or call:
Diane L. Gallagher, Director

HMS School for Children with Cerebral Palsy
4400 Battimore Avenue, Philadelphia, PA 19104

(215)222-2566
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The Baby Joggeto
Mobility and comfort combine for
both parent and child! The Baby
Jogger offers new models to suit a
variety of special needs. Go
anywhere with the ultimate
all-terrain stroller. Travel over
gravel, grass, curbs,even sand and
snow with "The stroller for runners."
Trips to the beach or park are easy
with the smooth-rolling three wheel
design. Models available for
ch:ldren of all ages. Folds easily for
transport, adapts to seating inserts.
FREE BROCHURE.

Racing Strollers Inc.
POB 2189, Wildma, WA 98907

1-800-241-1848
Safe, stable, endorsed by pediatricians.

©1990 RSI
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Save up to 60% on Disposable Diapers

And We Will Deliver Right to Your Door

AVAILABLE
IN

BABY
YOUTH
SMALL

MEDIUM
LARGE

To order, call toll-free

1-800-777-1111
24 Hour Service

Ask about our complete catalog including Good Niles,
Depend, Attends, At Ease, ContlOrt Dry, Ultra Shield,

Dri Pride, Promise and No-Rinse Products

Woodbury Products, Inc.
4410 Austin Boulevard - Dept. 250

Island Park, Ncw York 11558

Circle *72

Truly a new species,e1 of bath-beast.

%SIMMONS
0005 S

Adjusts to Child. Pick the best angles.

Grows with Child. Save S, buy it only one time!

Adjusts for Short Men.

Cares fOr Caregivers. Tall Women. Anybody.

Loves roll-in showers, tubs, pools.
No tools needed. converts in less than 2 minutes.

2-year frame warranty. Please compare!

House-trained. Well-mannered. Drips only when wet

Call 1 800 285-7814 today for CI snapshots,
adoption Aipapers and your closest ft dealer.
ANOTHER FINE AND THOUGHTFUL ACCESSABLE-BRAND PRODUCT. BROUGHT TO YOU BY NATIONAL ACCESS PRODUCTS

Circle #103
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Bill wantal to hdp his 10-year-old daughter Kate,fultill her
(brain of learning to ice skate. Bill knew this lcould be a chal-
lenging task because Kate, like other childirn with Willianis
syndirmie, had coonlination difficulties and moblems with
"motor planning"the ability to get one's body to more in the
complar ways iwassary Jor activities such as skating. On Ow
other hand, Bill knew that a stiong sense ql thythm and low
qfmusk: weir chatrwleristics also amociated with Williams
sundmine. This gave him an idea &mut lion to appmwh tlw
task. Bill and Kate hit the lee rink armed with a tape ircoider
and cassettes of Kate:sliworite music. Using 11w thythin of the
music, Bill was able to hdp Kate learn to lxViirm the snmoth
movement sequences tlw activity trquiird. Those "skating
lessons" with Ikul paid oft: Kale, now Hi, is an enthusiastic
iectrational skater who imulady participatis in a sport she can
enjoylbr many years to come.

Some people say, "I don't want to know about the disability
I just treat all children as individuals." But information
about a child's specific diagnosis does not have to limit
one's expectations for a child. Rather, as Kate's story illus-

trates, this type of information can be used to guide approaches
that will extend the vision of what N possible. Here are some
important uses of information related to specific disabilities:

"Normalization" of unusual behavior: Information about
specific disabilities allows teachers and parents to gain a fuller
understanding of unusual or confusing behaviors or develop-
mental patterns. Behavior that might be unusual or disturbing
in a typical child may be expected, even typical, for a child
with a specific syndrome.

This understanding can prevent inisinterpretation and -

unnecessary searching for the "cause" of confusing behaviors.
One example is the conunon food-seeking behavior of many
children with Prader-Willi syndrome (PWS). If another child
were to seek food with the same degree of intensity, one
might suspect significant emotional problems, poor self-con-
trol or even an undiagnosed metabolic disorder But knowing
that this behavior is normal for chiklren with PWS prevents
unnecessary concern; it also prevents the placement of blame
on the child or family. Parents arid teachers who are knowl-
edgeable about the impact of PWS
realize they cannot simply "teach"
the child not to seek food. Because
food-seeking is a biologically-driven
tel in children with PWS,
usual behavioral moditicat ion tech-
niques just won't work. Knowing
this, parents and teachers can move
on to exploring strateOes for adjusting
the environnienff so that the chikl's
food-seeking tendency causes as
few problems as possible. This
might mean storing food where it is
out of sight or sening foocl in portions,
rather t han buffet-style,

Just as important, this understand-
ing of behaviors or difficulties as
"normal" effects of a specific disability

Beyond Labels
How to use information about

specific diagnoses
by Karen Levine

can be extremely reassuring for the child as well. For example,
a teenager with Down syndrome who feels frustrated with her
"messy" handwriting may find it reassuring when her teacher
explains that most children with Down syndrome have low
muscle tone, mi,;(ing handwriting more difficult. This under-
standing allows the child to correctly identify the source of the
difficulty as "out there"part of the impact of the syndrome
rather than as a personal weakness or shortcoming.

Siblings and classmates can also benefit from knowing that
some challenging behaviors are due, in part, to "the syndrome."
For example, the sister of a boy with autism may wonder why
her brother does not greet her verbally when he comes home
from school. She may be reassured to know that this Ls "normal"
for a child with autism.

Ability to use known intervention or teaching strategies:
Information about a diagnosis allows teachers and parents to
take advantage of tried-and-true intervention or teaching
methods, without having to "reinvent the wheel." For example,
although children with Rett syndrome can he challenging to
engage, parents who know that music is an intense love for
most children with the syndrome have a head start when look-
ing for interesting activities. Similarly, a teacher attempting to
design a lesson to hold the interest of a child with Hen syn-
drome may also take advantage of the child's love of music.

Availability of support networks: A diaposis provides
access to networks of other parents and professionals working
with children who have similar strengths and challenges. Most
disafifities with a diaprostic label have re0onal and national
hanily/professional organizations; many publish newsletters
and hold conferences. /ElnirfieS* NME: The EXCEPTIQVAL PiRENT

1995 RESOIM's GI mi.: (-January
199.5) lists wady 4(X) resoutre
ginups far specific disabil it i(s. An
updated 1?Esol'in GIME will be
published in .1anitary 1996.1

Increased appreciation of a
child's strengths: Many behavioral
tendencies associated with t he diag-
nosis of' a specific: developmental
disability may be view, 'I as positive
characteristics by a child.: livers,
teachers and family. For eA,t:'inle,
the social disinhibit ion vial mire-
strained ensitions ohm associated
with Williams synth:ome may add up
to a youngster who is an enthusiastic,
outgoing awl chmismatic member
of his hunily and classnmm.

r,:::;"

Kerry Ann 3ouffard celebrates her 13th birthday with
her parents Judith and Richard. Kerry, who lives in
Groveland, Massachusetts, has au:int1, (Photo
courtesy of the Autism Support Center, Danvers, MA)
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What about the child
without a specific diagnosis?

Many children with developmental disabilities do not have a
specific diagnostic label. It is common for parents and teachers
to believe that the behaviors such a child exhibitseverything
front level of arousal to tantrumsstem front the child's
unique personality and experiences. IIowever, even in the
absence of a diagnostic label, many behaviors may be associ-
ated with biological aspects of the child's (Usability. For that
reason, the strategies and biterventions described in this article
may be useful for children who do not have specific diaposes,
but whose behaviors and learning profiles are similar to those
associated with known syndromes and disabilities.

To better understand and intervene, it will be helpful to ask
some basic questions about a child's behavior How long has
the child exhibited this specific behavior or "behavioral style?"
Ls it coasistent across situations? And does
the child have any medical problems? For
example, a child who seems to have little
energy may be feeling ill, may be depressed,
may have some sort of metabolic problem or
may have a low level of arousal related to his
or her undiagnosed disability.

Can there be any harm in
"labeling" children?

It is important to avoid several potential
abuses of diagnostic labels. First, a label
should not serve to limit the goals or expecta-
tions for a child. In every diapostic category
there are some individuaLs who exceed all
expectations, and whose disabilities have
only the mildest of impacts. And behavior
is susceptible to environmental influence.

Second, it is important to view a child's
diaposis as just one of many factors con-
tributing to who a child is. Not everything
unique about the child Ls related to his or her
disability. All children, with or without disabili-
ties, are influenced by their families, their
teachers, their peers, their life experiences and their t-ological
and genetic makeup.

Third, it is important that ink trinat ion about a diagnosis not
be used as a license for a child to engage in unacceptable
behavior. For example, a child with autism or Pmder-Willi
syndrome may be more likely than other children to have
tkutt nuns when frustrated. In spite ot' this disability-related
tendency, children should be expected to try to control their
behavior. Furthermore, parents and teachers can deal with these
tant nuns as they would with the tantrums of a child who does
not have a disability, This may mean, for exfunple, removing the
child to a separate room as s(ion as he or she begins to
scnsmn. Certain ground rules need to be applied universally,
regardless of a child's disability.

Finally, it is iinp(wtant to immentlter that diagnostk. labels
have the ixnential in be stigmatizing. This recognitk at has le(1
to many recent changes in the terminolof.fy Ivied to des(nhe
disabilities. "Pe()ple-flist" languagefor example, saying, "a

child with Down syndrome," rather than "a Down
syndrome child"represents an attempt to ensure that the
child comes before the label. Diapostic labels that are
especially stigmatizing, such as "mental retardation," are
perhaps best used only forspecific purposes, such as when
parents and teachers are looking up information, but not in
everyday conversation about the child.

Can behaviors that are known to be part of a syndrome
be modified through the same intervention approaches

that help other children with the same behaviors?
Most behaviors associated with syndromes can be modified to
some extent, although the behavior may be more difficult to
modify than the same behavior in other children. Here are some
steps parents and teachers can take when considering attempts
to modify behaviors associated with specific disabilities:

Consider whether tlw behavior has a
limetion or partiose.lbr the child. This
process, sometimes called "functional
analysis," can help parents and teachers
determine whether the behavior in question
really needs to be modified. At best, some
"unusual" behaviors associated with a devel-
opmental disability may serve an important
function. At the least, the behavior may be
harmless. For example, the hand-flapping of
a child with autism may help the child
express excitement hi a way that allows
others to respond. This behavior may not
need to be altered, at least not until the child
learns other ways to express excitement.

Behavkus that are highly resistant to
change often serve a functionas difficult as
it is to know exactly what that function
might be. For example, some people theorize
that the gaze aversion often present in chil-
dren with fraOle X syndrome when they are
speaking, may be a strate*, they use to better
concentrate on their wor(Ls without being
distracted by the visual stimulation of a face.

Even if the behavior seems to have a function for the
child, it may be possible to teach other behaviors that have
the same function but interfere less with everyday life. For
example, a child with autism who screams when the room
gets too noisy may be taught to put on headphones instead
when excess noise occurs.

Find ways to rediur .st wss. When under stress, most people
have more difficulty controlling what might be considered
"biologically-driven" behaviors. In stressful circumstances, for
example, people may eat more, bite their nails or have trouble
paying attention. Finding ways to reduce a child's stress and
maxUnize his or her happiness and SIIMesS can lead to a
reduction in many challenging behaviors.

Establish :Twilit. envitTnintental adaptations. Some behavims
associated with a developmental disability can be modified by
changes in the environment. For example, the food-seeking
behavior of a child with Prader-Willi syndrome can be
reduced it' food is stored out of sight. And a mcking chair in

ow 40

Np.

Children with Williams syndrome are
often noted for their enthusiastic,
outgoing personalities. (Photo
courtesy of Williams Syndrome
Association)

Z;80 ocTOBER 1995 / EXCEPTIONAL PARENT 39



REST EASY
With a Vail 2000

Enclosed Bed

Now your child or loved one can enjoy the fun
of a canopy or tent-style bed, pills the poitec-
tion of a soft. sturdy enclosure that:

Reduces falls and injuries.

(;ontrols wandering.

Encourages inure relaxed sleep.

Accommodates medical equipment.

Fits all ages front child to adult.

Includes a removable bedskirt and border

in your choice of cokws.

A patented design. \ail beds are frequentl
covered by private and state-funded insurance.

AiRl the\ Collie complete with mattress,

enclosure, manual] \ adjustable head ;111d foot,

I -ear warranty. lifetime serVice. and eatiy step-

lw -step assembly video.

For a FREE catalog, call
1-800-235-VAIL.

- ArAltrie.
IHI \ 1101 ! 1 \Ill) \IttP,

\il \iItlLltlitt
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the classroom may pro-
vide a socially acceptable
outlet for a child with
Williams syndrome who
has a tendency to "rock"
his or her body.
Consultation with a
behavioral psychologist
is often helpful.

Try techniques of
positive behavioral man-
agement. This means
making sure the challe,-.g-
ing behaviors do not
receive "rewarding"
responses, while other,
more desired behaviors do.

Sometimes parents or teachers are surprised to find they
have been inadvertently rewarding a behavior they are try-
ing to modify. For example, a child with autism may flap his
hands when he gets excited. In an attempt to stop this
behavior, whenever the child flaps his hands, a parent or
teacher approaches the child and holds his arms down.
Suppose, however, that the child enjoys this attention and
closeness; how long before the child learns that hand-
flapping leads to hugs'? As a result, the child's hand-flapping
behavior may actually increasethe opposite result of' that
intended by the adults in his environment!

Medications inay be uselnl. Many biologically-regulated
behaviors can be modified through the use of medications,
particularly when combined with changes in the child's envi-
ronment. It is important to respect the legitimate philosophi-
cal stance of families who do not wish to use medications
with their child. 13111 increasingly, psychotropic medications
are being used to influence many of the behavioral challenges
associated with specific developmental disabilities.

For example, the skin-picking and other perseverative
behaviors associated with Prader-Willi syndrome are often
very responsive to a combination of stress-reducing environ-
mental modifications and treatment with medications such
as Prozac. The hyperactivity and distractibility ofien seen in
children with Williams syndrome, and in some children with
Down syndrome, is usually helped substantially by reducing
environnwntal stimulation, increasing structure, and some-
times by the use of a stiniulant medication such as Ritalin.
The extreme anxiety of many children with autism may also
respoml to medication, along with environmental changes
such as predictable schedules.

Medication will not help every child. Some children
respond to certain medications very successfully; others
may show only a mild ivsponse or nt me at all. Mir some
childivn, a niedicat ion inay even I MVP I I 1(' opposite effect of
that intended. A child using any medication, especially a rel-
atively new psychotropic medication such as Prozac, must
be clt)sely immitored by his or her medical team. At least
one member of that team should be an expert in the use of

OUP. ;

Lindsay Williams and David Gammon
enjoy playing Nintendo. Lindsay and
David live in a specialized group home
for individuals with Prader-Willi syn-
drome. (Photo courtesy of Keystone
City Residence, Scranton, PA)
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Developmental Syndromes: Impact on Learning and Behavior
This table provides information regarding behavioral and learning characteristics that tend to be associated with four specific diagnosesWilliams syndrome,
Prader-Willi syndrome, Down syndrome and autism.

The table reflects a model for thinking about children's strengths and challenges, but it is important to remember that it is based primarily on the observations

of professionals and parents, rather than on the resuits of conclusive research.
In the table, plus symbols (+, ++, +++) indicate increases in a specific behavioral or learning characteristic in relationship to a particular diagnosis. For example,

"+" indicates a slight increase in the level af a specific charactenstic in relation to a particular diagnosis; "++" indicates a significant increase; and "+++" indicates a

very significant increase. Minus symbols (, ) indicate decreases. "NA" indicates that there is no particular relationship between the behavioral or learning
characteristic and the specific diagnosis. For example, the table indicatesThat children with Williams syndrome have very high levels of "sodability," while children with

autism have very low levels of this characteristic. The table also indicates that "sociability' is not a characteristic that seems to be affected one way or another by a

diagnosis of Prader-Willi syndrome or Down syndrome.

Sociability

Arousal

Anxiety

Attention span

Perseveration

APpetite

Depression

Spatial analysis

Expressive vocabulary

Pragmatic language
_

Face analysis/memory

liyperacusis

Touch sensitivity

Fine motor ability

Gross motor ability

Diagnosis

Williams Prader-Willi Down
syndrome spdrome spdrome

NA

NA NA

NA NA.

NA NA

NA

+

NA.

NA

+ +

NA

NA

NA

+ +

+ + +

+ + + NA

+ + + NA

+ + NA.

NA

* Some children with aufism appear to have a very short attention span. Many others seem able

to attend for very long periods to some activities, while attending only briefty to others.

DESCRIPTIONS OF SYNDROMES

IFAiliarns syndrome MS) is a non-inherited developmental
disability caused by a genetic mutation. WS usually results in a
variety of developmental differences, often including learning
pmbiems, with strengths in language and weaknesses in math
and handwriting. Children with WS often have high levels of
sociability, musical talent and a short attention span. WS results
in a variety of physical differences, including a unique facia
appearance, shorter height and an increased risk of heart
problems. WS mars in approximatety one in 20,000 indivtuals.

Prader-Willi syndrome (PWS) is a non-inherited develop-
mental disability caused by a genetic mutation. PWS usually
results in a variety of developmental differences, usually
including Warning problems, with strengths in long-term
memory and reading, and weaknesses in short-tenn axitory
memory. IndWiduals with PWS are usualty social and nurturing.
Physical characteristics usually Include a unique facial
appearance, shorter stature, heightened appetite and

difficulty controlling behavior when upset. PWS occurs in
approximately one in 20,000 individuals.

Down syndrome (DS) is a non-inherited developmental
disability caused by a genetic mutation. DS results in a
variety of developmental differences including leaming
problems (usually mental retardation) and better receptive
than expressive language. Physical characteristics include
a unique facial appearance, short stature, low muscle tone
and an increased risk of heart problems. DS occurs In
approximately one in 500 individuals.

Autism is a tehaviotatly-diagnosed developmental disability,
identified by difficulty in sustaining social Interaction.
Children with autism show a diminished use of verbal
language and nonverbal communication, including eye
contact and gestures. Autism occurs In approximately one
in 2,500 individuals.

42 EXCEPTIONAL PARENT / OCTOBER MI5
83

Sociability: Children who have high levels of sociability often prefer to
be interacting with others and may have trouble "tuning our people to
attend to work. Children with low levels of sociability may te difficult to
engage or play with, and may make little aye contact.

Arousal: Children with a very high level of arousal may be easily
upset, irritable or hypervigilant (easily distracted by the smalint sights
and sounds around them). Aduits may describe them as "high-strung."
Children with a very loVi level of arousal may appear sleepy much of
the time, may be slow to respond to external stimulation and may
appear sedentary. They may fall asleep easily, even during normal
waking hours, if there is a lack of external stimulation.

Anxiety: Children with a high level of anxiety may seem perpetually
worried, may become distressed or agitated very easily and may
become especially upset at the anticipation of stressful events.
Children with lower levels of anxiety will be more relaxed and will
tolerate changes relativety easily.

Attention spam Some children are able to sustain and shift attention
as needed for a variety of activities, while ethers have a very short
attention span and trouble staying with activities, even activities they
seem to enjoy Children with short attention spans are often quite
easily distracted by other event occuning in the same room.

Perseveralion: Children with high levels of perseveration tend to "get
stuck on" favorite activities or topics. Children who perseverate may
ask the same question over and over, even though they know the
answer, or may engage repetitive toy play. Most people perseverate
more when under stress.

Appetite: Appetite can be influenced by emotional factors (for exam-
ple, some people eat moreor lesswhen deprnsed), but, to some
extent, appetite is also biolcgically regulated. Some individuals are
biologically driven to consume more calories than they can bum up.

Spatial analysis: Spatial analysis means making sense of visual
information in which the spatial orientation (for example, left versus
right) is crucial. Spatial analysis is involved in such diverse tasks as
learning to reccgnize letters of the alphabet, organizing written work,
drawing Pictures, assembling puzzles, tying shoes and finding one's
way around. Children with better spatial analysis skills are more likety
to experience success with these tasks.

Face analysis/memory: To some extent the ability to remember
faces is biologically programmed. Some people are much better
naturally at this task than others.

Hyperacusis: This refers to a heightened sensitivity to certain types
of sounds, and difficulty "tuning out" background ncises. A child with
hyperacusis may find certain soundssuch the sounds of vacuum
cleaners or ceiling fansunpleasant. Such children may be disturbed
by the humming of an electric dock or water in the pipes, sounds
other people may not even notice.

Touch sensitivity: Children with high levels of touch sensitivity may
iind certain kinds of seemingly mild touch sensations very unpleasant
To such a child, a tag in the neckline of a shirt may feel like sandpaper.
The child may object strenuously to having his hair brushed or cut. He
may refuse to wear a hat, or find certain food textures intlerable.

Fine motor ability: This refers to hand coordination and strength.
Children with high levels of fine motor ability are more likely to
experience success with such tasks as writing, drawing, dressing,
tying shoes and manipulating small items like blocks or coins.

Gross motor **Hy: This refers to coordination and strength of the
legs, arms and body. Physical activities that use large muscles
activities like walking, running a riding a bikeinvolve a great deal
of gross motor ability.
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Kaitlin Aubrey Charlton (front) enjoys an afternoon romp with her
buddies, Danielle and Allison Regester. Kaitlin, who has Down
syndrome, lives in Bel Air, Maryland. (Photo courtesy of th,i National
Down Syndrome Society)
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the medication, and should make other team members and
parents aware of possible undesired side effects. It is impor-
tant to remember that some medications which are helpful
at certain doses, can become dangerous (toxic or poisonous)
at higher doses.

Till to help die Mild make the most qt hi.s or her abilities.
Some syndrome-related characteristics, such as the low
muscle tone associated with Down syndrome, are less
modifiable. However, occupational and physical therapies,

THERAPY PRODUCTS(
Toby TracheasaurusTM
Therapy Toys

Toby TracheasaurusTM
stuffed toy with tracheostomy
tube and speaking valve

Toby TracheasaurusTm puppet
with tracheostomy tube and
speaking valve

Tammy and Toby TracheasaurusTm Coloring Book and
Crayons. (Toby TracheasaurusTM explains to Tammy what
it is like to have a tracheostomy. Beautifully illustrated.
story format assists clinician in providing important
educational information to children on tracheostomy).

Toby Tote/Exhalation Kit: Speech Therapy Toys in a Toby
Tote that speech-language pathologists can order for children.
This kit includes: dino bubbles. dino whistle. pinwheels, dino
erasers. ibby tatoos and lots more fun to keep your pediatric
patient motivated to learn oral exhalation in a positive way.

For catalog or to order please call Voicing!:
(8(X)) 862-9825* (714) 833-2710 FAX (714) 833-1(X)5
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along with environmental adaptations, can support a child's
ability to use his or her abilities effectively.

Learning what makes a child "tick"
Information about specific disabilities helps parents and
teachers understand more about what makes an individual
child "tick." This allows these adults to more effectively help
the child draw on his or her strengt.hs while overcoming or
working around challenges. Parents, teachers, friends, class-
mates and siblings need to be able to learn about and feel
comfortable with behaviors that initially may seem confus-
ing or upsetting. This understanding enables others to more
deeply appreciate the child with a disability. And knowledge
of the unique strengths and challenges related to a specific
diagnosis can be equally invaluable for children with disabil-
ities themselves. EP

Karen Levine, Ph.D., is director of psychology at the
University Affiliated Pmgram, Institute Jiff Community
Inclusion, Children's Hospital, Ilo.ston, Massachusetts. She
is also an instructor at Harvard Medical School. Dr. Levine
specializes in psychological consultation .fin. chilthrn with
autism, Williams syndrome and ollwr developmental
disabilities, and their firmilies.

THE CHAIRSCHOLARS FOUNDATION, INC.
would like to congratulate our first four

CHAIRSCHOLAR College Graduates:
WANDA GENERAIAMYMIA JUNIOR COLIDIE, ()RANK Fl.;

AMY MANIGHTM1011BAN STATE U., LANSING. MI; Jon Post-li. or SaI TII

FLORIDA, TANIII1, FL; VI VoRsANE-In-ENGINEEKING, Dwrox, 011

All of these students, who use wheelchairs, have overebme great
obstacles to accomplish their goals: They could not have done so

without the donations from YOU!!

I* also welcome our four new CHAIRSCHOURS
who will be in college this fall:

Kwir. Criumt-EAsr CAlioLISA I.. GarExi UK, SC;

ERIKA MEDINAGOV/Au% SI4 WANE, NVA; ELLEN STERNSTYrE l'. 1r NY,

FWMINBBAI,B, NY; Jors TnomAs-1'. or Sarill CAROLINA. C01.1 MBI \ SC

These students will join six other CHAIRSCHOLARS enrolled in
schools throughout the U.S.Best wishes to them all!!!

The trustees t hank ;III of you for helping these courageous young
men and wonum pursue then. dreams with your kind help.

Scholarship applications for the CHAIRSCHOLAR Program can
be obtained from "Doc" and Alicia Keim: 17000 Patterson

Road #38, Odessa, FL :1:3556. Deadline for filing for
college, Autumn 1996-January 15, 1996. High
School Seniors and College Freshman who use

dChairscholars wheelchairs should apply.
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The

WEATHERBREAKER'
collapsible canopy for ALL wheelchairs and strollers.

"Hey Motn, Pm Ready To 6o Outside/
The weather doesn't always care if you need to get to school or
run errands. So, when there's no break in the weather, The
Weather Breaker protects against downpours and sunburns.

And, for keeping legs and feet dry, nothing beats The Gunny Sack,
lap, leg, and feet cover ... for the one you love! Contact your
local medical supplies dealer, or call:

800-795-2392
rDIESTCO Mfg. Co., P.O. Box 6504, Chico, CA 95927
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SPECIAL pito*
4,,C3t6- EXPANDED

4,0 CATALOG FEATURESp OVER 5000
abw THERAPEUTIC,

RECREATION
q AND TEACHING

PRODUCTS
Au
16 Exciting and new: outstanding

books on active learning,

movement education, more balls

that make sound, hand

therapy "squeezy things",
stimulating aromatherapy products. Our own line of

adjustable positioning chairs & positioning equipment

plus: adapted toys/games/furniture, aquatics,
gross motor, ride-ons, manipulatives,

active play/balls, sensory
stimulation products.

4ODUCTS Fuux

FLAGNOUSE INC.
FREE CATALOG OFFER Call: 80007934900 Fax: 80793-7922
150 No. MacQuesten Parkway., Dept. 96750, Mt. Vernon, N.Y. 10550
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Fightin
For Our

Lives
by Bob Williams

EDITOR IAL

Wlwn many of Its joined President
Clinton's administration, we did
so with a sease of hope and
renewed commitment 10 better-

ing the lives of clUldren and families. We
had reason to be upbeat and optimistic.
especially regarding the federal policy
outlook for Americans with significant
disabilities iuul their Unifies.

Sadly though, these past 12 months
have made a terrible difference. We all
know why this has happened, so I will not
spend time reviewing the obvioas. But
collectively, Americans with disabilities
and our families are now facing the fight
of a lifetime.

A personal and historical context
I want to put this in a personal, as well as
historical context. Like increasing munhers
of individuals with simificant disabilities. I
have beaten the odds society stacks up
against usprejudice, stereotypes and
continuing discrimination. I owe my
success, first and foremost, to my patents,
who refused to accept society's low
expectatimis for the youngest of their five
children. Instead, they helped me to set
and achieve high expectatimis.

Bob Williams is Comm issimter al' the
ArlmillisInnimi on Demlopmenlal
Disabililkw in the 1`.S. Department n1.
Health and Human Services. lVilliams
has (walnut palsy and rises any»reirla-

mina? liairation.
This (Wide 101.5 WhipledMYMI (I Speed?

Williams gave n1 the 1995 National
Collaboral ire Academy on Mental
Relanlation, sponsaird by Ow PlYsid(710;
( M Ifre MI Menial Bela rdation.

And, like many
others with severe
disabilities, I owe
at least part of my
success to the luck
of having been
born at an
extreniely fortu-
nate time in our
nation's history.
This is critical for
today's parents to
understand,
because some
people in our
country seem

intent on turning back the clock.
Many of as renwmber a much different

time. ln the early 1960s, for emmple, chil-
dren with cerebral palsy who drooled, .as
well as children considered to be mentally
retarded, were legally barred from attending
most public schools in my home state of
Connecticut.

Fortunately, those laws changed. By the
mid-sixties when I stru-ted school, things
had improved. Even so, my first class-
room was in a church, not because my
parents were particularly religioas. but
because this was the only place in town
that would have us.

A few years later I asked the special
education director of my town why I
couldn't go to the same school as my
brothers and sisters. His reply was as
straightforward as my question; he told
me I couldn't go to regular classes
because I didn't speak clearly enough.

I never did devekv clear speech. But
sonwthing else changed. A.s simple teclt-
nology like elecnic twewriters, computers
itilil communication devices becarne more
available, expectations increased. Parents
became bolder and more organized. A.s a
result, state laws began to change.

Sam, access to a regular school class-
room was no longer seen as a privilege
but as our tight. By 1975, federal law was
on the side of millions of students with
disabilities who were intent on getting a
high-quality educat ion in the maistream.

A few years litter when I graduated
from high school and wanted to go on to
college, federal law was on my side
againthis time in tlw form of the
Rehabilit at hiii Act or 1973. When filters
expected me to go filthily into a sheltered

C86

workshop for the rest of my life, my par-
ents and I had other ideas. And we knew
the Rehabilitation Act was one of our
strongest tools for pursuing the future
we envisioned.

On July 26, 1990, a day of historic
promise and opportunity, the Americans
with Disabilities Act (ADA) was signed
into law. And thanks to President Clinton's
effective enforcement of the ADA, we have
continued to make significant progress in
opening previously-closed doors.

Today, however, we are at a fundamental
turning point with respect to the kind of
future we can expect for ourselves and
the kind of future all of our young people
can expect to inherit. "Inclusion-bashing"
is becoming more and more popular Many
people are quick to blame inclusion for
whatever ails our schools and country; it
is placing the blame on those of us who
act, think or express themselves differently.

"Forces of derisiveness and division"
As President Clinton told a group of us
who met with him to mark the fifth
anniversary of the ADA, the forces of
derisiveness and division are all around
us, threatening to undermine the civil
rights of all Americans, including
chil(iren and adults with disabilities.

IDEA: We are facing real challenges
to reauthorizing the Individuals with
Disabilities Education Act (IDEA). This
law enabled nearly two million of' us to
get a quality public education. Now there
are those who want to take this opportu-
nity away.-
* ADA: The ADA is also under attack.
President Clinton has stated that he will
veto any attempt to repeal the law. But
he has warned that there will be more
subtle, but still potentially damaging
attacks aimed at cutting ADA technical
assistance and enforcement efforts.

SSI: Similarly, &SI payments to children
with disabilities are under intense
scrutiny. I'mler a I louse-approved plan,
approximately 177,000 children with
disabilities would lose all SSI benefits
and Medicaid. An additional 613,(XX) kids
would lose SSI benefits while retaining
Medicaid eligibility.

While there is no question that the
childhood 551 program is in need of'
restructuring, this can be done without
wrecking havoc on the lives of these kids

pup' it

OCTOBER MI5 EXCEPTIONAL PARENT 45



"701111111c-}

SPECIAL KIDS
LOVE OUR

SPECIAL EDITION.

The AmTryke. designed to give
physically challenged children their
first set of wheels, is just one of
many AMBUCS achievements.

ANIRICS provides fun, innovative
service opportunities for people who
want to help their community, hut
who don't necessarily have a lot of
spare time. By working together.
ANIBI'CS volunteers make their spare
time go a long, long way.

If you've always wanted to help
others. but you could never find the
time to make a big commitment.
AMBUCS suggests you make a small
commitment instead. Call us about
metnhership opportunities or for in-
formation on our AmTryke.

.....
44111/113r1ACS*
*****

Crenting Indere,dence For People Dsahht,rs

CALL

1400438,1845
8:30AM 5PM EST

DRESSING TABLE
for your convenience

dress, change and bathe your child at the right working height
saves your back
saves space, as it folds against the wall when not in use
when fixed in the bathroom it can be used as a shower stretcher
good quality for a good price
ideal for Special Education Classrooms and other facilities, as this table
will accommodate larger children and young adults.

Call now for details and information on our bathroom safety equipment:

Linido USA Chattanooga, TN, USA 1-800-698-4504
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FREE TRAMCWILITY SAMPLE!
Eliminate Leakage! Patented
super-absorbent materials make
Tranquility absorb like no other
disposable brief!

Super Absorbent Peach Mat
Protection Zone is guaranteed to
keep skin dry and eliminate
unpleasant odor.

Komfort Monitor, a volume
sensitive wetness indicator that
"turns to blue when change is due."

Discreet non-bulk design keeps
you comfortable even in pants!

Youth Size
Available!

Kufguards, lycra, multi-strand leg
gathers for super containment.
Prevents leakage even when your
walking!

To receive a FREE sample of Tranquility Slimline Disposable Underpants send your name,
address and phone number along with $1 for shipping and handling to: HDIS, 1215
Dielman Industrial Court, Olivette,MO, 63132. Please check what size brief you need:

GlYouth 18-21" waist, USmall 20-31" waist, UMedium 32-44- waist, ClLarge 45-58" waist

111"'
MIDIS

Questions?
Call 1-800-538-1036

Please allow 6.8 weeks fur &them.
(Mb oar sample per household. rApIres 12.31 93

op)rI6hl 1993.11019. 2440

Name

Address

City, State, lip

Plume (
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and their families. The childhood SSI
program has been a big factor in the
reduction of admissions of children with
mental retardation to state institutions.
Today there are still some -1,000 such
youngsters in these facilities-4,000 too
many. But 30 years ago, there were 98,000
kids in these places. Do we really want to
return to those times?

Medicaid: If you've been thinking this
is just a lot of federal gobbledy-gook
that doesn't affect you or your family, think
again. Chances are that most Americans
with significant disabilities will be affected
by proposed cuts to the Medicaid program.

Everyone agrees that Medicaid is out
of control. The program now costs 88 bil-
lion dollars annually; within five years,
that cost is expected to reach 150 billion.
This is clearly unacceptable. But despite
its many flaws, it is important to remem-
ber that Medicaid is the major source of
day-to-day survival for millions of individ-
uals with significant disabilities. It pays
for personal assistance, assistive tech-
nolog and other support services. Without
it, hundreds of thousands of our sons,
daughters, brothers and sisters will once
again end up lying in their own excrement.

President Clinton

SOME

PEOPLE IN

OUR COUNTRY

SEEM INTENT

ON TURNING

3ACK THE

CLOCK.

has proposed sev-
eral ways to reform
the Medicaid pro-
gam. His suggested
remedies include
tntly comprehen-
sive national health
reform, grants to
help states expand
access to con-
sinner-driven per-
sonal assistance
and, nmst impor-

tantly, the elimination of the federal
deficitnot in seven yearsbut over a 10-
year cycle so needed cuts can be made
more gradually, at far less human expense
and with much more forethought.
Tragically, the Republican leadership in
Congress has rejected every one of these
thoughtful proposals.

Instead, Medicaid cuts propaseil by
Republicans would force states to slash
servkvs. The f iNt to go would he sen i es

such as pets( mai assistance and iiss;ttive
teclinologv. And this is just tlie lwginiting. By
20(r2, tliese Medicaid clits woulld eliminate
coverage kir nearly nine milliott chiltiren,
ekktdy pewle and it Klividuals with disabilities.

Fighting for the future
What would these Cats really null»? A

few weekends ago, someone asked me
this very question. The questioner was a
contemporary of mine, a woman with
very significant physical disabilities
who relies on augmentative cornmuni-
cation like I do.

There was no sidestepping or sweet-
coating the issue. I gave her the only
honest and direct answer I could: These
cuts, along with the power of the nurs-
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ing home lobby, would mean that thou-
sands of people with disabilities would
be forced into nursing homes once
again.

If there is one message I want you
to take away, it is this: You and I are
fighting for our lives, for our future and
for the right to decide that future for
ourselves. But most of all, we are fight-
ing for the lives, the futures and the
fundamental civil rights of our sons and
daughters. EP

,

STAND!

LOWER!

tr,

RECLINE!

,bot

, ;to

r

111,
1! , '

; ; tt

leit 310_14

I

; P

--ANNWJilii/101/11

EZEIA

TILT!



DTREss
Medical Supply, Inc.

Mail Or Oer
Medical Supplies

We couldn't list all the items we
carry, so please call if you need a

product that is not listed below.

800-633-2139

INCONTINENCE
Youth size briefs, reusable 2-piece
systems for children, Attends,
Depends, Med line, Tranquility,
Salk, Priva

REUSABLE AND
DISPOSABLE UNDERPADS
Attends, Depends, Med line, Priva,
Tranquility, Salk

WHEELCHAIR CUSHIONS
Roho and Roho for Kids

OSTOMY
ConvaTec Little Ones, Cymed,
Hollister, NuHope

WE CARRY A FULL LINE
OF UROLOGICAL, SKIN

AND WOUND CARE,
PRODUCTS.

FREE SHIPPING
on most orders over $75.00

Cell for a free catalog

800-633-2139

AVery Special Catalogue

Vol. IX 1995-96

$2.00

INSIDE

Augnentative
Communicalion

Sights & Sounds

Mobility

Positioning
Systems

Adapted Toys

Activity Centers

Environmental
Controls

Capability
Switches

Sensory &
Manipulation

Recreation

Special Play

The Library

Skillbuilders
Can-Do

CALL FoR YOUR

FREE COLOR

CATALOG

1-800-443-4728

OR FAX

1-914-376-0021
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Haverich Ortho-Sport, Inc.
67 Emerald Street
Keene, NH 03431 (603) 358-0438

111

Europe's leading line of specialized
bicycles, tricycles and tandems
now available in North America.
Steel frame. Duel caliper, drum
and coaster brakes available.
Parking brakes standard.
Latest styling and wide
choice of colour
combinations.
More than 30 specially
designed accessories to
meet every need.
Use of Safety Helmet

Required

rfr
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Networki
Information from The National Parent Network on Disabilities

The National
Parent Network
on Disabilities

Board of Directors

Marta Mchondo
TASK, Anaheim, CA

Dianna Autin
Advocates for Children of New York,

Long Island, NY

Margaret Burley
OCEHC, Marion, OH

Joanne Butts
Washington PAVE, Tacoma, WA,

President

Connie Curtin
Vermont Parent Information Center,

Burlington, VT

Diana Cuthbertson
Statewide Parent Advocacy Network

(SPAN), Westfield, NJ,
Past President

Joseph Garcia
Touchstones, Seattle, WA

Paula Goldberg
PACER Center, Minneapolis, MN

Connie Hawkins
Exceptional Children's Assistance

Center (ECAC), Davidson, NC,

Bonnie Johnson
Arkansas Disabilities Coalition,

Little Rock, AK

Joan Kilbum
MATRIX, A Parent Network

& Resource Center,
Mill Valley, CA, Treasurer

Sue Pratt
CAUSE, Lansing, MI

Pat Smith
Georgia/ARC. East Point. GA.

Parliamentanan

Pam Steneberg
Disability Rights Education &

Defense Fund (DREDF).
Berkeley. CA.
Vice President

Janet Vohs
Federation for Children with
Special Needs, Boston, MA,

Secretary

Patricia McGill Smith
Executive Durter

Comet kw
The Nevada Parent Training and
Information Center (FTI) was listed
incorrectly in the August tsue of
Nelwolking. The correct lis;ing is:

Nevada PEP
(Parents Encouraging Parents)

4970 Arvi lle St., Ste. 110
Las Vegas, NV 89118
(702) 253-1939
(702) 367-9812 (fax)

AVIVO regrets the error

IDEA Reauthorization Update
As EXCEMONAL PARMIT was going to press, it
became clear that the House of Representativs
intended to consider and rewrite the reauthorization
of the Individuals with Disabilities Act (IDEA) by the
end of September. This makes House floor action
including debate, amendments and a vote on the
reauthorizationlikely to occur during October. The
Senate is expected to make its version of the bill
public no later than September 25, with deliberation,
rewriting and possibly a vote before the end of
October. Our children's access to public education
will be decided within the next few weeks.

This installment of Netwcn*ing will examine the
proposed changes to the IDEA and their impact
upon children and youth with disabilities. As it
appears now, both the House and Senate versions
of the IDEA would seriously erode the due
process rights of children with disabilities. Call or
write to members of your congressional delegation.
You don't have to be an expert on the proposed
legislation; you are an expert in the day-to-day real
world. Your legislator may never have met a special
education student. Share your expertise with
Congress.

We must act now or we will have no right to
complain about what we get. It is not too late to be
heard, but whatever you decide to do, do it now!

VITAL ISSUES

Students' due process rights would be eirxled in
the guise of discipline. Both the [louse and the
Senate are proposing that students who bring
"weapons" to school or behave in a way that is
"potentially dangerous to themselves or others" be
subject to an "interim, alternative placement" This
Language would allow a teacher or administrator to
unilaterally decide that a student's behavior Ls
"potentially dangerous," thus initialing a process
parents could not stop. Immediately, the student in
question would be put out of school for 45 days.
During that time, a "team" (the IEP team, we hope;
but the proposal is vague on this point) would
review the student's behavior and ovcrall perfor-
mance and (levelop recommendations for his or her
next educational placement.

If parents disapTed with those recommenda-
tions, they could trigger currently-existing due
process procedural safeguards, which are
designed to protect parents' right to participate in
decisious about their children's education. (Due ,

process begins with legally-established "adminis-
tnitive remedies." The liNt of these is an "impaitial
hearing," which concludes with the written decision
of t he iwaring officer That decision may ly
appealed, but if that appeal fails, "administrative
remedies" have been exhausted and parents must
iiirn to the courts.)

In the situation described above, a student

BEST COPY AVAILABLE. 9 °

removed to an "interim alternative placement"
would remain there while due process ran its
course. However, beause in many instances the
"interim alternative placement" would be home-
schooling, these due process procedures could
serve to keep our children ut homejust as they
were kept at home prior to 1975, when PL 94-142
was first passed. (PL 94-142 was the original
special education law and the basis of what is now
known as the IDEA.)

Parents would be constrained in their ability ta
recoup legal fees, even if they win in mat Cur-
rently, if parents do not agree with the educational
placement of their child, and can't get the situation
resolved through administrative remedies, they
can take the case to court. If in court, the judge
rules in the parents' favor, the school district Ls
required to reimburse them for their legal fees.

The House proposal would add restrictions to
the reimbursement of parents' legal fees. For
instance, if parents did not notify schc.ol districts 10
days prit a. to filing in court to confil. educational
placement, legal fees would not be reimbursed. The
proposal would also allow the court to reduce fees
if the judge determines those fees are higher than
"prevailing rates," thus reducing the amount of
money parents would be reimbursed, but not the
amount of money they would pay. The court could
also disallow reimbursement if the parents did not
demonstrate "good will" in settling the matter
before going to court. However, school districts
would not be required to demonstraw that they
acted in good faith or seriously attempted to resolve
the dispute prior to going to court.

These proposed restrictions on reimbursement
of legal fees would make it harder for parents to
secure legal representation. Parents can't hire a
lawyer if they can't pay for one, and for ninny
parents, it would be difficult to pay a lawyer if
those fees weren't reimbursed. The delicate
balance of power that now exists between schools
and parents would be tilted in favor of schooLs.

Schod districts would be allourd to_frietor i n
cost when determ Ming placement. Proposed
language would allow school districts to factor in
cost when deternnning placement for special
education students this Ls not allowed rimier
current law. This could mean that special educa-
tion students would receive the cheapestnot the
most appropriateservices. Sell( xil districts could
reduce their budgets for special education and jus-
tify iniippropriale iilacements on the basis Of cost.

Housc PLANS TO APPEND IDEA
TO ME EDUCAMON REFORM BLOCK GRAmr

NIIND has also learned tliat the I louse Economic
and Eciticat ion Opportunities Committee int ends to

(VIP' 10
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append amendments of the IDEA to the
House veision of education refomithe
Education Reform Block Grant It is common
practice to mos.* one piece of legislation by
appending amendments onto another piece
of legislation. TYing an amendment to a
larger bill that is sure to pa&s assures that
the amendment aLso will pass. For instance,
appropriations (budget) bills often include
amendments that have nothing to do with
appropriations. Those amendments pass,

however, because defeating the amend-
ments would require voting against the
entire appropriations bill.

With the IDEA, the House majority has
reversed the strategy. They are attempting
to gain passage of their version of educa-
tion reform by attaching the IDEA reautho-
rizing amendments to it. The assumption is
that the IDEA reauthorization is sure to
pass, thereby pulling education reform
along with it. House staffers have made it

EZNACCESS

e _g N e in
Po ble Wheelchair Ramps

Rollup/3 ( mit Ramp 5 Step Ramp
and 8 Purpme Ramp

Anodi/Ad Aluminum
Non skid Surfau.
ielessopis Design
Cush Buttons
One car Warrant%

anrantp 112000 or 110000 10'

I ook for this Seal of Quahtv

111000 5 Hong* Ramp

Overcome life's obstacles with EZ-ACCESS'
Portable Ramps for Wheelchairs and Scooters.

R WO 8 Sant, Ramp 03

al, of Quality Mahuhu taring I'll I Phy,h ally Challenged

HOMECARE PRODUCTS, INC
Kent, WA 98042 1 '11( IHI Lschtslre
206-631-4633 1-800-451-1903 1Hsh ilnthsr In t'anada
FAX 206-630-8196 800-6684010
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clear that they are pursuing this strategy in
order to force the Senate into negotiations
on education reform. If the IDEA were not
attached to the Education Reform Block
Grant, the Senate could pass the IDEA
while avoiding education reform. This
strategy in no way strengthens the IDE&
content, nor does it increase the likelihood
of quick and easy passage.

NPND opposes holding the IDEA
hostage to a bill that is controversial, and
has forwarded a letter to this effect to the
House Economic and Education Opportu-
nities Committee staff. We do not think that
this reverse strategy will necessarily work.
Usually, amendments added to unrelated
bills are minor adjustments. These IDEA
amendments are not minor. These amend-
ments fully embody the reauthorized law
governing our children's right to a free,
appropriate education.

By the time this article is published, it is
likely that the House will have already
acted on the IDEA The bill will be going to
the Senate Labor and Human Resources
Committee. Contact the senators on this
committee immediately, and tell them to
reject any legislation that includes the
IDEA reauthorization amendments.
Committee chair is Nancy Kassebaum
(R-KS); members are Spencer Abraham
(R-MI), John Ashcroft (R-M0), Dan
Coats, (R-IN) Mike DeWine (R-OH),
Christopher J. Dodd (D-CT), Bill Frist
(R-TN), Judd Gregg (R-NH), Slade Gor-
ton R-WA), Tom Harkin (R-IA), Jim M.
jeffords (R-VT), Edward M. Kennedy
(D-MA), Barbara A. Mikulsld (D-MD),
Claiborne Pell (D-RI), Paul Simon (D-IL)
and Paul Wellstone (D-MN).

How TO STAY INFORMED

The IDEA reauthorization Ls moving qui, kly.
The bill's language and issues are changing
daily. lb be sure you have the most current
information, contact your local Parent
'Raining and Information Center (VIT). If
you do not know how to reach that center,
call NPND (703/684-6763). We'll connect you
with informed parents in your state.

How TO COMMUNICATE YOUR VIEWS
. . . .

Parents are busy people. Yet the need to
make our voices heard on these issues is
critical, and the time is now! Due to the
likelihood that the House will have acted
by the time this piece Ls published, parents
should concmtrate communication efforts
on their Senators. All members of the U.S.
Senate can be reached by calling 202-224-
3121 or writing to The Honorable Senator

, The 1.1.S. Senate, Washington,
DC 20510. We must make them hear us!



CENTER FOR CHILDREN WITH CHRONIC ILLNESS AND DISABILITY

Resident Training:

Pediatricians Make House Calls
Today, families provide most of the care for children with
chronic illness and disabilities and they provide that care
at home. Pediatricians can play a major role in teaching
families how to care for their child's special health care
needs, along with their "normal" developmental needs.

That's why pediatric
residents at the
University of Minnesota
are learning about the
chronic needs of children
with disabilities from

DEFINITION

Resident
A post-
graduate
physician
receiving
training in
specialized
areas such as
pediatrics,
family
medicine,
internal
medicine, or
surgery.

families. The classroom is
the home and
Community.

The complex and
long-term nature of
chronic conditions
typically require the
involvement of a variety
of family and community
resources. While
physicians see these
children in the clinic and
in the hospital, more
often than not it is the
families who negotiate
their child's daily health
and medical, educational
and human service
needs.

Two pediatricians at
a time in their second
year of a three-year
residency spend four
weeks in a neuro-
developmental
disabilities rotation
learning about children
with chronic illness
and disabilities, and
the impact of these
conditions on the
families who care for
these children. Their
time is divided among

sJ2

a variety of activities:
home visits, community
visits, in-patient and out-
patient clinical care, and
classroom discussion.

Resident Training
Tarn to page 52

The Center for
Children with
Chronic Illness and
Disability is
learning a great deal
about children with
chronic illness and
disabilities, their
families, and the
political, health care,
and policy
environments that
affect their care. To
reach as many
families as we can,
we join with
Exceptional Parent to
publish Children's
Health Notes to
define the
environment, raise
questions, identify
strategies, or provide
clarification of issues
that are critical to
providing care for
children with special
needs and their
families.
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Resident Training
From page 51

Home Visits:

The Parents-As-
Teachers program allows
residents to learn more
about the daily
challenges facing
children with chronic
conditions and how to
coordinate care with
families. Residents
encounter a variety of
experiences. A resident
may attend the child's
school, go out for dinner
or go bowling with the
family, or may learn
about elaborate home
medication regimens.

Before visiting with
the families, residents
view a videotape
prepared by a group of
parents. Family
members describe
interactions with
physicians,
experiences with
the health care
system and

Children's Health Notes
Box 721

420 Delaware St. SE
Minneapolis, MN 55455

(612) 626-4032 V
(612) 624-3939 TT?

_
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the impact of these
factors on their lives.

One family shows
slides of activities at
home which provide a
rare glimpse into the life
of a family who works
endlessly to provide
"normalizing"
experiences for its
children.

One parent tells how
she cringes when her
deaf child is labeled
handicapped or crippled
IN Another parent asks
a physician, "How will
you know whcn a parent
is overstressed? What
will you do about it?"

The videotape and
the guided discussions
that follow provide the
background for home
visits.

If

4e-
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One resident says his
family visit reminded
him that parents with
children who have
disabilities are parents
first. "Along with
managing all those
medications and
adapting their lifestyle to
accommodate their
needs, they still cook the
hot dogs, keep the kids
from fighting, and do
what all parents must
do."

He goes on to say,
"The children with
special needs are
children who need
attention, direction and
love."

Another resident
recognized parents
struggling with tough
questions like, "What are
the limits of my son's
potential. How far do
you push?" Most often,
residents express how
impressed they are with
the family's resilience.

Like the residents,
families often gain
insights. One mother of a
daughter with cerebral
palsy writes: "I think it's
a great program. I think
the residents who
participate in this will be
better prepared than the
current medical
professionals who didn't
have this opportunity
and are uncomfortable
with the disability or
loss. Another mother
reported that she would
like to see the program
expanded to include
other experienced
medical people, teachers,
physical therapists,
occupational therapists

Resident Training
Turn to page 53



Resident Training
From page 52

and other professionals
with whom families
work.

Community Visits:

Collaborating with
families often involves
coordinating care with
community resources.
Each month, the
residents visit two fully
integrated community
sites in collaboration
with the University of
Minnesota's Institute on
Community Integration.
Ten community agencies,
including early
intervention and
elementary school sites,
community employment
agencies and community
recreation sites,
participate. Residents
learn about linking
families with needed
resources and
coordinating care more
effectively with the
family, the health care
system and community
agencies.

These visits provide
residents with a sense of
the variety of resources
available to children with
special needs.

"What an eye-
opening experience," one
resident explained. Prior
to this experience, few
residents knew the extent
to which children with
disabling conditions
could be included within
tie community and the
school. One group of
residents was struck by
the range of physical
development of the
children in one school
room but they were even

more amazed by the
wide range of functional
abilities represented.

During the summer
months, residents see
kids at camp. Two
physicians recall
watching a child
precariously being
transferred from boat to
wheelchair.

"All the kids came
running out of the
unstable boat and here
was this counselor trying
to keep his balance and
get out while carrying a
camper," Dr. Joseph-
DiCaprio said. A mom
herself, she wondered,
"What would happen if
the child fell in?" The
question answered itself:
What would happen if
any of the children fell
in?

"Maybe we are the
ones who are afraid."

Rather than focus on
what is wrong with a
child and what can go
wrong, as they must in
order to understand the
child's medical needs,
residents are asked,
"How can we strengthen
this child's capacities?"
This rotation allows the
time for residents to
discuss the roles they can
play in the lives of
children with disabilities
and their families.

Clinical Encounters:

The rotation is based
at Gillette Children's
Hospital, a regional
health center in St. Paul
for children and
adolescents who have
disabilities. A total of 24
residents per year attend
daily in-patient rounds
and care for children

'

with chronic illness or
disability who are
hospitalized, and
children and families in a
variety of clinical sites.

Classroom
Discussions:

Discussions are led
by facilitators who
provide care for children
with chronic conditions
and who come from a
variety of backgrounds,
including medicine,
nursing, social work, and
psychology. Each
facilitator meets with the
residents to discuss key
issues such as
coordinating care with
families and teaching
them to manage chronic
conditions.

Residents meet with
a family psychologist to
discuss how they can
assess and promote
healthy functioning in
families. The facilitator
who works ivith
adolescents and parents
in the community leads a
discussion about normal
developmental issues
facing families during
adolescence. The
emphasis is on how
physicians can promote
healthy development in
adolescents with chronic
illnesses and disabilities
during this time.

During the
orientation to the
community, residents are
engaged in discussions
about the function,
organization, and role of
interagency collaboration
of the major community
systems of support:
health, education, human
and social services.
Residents then meet for a

second seminar to
discuss experiences and
share their observations.
They learn the
differences between
system-centered
programs (like hospitals)
and family-centered
programs, and are
shown that most often
success really requires an
interdisciplinary and
interagency team.

On the last day of the
rotation, residents
discuss their experiences

Resident Training
Turn to page 54

.The intent of the
Parents-As-Teachers
program is to provide
the trainee a realistic
view of life and issues
outside of the clinic
setting.

1. How does the
family incorporate a
child with a disabling
condition into their
regular routine?
2. How does the
family create a
positive environment
for the child as well as
for the rest of the
family?

3. What are the
special skills and
competencies that a
family develops in
managing the often
complicated care of
their child?

4. What services and
service providers are
truly supportive of
the family?
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If you want to learn
more about the
Parents-As-Teachers
program, contact:

Peter A. Blasco, M.D.
Associate Professor
Director,
Developmental
Disabilities Rotation
Box 721 UMHC
420 Delaware St. S.E.
Minneapolis, MN
55455
612/626-2401

or
Harriet Kohen, M.A.
Coordinator, C3ID
Box 721 UMHC
420 Delaware St. S.E.
Minneapolis, MN
55455
612/626-4032

or
Celia Shapland, R.N
M.S.N.,
PACER Center
4826 Chicago Ave. S
Minneapolis, MN
55417
612/827-2966

o.

Resident Training
From page 53

in the Parents-As-
Teachers program with
the director of the
disabilities rotation, Dr.
Peter Blasco, M.D., and
with the families they
visited. Ordinarily, one
parent from each family

Building A Parents-As-Teachers
Program In Your Community
Developing a Parents-As-Teachers program takes both
patience and collaboration.

One of the
developers of the
program, Dr. Barbara
Staub, a pediatrician,
remembers answering an
ad in a PACER
newsletter in the fall of
1988. As the parent of a
child with disabilities,
Staub was interested in
joining a group of
parents and health
professionals in a
discussion of how they
can better communicate
with health care
providers.

The group finally
met in the fall of 1989.
"We all agreed that
doctors could do a better
job of communicating
with parents," Staub
says. And after many
phone calls and
meetings, she and her
Collaboration Among

attends. The goal of this
session is for residents
and parents to
communicate
comfortably and openly
with each other as they
share the insights they
have gained through the
program.
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Parents and
Professionals (CAPP)
colleagues went on the
road, making
presentations to
physicians and health
professionals at Maternal
and Child Health
conferences and
continuing medical
education programs.

By August, 1990,
"Parents-As Teachers"
had found a temporary
home in the adolescent
health training rotation
at the University of
Minnesota after two
successful years. The
program was
permanently
incorporated in the
developmental
disabilities rotation.

If you are interested
in replicating this
program, keep in mind
that the curriculum for
both medical students
and pediatric residents is
crowded. Try to link up
with a sympathetic
physician and committed
parent group. Together,
you'll need:

1. A cle,ignated time
when f ne trainee
(medical student or
resident) is focused on
chronic illness.

695

2. A program director
committed to organizing
and coordinating the
experience and
incorporating it into
related clinic and
didactic activities.

3. A parent group
committed to expending
the time and energy to
recruit and help organize
participating families.

The Center for I
Children with Chronic
Illness and Disability

was established in
October, 1989, and is

housed at the
University of

Minnesota. The
organization is a

research and training
center dedicated to the

study and promotion
of psychological and

social well-being of
children with chronic

conditions and their
families.



PARENT SURVIVAL MANUAL: A GUIDE TO

CRISIS RESOutTION IN At TTISM AND RELATED

DEVELOPMEN71L DISORDERS, edited by Eric

Sampler, includes many practical suggestions
for dealing with. the day-to-day challenges of

life with a child who has autism. The book was devel-

oped as a result of collaboration between parents and
professionals, and is available from EXCEPTIONAL
PARENT LIBRARY (800/535-1910). The following is an
excerpt from Chapter 4: "Play and Leisure."

Changing the Game For Success
Children or adults with developmental disabilities may not
enjoy particular activities because they are not successful at
them. Sometimes, changing the equipment, the rules or the
order in which the activities are done can make adramatic
difference in the individual's enjoyment.

Melissa has some physical coordination prob-
lems in addition to her autism. I was pleased
that she was going to the bowling alley with a
group of young adults. 1 thought the exercise as
well as the company would be good for her
However she found the bowling so confusing
and difficult and did so badly that she started
flapping and whooping until everyone in the
place was staring. The next time they went,
someone brought a three-foot-long aluminum
ball chute that was set up at the line. Melissa
didn't lume to measuir out her steps and swing
the ball back, which was difficult jiw het: She
just set it on the chute and pushed. It rolled and
knocked down rows of pins la the shouts and
cheers of her group. Melissa was the high scorer
for the night. Now slit? looks .forward to bowling,
and the only gestures she has are "high jives"
with a buddy when she bowls the pins over

No one likes an activity in which there is no chance of
success. A considerate person in the bowling group adapted
the skill level needed to acconmiodate Melissa's limitations.

She was then free to enjoy the success of bowling and the
supportive company of her cheering peers. Here is another
example of adapting equipment:

Our son, Dantiy5, does not like a tmditional
stving because h i.s fret don't touch the gmund
when he is in it. He can't more swing by
himself; a ml .frels utwomfiwtable when someone
is pushing him and he can't stop the swing him-
self we hung a titr swing that he can lay
(toms and propel with his jeet still on
ground. He hnws it!

Swinging was frightening for Danny because he was not
in control of making the swing move or stop. After his par-

ents adapted the swing, Diumy enjoyed swinging more
because his feet touched the ground and he was in control
of the swing. He could also be more independent. Parents

.

have always modified game rules for younger family mem-
bers by moving the child closer to a throwing target such
as a basketball hoop, a beanbag target or a dart board.

Sometimes, even individnalized rule changes are helpful
in &busting an activity.

My son, Dwight, really wanted to play softball
with his older brother Mike, but he couldn't throw
or catch well enough, and he could never hit the
ball with the bat. He would fitss and whine when
the ki4 wouldn't let him play. One day, Mike told
Ditt;dht that if he didn't talk to or touch the run-
ner, he could run to the first-base coaching box
every time there was a hit. Now when the older
kids get a hit, he races along outside the baseline
to the coach's box. He's really picking up speed,
and the kids don't mind &ming him around now
that he doesn't whine. They even practice playing
catch with him now, so it won't be too long until
he'll really be able to play ball (or join a running
team) with kids his own age.

This brother was paident enough to fmd a way to involve

Dwight in the baseball game and make it more enjoyable
for both of them. Other rule acbustments that parents and
teachers suggest include having everyone on the side get a
turn at bat instead of retiring the side after the customary
three outs. Table games and other less active games can

,
also be adapted so that they are easier to take part in, but
still enjoyable for everyone who wants to participate.

Bob, our 10-year-ol4 autistic son, is the
youngest of three closely aged children. The two
older siblings often involve him in. their games
and activities by changing the rules or leaving
out tlw parts that are too difficult for him. For
example, in the cmnmetrial game 'Sorry," a
move can be spilt between two tokensthe number
7 can be completed by moving one token 3
spaces and another token 4. When Bob is play-
ing, everyone completes his or her move with
one token only. This is less confusing for Bob
and makes game time more fun.

This family adapted a game for their son by changing the
rules to fit Bob's way of learning and understanding. To

eliminate confusion, everyone who was involved in the

game used the same rules. The more concrete the rules are,
the better an autistic person will be able to participate. EP

Repanted with permission of Plenum Press.
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Coming in November...
An earetpt firm MEDICAL & SURGICAL CARE
MR CHILDREN WITH DowN &MIME: A GUIDE

FOR PAREMIx Written by 25 leading medical
etpeils, this new book pmvides in-depth,
easy-to-understand infOrmation on specific
tonditions that am common among children
and adults with Down syndrome. This book
is available from Exceptional Parent Library
(800/535-1910).
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by Richard Epstein

Health Insurance for Federal Employees
Plan maximums and "medical necessity"

QMy children and I are covered drough a health insur-
ance plan for federal employees. All of my children

have pervasive developmental disorder (PDD) with autistic
traits. They need ongoing physical, occupational and speech
therapy. The insurance company has paid for these services
in the past, but now they are balking. I've enclosed insurance
company statements and copies of the correspondence
between the insurance company and myself. Can you help?

AYour health insurance plan is a benefit plan sponsored by
an association of federal employees rather than a tradi-

tional insurance policy. This means the plan is regulated under
a law called the "Federal Employees Health Benefits Act,"
which establishes specific rules for claim appeals.

I've reviewed each Explanation of Benefits Statement
(EOBS) you sent. Many of these claim denials are based
on the grounds that the treatment "...exceeds the maxi-
mum allowed by the plan."

A representative of your plan told me that its rules regard-
ing physical, speech and occupational therapy changed last
year Although plan participants apparently were notified of

the change, you may not have realized its effects.
At this point, your benefit plan allows a maxinmm of 50

visits a year for physical therapy and a maximum of 30 vis-
its a year for speech and occupational therapy combined.
Any further treatments would be denied, and the explana-
tion on the EOBS would probably be: "...exceeds the maxi-
mum allowed by your plan."

If you have not exceeded the plan maximum, you can
appeal the claim denials on that basis. If you ha re exceed-
ed the plan maximum, however, I doubt a claim appeal will
be successful.

Many of your other claim denials are based on the
grounds that the services "...are not covered expenses under
the plan." That phrase has to do with the plan's definition of
"medical necessity." It's important to understand that the
plan isn't using the term "medically necessary" in an absolute
sense; rather, it is working from its own definition.

Under that definition, your policy covers, for example,
speech therapy "...to restore attained functional speech
[lost] due to illness or injury," but not therapy "...directed
at improving existing speech and addressing speech delay."

On that basis, the benefit plan has con-

At Devereux...
a helping hand is just a phone call away

1-800-345-1292
In a nationwide network, Devereux
provides services to individuals of all
ages who have a wide range of
emotional disorders and/or
developmental disabilities.

Devereux services include:
residential treatment centers
community-based group homes
day treatment programs
transitional living
acute and partial hospitalization
foster care homes

family counseling and therapy
in-home services
aftercare programs

Devereux
Since 1912

Circle *107
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chided that your children's "...occupa-
tional, physical and speech therapy
would not be medically necessary"

Your first step should be to review
the denied claims, and the reasons for
those denials, with a benefit plan repre-
sentative. It's a good idea to have the
EOBS in question with you during that
phone conversation.

If that discussion does not lead to
resolution, you can file an appeal. The
"Federal Employees Health Benefits

In this column, Richard
Epstein answers readers'
questions about health
insuranm Send you ques-
tions to him at EXCEPTIONAL
PARavr, 209 Hanrmi St., Ste.
303, Brooldine, MA 02146,
(617) 730-8742 (fax).

.ff your question relates to
a specific health insurance claim, please
include copies of any materials you've
n3ceived from the insurance company.
(Please, doiR send originals!) Include your
address and phone numben Only your ini-
tials and stale will be published. It is not pos-
sible to respond to letters individually.



Act" provides that appeals can be made only to the U.S.
Office of Personnel Management. However, the maximum
number of visits for speech, occupational and physical
therapy and the benefit plan's definition of "medical neces-
sity" are unlikely to change as the result of an appeal. (You
can, of course, discuss these issues with an attorney.)

However, if your children are currently in school, and
their participation in speech, occupational or physical
therapy can be linked to possible progress in educational
activities, such therapies can be specified in the children's
Individual Education Plans (IEPs). School districts are
legally obligated to provide all services listed on the IEP.

Many federal employees can choose from a variety of
health insurance plans. Given the situation, it's important
that you to beOn to review the benefits offered by other
available insurance plars before the next "open enroll-
ment period." This period runs from the Monday of the
second full work week in November through the Friday of
the second full work week in December, or as otherwise
announced by the U.S. Office of Personnel Management.
Be sure to ask specifically about the insurer's definition of
"medically necessity" in relation to speech therapy, and
about specific limits to the yearly number of speech, occu-
pational and physical therapy sessions. EP

Special Trikes for
Special People

Featuring Growth Adjustability
Foot Propelled Tricycles

3 Sizes/Models
(ages 3 to young adult)
Steering Stop for Safety

Easy to Use and Durable
Various Accessories

Therapeutic Exercise

Hand Propelled Tricycles
3 Sizes/Models
(ages 3 to young adult)
Back Pedal Brake
Steering Stop for Safety

...a ..~1.,014.

VISA-MasterCard
P.O. Box 1364

CUM MUM), MD 21502 301-759-3525
Eopyr9ht MAIO 1990 PHONE FAX

All speohcahons zoo sub;ect to altwatron mThout

Tricycles are specially designed in
close cooperation with therapists.
Call for Free Catalog and let our

experienced operators help decide
which style is best for your child.

:MAID 644
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1 -800406-6777
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GALAXY GROWTH CHAIR
The Galaxy Growth Chair is an expand-
able, adjustable wheelchair designed for
children weighing between 25 and 110
pounds This chair adjusts from 10 to 16
inches wide, can be used as a push

stroller or a self-propelled wheelchair, and features tilt-in-
space seating, a manually adjustable system that changes the
orientation of the seat. Choose a square or round tube frame
in red or royal blue. The square tube frame accommodates
any of Ortho-Kinetics' custom seating systems; the round
tube frame accommodates most other popular seating sys-
tems. Order the Galaxy with or without seat upholstery
Removable rear wheels and leg rests allow the chair to be
easily transported and stored.
Ortho-Kinetics, Inc., Waukesha, WI 53187
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THE COMPETENT KIDS SERIES
The Competent Kids series is designed to
help parents and children face the every-day
challenges of growing up. These books,
charts, buttons and stars address specific
developmental themes, ranging from learn-
ing about chores to learning to go to sleep
alone. The activities outlined in the books
and charts can be performed anywhere at
any time, without equipment or insIructions.
Although the materials are classified by age
level, conventional age labels may be less
meaningful for children with significant developmental delays.
Three Bears Books, Dallas TX 75371
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DELTATALKER
DeltaTalker is an augmentative communi-
cation device that helps users communi-
cate quickly and effectively. DeltaTalker
comes with both digitized speech and syn-
thesized speech. Digitized speech (record-
ed speech) makes it possible, for example,

to introduce oneself, open conversations on the phone and
sing songs. Synthesized speech (speech generated by a com-
puter) allows the storage of a large vocabulary and the inde-
pendent generation of new vocabulary items. Optional
infrared capabilities (available early next year) will permit the
user to operate the TV, VCR or other remote-controlled items.
Prentke Romich Company, Wooster, OH 44691
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TheABLEDATA database of assistive technology and rehabilitation
muipment contains information on 'Imre Own 20,000 poducts for
pemons of all ages who have a physical, cognitive or sensory disability.
Plodmls are chosen for this page by ABLEDATA stuff based on their
specific applicability to or design for children with disabilities The rinie
numbers are to be used an ExcePTIONAL PARINT's "Free Product &
Wormation Cant "Renders ran rink a number on this issues cant
(page 125) to receive more informal km on any new product featured
aboir. Please allow three to ,kur weelcs for dditrry of the informatkm.

For more in/imitation on assistive devices, or to submit product
information for the database (and possible inclusion on this page),
contact ABLEDATA, 8455 Coksvilk Rd., Ste. 935, Silver ,S))ring, MD
20910-3319, (800) 227-0216 (V/1T)'), (301) 588-9284 (V/TI)') or (301)
587-1967 (fax).
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LIVING AND LEARNING
IN THE COMMUNITY

With its unique model, The Evergreen Center ha: a history of successfully
transitioning students to less intensive community settings.

Evergreen students live in actual communit settings traveling to and from
sclusil each dav through the Blackstone Valky (MA) countryside. With
trained professionals, they learn basic skills in the classroom, in the
community and in their residence.

Students receive vocational training and experience real work opportuni-
ties. Students are supp, irted with behavhir development programs, medical
and family servicesind physical, speech, or occupational therapy.

Our Students' Challenges
Autism Hearing/Sight Impairment
Mental Retardation Severe Maladaptive Behavior
Physical Disability

The Evergreen Center is a licensed, private, non-profit residential schixil
offering students and their families from across the country and abroad
residential programming 12 months a year. For more information call or
write Robert F. Littleton, Jr., Executive Director.

EVERGREEN CENTER
345 Fortune Blvd., Milford, Massachusetts I 757

1-508-478-5597
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For people with disabilities,

WE CAN
turn your computer into an open door.
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(I MC V): 1-80n- 12b-3:383 CHM in Canada. 1-11011-1fi.3-7(199.

It HI V. or «in do mom than %int thin!.
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by David Hirsch, M.D.

Unexplained Health Problems
QOur son is now seven years old.
He was born at 29 weeks gestation

and had a complicated neonatal course.
As a result of his prematurity and respi-
ratory problems, he developed a grade
IV interventricular hemorrhage (IVH), a
bleeding into one or more of the small
brain cavities that are necessary for the
production and circulation of spinal
fluid. Subsequent to this, he developed
hydrocephalus (accumulation of the
spinaffluid in one or more of the ventri-
cles, causing expansion of the ventricle
which results in excess pressure in the
brain), cerebral palsy, epilepsy and optic
atrophy (degeneration of the nerve to
the eye, responsible for sight). lie needs
some help with feeding but does not
have problems with choking.

For t he fust five years of his life, he
was relatively healthy in spite of his
disabilities. His seizures, too, were
under good control.

In the last two years, however, he has
had more seizures and frequent illnesses
the doctors say are "viral," but from
which he recovers very slowly. In fact, he
seems to be sick more than he is well. He
has had recent problems with consiipa-
tion, too; this is aLso something new.

His doctor did a number of blood tests,
including tests of his immune system. All
the results were normal. X-rays of his
chest and sinuses were also normal.

1 am worried that these frequent ill-
nesses will stress my son's heart and
lungs. His doctors tell me it is normal
for children with his type of chronic

In this column, David
Hindi, M.D., a pediatdcian
and member qf the
EXCEFMNAL PAREWS Eca
orial Adviwry Band,
answers questions from read-
ers DE Hirsch is a partner
in Hamar Pediatrics, LJJL in
Mentz, Arizona. He special-
izes in treating dab= with
devdopmental disabilities and chronic illnesses.

Since DE Hirsch has not examined the
child in qwztion, parents need to review his
suggestions with appropriate professionals.
Mentions of spec* products or medications
illustrates suggestions; he is not endorsing
any specific products.

Said questions to: Ask the Doctor, Exarr-
tow. hum; 209 Harvard Stmet, Suite Sag,
Broddine, MA 021464006, (617) 730-8742 (Az).

medical problems to have unexplained
health problems. What do you think'?
Have my son's doctors looked far
enough to find a caiise for his problems?

AChildren like your son, who have
chronic medical problems can be

relatively healthy for many years. Unless
there is an underlying heart or lung con-
dition you did not mention, your sonS
illnesses should not cause heart or lung
problemsunless he develops serious
lung infections in the years to come. I
wish I knew more about the specific type
of infections your son has had. For
example, were theyjust frequent colds or
were they infections of a more serious
nature, such as recurrent sinus infec-
tions, bronchitis or pneumonia? Without
that. information, it is hard to know
whether the doctors ran sufficient tests
to rule out any serious immune problems.

Did the doctors give you a reason for
your son's increased number of
seizures'? Because he has hydro-
cephalus, I am assuming he has a
shunt. Is the shunt working properly?
His frequent viral infections might be
responsible for the increased seizure
activity, but other reasons such as inad-
equate medication or worsening of his
hydrocephalus should be ruled out first

Constipation is common in individ-
uals with cerebral palsy because of
lack of activity and an inability to bear
down properly to have a bowel move-
ment. This tendency to constipation
may become a more serious problem
if inadequate fluids are taken in
because of the nausea, vomiting or
fever that may accompany recurrent
infections such as your son's.

It is hard to say when your son's con-
dition will improve. But nmke sure he is
getting a diet that supplies him with all
the calories, nutrients and fluids he
needs. Continue to work with his prinuuy
physician, who would be best able to
comdinate the evaluations of any other
(brims (specialists) involved in his
cam Do not. hesitate to ask questions
;uul make the xtots aware of your
concerns. EP

tCO2

SOO
Toy Company

fulfill special 4,_
e The Dragonfly Toy

Company is for children who
have special play needs.
Service and individual atten-
tion make a big difference
when looking for the right
toys. Find out why people
across North America recom-
mend Dragonfly.

Special Services

Color Catalog
Lot's and lot's of....

oys
...and much more.
Every day, we talk with
parents and professionals
across North America. They
come to us for good service,
helpful suggestions and great
toys for children with special
play needs.
Call us (or email us!) and see
for yourself. There ic no
company like Dragonfly Toys.

800-308-2208

dragon@magic.mb.ca
Our WWW site is at

http://www.magic.mb.cal-dragon

The

Drag_onfly
Toy Company Inc.

"We fulfill special needs."
Circle #271
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Library
You can order

any of the books listed
here with the coupon
below or by calling
(800) 535-1910

ATTENTION DEFICIT

ATTENTION DEFICIT
HYPERACTIVTTY
DISORDER: What Every
Parent Wants to Know
D. WODRICH

Prepares parents for at bonnt
and at school, empowers and
reaffirms parents of their
role.

PB070AD $19.95

SOMETIMES I GET ALL
SCRIBBLY
living with Attention-
Deficit/Hyperactivity
Disorder
M.B. NEUVILLE

Clinical, educational and
emotional information from
the point of view of a parent.

PE119AD $14.00

DOWN MIDROME

/6,11Preo %pa.
nuateac HAWK:
I. alltbItEl with
DMA SYNDRUME
A C.1.1., he*

11.4an

MEDICAL & SURGICAL CARE
FOR CHILDREN WITH DOWN
SYNDROME
A Guide for Parents
L. KUMIN, Pu.D.,CCC-SLP
Provides parents with a wealth
of information about speech and
language development in
children with Down syndrome.

W8123DS $14.95

TEACHING READING To
CHILDREN WITH DOWN
SYNDROME
A Guide for Pamnts and
Teachers
P L
The only lxtok on this Wm et, it
destribes a nationally known
reading program that ensures

suecess by presenting lessons which

are imaginative and functional.

W1312005 $16.95

ME
EARLS

INTERVEEMON
oictioNARI

COMMUNICATION SKILLS
IN CHILDREN WITH DOWN
SYNDROME
A Guide for Pasvnts
LIBBY KUMIN

Parents learn how
communication skills
progress from infancy t hrough
the early teenage years

WB031DS $14.95

THE EARLY INTERVENTION
DICTIONARY
A Multi-disciplinary Guide
to Terminology
JEANINE COLEMAN, M.Eit.

Defines and clarifies terms
used by the many different
medical, therapeutic, and
educational professionals who
provide early intervention
services.

W8030EI $16.95

ACTIVITIES FOR
DEVELOPING PRE-SKILL
CONCEPTS IN CHILDREN
WITH AUTISM
TONI FLOWERS

Each activity is designed to
tell educators what they are
doing, why they are doing it
and what materials they will
need to teach the activity.
The activities are adaptable
for children of all levels.

PE03500 $29.00

THE ILLUSTRATED
DIRECTORY OF
DISABILITY PRODUCTS
EDITED BY M. MACE

Shows hundreds of products
along with names, addresses
and phone numbers providing
customers with the information
to make the best decision.

TP02600 $12.95

SPORTS AND RECREATION
FOR THE DISABLED
Second Editin
M..I.PACIOREK &J.A. JONES

A book designed to make dreams
COM' true! More than 50 activi-

ties are fully described, front all-
terrain vehicles to wilderness
experiences, imlividual and
team sports.

C011604) $32.00

ADAPTIVE PLAY FOR
SPECIAL NEEDS
CHILDREN: Strategies to
Enhance Communications
and Learning
CAROLINE RAMSEY MUSSELWIIITE

A book for parents anti
professionals summarizing
recent advances in using play
as a learn iong limit.

PE04200 $27.00

,malqhf Arm

TUE

LANGUAGE
TOYS

Child
'A HO S
PliVS

PLANNING FOR
THE FUTURE
Providing a Meaningful
Life for a Child with a
Disability after Your Death
MI. RUSSELL, ET AL

How to prepare a Life Platt,
a Letter of Intent, a Special
Needs Trust: It explains how
to maximize your child's
government benefits, avoid
probate, reduce estate taxes
and much more.

AP02400 $24.95

COMPUTER RESOURCES
FOR PEOPLE WITH
DISABILITES: A Guide
to Exploring Today's
Assistive Technology
THE ALLIANCE FOR

TECHNOLOGY AccEss

Provides user-friendly
support, information, and
up-to-date answers.

HP08700 $14.95

THE LANGUAGE OF TOYS
Teaching Communication

to Special-Needs
Children
S. SCHWARTZ & J. MILLER

Teaches parents how to
improve their child's commu-
nication skills at home with
fun, easy-to-follow exercises.

WB02000 $14.95

RAISING A CHILD WHO
HAs A PHYSICAL
thsaIun
A Medical Primer
D.G. ALBRMIT
This book will make your job
easier. Compassionate. help-
ful. and based on real-life
experience, it will help you
handle es ery facet of raising
and loving Nour special child.

1W12100 $12.95

EFFECTIVE INTERVENTION
FOR SELF-FEEDING
SUCCESS
CA. Nusos, PH.D., OTR
An effective and easy to follow
video program for parents
which provides the tools
needed to be successful in
moving your child toward

independent self-feeding.

ED07800-VIDEO $39.95

Porn LEARNING FOR
CHILDREN WHO
EXPERIENCE DELAYS
S.R. Hos, M.S.,R.N.,C.R.R.N.
This video presents a unique
developmental approach to
supporting the child in learn-
ing independence in t he man-
agement of`bathroom- skills

ED07700-VIDEO $39.95



UhCOMMON FATHERS

lemlomoo Raiaing
a Ulf well a DuabItty .

L.4 .

LITTLE CHILDREN,
BIG NEEDS: Parents
Discuss Raising Children
with Exceptional Needs
D. WEINHOUSE, PH.D. AND M.

WEIN MUSE, M.A.

What are the concerns of
parents who raise disabled
children? Contains candid
interviews with 50 families
of children with a wide range
of disabilit ies.

UP08809 $12.95

THE LIFE PLANNING
WORKBOOK
L.M. RUSSELL ET AL

From the authors of the highly
acclaimed "Planning For The
Future". A hands-on guide to
help parents provide. for the
future security and happiness
of their child with a disability
after their death.
AP12700 $24.95

UNCOMMON FATHERS
Reflections on Raising a
Child with a DiSability
EDITED BY D.J. MEYER

A compelling collection of
essays by fathers who were
asked to reflect and write
about the life-altering
experiences of having a child
with a disability.

WB1240D $14.95

How To GUIDE YOUR
CHILD THROUGH SPECIAL
EDUCATION
The # R's For Parents, Rights,
Resources, and Results
G.H. TREVOR, M.S.ED
Sensitivity presented. this
video covers the stages of the
Special Education Sstem. the
law. future planning while
encouraging parent 'movement.
EV131ED-VIDEO $24.95

INJURY

WHEN YOUR CHILD IS
SERIOUSLY INJURED
The Emotional Impact
on Families
MARILYN LASH

Topics include preparing for
hospital visits, reaction to
loss, helping siblings. and
coping.

EPOO5ML $4.50
(Ineludes shipping dumps)

WHEN YOUNG CHILDREN
ARE INJURED: Families
as Caregivers in Hospitals
and at Home

HAIMWANOER & M. Wu
A book about t he family's role
in caregis ing %%kph a you tig

child is injured.
EP085ML $7.50
(Includoeiwing.cliouyes)

WHEN YOUR CHILD GOES
TO SCHOOL AFTER AN
INJURY
MARILYN LASH

Issues parents ilee(: to
confront about their child's
future schooling, health ( are
and social needs.
EPOO6ML $7.50
(Includes shipping charges)

SIBLING

1.111(...11, `TANEY, I Klithar
I .1 SI lIZIJItR

SWUM IS OF
CIULDREN WITH

DISAMIATH-7.;

;1,Vorkshops for°
Siblings of Children
with Spc.ci0 Netlds

"it, .-,

-- -

IT ISN'T FMR!
Siblings of Children
with Disabilities
EDITED ay S.D. KLEIN

& M.J. SCHLEWER

Features chaptets by parents,
siblings and professionals.

EPOO1EP $14.95

&BRIM
WorIcshopsfor Siblings of
Children with Special Needs
D.J. MEYER P.F. VADASY

How to provide peer support
and educational opportuni-
ties for sisters and brothers of
cldldren with special needs.
PB08600 $32.00

HOWIE HELPS HIMSELF
J. FASSLER, PICTURES BY J. LASKER

Designed to help the child with a
disability and the sibling identify
with some of the joys . stresses
and strains of a disability.

AW112PD $13.95

A CANE IN HER HAND
A.B. Ltrunigui,
ILLIMBATE) HI E. MIII,
A great book to help
children without
understand those 0 it I
disabilities.

AW111BL $13.95

PRICESS POOH
K.M. MI WOOS,

ILLUSTRATED H L. SHIIE
A sibling secretly Milts
her sister 'I tincess Po(111:

because she sits on her
'throne with wheels and
gives ordersAn hone,t
bok at sollIV universal

feeling.

AW11000 $13.95

FM DEAF AND h's OxAy
L. ASELTINE, E. MI ELLER &

N.TArr,PrintEN is IL

CoGANORRHY

Hol% this little luly copes
wit h the frust rat MIN ot

deafness at plin and at
home.

AW11410 $11.95

BABY BOOK
for the Developmental/1)
Challenged Child
R. MATHEWS

A unique app.( mch lii t he

traditional "Baby Hook'
designed for chill lren %%all

developmental disabilities.
Special sections fiir medical
histories and Mimi and !lads

HD12201) $25.00

Mail to: Exceptional Parent, Dept. EP9510, P.O. Box 8045, Brick, N.J. 08723

Or call (800) 535-1910
OTY. TITLES & ORDER NO UNIT PRICE TOTAL

SiV.PPING & HANDLING CHARGES: U.S. - $3.10 for I non 73r for em It additional
item. foreign $0.50 for I Hein; MC fur each additional nein.

Nanw

Aildress

City State Zip

Telephone

I have enclosed my check payable to Exceptional Parent or charge to tin: J Visa

Account Number: Exp. I Lit e

Sub-Total
NJ ResuluMS
add 6" Sa.vt.

Shipping

TOTAL
U S luSts OW, /hour tvg .11.

intv.,
t
^ unrk, 0, de .teI

Maslereard

1;04Signat ure
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VIDE TO

IOYS FOR

CHILDREN

WHO ARE

BLIND OR

VISUALLY

IMPAIRED

trx

Toy Resources
The Guide to Toys for

Children Who Are Blind Or
Visually Impaired is a joint
initiative of the Toy Manu-
facturers of America and the
American Foundation for the
Blind. The Guide provides
pictures, descriptions and age

ranges for 75 commercially-available toys that are
especially appropriate for children with visual impair-
ments. The 1995-96 edition features a greater selection of
toys in a wider price range, including many lower-priced
products; it also features a new category, "Books and Fun
Skills." To receive single or multiple free copies of the
Guide, send a postcard to Toy Manufacturers of America,
200 7ifth Avenue, Suite 740, New York, NY 10010. The
postcard should say that you want the Guide and should
specify the number of copies requested.

The USA Toy Library Association (USA-TLA),
a national network of toy lending libraries, serves children
with and without disabilities. Depending on the particular
program, families may borrow both commercially-avail-
able and specially-adapted toys. Both options may be
helpful to families of children with d,sabilities; before
purchasing, parents can determine whether their child
enjoys and can nse a particular toy.

USA-TLA helps people establish and promote toy
libraries in local communities; distributes information on
toy repair and discounts; provides research material on
play, toys and early learning; and offers books. videos and
a quarterly newsletter.

Some toy libraries charge a nominal membership fee.
For more information, or to locate the toy library nearest
to your home, write to USA-TLA, 2530 Crawford Ave.,
Suite 111, Evanston, IL 60201.

Lekotek Centers, located nation-
wide, provide direct services, support
and information to children with dis-
abilities am- heir families. Primary

Features
Electronic Speed Controls Multiple Switch Options Proportional

Joystick Control Radio Remote Control Lockout Hubs (like stroller)

Additional Models Available

1 1-800-950-5185 I

not
fiiro terebnil hemispherws.

.Kody's parents he wouki
to six months. "Three and
p," his mom says, "I

I'llave believed I would be writing
*KINAL Ryon' about the toys
1000."

KOIty.ttan hoer and see, but ca:mot
*virilk or talk. He has limited

fis heed and hands. Kody
"Wonderful, happy spirit," Brooke
'Ha exhibits the enthusiasm of

ruthiet.4 who has just run a race when
*able to master one of Lekotek's

WWI."

INNOVATIVE PRODUCTS, INC. Grand Forks, ND 58201
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services include play sessions, focused on facilitatingfam-

ily interaction through play; toy lending libraries, filled

with toys adapted to meet the special needs of children
with disabilities; and the Compuplay program (available
only at some Lekotek centers), which offers individual-
ized computer training and playtimes with adaptive
technololv as needed. Many Lekotek programs are
offered on a sliding-fee scale, with scholarships often
available. For Lekotek centers that do not offer sliding
fees, yearly memberships cost $50-180. Compuplay ses-
sions are available at additional cost. For more informa-
tion on Lekotek, call (800) 366-7529, voice.

The Lekotek Toy Resource He lpline is a free ser-
vice offering individualized assistance in selecting
appropriate toys and play materials for children with
disabilities. This service may be especially helpful for
friends and relatives hoping to select appropriate holi-
day gifts for children with disabilities. From 9 a.m. to
4 p.m. (central time), individuals can reach the helpline

by calling (800) 366-7529, voice.

House Establishes
Disabilities Task Force

House Speaker Newt Gingich (R-GA) has announced the
formation of a House of Representatives Task Force on
Disabilities. Gingrich appointed six House members to
the task force: Bill Good ling (R-PA), Steve Gunderson
(R-W1), Sue Myrick (R-NC), Jim McCrery (R-LA), John
Porter (R4L) and Mike Castle (R-DE). ALso appointed
was Andy Fleming, president and CEO of Paralympics
and a constituent in Gingrich's home district.

The task force will coordinate legislative activities
affecting individuals with disabilities to ensure that funds

are directed appropriately and used in the most cost-
effective manner. The task force is developing an out-
reach and communication strategy to gather feedback
from constituents and to build successful community
partnerships.

Gingrich stated, "With the help of this task force, 1
believe we can channel more assistance to those who
truly need the aid, and less to government bureaucrats
and those who are not truly disabled. The members will

focus on removing disincentives to working, using innov-

ative technologies to provide greater independence for

persons with disabilities and increasing opportunities for
the disabled to live and work in the community."

Gingrich is also launching a 'Disk Force on Severe
Disabilities in his home district, Georgia's Sixth. Eight of
the 15 members of that group are individuals with disabil-

ities or parents of children with disabilities. Gingrich

adds, "Finding ways to help people with disabilities to
beconie productive, working members of the conmmility

is not only good economics, but is morally right."

Ma r. het-pi

Information Services inc.
28 Green Street
NeWoury, MA 01951
(800) 659-3399
WriteAway is integrated, DOS-
based word-processing and com-
munications software for children
and adults with special needs. It
combines speech output and key-
board scanning with enhanced
woni processing for easier commu-
nication. $199 per copy

Paynter Educational Partners
P.O. Box 42829-1001
Houston, TX 77242-2829
(713) 568-7954
Call for FREE Guide for parents &
FREE 20 minute consultation for
education/social skill problems or
write for FREE copy of Guide.

Murphy Diaper System
24 Sullivan Avenue
Newton, MA 02164
1-800-762-9890
We make top quality cotton
diapers. We make them any size to
meet your needs. Soft, absorbent
and comfortable.
Free brochure.

Massachusetts

Atlantic Rehab., Inc.
81 Rumford Ave.
Wattham, MA 02254-9055
(617) 894-0069
Atlantic Rehab. specializes in
Pediatric Mobility and Seating.
Sales and Senrice. Please call for
more information.

Missouri

U.S. Medical Corporation
14575 Manchester Road
Manchester, MO 63011
(800) 40-USMED/
(800) 408-7633

Consumer Care
Products, Inc.
P.O. Box 684
Sheboygan. WI 53082-0684
(414) 459-8353

IF rt",71^..nr-

Access Medical Supply
2006 Crown Plaza Drive
Columbus, OH 43235
(800) 242-2460
Attends Youth Briefs fits
children 35-75 lbs. $51.95/cs (96),
Free Delivery Also--Depend,
Serenity other items. Manufacturer's
coupons accepted. Free Catalog!

vie 061

YOUTH
BRIEF II
FITS 30
To 70 LBS. 7.

96 FOR
$ 39.98 \`

CALL 24HRS.
1-800-777-1111

WIDOCOURY"PRODUCTS
INC

4410 AUSTIN KVO. ISLAND PARK NY I I SW

. -
Duraline Medical Products
324 Werner St., PO Box 67
Leipsic, OH 45856
800-654-3376
Call DMP for all yojr incontinent
needs such as briefs, pants, pads
and liners, as well as skin care
products. Call for FREE catalog!
In Canada call 800-667-6996

H.D.I.S.
1215 Dielman Industrial Court
Olivette, MO 63132
(800) 538-1036
See our ad in this issue.

.

U.S. Medical Corporation
14575 Maichester Road
Manchester, MO 63011
(800) 40-USMED/
(800) 408-7633
Call U.S. Med for free sample
Depend briefs, Undergarments,
Pants and Diapers.
Low prices and free delivery.

Care Electronics
5741 Arapahoe Rd., Suite 2A
Boulder, CO 80303
(303) 444-CARE (2273)
WanderCARE Systems notify care-
givers when their wanderer leaves
home. Locate them up to ONE
MILE away. FREE catalog!

SafeSpace Concepts, Inc.
Houston, TX 77055
(800) 622-4280/ Fax (713) 956-6416
Soft, sturdy play equipment
designed to stimulate gross motor
and cognitive dev. In 0 to 5's
adapts to needs. Modular; easy
to store and move.

Hig's Aluminum Products
10625 Maple Lane
Rogers, MN 55374
(612) 498-7304
Ramps. Factory Direct, I jght
Weight Aluminum, Portable, 4-Way
Folding, 2-way Folding, Telescoping
Tracks, Thresh Hold, Van Ramps,
Scooter Ramps, Custom Built
Approach Ramps, Call for your
FREE catalog.

Robertson's North Heights
Pharmacy
1201 E. 35th Street
Texarkana, AR 75502
(501) 774-3666
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The Dragonfly Toy Company Inc.
291 Yale Avenue
\Winnipeg, MB, Canada 0L4 R3M
(800) 308-2208
A Toy company like no other, the
personal services at Dragonfly
make shopping for kids w/ special
needs a pleasure. Play therapist on
staff, toll-free ordering and delivery
to your door. Highly recommended
to both parent and professional +
Books and devices.

- - -
TFH (USA) LTD.
4537 Gibsonia Road
Gibsonia, PA 15044
(412) 444-6400
FREE CATALOG! Fun and
achievement products for children
with special needs. Call or ..vrite
for more information.

Switch Kids, Inc.
8507 Rupp Fami Dr.
West Chester, OH 45069
(513) 860-5475/Fax (513) 860-2705
Familiar toys they know & love!
Adapted for switch operation.
Talking Big Bird, Elmo(tm), Disney
mirrors, coin banks, cars, radio
controlled toys & more. All easily
set into motion with lights sound
& action.
Call for FREE catalog.

Van Conversion Dealers
. ___...... .

_
Connecticut

. _

Drive-Master, Inc.
9 Spielman Road
Fairfield, NJ 07004
(201) 808-9709
Full service mobility center, raised

OAK HILL SCHOOL
100 Yearc qf compassion
Exceptional people deserve excep-
tional care. Cl13/0ak Hill School enters
its second century of compassionate
care and ground-breaking education
for children and adults with severe
developmental disabilities.

Residential living
Day and vocational programs
Loving, supportive environment
Dedicated, highly-qualified staff

C113/0ak Mil
120 Holcomb St.
Hartford, CT 06112
(203) 242-2274

Private, 501(c)(3)
Nonprofit Commun!ry

"THEIR COMMUNITY...WITH OUR HELP"
Residential, day, and evening programs
and services for adults with
developmental disabilities.

Paid Vocational Training
Visual and Performing Arts
Daily Living/Life Skills
Therapeutic Recreation
Case Management
Health Services
Off-Campus Activities
125-Acre Wooded Environment

Annandale at Suwanee, Inc.
3500 Annandale Lane
Suwanee, GA 30174
(770) 945-8381

"MAXIMIZING INDIVIDUAL
POTENTIAL" Community-based,
positive learning environment for
difficult-to-place children, adoles-
cents and young adults with MR,
autism, comnmnication disorders
and challenging behaviors. A pro-
gram of the Protestant Guild for
I Inman Servives, Inc.

12-mo. day/residential programs.
10 miles west of I3oston.

ontact: Admissions Director
The Learning Center
411 Waverley Oaks Road
Waltham, MA 02154
(617) 89:3-6000

tops/doors, drop floors, custom
driving equipment; distributors for
Moble Tech., Crow River lifts,
Ricon, IMS, EZ Lock, and EMC
touch pad systems. 41 yrs. of
service to the disabled community.
Please call for more information.
NMEDA member.

Illinois

C & C Ford-Mercury
5th & Monroe Streets
Sturgis, KY 42459
(800) 332-6696
New/used van conversions,
raised roof & doors, Braun lifts
& tie-downs installed by
certified technicians. NMEDA
member.

Indiana
- - ---

C & C Ford-Mercury
5th & Monroe Streets
Sturgis, l<1/ 42459
(800) 332-6696
New/used van conversions,
raised roof & doors, Braun lifts &
tie-downs installed by certified
technicians. NMEDA member.

. _

Kentucky
_

C & C Ford-Mercury
5th & Monroe Streets
Sturgis, KY 42459
(800) 332-6696
New/used van conversions,
raised roof & doors, Braun lifts &
tie-downs installed by certified
technicians. NMDEA member.

Td-State Mobility Inc.
940 Cleveland Ave. S.
Canton, Ohio 44707
1-800-343-3150
New/Used handicapped vans
Immediate delivery available.
Trade-ins welcomed.
NMEDA member.

New Jersey
-

Arcola Mobility
51 Karo Road
Carlstadt. NJ 07072
(201) 507-8500/
(800) ARCOLA-1
New-Used-Trade-Lease-Buy
Full sized, mini, rear and side entry.
We carry products from the f
ollowing manufacturers: Braun,
KneeKar, Vantage, Ricon. and
Pick-A-Lift. If we don't have it, we'll
find it! Financing is available.
NMEDA Member. Please call for
more info

Drive-Master, Inc.
9 Spielman Road
Fairfield, NJ 07004
(201) 808-9709
Full service mobility center, raised
tops/doors, drop floors, custom
drwing equipment; distributors for
Mobile Tech., Crow River lifts,
Ricon, IMS, EZ Lock, and EMC
touch pad systems. 41 yrs. of
service to the disabled commit-lily
Please call for more information.
NMEDA member.

New York

Arcola Mobility
51 Karo Road
Carlstadt, NJ 07072
(201) 507-8500/
(800) ARCOLA-1
New-Used-Trade-I Page-Buy.
Full sized, mini, rear and side entry
We carry products from the
following manufacturers: Braun,
KneeKar, Vantage. Ricon, and
Pick-A-Lift. If we don't have it, we'll
find it! Financing is available.
NMEDA Member. Please call for
more info.

Drive-Master, Inc.
9 Spielman Road
Fairfield, NJ 07004
(201) 808-9709
Full service mobility center, raised
tops/doors, drop floors, custom
driving equipment; distributors for
Mobile Tech., Crow River lifts,
Ricon, IMS, EZ Lock, and EMC
touch pad systems. 41 yrs. of
service to the disabled community.
Please call for more information.
NMEDA member._

Ohio----A
C & C Ford-Mercury
5th & Monroe Streets
Sturgis, KY 42459
(800) 332-6696
New/used van conversions,
raised roof & doors, Braun lifts
& tie-downs installed by
certified technicians. NMEDA
member.

"SPECML ANGEL"
Christmas Card

This precious little Christmas Angel,
with Down Syndrome, is a "perfect"
way to deliver your Holiday
Message.

Inside Greeting:
This Special Angel sent etreight from
above , brings blessings & wishes for a
year filled with love.

-Merry Chri5tmas
C'eard.s printed he color

TO ORDER call TOLL FREE
1-800-932-5472
Visa or MasterCard

20 Cards per box $20.00
Shipping & Handhng $ 4.00

(WI Residents ado lt". sales last

Of send check to
Behhng & Johnson

P 0 Box 189
St Germain. WI 54558



Incontinence Urological Ostomy

Skin Care Wound Care

FREE 50 page catalog featuring

the latest information and products.

Competitive prices

Helpful Customer Service

Call 800-228-3643
Today for a free catalog!

(Mon. Fri. 8 AM to 5 PM Pacific Time)

, FM RESEARCH
MEDICAL

10r, of pretax profits go to medical research

Forward Motions
214 Valley Street,
Dayton, OH 45404
(513) 222-5001
Fut-size/Mini-Van
modifications, new/used lifts, drop
floor, raised roof, lockdowns,
drMng equip. NMEDA member.
Owned by person with disability.

Tri-State Mobility Inc.
940 Cleveland Ave. S.
Canton, Ohio 44707
1-800-343-3150
New/Used handicapped vans
Immediate delivery available.
Trade-ins welcomed.
NMEDA member.

. .

Pennsylvania

Drive-Master, Inc.
9 Spielman Road
Fairfield, NJ 07004
(201) 808-9709
Full service mobility center,
raised tops/doors, drop floors,
custom driving equipment; dis-
tributors for Mobile Tech., Crow
River lifts, Ricon, IMS, EZ Lock,
and EMC touch pad systems.
41 yrs. of service to the disabled
community. Please call for more
information. NMEDA member.

Tri-State Mobility Inc.
940 Cleveland Ave. S.
Canton, G iio 44707
1-800-343-3150
New/Used handicapped vans
Immediate delivery available.
Trade-ins welcomed.
NMEDA member.

Tennessee

C & C FordMercury
5th & Monroe Streets
Sturgis, KY 42459
(8001 332-6696
New/used van conversions,
raised roof & doors, Braun lifts &
tie-downs installed by certified
technicians. NMEDA member.

West Virginia
-

Tri-State Mobility inc.
940 Cleveland Ave. S.
Canton, Ohio 44707
1-800-343-3150
New/Used handicapped vans
Immediate delivery available.
Trade-ins welcomed.
NMEDA member.

BOOKS, AUDIO/VIDEO &

EDUCATIONAL MATERIAL

Turtle Books
Approved by the Ametican kadernY
of Pediatrics. These upbeat stories with
warm, colorful illustrations address real
issues found in the lives of real children
with disabilities. Provide a bridge of
understanding for your children with
disabilities. siblings & friends. FREE
Brcchure.
Jason and Nordic Publishers.
PO Box 441,
Hollidaysburg, PA 16648.
FAX (814) 696-4250

. .

FreeThe 1935 Woodbine
House/Special-Needs Collection,
a catalog of excellent books for
parents, children, and professionals
on autism, CR Down syndrome,
Tourette syndrome, mental retarda-
tion, visual impairment, physical
disabilities, special education, and
more. Woodbine House,
6510 Bells Mill Road, Bethesda, MD
20817, (803) 843-7323

FreeThe NEW Special
Needs Project Book Catalog
The best books froni all publishers
about disabilities. Comprehensive
resources for parents, children &
professionals. Special Needs
Project. 3463 State Street, Santa
Barbara, CA 93105, (800) 333-
6867.

THE WATER WALKER

* Prone or supine support.

* Contour lines that allow
use of arms and legs.

* Straps to secure person
on float.

* Pillow tbr head support.

* S.M.L

Improves coordination,
postural control and
muscle tone.

Provides independence.

Secured in center with
belt or seat.

Trade-in policy.

S,M.L
Covered by most
insurance companies.

AQUATIC THERAPY FLOAT

Contact:
AQUATIC THERAPY
1903 East B Avenue
Plainwell, MI 49080
(616) 349-9049

Circle *118

Respecting Dreams... Building Futures
Autism Society of Digo Annual Conference

November 3 & 4, 1995

The Autism Society of Ohio, in collaboration with the Autism
Society of Indiana is pleased to announce the 1995 Annual

Conference held Friday and Saturday, November 3 and 4, 1995.

This year the conference will be held in Columbus, Ohio at the
Columbus Marriot North.

Invited speakers for this conference include: Dr. Ralph
MaurerUniversity of Florida, Dr. Diane Twachtman, Carol Gray,
Richard Simpsoneditor of focus on Autistic Behavior, Nancy
DalrympkUniversity of Kentuck,,, Dr. Melvin KaplanOptical

Therapy, Dan Crimmons, Denise Sawan CarusoSLP/CCC, Lynette
Scotese-WohilaOTR/L, Sean Barron, Dr. Max WiznitzerRainbm

Babies and Children's Hospital, and many more.

The format for the conference will he a keynote followed by
breakout sessions. Individual sessions, 'Is well a.s panel

discussions, will be presented.

Professional Credits Pending: Ohio Department of Education
Approved Provider, CEU Credit, Ohio Department of MWDD Credit,

Social Work Credit, Nursing, CNE.

For registration forms or more information, call:
(216) 655-2568, (216) 467-9491, or (216) 650-1311
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On the day of his first big karate tournament,
Barry pauses to flash a smile for the cam-
era. Wrth him are two of his biggest fans
David Lloyd, his instructor, and Clara Mills,
his grandmother.

CHILDREN'S PAGE

The

Karate Kid
by Barry Atkinson

My name is Barry When I grow up,
I will be a black belt in karate. I
have taken karate lessons for

almost a year I wanted to take karate
lessons because I like Kung Fu movies
and because I wanted to know how to

protect myself.
I am an orange belt now. I take karate lessons

two times a week. Sometimes I have group classes,
and sometimes, I have private lessons. My teacher's

, name is David Lloyd.
I have spina bifida, which means I don't walk so

great. When I first started lessons, I did karate in
my wheelchair. But Dave said he wanted me to try
to get out of my wheelchair. So I did. Now I do
karate standing up like the other kids. Dave says I
can do anything I want to doeven if I use crutches
and have a trach. He makes me work hard, some-
times until I am sweating! I am the only kid at my
studio who uses a walker. Dave doesn't care
though; he even makes me do push-ups like the
other kids.

Last spring, I was in my first big karate tourna-
ment. My grandma came to watch. I was the only
kid with a disability, so I was kind of nervous. But I
competed any-
way, and I even
won a trophy!
Dave said he

was proud of me. And I was
proud of Dave tor being my
teacher EP

Barry, who is very proud of a
new eaning that makes him
"look like a real rock-and-roll
star," is a big fan of Elvis
Presley. "I'm learning how to
playthe guitar like the King!"
he says.

Barry Atkinson, 11, lives
with his josterlionily in

1 hint h triton Beath,
Cafilinvia Ile is

a fillh-gmder
al Moffett

Elenwntary
School.

Parents' turn:
Our 11-year-old foster son, Barry, is a
delightful child, who happens to have
spina bifkla with the Arnold-Chiari mal-
finination of the bminstem and cerebel-
lum, hydrocephalus, a gastrostomy-button
and a tracheostomy. Barry spent his first
seven years al a stalefacility for individuals
with developmental disabilities, where he
was often ilk Many people saw him as a
sickly child who was too medically fragile
to leave the hospital setting, let alone
attempt any kind of sport.

But almost,from the day Barry moved
in with our family, he begged us to sign
him up for karate lessons. We deckled to
give it a try, but were initially unable to
find a studio that would consider accept-
ing Barry. Though discouraged, we kept
looking because Barry was so insistent.
Finally, we found David Lloyd, a teacher
at United Studios of Self -Defense, who
was able to look beyond Barry's disabilities.
Bony was welcomed with open arms
fnom the first day of class.

Dave has never allowed Barry's disabil-
ities to interfere with his training in
kande. Tlo help Barry keep up with his
,wers, Dave provides him with ertm
support and training in weekly private
lessons. Dave pushes Barry to do all he is
capable of, hut also finds creative ways to
adapt few Barry's physical limitations.

As Barry's strength and endurance
have incroosed, he's rimed from his
wheelchair to a reverse walker and,

finally, to forearm crutches. He hasn't
missed one kande class yet d ue to illness!
It has also been great to see Barry.' develop
friendships with other students; he
spends the first Jew minutes of each class
greeting all his friends. Finally, and most
,importantly, we have seen huge kips in
Barry's self:esteem and confidence. We
can't express lune pleased we air with
Dave and everyone at Un iled Studios.
They have made a hrmendous difference
in Barry's life!

Mark Andrews & Ann Belles

T
he Children's Page welcomes contributions from children with disabilities, their siblings and Iheir friends. Be

creative! Send your stories, photos and artwork to: Children's Page, Exceptional Parent, 209 Harvard Street,
Suite 303, Brookline, MA 02146-5005.
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An active honor roll student, Tammie Groth doesn't believe in obstacles. Neither does her mother,
Connie, one of the many General Motors employees whose own lives are affected by physical disability.
It's their valuable insights that help make the GM Mobility Program work. Transportation means
independence. That's something the people at General Motors know from their own experience.
Call the GM Mobility Assistance Center. We'll give you: The names of local companies that provide driver assessment
services, adaptive driving devices and vehicle modifications. An informative videotape, "On the Move Again:' Sugges-
tions for the General Motors cars and trucks that might work best for you. Then, if you buy or lease a new GM vehicle,
we'll reimburse you up to $1000 toward the cost of adapting it or reinstalling your own adaptive equipment. Call
1-800-323-9935 (TDD users: 1-800-TDD-9935), or contact your Chevrolet, Pontiac, Oldsmobile, Buick, Cadillac or GMC
Truck dealer to find out more.
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Perfect for hoMe or school,
Complete Seat has easy
adjustments for infinite
positioning. Adjustable head
support, tray/floor base,
shoulder strap harness, tilt-
in-space and lateral support

add extra security.

Complete Seat adjusts to
accommodate children up to

40 pounds and conveniently
fits standard strollers, high
chairs and wheelchairs. It's so

versatile it can also be used

as a floor sitter.

Complete Seat makes it easier

for children to interact with

their peers...while providing the
seating intervention they need.

NEW Complete SeatTM
From Tumble Forntr

Because their world
is in your hands

Call today for more information:

1-800-323-5547.

(
t.1
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Salk , and 4 tall, in Ow
#8600 lInluL Bath hoir

t:Mi75 I ft.'ad l'ad

Columbia offers you solutions to the daily challenges of
bathing, toileting and transporting your child - with comfort, safety and ease!

You and your child face some tough
challenges, but you're the one who must
solve them in the most practical ways.
Here's how we can help.

At toileting time, our
Toilet Supports fit
easily onto any toilet;

remove easily, too. And
our Positioning

II I Commodes give
the same

, toileting
support in any

location.

85800 Hi-Back
Positioning Commode

for junior adults

At bathtime, our popular Wrap-
Around Bath Supports and Reclining
Chairs allow your child- and you- to
enjoy the bath.

A

07200
rap-Around
Support

'8600 714141411111K
Medium 'Winer
for a child 40"-54"
tall, up to 130 lbs. 'IT

When your child has outgrown that
infant car seat, you can have peace of
mind knowing that the Columbia Car
Seat has been crash tested for children
from 20 to 102 lbs.-yet weighs only 11

pounds! Comfort, style
and adjustability have ,

made it the No.1
choice since 1986.

Why do these
products work
so well?
Much thought and "-1111W
care go into the design of each
Columbia product. We make each item
in the right size for your child, with lots
of adjustability for a custom fit. They are
made of durable materials, proven in
real life. Made in the USA and sold all
over the world, Columbia products are
leaders in all their categories.

Get all the details from our FREE full
color catelog. "Sharing the Caring"
means products that work!

CALL 1-800-454-6612 TODAY FOR YOUR FREE CATALOG
Columbia Medical Mfg. Corp., Dept D2eJ13o. Box 633, Pacific Palisades, CA 90272
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Cover Twelve-year-old Justin Edwards
(right) plays football for Savannah Mid-

dle School in Kinston, North Carolina,
where he is a sixth grader. Justin has
cerebral palsy and is non-verbal. Justin's

mother, Parmilla, promised her son that

if he was willing to train the teachers in
his regular classroom to use his new
augmentative communication (AC) de-
vice, she would support him in pursuing

the activity of his choice. Justin chose
football. When Parmilla and one of the

coaches spoke on the phone, they
decided Justin could be a manager and

help his teammates during practice.
Justin, listening from the other room,
objected heartily. Repeatedly pushing the

same button on his AC device, Justin told

his mother, "Play, play, play!" Parmilla
knew she couldn't go back on her
promise and is glad she didn't: "I had the

same fears other parents haveand I
was also excited." Justin now plays on
both defense and first string offenseas
his coach says. "he has no fear." Justin

lives in Kinston, North Carolina with his
brother Samuel, 7, his parents, Parmilla
and Spencer Edwards, and his aunt,
Maryann Savage. He is pictured here
with teammate Brett Houghton (left), 11.

Photo: Lindsey Hall.

V.01..1V 0.1.

FERMI.% MOT (ISSN 1416.31SH Ispubkard malady 12 times per year by PsyTA Corporation, WO Harm! St. Ste. 303,11rwkfine, MA 02146-50W. *Is mem!, (*lien 01095 by Coporatim. acinoxiit
MOM® lax registemd tratiernark of the Payal Cogaratian. POSUMSIM Wait rad Warm than,gea to: LVITHONAL PO. Ha 30W, Dept. EP Dernik, NJ. Rat Stroud -dam jot* pa al Baton. Slam and

additional inalliNallIma (IEPS 7n7-810). Bask annual subsuiption rate Is $2&00 prorar An m! sulacriptIon rate far Canada Is VD 01S. tiarksonly); AO other forelgnewnt rim LH HI& ha% only).

SOMME SERVICE: Direct all induidvs Alms% clump at EXCEPTIONAL PAREn PO. liax 3000, Drpt. ET, MOW, NJ. 07534. Star.vdta Pmbk.ntc Call OM ri,24.73 and ack tor rokner Senire,i3avpliml Pima.

To pkre new van, ad (8X) 2474081 Batk iviati incur a dant. (tali each and dtperal upon availability.

ci



I I ' I

13th Annual Technoloa Issue
EXCEPTIONAL PARENT'S first technology issue (1983) described how "newfangled"
personal computers were beginning to impact the lives of individuals with disabilities.
None of us could have predicted the contents of this year's technology issue! In this

issue, several young people describe their on-line travels in the
invisible world of telecommunications; they describe how this
technology provides greater independence while preparing them
for friendships in the "real world" of their "off-line" schools and
communities. Other articles describe additional exciting oses of
technology by children and parents.

What will the.Inture bring? We invited Alan J. Brightman to
address this question. Alan has been at the forefront of the tech-

STANLEY D KLEIN PH.0
nological revolution for people with disabilities since the mid-

. ,

1980s, when he founded Apple Computer's Worldwide Disability
Solutions Group. His guest editorial takes us beyond.thoughts of ever-better "gad-
gets" to the vision of a truly "connected" future.

Self-advocacy
"Self-advocacy" describes individuals with disabilities taking charge of their lives
and educating others in ways that are as exciting as the magic of technology. This
issue's Role Model, James Meadours, and other self-advocates were informative
participants at a recent national meeting I attended. This issue's Youth Connections
focuses on the same topic and features the voices of high school students with
disabilities talldng about the need to take control of their futures.

IDEA reauthorization
Many people have expressed concern about the future of the Individuals with
Disabilities Education Act (IDEA). In "'Special Education' Deserves Special
Emphasis," Rep. Randy "Duke" Cunningham (R-('A) may put some of these worries
to rest as he describes clear, ongoing, bipartisan support for the IDEA.

Health care concerns
At recent. annual conferences of the American Academy of Cerebral Palsy and
Developmental Medicine and the National Organization for Rare Disorders (NORD),
I had the privilege of meeting parents, professionals and people with disabilities,
and listening to their wonderful feedback about our magazine. Many also expressed
concerns about the future of health care as "managed care" increasingly becomes
the favored approach. At the NORD meeting, David Hirsch, our Ask the Doctor
columnist, described his efforts to help managed care providers in Arizona under-
stand the necessity of appropriate care for every child, including those with compli-
cated needs. Nexi month, we will begin to present information about managed care
and its implications.

EXCEPTB INA', PARENT had the privilege of collaborating with NORD to present its
largest conference ever. Kim Schive, David Hirsch, Joe Valenzano and I participated
as speakers and were able to meet informally with many readers, while members of
our fine staff assisted the ever-energetic NORD team. This meeting was inspiring to
all participants and a shining example of the difference one parent can make (in
this case, NORD founder Abbey Meyers).

A "must read"
The November issue of LIFE presents a compelling
cover story of men and women who served in I he Gulf
War, mid who are now itwolved in a more complicated
knir of dutyparenting children with disabilities and
special health care needs. Regardless or our politk-al
opinions, these parents and children deserve our atten-
lion, love and support.
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Respecting Choices
just finished reading the September

issue. Thank you so much for the arti-
cles on educational choice. I was so
happy to read that we are not the only
parents who do not always agree with
inclusion.

For several years, we dealt with a
county and school district that wanted
to treat our daughterjust like any
other "normally developing" child.
That approach may be great for some
children, but not for ours. Our hearts
sank when the school district offered
our daughter only an hour a week of
hidividualized therapysessions that
consisted mainly of playing peek-a-
boo. Ani then they mainstreamed her
into Hes.d Start, and told ths she would
learn to function like any other child
just by being left alone to wander
around and observe.

We are very fortunate that we were
recently able to move to a larger city,
and enroll our daughter, now five, in a
developmental preschool where she is
receiving the one-on-one therapy and
individualized attention she deseives.

I-XCEPTIONAL

Caw.
Vot,

7b reach out to parents
of children and young adultsMullin

with disabilities and special

health care needs and to the

professionals who serve families

To empower parents and
professionals by providing
practical information and
emotional support.

EDITORIAL ADVISORY BOARD

LISA BLUMBERG, J.D., Corporate

Attorney. Aetna, Hartford, CT

T. BERRY BRAZELTON, M.D., Clinical

Professor Emeritus of Pediatrics,

Harvard Medical School. Boston, MA

CHARLENE BUTLER, Ed.D, l'resident,

American Academy for Cerebral Palsy

and Developmental Medicine.

Rosemont, II,

FRANCES P. CONNOR, Ed.D., Pmfes.sor

Emerita. Special Education.Columbia

University Teachers Coliege, New York. NY

She is happy and thriving in this envi-
ronment, learning more than she ever
learned by being left alone to
"observe" her "regular" classmates.

Thank you, EXCEPTIONAL PARENT, fOT

the wonderful articles. And thanks to
all the parents who stood up for what
was right for their children!

K H., Idaho

P.S. EXCEITIONAL PARENT recently pub-
lished our Sean* letter, and I wanted
to let you know how pleased we were
with all the responses. Thank you ro
all those wonderful, caring families
out there!

111 Kudos on your September issue and
the articles on educational choice! I
support inclusion for most children,
but not for my son. Those of us who
do not believe inclusion is the "least
restrictive environment" for our chit-
dren are often made to feel like inade-
quate parents.

I'm glad ExcErnoNnt. PARENT depict-
ed other points of view besides the
prevailing sentiment that every child

ALLEN C. CROCKER, M.D., Director,

Developmental Evaluation Center,

Children's Hospital, Boston, MA

ELI FACTOR, D.M.D., Parent, President,

Wheelchair Motorcycle Association,

Brockton, MA

MURRAY FEINGOLD, M.D., Physician.

inthief, National Birth Defects Center,

Waltham, MA

SANDRA B. FLEISHMAN, Parent,

Project Director, A WORLD OF

DIFFERENCE Institute, Antillefarnation

League, Boston, MA

BRUCE M. GANS, M.D., President,

Rehabilitation Institute of Michigan,

Detroit, MI
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Washington University Medical School,
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Psychiatry, Univ. of Michigan Medical
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DAVID HIRSCH, M.D., Phoenix

Pediatrics, Phoenix, AZ
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should be educated in the regular
classroom. Inclusion is not for every
child. It never has been, and never will
be. Decisions about educational place-
ment should be left to parents!

A.J., Ohio

These Ads DO Belong Here!
I strongly disagree with the letter from
J.V.S. of Colorado (September 1995,
"These Ms Don't Belong Here!")
regarding ExcErrioNAL PAREN-r's inclu-
sion of advertisements from private
educational and residential facilities.

My son, Stephen, is a beautiful,
happy, social four-year-old who hap-
pens to have cerebral palsyspastic
quadriplegia with tremendous exten-
sor 1 one (an abnormal pattern of
nmscle movement in which a child's
body becomes stiff and straightens
out). When Stephen lies on his back,
his body becomes a rigid, 40-inch
"board." I already have difficulty lift-
ing, carrying and moving him to and
from his wheelchair, standing frame,
bed and play mat. 'Pry to imagine
what it will be like to do those things

con! hum( tot pay' 6

GOODWIN D. KATZEN, Fanner
Executive Director, Rockland County

Center for the Physically Handicapped,

Pomona, NY

SUSAN M. KLEIN, Ph.D., Professor
of Special Education, School of

Education, Indiana University,
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DINA LOEBL, Ed.D., OTR,
Associate Professor, Department
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of Education, New York University,

New York, NY

EDWIN W. MARTIN, Ph.D., President

Emeritus. National Center for Disability
Services, Albertson, NY

JAMES MAY, M.A., M.Ed., Project
Director, National Fathers' Network,

Bellevue, WA

JEAN B. McGREW, Ph.D.,
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EDWARD NEWMAN, Ph.D., Professor,
Temple University School of Social
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Boston University School of Dentistry,
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HARVEY PRESSMAN, President,
Corporation for Opportunity Expansion,

Newton, MA

SIEGFRIED M. PUESCHEL, M.D.,
Parent, Prof. of Pediatrics, Brown Univ.
School of Medicine, Providence, RI

RICK RADER, M.D., Director,
Institute for Developmental Medicine,
Orange Grove Center, Chattanooga TN

PEGGY MANN RINEHART, B.k, Parent,
Director of Communications, Center for
Children with Chronic Illness and
Disability, University of Minnesota,
Minneapolis, MN

JEROME ROSNER, 0.D., Professor
of Pediatric Optometry. University of

Houston, Houston, 11

HARILYN ROUSSO, A.C.S.W., Director.
Disabilities Unlimited Counseling &
Consultative Service, New York, NY

B. J. SEABURY, M.A., Director,
Child Life Dept., Rhode Island llospital,
Providence. RI

HOWARD SHANE, Ph.D., Director.
Communications Enhancement Center,
Children's Hospital, Boston, MA

CAROL TINGEY, Ph.D., Parent,
Psychologist, University of Utah
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Associate Professor, Retired. School of

Graduate Dentistry, Boston University,
Boston, MA
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Lightweight Portability Solves
Transport Problem

Convaid's buggies are the answer for
moms and kids on the go. Long known

t.or their patented folding design, they

told with all positioning :,idaptations in
place. Moms can easily litt and store the
buggies in a car trunk. Great for indoor
of outdoor use. Circle # 209

11"

Full Range of Accessories
A choice of up to twenty options on
Convaid's buggies includes a transparent
detachaHe tray, made of unbreakable
Lexank , and a detachable campy for
shade and protection from the elements.

Circle # 208

New Bus/Van Tie-Down Models
Now available, the Cruiser Transports, a
new bus/van tie-down buggy line from
Convaid, successfully crash tested Ai
MPH, 201 decel in a forward-facing
configuration with up to I 70

dummy, using a Q-Straint (with
lock) tie-down.

II

f./

a

Convaid continues to add to Its broad
range of positioning buggies to fit anl age,

any size and most tight budgets Choose

from the Cruiser line with its many
different positioning accessories, the EZ

Rider with its quick folding design, or any

ot Cons aid's compact folding buggies. Plus

we offer the Cruiser Transport line, a

busli an ne-down successfully tested with

up to a 170 lb dummy

All Com aid buggies feature our patented

folding design uhidi clumnato slump and

the hazard ot accidental folding. Imagine

the possibilities.

Modem the USA Fa e Year Warrant

Circle # 126

IJ 1 8

Good Looks, and Custom
Comfort Make Kids Smile

Convaid's EZ Rider makes t ransport ea,v
and fon with six colors, several si:es and
extensive -,-.1justabilitv. Circle *210

44,

__

Convaid
PRODUCTS INC

*LI ,(1,- ','_;41
1,1:1,,t1,,i45,,
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cont i n ued .f.ro In page 4
wit h the six-foot, 165-pound adult
my son will one day become!

I face the reality that someday I may
no longer be able to physically manage
my son's needs. In fact, I have already
permanently dislocated a joint from
lifting hint. Therefore, it is a comfort to
know, right now, that there are stimu-
lating, interesting, attractive, activities-
oriented, appropriately staffed facili-
ties that may someday serve Stephen's
needs. Frankly, without the knowledge
that such places exist, contemplating
the future would make me even more
worried, nervous and guilt-ridden than
I already am.

I implore everyone to understand
that all children and their families have
unique needs. Please look beyond
your own situation and ny to under-
stand that these facilities serve a very
real neekt for many people.

Thank you, EXCEPTIONAL PARENT, for

continuing to support the concept of
"choices" for parents and children. By

providing us with a range of quality
information, 1 his publication helps par-

: ents and children to make good,
informed decisions based on a thor-
ough knowledge of all options.

Carolyn Das
Michigan

Not Just For Parents!
Last year, when I began working at a
school for children with developmen-
tal disabilities, I picked up a copy of
EXCEPIIONAL PRENT for the first time. I
loved it! I immediately ordered a sub-
scription foi. myself and have enjoyed
it ever since.

I am in college studying to become
a special education teacher and have
found EXCEPTIONAL PARENT to be an

excellent resource. I learn so much
from the articles. The magazine also
gives me access to products and orga-

; nizations.
Many times, when I read an article I

can relate it to a child I have worked

with. These articles give me a better
understanding of families and the frus-
trations they face.

I just want to thank you for such a
wonderful magazine, and thank the
parents who take the time to write.
EXCEPTIONAL PAREN'T iS invaluable not

only to parents, but also to profession-
als and teachers.

K.S., Colorado

Rhizotomy
The article "Selective Dorsal Rhizotomy"
(August 1995) mid the stories from
families ("Go For It!" and "Evaluating
Success") were interesting to me
because my son, Dustin, had this
surgery five weeks ago. Like Sean in
"Evaluating Success," Dustin's spas-
ticity prior to surgery was so strong it
was difficult to hold him or get him
into his wheelchairhe had an "exten-
sor thrust from hell," so to speak.

Dustin has fought some valiant
continued on page 8

NEW! The kid-TMEXtm, a supor light
foldable stroller, that provides
padded therapeutic positioning, mai iy
years of growth and adaptability

!:=C

kId-T-REXtm Kid-EXtm
Staridaul Model Bus Transport

Pediatric Positioning
& Mobility Products

kid-kart
732 Crulser Lane, Belgrade, MT USA 59714

EI NOY SPICAtm Kid-Kart 2100tm
Mobility Base

kid-kart.
ladEZtot
Tilt 'Recline

lad-T-REXtm
w/Large Wheel Option

Please call toll tree tor
information & literature.

cares about kids. 1-800-388-5278
circle #98

6 EXCEPTIONAL PARENT / NOVEMBER 1995



isC nges
Everything.

Famitu of

Augmentative

Communication

Products

You asked for
a change in augmentative

communication One that will
help build a better future for those

with speech, learning, and physical disabilities
And we're pleased to announce that change

has come Introducing the DynaVox 2 family of

augmentative communication devices
Smarter. Lighter. More flexible. With built-in

environmental control, wireless computer access, 8 or 20
megabytes of memory, and your choice of monochrome
or color display. All at a very affordable price.

And that's only the beginning.
Because we're also pleased to introduce DvnaVox 2

Software for DOS and Macintosh. Now you can turn your
computer into an augmentative communication device to
do client assessments and training. And you can easily

transfer files between DynaVox 2 devices and your
computer without taking away a user's unit.

DynaVox 2. It's the kind of change that call make a
difference in people's lives. A change we can build on
together, to create a whole new era in the freedom
and power of speech.

If you'd like to know more, please give us a call

at 1-800-344-1778.

INSentient Systhenm
I f-bZ.'2

11
n Circle #161



Opening The Door To Success

-

Throwing items, turning over furniture, pulling hair ... the list con-
tinues. For Adam, summers mean more than hayrack rides and swim-
ming. They mean concentrated training, lifeskills, and measurable
gains through Heartspring's Summer Intensive Behavior Program.

Adam, 10, has autism and during his-first few days of the summer

program at Heartspring, he averaged about 45 acting-out episodes a
day. Heartspring staff members developed a plan to interrupt destruc-
tive and aggressive behaviors and to teach Adam more appropriate
ways to communicate his needs and frustrations.

They used reinforcers, such as Adam's favorite foods, raisins and
-apples. and a trip to the local amusement park. A special picture sys-

tem was developed to help Adam communicate his wants and express
his feelings. His program also included around-the-clock extensive

behavior management. By the end of the seven weeks, Adam's daily
episodes of acting-out had decreased nearly 90 percent.

And what do Adam's parents have to say about the program?
"We were pleased with the growth our son exhibited. Heartspring's

summer program met Adam's needs in a diverse way that no other
program we've looked at could.-

To learn how this very special program can benefit your child, call
us today.

Heartspring's Summer Intensive Behavior Program
1996 Session: June 17 to August 1

Application deadline: March 1, 1996

llflAKTSPKING
Building a brighter future for children

2400 JARDINE DRIVE WICHITA. KANSAS 137219-4699

I 800- 835-1043

Circle k3
321
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fights with his spasticity. While in
kindergarten, he wrote the article
"Dustin's Trip to Space" ,,January
1990), using his letterboard. He contin-
ued in an integrated school setting
until he was ten. He wrote stories, won
writing awards, did well academically
and learned Morse code as a backup
to letterboarding.

However, as he giew older, and in
spite of excellent seating evaluations,
Dustin found it increasingly painful to
be in a wheelchair His spasticity
caused him to push against the seat
belt, which caused his skin to break
open. I always had to move his com-
puter switches around as his control
site shifted when his pelvis moved for-
ward in the chain Thank goodness for
Velcro!

By the time Dustin was 14, his seat-
ing problems were really out of hand.
He needed to be repositioned three or
four times during a short trip to the
grocery store, and he had virtually lost
his ability to bend in the middle. We
feared he was becoming bedridden.

Here was my bright young sona
young roan with terrific language skills,
great motivation to communicate,
enough computer equipment to launch
the next space shuttle and a new power
wheelchairbut unable to sit.

Rhizotomy held out hope. We were
told Dustin was a good candidate
because he was truly spastic and
seemed to have some underlying mus-
cle strength. We also had ruled out
other options. Surgety would have
been required to insert a baclofen
pump, and I had spoken to an individ-
ual who had needed repeated surg-
eries before it worked properly.
Likewise, Botox was not an Option,
because too many of Dustin's muscles
were involved.

We were pleased with the rhizotomy
experience. The pain control was
excellent. Dustin was in the hospital
for five days. He now has therapy at
home three times a week. IIis sitting
ability is amazingly improved. I lis com-
fort level is way up. And he is better
able to control his computer.

Ihist hes therapy sessions also have
mnlinned paw 10
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Stockton Red

HARD's Stockton" "Age Appropriate" Bed

accommodates your child with the safety

and convenience you would expect from

the nations #1 manufacturer of hospital cribs

and youth beds.

HARD's "Age Appropriate" Bed includes these exclusive features:

Available in a rainbow of colorful epoxy finishes

and laminate colors to match your room decor.

Currently available in custom sizes to accommodate all ages.

adjustment for convenience and safety.

Attains all orthopedic and comfort positions.

Crib type safety sides are close to the

mattress to protect arms and legs.

Imuld like injOrmation about bow ourlial line
(/ beds and cribs would hen01 your cbild, as well CIS

localing your wares/ HARI) dealer... call us today!

MANI I FACI'l TRI NG CO, INC1
. Buffalo. Nett, lode.

/7800-USF-HAXD
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Medical Supply, Inc.

Mail Order
Medical Supplies

We couldn't list all the items we
carry, so please call if you need a

product that is not listed below.

800-633-2139

INCONTINENCE
Youth size briefs, reusable 2-piece
systems for children, Attends,
Depends, Medline, Tranquility,
Salk, Priva

REUSABLE AND
DISPOSABLE UNDERPADS
Attends, Depends, Medline, Priva,
Tranquility, Salk

WHEELCHAIR CUSHIONS
Roho and Roho for Kids

OSTOMY
ConvaTec Little Ones, Cymed,
Holl ister, NW-lope

WE CARRY A FULL LINE
OF UROLOGICAL, SKIN

AND WOUND CARE,
PRODUCTS.

FREE SHIPPING
on most orders over $75.00

Cull for a free catalog

800-633-21
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continued from page 8

changed focus. Before the surgery, the
goal of physical therapy was to reduce
tone. Now the goals have to do with
strengthening his muscles. Dustin's
head and trunk are already showing
real improvement. He is back on his
three-wheeled bicycle and looks for-
ward to horseback riding.

The ultimate goal has always
been to build a system that would
give Dustin access to mobility and
communication. We had solved
many parts of this puzzle. None of
that mattered, however, if Dustin
could not sit. In effect, he was all
dressed up with no place to go.

How far will the rhizotomy proce-
dure take Dustin? We still do not
know. But I can say this much now:
At the beginning of the summer,
Dustin spent too much time lying on
the couch. Today, he is going to see
Apollo 13 with friends.

Anne Webb, California

Adapted Physical Education
I was thrilled to see the June 1995
issue, which focused on recreation
for individuals with disabilities and
highlighted a number of recreation
opportunities. However, I was dis-
mayed to see no mention of a spe-
cialized recreation resource for stu-
dents with disabilities--the field of
adapted physical education.

I received my Ph.D. in adapted
physical education from the
University of Virginia. In fact, my
dissertat' .1 focused on educating
parents about. the importance of
physical education and fitness. My
special interest in parents stems
from the fact that I have a sister
with a disability.

The law defines physical educa-
tion as a direct service that is man-
dated for all st udeots with disabili-
ties. Not only are physical educa-
tion services mandated, they must
be adapted when necessary.
Students with disabilities can
receive specialized or individualized
physical education servicos
designed and implemented by a spe-
cialist in the field of adapted physi-

'4;23

cal education. Adapted physical
education is not a related service,
so it should not be conducted by
related-service personnel such as
physical or occupational therapists.

Currently, all states have some
kind of endorsement or certification
in adapted physical education.
There is a move toward national
certification, meaning all physical
education teachers interested in
teaching students with disabilities
may someday be required to obtain
a national certification. On the local
level, professionals at colleges or
universities may be able to work
with parents in doing individual
assessments, itinerant teaching,
attending case conferences and
advocating for appropriate physical
education services.

Because a student's health, fitness
and motor skills are so vital in his
or her transition from school to
work, those of us in the field of
adapted physical education feel
very strongly that qualified individu-
als should be teaching students with
disabilities. For years, we have
strived to provide the most appro-
priate physical education services
for individuals with disabilities. Our
greatest challenge has been our
anonymity.

Parents can request adapted
physical education services only if
they know about the field in the first
place. Magazines like EXCEPTIONAL
PARENT are vital in this education
process

Katie Stanton
School of Physical Education

Ball State University
Muncie, Indiana

Emmg's Nmw: lb learn more about
adapted physical education, send a
se(I-addressed envelope with a 32P
stamp to The Adapted Physical
Activity Con ncil/AAALZ 1900
Association Dr, Reston, VA 22091
(703/4 76-3430). Km wit/ meire
infOrmation about the Council and
infOrmation about ordering their
publications.



Goldenhar Syndrome,
Esophageal Defects
My 19-m ath-old son, Casey, has been
diagnosed with Goldenhar syndrome,
a craniofacial disorder characterized
by poor development of facial struc-

tures. Ile was also born with
esophageal atresia (undeveloped
eso)hagus) and tracheoesophageoal
fistula, or TEE meaning that he had

an abnormal passage connecting his
trachea (windpipe) to his esophagus
(the tube that carries food from the
throat to the stomach).

My husband is in the U.S. Army and

served in the Gulf War. We wonder if
our son's birth defects are related to

the immunizaions and medications
my husband took to protect him from

chemical exposure.
I hope to get in touch with parents

of children with similar problems,
especially Gulf War veterans.

M.M., Marylatul

Eorron's Nom The Jallowing orflatti-
zmt ions can pia I1011 in touch with
pirents of cli ildirn who hare condi-
tions similar to that qf your son:

Goldenhar Syndivme Research &

1nfbrmat ion Fund, 8829 Gkowagles
Ln., Darien, IL 00561; (708) 910-
:1939, (708) 910-4065. far.

TEF/VATER Support Network, c/0

Greg and Teri Burke, 15301 Grey

Far Rd., 17)p('r Marlboro, MI)

20772;(.01) 952-6837.
In addition. you may want to

contact the Association of I3irth

Defect Children (A.B.DC, 827 Irma
Are.. Orlando. FL .12803; 407/245-
7035). ABDC serves as a clearing-
house to provide fire lit/6million
about birth dclects, particularly
those thought to be as.sociated with

toxins. In recent years, ABDC has
documented a variety qf birth
delirts thought to be associated
with patrols' participatioli in the
Gulf 1Vat: ABDC helps parrots of
si chili/wit make contact with
earl, Whet; and offers fire partici-
pation in a national birth defect

trgistry thlough a 21-hour, toltfire
registry line (800/313-2232).

Krause-Kivlin Syndrome
My nine-month-old daughter was diag-

nosed with Krause-Kivlin syndrome at
the age of six months. The syndrome
includes brain anomalies; Alyssa has

the Dandy-Walker malformation (a

type of congenital hydrocephalus
caused by a structural defect in the
brain) and seizures. She also has sev-

eral severe visual problems (glauco-

ma, microcorneas, cloudy corneas, no
lenses and a short optic nerve on the
right side), a ventricular septal defect

(a heart condition in which there is an
abnormal opening in the wall separat-
ing the left and right ventricles, or
pumping chambers), a kidney defect
(grade IV reflux) and failure to thrive

Because this is a very rare syn-
drome, doctors have not been able to

tell me what the future holds for
Alyssa medically, visually or develop-

mentally.
I would like to hear fmm other par-

ents who have ait olderchild with
Krause-Kivlin syndmme or professionals
who know a child with this diagnosis

G.R., Pennsylvania

Galactosemia
Our five-month-old son has galac-
tosemia. This is a rare, genetic, meta-
bolic disorder characterized by an
inability to metabolize galactose (milk

sugar). Children with galactosenua
may have mild to severe developmen-
tal delays, and may develop cataracLs,

kidney problems and liver disease We
wouid like to hear from other parents
who have a chikl with this condition

B.L., Ontario, Canada

Empties NOTE: Parents of
Galacto.wmic Children (2871
Stagecoach Dr, lialley Springs, CA

95252; 209/772-2449. ivict(Lx) can
providepdher information on
galactosemia, and can hdp you am-
tact other parents ofchildren with
this tnetabolic dismder

Biting Problem
My 18-month-old so», Ryan, was Nail
with bn»n stem hypoplasia (the cei

ter part of his cerebellum Ls missing

t,

nmtittricil "I; pup 1.2

.1.11,1W

I 01 mote 1401 01a100 pplv
1)10(1111 1N (001.111 uN at 800-600-'8OS

SOO:ii-0601 I I 1 ) 01 00 the

Into net at awkqlsg(fi 0%014) unn
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Lab
Make Life Easier!

NATIONAL 1ST PLACE WINNER!

1-800-582-4338
(tree brochure)

You'll Appreciate the INDEPENDENCE!

Lubidet
(loo-be-day: a toilet attachment)

Gentle, effective, nonintruslve personal cleansing.
Warm water wash. Warm air dry.

Lubldet USA Inc: Dedicated to Healthy Lifestyles! Right or Lett Hand Use

Easy to Install

Easy to Use
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and his mid-brain Ls one-quarter (he
normal size). There is no known
cause, but the result is third nerve
palsy and Homer syndrome (a type of
facial paralysis), affecting his right
eye. He also has myoclonic seizures,
mild cerebral paLsy and probable pro-
found mental retardation.

He can't hold his head up for more
than a few seconds. Nor can he sit up,
roll over, hold a toy in his hand or
even smile. And he never ever cries.

What he ca n do is get his right hand
to his mouth. This would be terrific
except that he has a very strong bite
reflex, so every time his fingers go into
his mouth, he bites downhard.
Although he tries, he can't pull the
fingers out of his mouth until the
reflex is completed. By that time, his
fingers are bleeding.

We've tried putting a slipperover
his hand and fastening it around his
wrist. That worked well for awhile,
but now he bites his fingers through it
and sometimes pulls it off. We've also
tried taping his fingers around a rattle
or teething ring, but he soon wiggles

f)1/ pig,' I.

Search and Respond is an opportunity for our readers to
exchange information about their practical experiences

meeting the everyday challenges of life with a childor ado-
lescent with a disability. We also expect parents to askappro-
priate professionals.

Please indicate whether the letter is a searchor
response. If a response, be sure to note in which issue the

original Search letter appeared. All responsesare forwarded
to the writers of the Search letters; some are published.

Published letters may be edited for purposes of space and
darity

Write or fax

Search or Respond,

Exceptional Parent
299 Haman' St., Ste. 303

Brookline, MA 02146-5005

Fax (617) 730-8742

For information about specific disabilities, contact the
National Organization forRare Disorders (NORD), 100 Rt
37, P.O. Box 8723, New Fairfield, CT 06812. (800) 999-NORD,

(203) 746-6518. Also, see "National Resources for Specific

Disabilities and Conditions" in &CEPIION,41, PA{Cles 1995

Resource Guide (January 1995).

The National Parent-to-Parent Support and

Information System (NPPS1S) is a not-for-profit service
that keeps hack of children with diagnosed and undiag-
nosed disabilities %hose parents are looking fora match.
Parents are matched with a "seteran parent," who has an
older child with a similar condition and who is willing to
provide guidance and suppott Contact NPPS1S, P.O. Box
907, Blue Ridge, GA 30513; (800) 651-1151 ellrm or
(706) 02-8830 (Fax).



tional hospitals and treatment

programs. Because complex

behavioral issues frustrate

treatment of a young child's

neurological deficits. Our

unique medical and behavioral

of multiple failures.

Hospital for Children and Adolescents 9407 Cumherkind Road New Kent, Virginia 23124 1-800-368-3472
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brings the. joy of ::.e.ating
.13.ackto.ipeoPlewith
swallowing. problem's.

Here's thp solution for the
millions of young and old ,

who need modified consis-
tencies.to enjoy eating.-

DIAFOODS THICK-IT,
when.mixed-with hot or..
cold.thick or thin liquids
and pureed foods. Orb-,
duces any desired consis-
tency quickly; easily and .

controllably But it does not
..ohange the-taste or appear-

ance of The food it thickens

DIAFOODS.THICK-IT adds
sixteen calories pe,i' table-
spoon for nourishment'but
is vur y low in sodium for
people on sodium-

^

restricted diets. And it
helps hydrate patients
because it wiH not bind
water or fluids.

DIAFOODS THICK-IT is .

the market-maker and the

;:1 selling.brand of 'Instant
. Food Thickener. It is red-
. ommended by. speech and

language pathologists,
dietitians and nutritionists

. in hospitals, nursing homes
and rehabilitation facilities
across the Country.

For produat literature and
advice, a free sample

. and information where
DIAFOODS THICK-IT ri-kiy

purchaSed. call...
(800) 333-0003.

: . :
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his fingers out of the tape. In addition,
the tape is hard on his skin.

I would like to hear from anyone
who can suggest a solution that doesn't
involve restricting his arm movement.
I'd also like to hear from parents of
other children with profound mental
retardation.

C.H., New Yoi*

Cohen Syndrome
Nicholas, now 15, was the first of our
three children. He was initially diag-
nosed as "developmentally delayed,
with speech and language impair-
ments." Later, his diagnosis changed to
Prader-Willi syndrome, but he eventually
"out-grew" the characteristics of that
disorder. Two years ago, he was finally
(iagnosed with Cohen syndrome.

Cohen syndrome is a rare genetic
disorder characterized by low birth
weight, mild to moderate mental
retardation, deiayed growth, obesity
of the trunk occuring during middle

childhood and muscle weakness.
Children with the syndrome have an
open mouth with prominent lips and
upper central incisors. They are also
very tall.

If your child has been diaposed
with this rare disorder or you know
someone who has, please contact us.
We want to know what the future

i may hold for our son in terms of edu-
cation and employment.

A.R., Virginia

Calling 9-1-1?
My eight-year-old son has severe
difficulties with swech. I am worried
about what would happen in the case
of an emergency that required him to
use the telephone to summon help. I
can teach him to dial, but he wouldn't
be able to give his name, address or any
other information to the 9-1-1 operator.

I have talked with other parents
whose children's disabilities involve
speech. They all have the same con-

cerns. I would like to hear from any-
one who has found a solution to this
problem.

B.L., Pennsylvania

Chromosome Ilq-
At three weeks of age, our 11-month-
old son was diagnosed wit h a chro-
mosomal abnormality involving a par-
tial deletion of the long arm of his
eleventh chromosome. His symptoms
include craniosynostosis (premature
fusion of one or more plates in the
skull), development delays and heart
defects. Only 33 cases of this condi-
tion have been reported since its dis-
covery in 1973.

One networking organization (the
National Organization on Rare
Disorders) has been unable to help us
make contact with another family
dealing with this disorder. We are
hoping to find such a family among
the readers of EXCEPTIONAL PARENT.

,I.B. & E.B., Louisiana

a
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REST EASY
With a Vail 2000

Enclosed Bed

II I

't31

Now your child or loved one can enjoy the fun
of a canopy or tent-style bed. plus the protec-

tion of a soft, sturdy enclosure that:

Reduces falls and injuries.

Controls wandering.

Encourages more relaxed sleep.

Accommodates medical equipment.

Fits all ages from child to adult.

Includes a removable bedskirt and border

in your choice of coloN.

A patented design. Vail beds are frequentl

cmered by private and state-funded insurance.

And they come complete with mattress.

enclosure. manually adjustable head and foot.

I-year warranty lifetime service, and easy step-

h\ -step assembly video.

For a FREE catalog, call
1-800-235-VAIL.
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Colorful Brace Stockinettes
E.L. (May 1995) has a four-year-old daughter who Heats bilateral
KAFOs (knee-ankklbot orthoses) and uses 'Intim linos," cotton
stockinettes that &mod) perspiration and pirvent the plastic ql the
braccOvni sticking to her legs. EL.'s 'Yashion-conseious"daugh-
ter would payer mom mloiful leggings, but tights make diapering
and toileting too difficult. E.L. was seeking a sowtv,lbr pulrhas-
ing colodid Inace stockinette&

When my daughter, Amanda, wore orthodcs, we also had
trouble fulding socks she liked. One solution turned out to be
ordinary boys' tube socks. We bought them in a large size so
they went up to her knees. There were many advantagestube
socks were veiy inexpensive and readily available. They also
wore well and stayed up.

Amanda was delighted to have socks in different colors. I
was never able to find tube socks for *Is, however, so our
color selection was limited to darker colors like navy red and
black. Some styles have stripes, too. This may be a good way to
supplement your daughter's wardrobe.

B.C, New Jersey

Swinging Objects
C.T (April 1995) has a 10-year-old son with Down sgtulmitw.
He also takes Synthroid Jar hypothymidism. Since a young
age, lw has had a tendency to focus on objects that he can hold
and swing a mund. Qllen, as he swings the object, he talks to
himself and, sometimes, spins in chiles. At these times, he
seems to `!zone out." As he has gotten older these behaviom
have increased. C.T was looking Or suggestions to help her
understaml and lessen the firquency of this behavior if not
eliminate it altogether

My 18-year-old son, Dardel, also has Down syndrome. When
he was young, he liked to swing and twirl objects while spin-
ning in a circle, usually babbling as he did so. Daniel outgrew
these behaviors without any intervention.

As embarrassing as this behavior might have been to us, as
stninge as it might have seemed, I believe that these behaviors
helped Daniel process people and events, particularly those that
would otherwise have been overwhelming. If one listened care-
fully while Daniel spun and babbled, one could hear Daniel
naming those events or people.

As I try to help Daniel find ways to cope with day-to-day frus-
tratious now that he is 18, there are times when I am tempted to
encourage hhn to start spinning around again.

AK, New Jersey

Partial Trisomy of Chromosome One
SM aml S.!? (May 1995) air the pairnts qf(t 16-month-old
(laughter, Ashle.y, who has pa dial trisomy of the finst chromo-
some. 77te.11 hare been l(Milde 10 locate any other children with
this channosomal almormality and weir look ingfar inlbrma-
lion about this condition.

My daughter, Erin, was born with ptuiial trisonly one. She is
now nine years oldI hula. that gives you somet hhig to feel
good about.

3
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When Erin was born, she was put in

a special care nursery because her
body temperature would not re50.-ite.
In that nursery, a heart murmur
detected and x-rays indicated a problem
with her lungs. Her pediabician sug-
gested genetic testing.

When Erin was three months old,
she was diapased with partial trisomy
one. What stands out most clearly in
my mind about that horrible day was
the geneticist telling me that Erin
would "probably die." She told as there
were just six reported cases of the dis-
order These six cases included two
brothers who lived into their
thrties (they had no heart problems but
had very severe mental retardation)
and three girls who had heart prob-
lems; all three died by the age of 16
months. The sixth case was a sibling of
one of these three girLs who was diag-
nosed prenatally by anmiocentesis and
aborted. Since Erin had a heart condi-
tion like all the babies who died, the
doctor did not give us any hope.

I lived the first 16 months of Erin's
life wondering evety morning if she
wouki be alive when I walked into her
bedroom. I always felt that if she could
make it to 16 months, she would have
"beaten" the others and would make it.
But I was afraid to love her for fear that
I would lose her. Eventually Erin's car-
diologist heard about this arid assured
me that Erin's heart condition was so
minor that, had she not }wen in a special
care nursery, it would have gone unde-
tected. But I have never forgiven the
geneticist for those first honible 16
months. And I have always hoped that
somehow Erin's story would be an
inspiration for another family.

You should see Erin todayshe
walks, she talks, and she has a sense
of' humor and a winning personality to
match. She loves to swim, ride her
bike and "trash" her bedroom. She has
developmental delays but is 99 percent
pot ty-trained, recognizes many printed
words and knows the Pledge of
Alle0ance.

Erin attends a class for children
with multiple disabilities within a regu-
lar public school. She is mainstreamed
iiito rep ilar third grade classes, mostly
kw socialization. She receives physkal,

occupational and speech therapies.
I hope that this letter brings you

good news and hope. I would be so
happy to talk with you at any time, and
if I put Erin on the phone, I'm sure she
would chat with you as well! I hope to
hear from you.

KA., Neu' Josey

Supervising a "Runner"
L.K. (August 1995) has a three-riff:r-
ob! son, Jimmy, who has «utism.
Jimmy is consideird a "runner;"
is not constantly superrised, he will
run away. L.K. has tried using a
tracking derice, but Jimmy reMses to
keo) it on. LK wanted to know how

paIrnts of "runnels" deal with
this ploblent.

I can't directly address the issue of
running, but since my five-year-old son
is aLso nonverbal, I share your con-
cerns about identification during ari
emergency In the wake of the
Oklahoma City bombing, I began
searching for a way of ensuring that a
rescuer would be able to Ove an
appropriate response. My solution was
Medic Alert.

The Medic Alert Foundation (PO.
Box 1009, 232:3 Colorado, lock, CA
95381; 800/344-3266) Ls a nonprofit
organization that distributes personal-
ized ID bracelets marked with a med-
ical emblem and carrying a short
phrase and a toll-free number My
son's bracelet says "multiple disabili-
ties." Other possibilities might be "non-
verbal," "autistic," "communication
disorder" or any term you prefer. The
type Ls small and not easily read by
casual bystanders.

The toll-free number connects res-
cuers to the foundation's 24-hour data-
base, which contains information you
have provided. My son's information in
that database includes his
name, address, birth date,
social security number
and blood type; my name
and my home and office
phone numiwrs; anti the
name and mumber of a
family friend. It also con-
tains the priority nwssage
that he he transported to
his "home" hospital,
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where he is well-known and where
health care workers can access hLs
records for a complete picture of his
extensive medical and developmental
history. This same information is print-
ed on a wallet card, which I (any. (My
son and I are not of the same race, so
it's likely that in an accident involving
multiple victims, rescuers would not
immediately realize we are related.)

The Medic Alert cost is minimal,
and qualifies as ari IRS-defined medical
expense. Information in the database
('an be updated at any time.

I've learned not to use the word
"impossible," but the clasp on the II)
bracelet Ls tricky enough to nrcke it
extremely difficult to remov?, especial-
ly with one hand.

PW, Illinois

My son aLso will "run" if given half a
chance. To deal with the situation, we
had an alarm system installed. The
company was able to prowam it to
beep any time any door or window is
opened. ThLs "beep" is not the full-
siren alert that would sound in the
case of a break-in occurring when the
system is "armed." And, unlike the
case of a full-siren, break-in alert, the
monitoring company is not notified
when a "beep" occurs. I'll admit that
this beep can be annoying at first
especially when it repeatedly sounds
as one is brinOig in the groceries. But
we've gotten used to the sound, and it
has alerted us to otw escapee on many
o('casions.

A Medic Alert II) bracelet was the
other worthwhile investment we have
made. The bracelet lists his diaposis,
mune, phone number and the fact he
has limited ability to comprehend
speech.

K.G., Arizona

Tell us about...
... memorable

family vacations.
The last vacation st ories we published (April 1995)
were such a big hit, we want to do it again. Slif.ae
your stories and photos with other readers!

Write to: Readers Talk, ExcEPTIONAL PAHENT, 209 Harvard
St., Suite 303, Braoklilw, MA 02146, (617) 730-8742 (fa-r).
A sampling Of reathw responses to this question nih
appear in a filture issue.
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He's never gone on a
sleepover before

because he wets the bed.
(But tonight, with GoodNites; that will change.)

For years, he not only had to stay home
while his friends enjoyed sleepovers, he
could never tell anyone the real reason.

But all that is about to change. Because
tonight he has Pull-Ups GoodNites
disposable absorbent underpants, the first
ever for larger children. GoodNites come in

two sizes designed to fit kids 45 to 85+
pounds. They're plain white, like regular
underpants, and thin enough to disappear
under pajamas. That way no one knows
they're on.

Yet GoodNites are so absorbent even
more absorbent than before they'll take
care of any nighttime accident. So your

child will wake up to clean, dry sheets;
which means your child can enjoy sleep-
overs and vacations without worry.

It is estimated that some 3 million chil-
dren-10 percent of all children ages 5 to 10
wet the bed more than once a week. The
causes vary, so it's important that you visit

your pediatrician. You
could be in for some
good news. But one
thing is absolutely
certain. Your child will
outgrow bed-wetting.

In the meantime,
use GoodNites.

GoodNites mean Good Mornings
tircN11.133
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You can't keep a
good kid down!
Allison Twomey, 9,
climbs the slide at a
local park while her
dad, Patrick, spots
her. Allison, who
lives in Dixon,
Illinois, with her
parents and little
sister Hannah, has
congenital
hypomyelinative
encePhalonemPaltlY,
a cyclical vomiting
illness and Moebius
syndrome. "Allison's
legs and feet are still
weak, and she spends
most of her time in a
wheelchair," says

her mom, Cathy, "but she is constantly getting out of her
chair and getting into things she never could before!"

a-

Krystal Miller, 4, of Alexander, Arkansas, uses her
head to push a big, red switch that turns on her tape
player. Krystal, who has spastic quadriplegic cerebrai
palsy, loves to tease her speech therapist by waiting
until the therapist leaves the room to activate the tape
player. "Krystal has surprised a lot of people by doing
things they thought she never would," Her mother,
Maggie, writes, "but I always had faith in her."

Would you like to share a favorite candid snapshot or slide of your
child and/or family with other readers of EXCEPTIONAL PARENT? Send it to:
Readers' Photos, EXCEPTIONAL PARENT, 209 Harvard Street, Suite 303,
Brookline, MA 02146. (Sorry, photos cannot be returned.) On a separate
sheet of paper, write your child's full name, age at the time photo was
taken, address and daytime phone number, and identify everyone in the
photo. If you like, you can also write a few sentences about your child.
Then look for a familiar face in an upcoming issue!
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Two-year-old Brendon Kelley loves to "help" with the
laundry. Brendon, who has Down syndrome, lives in
Cincinnati, Ohio with his mom, Valerie, dad Patrick,
and big sister, Elizabeth. "Five surgeries and eight
hospital stays have not dampened his spirit or
reduced his curiosity," writes his mom.

The sky's the limit for
aspiring pilot Shaun
Kelley, a four-year-old
from Kearny, New
Jersey. Here Shaun tries
his hand at the controls
of the STAT Flight
Medivac Helicopter in
Valhalla, New York.
During a recent stay at
the Westchester County
Medical Center, Shaun,
who has hydrocephalus,
was treated to "flying
lessons" from the
Medivac flight crew.

Heeeere's Nicky!
Nicholas Cugini, 4,
wows the audience

every night in his
living room in

Houston, Texas.
. Nicky, who has
cerebral palsy, lives

with his parents,
Rob and Eve. He

attends an
inclusive pm-school
and loves coloring,

Power Rangers
and books.



Prown by ouer 20 years of use in the mobility
marketplace, you can count on the quality and
dependability of the original Braun
Lift-A-Way'

77w fully automatic rear post Swing-A-Wat
hft provides the widest clear path access in the
industry for passengers and cargo

111
The new Lift-A-Way DK" is the latest in the
Braun line of wheelchair lifts. The ARS
engages before there is any vertical playbrm
momment.

The Braun Chair Topper' car top wheylchair
carrier is available in the driver's side
configuration of the optional passenger side
design.

Braun has recently
released a helpful booklet
entitled "Guidelines". If
you are seeking an
adapted vehicle, this is
an excellent resource for
equipment selection
and funding sources.
All sources for motor
vehicle rebates are

A also listed in this
comprehensive
booklet.

"Guidelines" is available at no
charge by calling Braun toll free at
1-800-THE LIFT.

Entervanim
The reliability and perfornumce of the new electromechanical kneeling system sets the Braun Entervan-

apart from other low .floor conversions. The Braun Corporation has a large selection of Entervans" in stock,

converted and ready for delivery.

Rounding out Braun's complete mob-

ility package, the new rear-entry
Winibtar Ent:Tonn- is the economical

choice for the couple or small family

International Leader in
Personal Mobility Products

The Braun Corporation has established
their products as the benchmark for

Intemational Personal Mobility. Now, with
the introduction of the exclusive electro-
mechanical kneeling system, the Braun
Entervatr offers a new level of reliable
mobility.

The electromechanical non-air kneeling
system automatically lowers the rear of the
vehicle while the door is opening. This

design utilizes Chrysler coil springs instead
of airbags, and automatically returns to
normal driving height when the door closes
or when the vehicle is taken out of park.
Even in the event of electrical failure, the
mechanical override will return the vehicle
from the kneeled position.

Braun has a large selection of Entervans in
stock, converted and ready for delivery.
Call 1-800-THE LIFT for more information
and the All-Star Distributor nearest you.

No matter what your needs, Braun has a
mobility system designed for you. The ori-
ginal Lift-A-Way' platform lift is a reliable
performer proven with over two decades of
use. For greater ambulatory and cargo access,
we offer the Swing-A-Way'. The Lift-A-Way

D/C° rounds out Braun's lift selection. And,
for the person who transfers, the Braun Chair
Topper' conveniently stores a conventional
folding wheelchair out of your way.

The Braun Corporation. Mobility at its best.

M'ANIIIEEN TEE BRAUNkJ compouTion.
"Providing Access to the World"
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ers Voices

by Dave Jones

Iput my son to bed tonight, the same as I have
each night for most of his 10 years. Tonight, Jeff
had an ear infection, which made the job more

delicate. I gently lifted him from his chair and laid
him on the bed. Then I looked at him in a way I
suspect other parents occasionally look at their
kidsreally seeing them for what they are, not
the image or the dream:

As I lay Jeff face down on his bed. I watch my
hands carefully straighten his feet and legs I look at
his hips, pulled up and to the light; his muscles take
long moments to relax from sitting with a bar tight
across his lap for the last few hours. As his hips set-
tle to the surface of the bed, I straighten his back and move
his shoulders to flatten his chest and free his arms.

I wait for Jeff to lift and turn his head to the left, so he
can look at his tape deck, a mWor part of his bedtime
routine. Later, he'll turn to the right, watch his night light,
then sleep. On good nights, Jeff needs only one tape before
he relaxes into sleep. Tonight, because of the ear infection,
it may take several. The tubes in his eardrums seem to be
part c,f the stuff kids like Jeff need. Fluids build up in his
inner c ars because he can't move his head around much.

Before I kiss my oldest child good night, I straighten his
fingers and wrists and lay his hands out flat on the sheet.
Jeff seems to like that and smiles at me. He's got a great
smileone that hooks therapists and ordinary folks on the
street alike.

I pat his head and turn out the lights, checking the
roon i quickly to see if I've missed anything that needs
doing before tomorrow. I catch a glimpse of Jeff's night
brace, neglected tonight because I refuse to subject him
to two types of discomfort during the same evening.
Besides, he needs a good night's sleep to help him
recover from the ear infection.

--
Dave and Jeff test a new HO-scale model locomotive, a Pacific Steam 462.
Jeff operates the train's tranformer by using a head switch connected to a
control unit.

Jeff, 8, celebrated Christmas 1993 with his four-year-old sisters,
Taylor (right) and Megan (center).

rvrt.

24 EXCEPTIONAL PARENT / NOVEMBER 1995

Outside Jeffs room, I plug in the spare battery pack that
hangs on the back of his wheelchair It's not for his chair
we're still trying to find controls he can use to drive a
power chairbut for his laptop computer and voice syn-
thesizer. Many evenings, after plugging in the spare batteries,
I enter tl le kitchen to find my wife programming Jeff's
devices. She spends a lot of time making sure Jeff has every-
thing he weds to function, both in and out of school. She
also makes sure his devices include plenty of "fun stuff"the
materii )! my son, the comedian, needs to "perform."

I hope Jeff stays dry tonight. He really likes to demon-
strate some control of his world, a world in which he has
dominion over so little. With a good start, he can time him-
self pretty well during the day at school; nighttime is more
difficult. His toilet training has had its ups and downs, like
so many other things in his life. We've learned to roll with
the punches... sometimes. Other times, we punch back.
Sometimes, it feels like we're taking swings in the dark.

Tonight is one of those rare occasions when Jeffs sisters
are in bed before him. The birth of twins when Jeff was
four was another adjustment in our lives. Now six, the girLs
have fimidly stalled asking "Jeff questions." We struggle to
agree on what to say and try to make sense of it for them.
We've always tried to be honest about Jeff's birth injuries
and what they mean. In many ways, Megan and Taylor are
typical kid sisters who look up to and love their big broth-
er. In school, they draw pictures of their family in six-year-
old, stick-figure fashion. In each picture, the wheels on
Jeff's chair ivy huge and Jeff is tall in the seat. There are a
lot of smiles in their pictures. I like that.

I head downstairs. Maybe I'll write a bit, maybe watch
some TV. After a while, I'll go to bed. Tomorrow morning,
I'll be ready for tbe cleaiiing up, toileting, stretching and
drmsing that will begin another day with my son.

"Wouldn't it be nice," I think, "ifjust for a few
moments, maybe a few daysnly kid could be just 'SOUR'
body' or 'sonwbody's kid,' iiLstead of 'the kill in the rimier'

//fUll, ,26
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Braun...

Braun has recently
released a helpful
booklet enfitled
"Guideline. If you
are seeking an
adapted vehicle,
this is an excellent
resource for
equipment
selection and
funding sourcts.
All sources for
motor vehicle

rebates are also listed in this
comprehensive booklet. "Guidelines" is
available at no charge by calling Braun
toil free at 1-800-THE LIFT.

The Perfect Comp 'on

e Braun Comp 'on Sear

I f you have difficulty Entering and exiting
your vehicle, the new Companion Seat® is

your key to greater mobility Its automatic
operation and rugged construction enable
semi-ambulatory persons to reliably and
conveniently board Dodge Caravan or
Plymouth Voyager minivans.

The seat extends 20" and tilts forward a full 6"
to make boarding safe and easy. Once on the
seat, you are smoothly raised into the vehicle
by pressing the conveniently mounted switch
All you have left to do is manually rotate into
the forward facing position. To exit, the
procedure is simply reversed.

The Companion Seat® utilizes your van's
original seat, but replaces the existing seat base

with a unique power base. When not needed,
it functions exactly as the passenger seat. This
feature makes it perfect for active families with
only one member who needs assistance. And,
as always, Braun thoroughly tested the
Companion Seat® to meet all applicable federal

motor vehicle safety standards.

If you need financial assistance, Chrysler offers
cash rebates towards the purchase of adaptive
equipment through the Cluysler Corporation
Automobihty Program. Ask your local Braun
distributor about other sources of assistance.

For more information on the Companion Seat®

or other Braun mobility products, call us today
at 1-800-ME LIFT. We will give you the name

and locabon of distributors in your area.

Now more than ever, mobility is one of the
most important things in your life. Let Braun
and the Companion Seat® be the answer to

your needs.

Patents Pending

Ar AWAM1111111 TIM IRINA
AI COIPORISTIOA.
"Providing Access to the World"

o-soixrev&- A1217"
nowakAaver Awr raw

Incetneoong Cor5oratel4Ogre P.0.116.310 WINen.:11444996 USA
14000415434 1719f 1444191 PAM 019)4444670

544411e61 MUSA Clearwater. SI OSA 149,4,944A Beach. CA USA

The Braun Corporation is the international leader in mobility products. With four divisions and a wotidwide distributor oetuurk, we

ore positioned to provide the equipment and sermes you nerd. Our commitment to your satisfaction is also supported hy our Three-

Year htiot:Fholdmitist tifsrmnty. Simply call 1400-THE LIFT firr theBraun dealer nearest you.

0 1905 draun Cupentico, Sac. 0-90-214

BEST COPY AVAILABLE
Circle 0114; 3 8



Betsy will
outgrow her
toy before

she outgrows
this seat

ars ebb-

SU tr- I
Gillette Sitting Support Orthosis

A Seating System That Can Growl

Gillette,
Children's Hospital ,
Gillette Technology Center
550 County Road D. Suite 12
New Brighton. MN 55112
IMKn578-1266 VoicefIDD
FAX (612)62841M

no
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In November 1994, Jeff and his friends marked his tenth birthday
with a bowling bash.

. .

"III !I 11,PI,' iwliji

I wouldn't have to worry about the fast-approaching time
when he's going to ask about himself. He's going to ask me,
and I will answer him truthfully. My answers will be the
only ones I can give, and Jeff will draw his own conclu-
sions. He always has. EP

Dave Jones lives in Northbrook, Illinois with Stacey, his
wife qf 12 years. They have three childrentwin daugh-
ters, Megan and Thyloi; 6, and son, .leff, 11. Dave is a
physical ethwation, datwe and drama teadwr at Pleasant
Ridge School in Glenview, Illinois. He volunteer,s.fOr the
American Head Association of Metmpolitan Chhago,
last year coonlinating the Pleasant Ridge School's partici-
pation in tlw Jump Rope.fOr Heart program, which
tYlised almost $20,000. 1Ie also plays bass clarinet in tlw
Northshon, Concol Bawl, which has perlbrmed through-
out the U.S., Canada and Europe.

In his spare time, Dave enjoys basketball, racaitelball
and working on a model 110-scale railmad. His rail sys-
tem currodly includes thire trains; Dave is now working
on the creation qf three separate power systems to allow
Jeff to operate vidual trains with press switches.

Fathers' Voices is « regularfeatuir qf Ex("EP770N,IL PAREAT
magazine. This column, coolTlinated by James May,
Project Director qf thP National Father's Netwonk, focuses
on fhthers' erix,riences maring children with special needs.
Your contributions to this column are encouraged.

For more information about the National Fathers'
Network (NFN) or to receive their newsletto; write or mil:
National Fathers' Netwoi*, The Kinflering Centel; 16120
N.E. Eighth Street, Bellemw WA 98008, (206) 747-4004 or
(206) 284-9664 (th.r). Funded by a Maternal and Child
Health Bureau grant, the NFN pmvides networking
opportunities Or Others; develops suppml and mentori ay
invgdans; and creates curriculum promoting fathers as
significant, nurturing people in their children's and,thm-
Hies' lives.
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Gus! Multimedia Speech System
All New!

Version 5

o
. #1 selling AAC

, for Windows product in the world!

Converts any Windows compatible computer into an

UNBEATABLE dynamic display communication device.

Simplicity and sophistication at a great price. Compare!

IMu. y Coo

Actions no Convulse .)IJL..,k Food Games 1 II. 1,-..1
TuiI

'

MUSIC People t Moots Pest iurjul

_II
4.4446.4441.4.44.44.40.... maim.

MUltimedia Speech. SYstem

2-72 buttons per page
UnlimIted layers!
1 and 2 Switch scanning .

Digitized or synthetic speech
BuiR-in phone dialer

Also included.-
Gus! Abbreviations

Add "AE" to any program

Gus! Home Contra!
Environmental control WO)

Gus! Symbol Selector
Locate, view & resize pictures

Gus! Mouse (shown)

Type anything and SPEAX
- word and phrase predidion
- abbreviated expansion
- scanning

O :7,-sabcdefg hilkirnn opqr s,.
4 tuvw,...xy

TalkiniKeyboard (included)

SLiperblext-tu-speech tool
Inciudes speectisynthesiier!

°(Engl,Fren,Ger or Spanish-LA),
1 and-1- Switch-scanning -

Learns new 'words automatically!

2 So itches
bUIloIls I

Gus! Mouse
included FREE

`m:rual Pori

$795
Complete!

Mich 1 or 2
Sk,

Gus Communications Inc.. P.O. Box 4362. Blaine, WA 98231-4362
Phone:(604) 279-0110 Fax:(604) 279-8474
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If Prescription Drugs

Are a Part of Your Life...
...the Cost Doesn't Have to Be!

Since 1988, Preferred Rx has helped thousands of families draskally

reduce the annual cost of prescription drugs and diabetic supplies.

It's as simple as 1-2-3!
I. Preferred Rx will ship your order without advance payment.

NO CASH OUTLAY!

2. Preferred Rx will file the claim with your major medica! carrier.

NO MORE FRUSTRATING PAPERWORK!

3. In most cases we accept the insurance assignmee

MORE MONEY IN YOUR POCKET!

Preferred R x
34208 Aurora Road Suite 132 Solon. Ohio 44139

tyke Ion/ nh Fl, prohibm d III 11111

I

CompuServe: 73624.3/52 Prodigy: KMHN69A

Ask about our FREE prescription card honored
at over 40,000 localpharmacies nationwide!
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Finally...Headgear designed
just for little kids...

(...And now for Grown-ups too!)
And the healthcare professional's answer to safety.

ProtectaCap, is Plum Enterprises' exclusive, patented
custom-fitting protective headgear designed with the

safety, comfort and self-esteem of children in mind. Made
with proven Ensolitex foam for superior impact-absorbency,
ProtectaCap provides maximum head coverage with the

comfort and safety of less than 3 ounces of weight!
Meticulously hand-stitched in a variety'of wonderful fabrics,
ProtectaCap features our exclusive soft cottonknitVelcroedt
chin strap. And ProtectaCaps:& are machine-washable and

dryable! Now available in 5 sizes,
Newborn thru Adult, ProtectaCap is
ideal for post-surgery, therapeutic
activities, neonatal and geriatric care.

"ProtectaCap Fits Better And Works
Better Than Custom-Made Helmets"

L. Sasso-Lundin, 0 T.
Shorten Hospital, Portland, OR

Manutuclu.ed Exciusi,,ely By

Off EC
44-1--capAir

Order Now

plum
enterprises, inc
9 Clyston Circle

1-800-321-PLUM PO Box 283
Worcester, PA 19490
Phone (610) 584-5003

Medicaid Approved Fax (610) 584-4151
WORLDWIDE PATENTS PENDING
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When you can't be
there, NeuroPage can.

-:1:15ain
rake

8:30 medication
011 Don't forget

Go to clinic
housekeys

,21:4Seru the

Introducing
a complete assistive
memory and cueing system for persons

with memory or scheduling difficulties,

NeuroPage helps with
*Independence - Children and young adults are able to broaden

their involvement in mainstream activities.

'Stress Reduction - Parents are freed up from having to
remember everything in an already stressful environment.

NeuroPage is programmable for any message content, time and

date in the future. For more information call:

800-7234443 Afra OrialiDA0ae°IIGLIMO MANG
or Fax 212-579-0809. IN Reminder lbw Nem. ki1(ga1
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The First
Sleepover

friends who were begging their moth-
ers to have her sleep over and, amaz-
ingly, three mothers who were say-
ing, "Sure, no problem."

No problem? Excuse me, but are
you thinking of the right child? This
is _Aura Titrud. She spends her
nights hooked up to a feeding
pump and a bedside two-liter urine
drainage bag attached to her
urostomy pouch. And don't forget
the nebutizer treatments. Then
there's that little problem with
bowel incontinence and diar-
rhea. Do you really enjoy start-
ing the day with a few loads of
laundry?

Much to my surprise, these
mothers still answered, "No

problem." We hegan to make
plans, but over the winter one
virus after another hit either
Laura or one of her friends. We

decided to wait until spring or
summer.

Early in the spring, I had a
thought: I wondered if Laura could
be off the feeding pump for one

night. At the time, Laura was taking
in about one-third of her calories
orally, and drinking water when
thirsty. But if she could be off the
feeding pump for a night, perhaps her
urine output could be contained in the
urostonly pouch. A sleepover would
be a whole lot easier to manage with-
out a feeding pump and bedside urine
drainage bag.

One night I got up my courage and
gave it a try. I'll admit I was alarmed
when I saw how dark and scant her
urine was the next morningI have vivid
memories of Laura as a very sick and

dehydrated baby. But after emptying her pouch, Laura went
straight to the sink and drank a big glass of water. Then she
proceeded to rummage around in the refrigerator and eat
up a storm. (This from the child whose first spoken sen-
tence was, "I don't eat!") The experiment was such a suc-
cess that, after consulting with Laura's doctors, we decided
to try one night a week off the pump.

During the spring we also experimented with different
enema programs. The idea of a sleepover became a real
motivator for Laura because she realized enemas would
help prevent accklents doting the night.

In July, the big night thially came. All day long, Laura
kept saying, "I mil believe I'm having a sleepover!" It was a

by Jennifer Titrud

Maybe I'm old-fashioned, but I
always thought I'd have a rule that
neither of my daughters would

have a sleepover until she was eight years
old. That seemed a reasonable age. An
eight-year-old probably wouldn't get home-
sick, nor would she be likely to become
overly rowdy when it was time to settle
down for the night.

That nile went right out the window
when my second daughter, Laura, was born
with a cloacal anomaly, a birth defect
involving the digestive, urinary and repro-
ductive systems. At the age of two, my
older daughter, Emily, quickly learned all
about "sleeping over" at her best friend's
home. She participated in many hastily
arranged overnight visits to accommo-
date Laura's frequent emergency trips
to the hospital.

By eight, Emily was a vetcran of
sleepovers at the homes of several
friends; she'd even reciprocated a few
times. I was ready to concede that
my "eight-year-old rule" had been too
stringent, but how would I deal with
Laura, now six and clamoring for a
sleepover of her own?

I confess that I tried to sidestep the
issue by using that old standby
answer"we'll see." I wasn't really sur-
prised when this didn't work; children
who have been through multiple medical
problems and surgeries seem to end up
with a particularly strong streak or per-
sistence and Feist Mess. In no time at all, Laura had three

"Let's go, Mom!"
Overnight bag and favorite doll in tow, six-
year-old Laura Thud, couldn't wait to leave
for her first sleepover at the home of her
friend, Melissa.

.lennifer Mout lives in Fairfield, Conturticut with her
husbaml, Blake, and daughters, Emily and Laura.
iota ifer is tlw Mita?' qf Purutt.tis, « resourm publication
ofTalynts 'lb Help (11;1171), a support network qr
MI rents pirmal u re babies or ch Morn with medical
pmblems Cornier! icut and surmundiny states.

Laura, mar 7, is a secmid-yrader at Stnttlield School in
Fa ityield. Over the past year, she's had Serena sleemwers
and ireently spent the night in a backyard tent with lwr
(hut «nd sister. Mom chose not tojoin the rest 04. the Jamily
fin. that particular WirellIn
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Laura (left) and friend Melissa Flynn (right) enjoyed playing in
Melissa's backyard.

triumph for her to feel such control and normalcy in her
life. And I'll admit itthe sleepover was probably a much-
needed break from an overprotective mother. I did stop by
twice that evening to check on her, and I phoned at eight
the next morning, but otherwise, I restrained myself
admirably.

ALL DAY LONG, LAURA KEPT SAYING,

"I CAN'T BELIEVE I'M HAVING

A SLEEPOVER!" IT WAS A TITUMPH

FOR HER TO FEEL SUCH CONTROL

AND NORMALCY IN HER LIFE.

1 still break out in a cold sweat when I see my older
daughter leave for a Brownie sleepover or watch my friend's
sixth-grader go on a four-day field trip to upstate New York.
How will Laura ever wan .7e (hose things? Then I focus on
the present again, and realize we have succeeded in making
Laura's life as normal as possible. I'll continue to pursue
that goal, and I know Laura will be pushing and prodding

Ready for "lights out," but that doesn't mean it's time
to stop giggling.
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.h.e Alliance for Technology Access presents...

Real People,

The All ia nee for Technology Access (ATA) is dedicated to
redqining human potential through the empowering
application of lechnology.fm. children and adults with
disabilities. Now numbering 42 centers in the United
States and Canada (see list beginning on page 43), ATA
provides opportunities.for people with disabilities, their
Jam ilies..friends, advocates and service providers to get
hands-on experience with the ways assistive technology
can enhance independence, achievement, productivity
and quality of life. Working in colklbomtion with mmr
than 70 technology developers and manufacturers, ATA

9
centers are equipped to provide the latest ityarmation
about available products and serrices.

The ATA is working to change the way people think about
their own potenNal mul the way they view technologynot
as a luxury, but as an essential tool. Each center is ready to
help potential users of technology becomefamiliar with
today:s exciting technological advances. Through demonstra-
tions, cons-ultations, SCMillani and a myriad of other activi-
ties, more tlmn 100,000 people each year are discovering
new technologies that significantly enlmnce tlwir lives. In
tlw nell Jew page.s, we share a Jew of their stories....

Plgr"TA110066170!
Technology breaks the Cycle

of failure

Ami Moore is a bright. popular 10-
year-old living in Ormond Beach,
Florida. Ann, who has spastic cere-

bral palsy and a severe visual impair-
ment, attends Palm Terrace Elementaiy
School, where she Ls an enthusiastic
participant in her fourth-grade clnss.

But just two years ago, neither Ann
nor her family could have imagined her
current level of success and achieve-
ment. For six years, her parents, Beth
mid Bill, had worked with teachers and
therapists to develop an appropriate
educational program for Aim. Each year,
the 1EP team came up with an instruc-
tional plan to help Aim learn to conmm-
nicate and demonstrate her understand-
ing of classroom instruction. And each
year, her parents, teachers and thera-
pists experienced failure in helping Ann
attain those goals. As often happens
when failure becomes repetitive, expec-
tadons began to diminish.

Early in the summer of 1994, Beth and
Bill decided to call CITE (Center for
Independence, lbchnologv &
Education), the ATA center in Orlando.
When staff members encouraged them to
attend the CITE sununer "computer
camp" with Ann, Beth and Bill were
inclined to believe the effort would be
futile. After all, their daughter's school
had all but Over up on her, and Beth and
Bill wen, beginning to lower their own

30 EXCEPTIONAL PARENT / N0VEMBER

Assistive technology allows 10-year-old Ann
Moore to show her parents and teachers
what she can do.

. . .

expectations. But despite the.,e doubts,
Beth agreed to attend the camp with Ann
and her older sisier, Ellen.

That summer turned out to be a num
ing point in Ann's life as her family
explored new ways to comnumicate
with her. CITE staff members assem-
bled a wide array of communication
devices and switches for Atu and her
family to evalttateevelything front
shnple, switch-act ivated. battery-operat-
ed, three-selp(1 ion scanners l'iat
allowed Ann to choose amotig three
pm-recorded spoken messages with the
touch of a switch, to more sophisticated
devices like a Nlacintosh ('ompiler wit Ii
Speaking I )yinunically (NIayer-Johlison.
Soh= Beach, ('A), ;i communication
prognun that allowed Ann to create
orighial sentences I w selmling l'unn a
11101111 ()f pict tires.

543

Beth and Bill had never seen equip-
ment like this. Neither had Ann, but she
responded enthusiastically. Almost
inunediately, Ann was able to use these
devices to indicate her preferences.

Aim's parents left camp determined
to niake these new tools and ideas a reg-
Idar part of Ann's daily life. Beginning
with switches, they discovered that Aim,
even with her limited hand movement.
could operate a wheelch: jr-mounted
switch quite reliably with her left haml.
Soon she wns using switch input to
operate a Macintosh computer. She
quickly progressed to Co:Writer, (Don
Johnston, Wauconda, IL), word-predic-
tion softwate that provkled her with
increased speed in writing and commu-
nicating. Because Ann has a visual
impahnient, she used Enlarge (Berkeley
Systems, Berkeley, ('A), a software
product that provided her with large
print on the computer monitor.

:lo longer did family members need
to make guesses about Ann's likes, dis-
likes and choices. Now Ann could
choose her own clothes and let her
family know which videotape she
wanted to watch. It was exhilarating to
see Amt making so litany choices, com-
municating her needs and desh;es, and,
finally, demonstrating the knowledge
tuid understanding her parents had
always believed she possessed.

By the time school resumed that fall.
Beth mid Bill were full ot' ideas to share
whit the teaching staff at Ann's school.
The school purchased a Macintosh coin-
illIter mid neceKstay access devices lin;



Ann's use. Not only (lid she begin to
experience academic success for the
very first time, thanks to the computer's
speech output thriction, Anti also
became able to conununicate clearly
with her teachers and classmates.

Each of Ann's accomplishments has
encouraged her to attempt more. Ann's
success also encourages her parents
and teachers, who now realize that she
is bright and can learn. "The Moore fam-
ily has found a new hope for our beauti-
ful da, .ghter and sister," says Beth. "We
found that hope at CITE."-W7

Technology makes inclusion work

Eight-year-old Lauren Scrivo of
Fairfield, New Jersey has been a
teclutology aser much longer than

most of her young fiends. Lauren was
born with congenital nemaline myopathy,
a form of muscular dystrophy, and her
parents, Linda and Pe:er, quickly realized
that assistive technology Could play an
important role in her life. In fact, it was
Lauren's preschool teacher who first rec-
ommended that the family visit tile
Center for Enabling Teclmology (('ET),
the ATA center in WIUppany, New Jersey.

By the time Lmtren entered first grade,
she was doing all her writing with a mini-
keyboard ami c(mtputer. This worked
well for some time, until, because of her
disability, Lauren expenenced a decline
in her nuige of motion and hand
strength. Soon jast a small amount of
word-processing caused fatigue.

By second grade, Lauren was unable
to keep up with the writing demands of
her class, demands her parents knew
would only iluTease in higher grades.
Lauren and her family returned to CET
to searell fbr solutans.

As Lauren and her parents trie(1 out
available comfiinathms of luwdware and
soflu ;Ire, they discovered two promis-
ing options. Tlw first was Ke:nx (Don
Johnston, Waucon(ia, IL), software that
allows computers to recognize methods
of input OHIO' than the tradif it awl key-
lit mid. One Ke:nx opt i( no displays a key-
bo /MI On the computer's screen. 'l'his
allowed Lauren to (hi wont processing
by using a trackballa device c( insist-
ing of a nu iveable ball on a slat hnsuy

baseto move the on-screen cursor.
Since only small hand movements were
required, Lauren was able to move the
cursor around the on-screen keyboard
quickly, and with little fatigue. But
choosing letters front the on-screen key-
board required Lauren to push a button
on the trackball, mid this proved still to
be too tiring.

The second option Lauren's family
discovered at CET was the MagicWand
keyboard (InTouch Systems, Spring
Valley, NY). The small MagicWand key-
board responds to the light touch of
two pens on the keys. This option
required a very small range of motion
and no pressure, so Lauren did not
become fatigued while using it. And by
combining the MagicWand keyboard
with Co:Writer, Lauren was able to
work even more quickly.

With CETs support, Lauren's parents
worked with her school to purchase
these important new tools and to pro-
vide Lauren with her own personal

/

The MagicWand keyboard, paired with word-
prediction software, allows eight-year-old
Lauren Scrivo to type quickly and with little
fatigue.

classroom computer. In addition, the
school alsomade architectural
modifications so every part of the build-
ing is wheelchair accessible. "Everyone
at the schoolfrom the principal on
downhas embraced the concept of
full inclusion and is committed to mak-
ing Lauren's experience a success," says
her mother. "We have nothing but praise
for their efforts."

Haverich Ortho-Sport, Inc.
67 Emerald Street
Keene, NH 03431 (603) 358-0438

(+11 page 4.2

Haverich
Europe's leading line of specialized
bicycles, tricycles and tandems
now available in North America.
Steel frame. Duel caliper, drum
and coaster brakes available.
Parking brakes standard.
Latest styling and wide
choice of colour
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Technology reveals hidden abilities

Assistive technology often reveaLs
considerable ability where little
had been assumed to exist. This

was certainly true for Jennie Shaw,
whose first encounter with a computer
took place at the age of seven.

Jennie was born with an arachnoidal
cyst on the left side of her brain. The
cyst had clearly affected her fine motor
skills, and she was aLso non-verbal.
Jennie's occupational therapist referred
the family to Teclmology Assistance for
Special Consumers (TASC), the ATA
center in Ihmtsville, Alabama.

To everyone's surprise, when seated at
a computer keyboard, Jennie showed an
immediate ability to type, even alphabet-
ize, simple words. Her teachers had not
even been sure Jennie was able to recog-
nize letters. Jennie's mother, Vickie, began
developing a vision of what her daughter
might accomplish with technoloKv.

For starters, it was clear that some type

Jennie celebrated her twelfth birthday with
her augmentative communication device by
her side.

of augmentative communication (AC)
device would be crucial. At TASC, Jennie
was able to evaluate a number of devices.
The Liberator (Prentke-Romich, Wooster,
OH) was mast effective.

Jennie's newfound communication
abilities have helped her family and
teachers learn more about her abilities.
Her teachers now realize that when
spoken instructions are also provided in
written formJennie's comprehension
improves remarkably. Jennie's reading
abilities also surprised both family and
teachers. Now 12, she reads at the ninth-
grade level and appeals to have been a
very good reader for many years.

Currently, Jennie spends half-days in

a regular third-grade classroom in her
hometown of Fayetteville, Tennessee.
She attends regular reading, writing,
music, physical education and art classes,
and spends the rest of her time in a
classroom for children with learning ids-
abilities. Her goals include being fully
included in regular third grade social
studies and science classes before the
school year is over.

TechnOlogy is the equalizer

Anthony Norte, a bright five-year-old
with spastic quadriple0c cerebral
paisy, has been using computers

since he was 15 months old. In fact,
Anthony's family was referred to the
Computer Center for People with
disAbilities (CCdA), the ATA center in
Shrewsbury, New Jersey, by professionals
in Anthony's early intervention program.

Anthony's lust speech therapist believed
it unlikely that Anthony would ever be
able to talk It seemed reasonable to

ro,IIIIMP(I 4I/1 pf1(10 ;4

For the first time a ecial Auto Insurance
program for Special People
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ASK YOURSELF
THESE QUESTIONS...

Are the modifications to
your vehicle covered under
your auto instu.anc(?
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MOST PEOPLE DON'T HAVE TO ANSWER QUESTIONS LIKE THESE. THEY'VE NEVER
NEEDED SPECIAL TRANSPORTATION FOR A CHILD WHO USES A WHEELCHAIR. OR
PAID FOR A MODIFIED RENTAL VEHICLE. OR INSURED A CONVERTED VAN WITH
SPECIAL EQUIPMENT.

BUT WE HAVE. WE KNOW HOW DIFFICULT THE SIMPLEST TRANSPORTATION
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SERVICE 24 HoURS A DAY, EVERY DAY OF THE YEAR.
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1-800-222-2788
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CHARCES C THOMAS. UBLISHER
o Holzberg, Robert & Sara Walsh-Burton-THE PA-

RENTAL VOICE: Problems Faced by Parents With
a Handicapped Child. '95, 160 pp. (7 x 10).

Most all work in special education is focused on
the child, his development status, his needs, his
psychology, and the methodology required to edu-
cate him and develop in him the skills of inde-
pendent living to the greatest degree possible.
While the emphasis on the child is certainly re-
quired, in all the effort expended, parents have
received very little attention. What happens to
parents when their child is born with a severe
handicap? What is the effect upon the marriage?
How do parents deal with the emotional, social,
and financial problems presented? How do they
find services? What happens when services are far
away or not even available? How does a severe
handicap change parents and their attitudes to-
ward their own child, toward the medical pro-
fession, and toward governmental authorities? This
book attempts to answer these questions through
the voices of parents themselves to give the reader
a better understanding of the coping process.
Parents from differing backgrounds and cultures
present their personai accounts of how they dealt
with their handicapped child from birth through
adulthood. After each story there is an interpre-
tation and commentary by an authority in the field
of special education.

ol Jones. Carroll 1. -CASE STUDIES OF SEVERELY/
MULTIHANDICAPPED STUDENTS. '93, 174 pp. (7
x 10), $38.95, cloth, $24.95, paper.

Rakow, Sue F. V. & Carol B. Carpenter-SIGNS OF
SHARING: An Elementary Sign Language and Deaf
Awareness Curriculum. '93, 380 pp. (81/2 x 11), 245
il., $47.95, spiral (paper).

O Fine, Aubrey H. & Nya M. Fine-THERAPEUTIC
RECREATION FOR EXCEPTIONAL CHILDREN: Let
Me In, I Want to Play. '88, 362 pp. (7 x 10), 9 il.,
22 tables, $61.95, cloth, $34.95, paper.

O Sternberg, Les, Ronald L. Taylor & Jeffrey Schilit
SO YOU'RE NOT A SPECIAL EDUCATOR: A Gen-
eral Handbook for Educating Handicapped Chil-
dren. '86, 172 pp. (7 x 10), $27.95, cloth, $15.95,
paper.

O Smith, Margaret M.-IF BLINDNESS STRIKES:
DON'T STRIKE OUT: A Lively Look at Living with
a Visual Impairment. '84, 316 pp., $46.95, cloth,
$29.95, paper.

o Pader, Olga F.-A GUIDE AND HANDBOOK FOR
PARENTS OF MENTALLY RETARDED CHILDREN.
'81, 268 pp., 2 il., 1 table, $38.95, cloth, $24.95,
pa per.

o Lowenfeld, Berthold-OUR BLIND CHILDREN:
Growing and Learning with Them. (3rd Ed., 2nd
Ptg.) '77, 260 pp , 7 il., $34.95, cloth, $19.95, paper.

O Downer, Ann H. -PHYSICAL THERAPY PRO-
CEDURES: Selected Techniques. (5th Ed.) '95, 360
pp. (7 x 10), 86 il.

O Love, Harold D. & Freddie W Litton-TEACHING
READING TO DISABLED AND HANDICAPPED
LEARNERS. '94, 260 pp. (7 x 10), 8 il., 23 tables,
$51.95, cloth, $30.95, paper.

O Anderson, Frances E.-ART-CENTERED EDUCA-
TION AND THERAPY FOR CHILDREN WITH DIS-
ABILITIES. '94, 284 pp. (63/4 x 9), 100 il., 14
tables, $44.95, cloth, $29.95, paper.

O Holley, Shelby-A PRACTICAL PARENT'S HAND-
BOOK ON TEACHING CHILDREN WITH LEARN-
ING DISABILITIES. '94, 308 pp., 13 il , 1 table,
$61.95, cloth, $34.95, paper.

O Hoffman, Cheryl M. COMPREHENSIVE REF-
ERENCE MANUAL FOR SIGNERS AND INTER-
PRETERS. (4th Ed.) '94, 314 pp. (81/2 x 11), $41.95,
spiral (paper).

Plumridge, Diane M., Robin Bennett, Nuhad Dinno
& Cynthia Branson-THE STUDENT WITH A GE-
NETIC DISORDER: Educational Implications for
Special Education Teachers and for Physical Thera-
pists, Occupational Therapists, and Speech Path-
ologists. '93, 382 pp. (7 x 10), 32 il., 8 tables,
$75.95, cloth, $39.95, paper.

O Giordano, Gerard-DIAGNOSTIC AND REMEDIAL
MATHEMATICS IN SPECIAL EDUCATION. '93, 320
pp. (7 x 10), 85 il., 26 tables, $59.95, spiral (paper)

O Jones, Carroll J.-ENHANCING SELF-CONCEPTS
AND ACHIEVEMENT OF MILDLY HANDICAPPED
STUDENTS: Learning Disabled, Mildly Mentally
Retarded, and Behavior Disordered. '92, 294 pp
(7 x 10), 7 tables, $52.95, cloth, $31 95, paper

O Anderson, Frances E.-ART FOR ALL THE CHIL-
DREN: Approaches to Art Therapy for Children
with Disabilities, 2nd Ed. '92, 398 pp. (63/4 x 93/4),
113 il., 19 tables, $61.95, cloth, $39.95, paper.

O Jones, Carroll J.-SOCIAL AND EMOTIONAL
DEVELOPMENT OF EXCEPTIONAL STUDENTS:
Handicapped and Gifted. '92, 218 pp. (7 x 10),
$39.95, cloth, $24.95, paper.

O Durin, Elva-TEACHING THE MODERATELY AND
SEVERELY HANDICAPPED STUDENT AND AUTISTIC
ADOLESCENT: With Particular Attention to Bilin-
gual, Special Education. '88, 250 pp (7 x 10), 5 il.,
3 tables, $47.95, cloth, $29.95, paper.

O Rose, Harriet Wallace-SOMETHING'S WRONG
WITH MY CHILD! A Straightforward Presentation
to Help Professionals and Parents to Better Under-
stand Themselves in Dealing With the Emotionally-
Charged Subject of Disabled Children. '87, 210 pp
(7 x 10), 537.95, cloth $22.95, paper.

Write, call (for or MasterCard) 1-800-258-89811 or 1-217-789-8980 or FAX (217) 789-9110
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believe that a computer might be a part of
an augmentative COMIIIIMiCati011 system
he could use. Som, however, his speech
began to develop quite well. At that point,
the lbcus of Anthony's computer use was
shifted to written conununication.

Soon Anthony discovered IntelliKeys
(Intelliniols, Richmond, ('A), an alterna-
tive keyboard with large keys that
respond to a light touch. The keys can be
configured in various ways for ease of
ase; for exan [pie, Anthony's first key-
board was arranged in alphabetical order.

But when Anthony became old enough
to attend a preschool program, Joyce dis-
covered that his teachers were complete-
ly unfannlitrir v :th the assistive technolo-
gy that had become "old hat" for four-
year-old Anthony. The staff of CCdA
worked with the family and Anthony's
teachers to make the school district
aware of his technology needs. The
school district purchased the devices he
would need and CCdA staff worked to
familiarize school peisonnel with ill; USP.

Now in kindergarten, Anthony is one
of the most technology-savvy kids in

'

##$

-
At five, Anthony Notte is one of the most
computer-savvy kids at school.

school. He's moving away from
IntelliKeys as an input device, and now
does much of his writing using a regular
keyboard with a keyguard (a plastic key-
board overlay with holes over each key
to prevent the accidental pressing of
more than one key at a time).

Technology is an equalizer for
Anthony. Ile might not be veiy good at
stacking blocks, but when he ases the
computer, he feels confident and suc-
cessful. And since few kindergarten chil-
dren have access to a computer,
Anthony is also an object of fascination
and, perhaps, a small amount of enky
among his classmates. EP

Supporting your child's
educational needs
IntelliTbols pwvides high-quality
adaptive computer products to help
people learn, communicate and live
to their fullest potential.

latellikeye

Overlay Maker®

Clicklr

lb receive a copy of our catalog,
please call or write:

<,,t)
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i'. with disabilities. These new devices mut
adaptations Can allow almost everyone

Most of us perfi um rout ine
tasks day after day without
ever n.alizing how much
control we act tinily have

over our environments and Our lives.
For children with disabilities, espe-

cially significant physical limitations,
controlling the emironment has been
difficult at best, sometimes impossible.
For some kids, just turning on a bed-
side lamp can present a major chal-
lenge. Over the past dozen years, how-
ever, a new and exciting field called
environmental control (E(') has started
to allow people with physical and/Or
cognitive disabilities to lead more inde-
pendent lives. As Steve Tello. Director
of Technology, Thfining and
Assessments at Seaside Education
Associates in Weston, Massachusetts,
remarks. "If you can operate a switch,
you can control almost anything."

With the Eye Slaved Pointng System, users
can control icons on a computer screen
through eye gaze. (Photo courtesy of ISCAN,
Inc., Cambridge, MA)

nals to appliances, can be plugged into
any A(' Outlet programmed to provide
on-off control of any applianceinclud-
ing lights, heat. and air conditioning,
audio and video equipment. (loots,
computers iind many kitchen appli-
ances. AB electric systems in this coun-

fact, virtually anything that can be done
with a button cal be done with a voice
speaking words, or consistent, close
approximations of words.

Teenagers with physieal disabilities
may be especially interested in new
options for using the telephone. Voice-
activated speaker phones automatically
answer, dial and store numbers, and
disconnect when the caller hangs up;
smite even work with call-waiting.
Many long-distance companies sell
specialized equipment. And more than
;30 states administer adaptive telecom-
munications equipment disnilmtion
iwogmms that distribute free or low-cost
telephone equipment to children arid
adults with disabilities. Available devices
include big-button and hand-free
phones, TTYs (teletypewriters with type-
wdtenlike keyboards and view screens
that, when cum iected to the phone,

Environmental Control
by Naomi Angoff Chedd

What's new in EC?
All of Us, with or witlumt disabilities,
use environmental control devices every
day. Who doesn't hiwe a remote to
change channels on the television set?
EC has been around for a long time; it's
just get I ing more sophisticated.

Many EC companies tire now design-
ing products specifically for people

to use the telephone. answering
machine, TV, VCR, stereo and most
other appliances that can be operated
by a switch or button. E(' devices range
from plate switches that require a light
touch but not great strength. to sip-and-
puff headsets, in which a switch is con-
meted to a straw so the user can oper-
ate the switch by breathing into the
straw. And some EC systems can be
operated by eye gaze alone.

Holm. environmental control units
(E( 'l 's) an. staial-alina., n.mote-cimtrol
NW's, Whitt' OthVIti
to a personal comptilyr. X- 10 conli)ati-

hie remote controllers an. alining the
most pnIahw I yl 5. of stai U 1-ak
devices. receiver modules, ilwough
which the remote coin rolk.rs semi sig-

tty are compatible with X-I0 receiver
x lilies, thus many ECI's use the "X-

10 protocol."
lt her stand-alone EC devices cm

control televisions, VCRs and stereo
equipment. For example, a channel
scannerthe small -Aix that allows
vieweis to "surf' through channels on a
television setcan connected to any
type of switch to provide control of the
both the television set and the VCR.
Voice-controlled VCR lin tgriunniers,
which start, slop, rewind, !muse and
fast-finward in response to a viiice
command, iffy also on the ni:irket. lit

This sip-and-puff switch can be mounted on
a wheelchair and used to operate a remote
control device. (Photo courtesy of Prentke
Romich Co., Wooster, OH)

dfi2

allow 115eIN to communicat(' by typing
mid reading) and light signalers, which
alert someone with a hearing impair-
ment to the ring or a telephone.

EC can also provide security. Mitny
home protedion systems work with
phones; when the system is triggered,
the phone automatically dials the
police. Detection sensors protect doors
and windows, reporting intrusions elec-
tronically In an emergency response
service. Some systems also control
thermostats, detect leaks or frozen
pipes and turn house lights orr or on at
certain thnes. Parents whose children
spend time at home alone or face fre-
quent inediml emergencies may find
these systems particularly usetnl.

When to adapt
Even very ylaing chiklren can benefit
from EC devices. Nancy Steele, I hredor
of Rehabilitat ion Services at I he
Massachusetts Easter Seals Sticiety, stig-
gests that parents add EC devices to
their In mte "whenever a chilt I is
mentally ready to exirlinv I he eiwinni-
ment." Steele p( 'hits out that one or Ihe
siniplest environmental contri)is is Iih`

switch-adapted toy, which can be used
e/1/11//11,/ I/ rt WI if
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cont not from Mtge 35
by children as young as 12 months. But
Steele also cautions parents not to over-
whelm children with gizmos or gadgets.

Howard Shane, Director of the
Conununication Enhancement Center
at Children's Hospital in Boston,
emphasizes the importance of teaching
very young children with physical dis-
abilities that their actions can have an
effect on their environment. To help
children grasp this concept as early as
possible, Shane suggests that parents
"help their children explore and control
their surroundings. Get them to turn
the lights off and on, control the TV and
VCReverything they would do if they
were able to crawl or walk."

You may want to start with a simple
light switch, then add a switch that will
operate small appliances. With a little
help and know-how, you can purchase
parts at a consumer electronics store
and assemble a ftmctional EC system
without spending too much money. As
ECUs become more popular, devices
and systems will become more readily

How do I find out about EC?
Ask an occupational therapist (01) who has experience with adaptive equipment and

knows your child's needs and capabilities.
Ask an OT or augmentative communicaz,., specialist for the names of EC vendors. Most

EC vendors are happy to talk informally about your specific needs and what's generally avail-
able, as well as discuss their own products.

If you have access to a computer on-line service, spend some time browsing. You'll find a
great deal of information on environmental control and related topicsproduct reviews, con-
ference schedules and possible funding sources.

Attend an assistive technolor or home automation conference where many companies
exhibit and demonstrate their products. These conferences, which function like trade shows,
are good places to get a great deal of information in an afternoon. You can find out about
conferences in your area by consulting computer on-line service announcements, occupa-
tional therapists or any other professionals in the assistive technology or augmentative com-
munication fields.

Call or write to RESNA, an interdisciplinary association for the advancement of rehabilita-
tion and assistive technologies, at 1700 N. Moore St., Suite 1540, Arlington, VA 22209-1903;
(703) 524-6686 (voice), (703) 524-6630 (TTY). RESNA can direct you to the federally-funded
Tech Act project in your state, which can provide you with technical assistance, advice on
funding sources and related information.

available, and prices will likely drop.

Who benefits?
Everyone benefits from EC. Children with
disabilities can gain more independence
and greater self-esteem. Family members,
teachers, schoolmates and people in the
conununity will perceive children with
disabilities as more capable. Because EC

increases freedom and mobility, it allows
children to participate in more activities
and contribute more fully to school and
conununity life. Ultimately, EC can
expand each child's educational, social
and career opportunities. EP

Naomi Angoff Chedd is a member of
the Dal:MO:VAL PARENT editorial staff

,ORIVER.S, & CYCL-E51

TAKE $250 OFF
ANY CYCLE OF YOUR CHOICE!

The Rock N' Roll Afterburner provides
outdoor pleasure to riders of both
the wheelchair and the afterburner.

Rock N' Roll takes great pride in
providing a device that brings joy to
others. Rock N' Roll will customize a
cycle for the needs of each individual,
such as those with.

Spina Bifida
Cerebral Palsy
Amputations
Visual Impairment/Blindness
Partial Paralysis
Orthopedic Handicaps

rimam
Stay in your chair and enjoy an outside ride

For more information and a tree video, call toll-free: 1-800-654-9664 or
806-894-5700, 8:30 a.m.to 5:00 p.m.. Central Standard Time, Mon-Fri. Be
sure to ask how y,..11 can earn your cycle absolutely free! Rock N' Roll even
pays the shipping! Or write:

Rock N' Roll Fun Machines
P.O. Box 1558 Levelland, TX 79336

*CALL NOW WHILE SUPPLIES LAST!
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Exploring
decommunkations

by Abby Albrecht

I
jhst went on-line during my sopho-
!lion. year of high school. My dad had
ust installed America Online (AOL)
sr)ftware on the family's how,. com-

puter, allowing as to use our computer
and nwxlem to connect to this commer-
cial on-line setvice. I asked if I coukl tty it
out for a few minutes. The next thing I
knew, three hours had pa&sed, and I'd
made a dmen new friends.

The high school party scene was
never my thing. I wasn't into drinkhig,
and my electric wheelchair did not fit
into any of my friends' cars. So, hist ead
of going out, I spent my time exploring
everything the on-line world had to
offer. I checked out tlw national, com-
mercial on-line serviceslike AOL,
Prodigy and CompuServe. I also joined
several local bulletin board systems
(BJSs). These small. non-commercial
on-line services are Often nui from an
individual's honie and typically serve
users for ;?hom t he BBS telephone
number is a local call.

, Telecommunications Leads
to Independence

The world of telecommunicatiom is
,exciting. I've been on-line for more - ---

than a year, but I'm still thrilled to sign on
to America Online (AOL) and hear the
computerized voice say "You've got
mail!"

Telecommunications technology allows
me zo do what every other teenager
doestalk on the phone. And the best
thing about it is that there's no one kaing over my shoulder! For the
first time in my life, I feel totally independent.

I use e-mail to talk to all kinds of ixsople on the Internet. I talk to
my Uncle Eric, who works at Oracle, a large software «wnpany. He
helps me with my math homework.

I also send e-mail to my best friend, Neetu. Neetu just went away
to college. so I don't see her very often anymore. This is especially
difficult because I used to see her every day. I miss the times we had
together. It helps that I can write my thoughts and feelings to her
through 0-mall.

There's lots of stuff waiting to lx. explored on-line. ( )n«., I almrist
used an on-line service to order flowers for my ,ister, but Mom caught
me in the act! Sometimes, I visit "chat rooms" on AOL to talk to other
people who arc. on-line at the same time as me. Telecommunk ations
even helps me. with my homework. I an use an on-line encyclopedia
and download all kinds of information. When my homework is

Friendships
I developed many on-line friendships
with people I "met" in chat rooms or
on message boards. In a chat room,
you can have "real-time" discussions
with others by typing messages and
waiting for responses. Message
boards work like bulletin boards in an
office; people publicly "post" short
questions or comments that can be
read by anyone who visits the board,
and any reader can respond by post-
ing his or her own message. On-line
relationships typically begin with
exchanges in these public forums,
then graduate to the exchange of pri-
vate messages through electronic mail
(or "e-mail").

I developed on-line friendships that
were based on my personality and
character, and had nothing to do with

I my looks or style. In fact. many of my
on-line friends still don't know I have
a disability. It has never come up
because it just doesn't matter.

Abby Albrecht, 19, a junior at the University
of Southern California, says she has made
more than 100 on-line friends from all over
the world.

Within a few months after my first
on-line forays, my off-line friendships
also began to blossom. Because of the
acceptance I had experienced on-line,
I began to open up to the flesh-and-
blood people I saw everyday. I had
gone to class with some of these kids
for years, but had never made the
effort to get to know them.

finished, I can even download games to
play off-line on my personal computer

More recently, I discovered how to use
my modern to access the telephone relay
service for people who are deaf or have
other disabilities. Before I discovered the
relay, I needed help to make phone calls.
Someone had to dial the number for me
and turn on the speakerphone. Then I
would use my augmentative communica-
tion device to have a phone conversation.

With the relay service, however, I can
use the phone all by myself. Here's how it works: I use my computer
and modem to dial the relay service. A relay agent answers and
places the call for me, then reads what I type to the person I have

alled. When that person replies, the agent types their words and I
read it on my computer monitor. It is neat haying private conversa-
tions; it's the first time in my life I've had secrets.

Vanessa COLVall

CuM11.1, lb, is a sophomore at Mission San lose High School
in Tremont. Cdliktrnia.

liIsss,i <Ind her nu Met; .ire in the /MINS of thveloping a d i r e c -

t o r y of kmagers with disabilities w h o woukl like to «tmmunicate with
each other by e-n rail. Those who wish to he inckkkd in the directory
shoukl e-mail the killowing information to vansc@aol.com: name, age,
city state, e-ntail address and anything eke you would like to say about
Ttursell: You will receive die current directory by ulum
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Getting Started

T o the uninitiated, cyberspace may seem like an intimidating place. In truth, how-
ever, you need only four components to start exploring the on-line universe: a

phone line, a personal computer, a modem arid a subscription to an on-line service.
For most people, a commercial on-line service like America Online (AOL), Prodigy,
CompuServe or eWorld is the best place to start. Subscribers to one of these services
receive user-friendly software through which to acces5 the service. And if you have
any problems making that initial connection, you can quickly find help by placing a
toll-free phone call to the service's customer-support helpline.

Each commercial on-line service offers its members message boards, chat rooms
and other special features such as up-to-the-minute news and weauier reports and
on-line encyclopedias. The commercial services also provide a "gateway" to the
Internet, which is a world-wide network of interconnected computer networks.
Subscribers to a commercial on-line service like AOL have the capability to send
electronic mail to other AOL subscribers. But because AOL (like other commercial
services) is connected to the Internet, they can also send e-mail to anyone who has
Internet access through any other service.

Outside of the commercial on-line services, many people obtain Internet access
through an Internet-connected computer network at their universities or places of
work. Others get Internet access through local BBSs (electronic bulletin board ser-
vices), community-sponsored computer networks (called "Freenets") or commercial
Internet providers that charge a monthly fee and provide a local access number.

What's out there?
E-mail: The capacity for users to send and receive electronic mail is often cited as the

most important benefit of online communication. E-mail refers to private messages that
can be written and sent instantaneously to other computer users. And unlike conven-
tional postal servicesdisparagingly referred to as "snail niail"e-mail can be sent and
received at any time of the day or night.

Mailing lists:An individual can use his or her e-mail address to "subscribe" to one or
more of the thousands of available e-mail discussion groups, commonly referred to as
mailing lists. Mailing lists allow subscribers to participate in ongoing discussions on
almost every topic imaginable. Any new message or response sent to a mailing list is
distributed to every subscriber.

Newsgroups: Internet newsgroups work like message boards on the on-line com-
mercial services. More than 5,000 newsgroups focus on a variety of topics. Each
newsgroup stores messages on a computer in a central locationind users read and
reply to these messages from their own computers.

World 'Nide Web: The World Wide Web provides a way to display information on
the Internet. The Web is made up of interconnected "pages" (sometimes called "sites"),
each containing textual and graphical information on a specific topic. To access the
Web and move from page to page, users need software known as a "Web browser"
Most of the commerical on-line services now offer their own Web browser software,
thus providing their users with a gateway to this rapidly growing part of the Internet.

Web browser software allows you find information on any subject with the click of
a mouse button. There is no need to type complicated commands. When the browser
finds the location you want, it downloads (receives) the information from the com-
puter at that site and displays it on your computer.

Take the plunge!
Chances are, some of the people you know are already on-line. Talk to your friends
and find out about the on-line services they're using. Then go ahead and give it a try!

MO 'II I it'll, plip

My new friends, on- and off-lin, , all
had one thing in commonthey tadn't
care that I used a wheelchair; they
liked me for me.

Creating communities
All er graduat ing 111 all high school, I
began my college studies at I he
I'niversity of Southern California.

Unfortunately, my family's computer
equipment stayed home. When I
could afford to buy a modem during
my sophmore year, I was able to get
reacquainted wit h A01. and the local
BI3Ss. I was also able to get a five
Internet account through the univer-
sity. The Internet (an electronic net-
work of hundreds of thousands of
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interconnected networks) did not
have the fancy graphics and user-
friendly interface of the commerical
on-line services, but I didn't care. I
was anxious to explore this new
dimension of cyberspace.

Around that time, a magazine I was
reading suggested checking out
Internet "newsgroups" about the "X-
Files," one of my favorite television
shows. When I went on-line looking for
these newsgroups, I also discovered e-
mail discussion groups, or "mailing
lists." There are thousands of these
lists on the Internet. Each brings
together people with a common inter-
esteverything from a favorite televi-
sion series to a college alumni associa-
tion to a specific disability. For exam-
ple, one of the five groups I joined
revolves around David Duchovny, star
of "The X-Files." It was strange and
exhilerating to "talk" with people from
all over the country who shared my
interests and tastes.

Although members of these groups
come together because of a common
interest in a specific topic, I soon dis-
covered that conversations veer into
other topics as well. The anonymity of
on-line conversation may make people
feel more comfortable talking about
subjects they would never think of dis-
cussing with off-line friends.

Karen Knight, one of my on-line
friends from Duchovny-I, (the "L" iden-
tifies it as a mailing list), agrees. "The
gang at Duchovny-L has become my
family," she says. "We talk about many
things. We have rational discussions
about religion, abortion, sexual otienta-
tion and a number of other issues."

On-line communities also offer peo-
ple with disabilities a way to make
connections with others who are deal-
ing with similar challenges. On-line
disability forums offer opportunities
to share thoaghts and ideas. Topics
can range from personal care atten-
dants to dating. As Rachel Stewart,
one of my old friends from muscular
dystrophy camp, explains, "I can't talk
to my [able-bodiedi friends about
everything. They don't understand
sonic of the things I've been through.
But on AOL, I can talk with other peo-
ple who are disabled and know what

Ldt.411 with every day."up



Warm fudge and soda
Last summer, "X-Files" fans who had
been "meeting" on AOL for about a
year, decided to take a bold step out
of anonymity. Together, we planned
an "AOL 'X-Files' Convention" in Las
Vegas, the first of what we hoped
would become an annual event.
Finally, everyone who had been writ-
ing to each other for the last year
would have the chance to see their
friends, face-to-face.

Once we were relaxed enough to
speak as honestly in person as we do
on-line, everyone admitted to an initial
fear of attending the (onventionwhat
if they don't like me in person? But

our on-line relationships had already
gone beyond the superficial; looks still
didn't matter. One of my friends and I

spent several hours bonding over warm
fudge and sodasomething we could

never do through a modem.

A valuable tool
On-line services are definitely addic-

tive. Everyone learns modera-
tion after a while. But in the
beginning, when I was trying
to learn everything I could,
my AOL bill was huge.

Still, it's impossible to put a
price tag on what my on-line
travels have given me. If I had
not learned to open up to com-
plete strangers in cyberspace, I
never would have had the
courage to go out and find
friends off-line. And it was on-
line comnmnication that fust
sparked my interest in writing,
an interest that has led me to
pursue a career in public rela-
tions. Telecommunications is a
valuable toola tool that has
helped me learn more about
who I am and who I can be. EP

Fourteen-year-old Rachel Stewart (left) enjoysfrequent

e-mail communications with her friend, AnnieWilson (right),

13, who lives an hour away, on the other side of the San

Francisco Bay. Both girls have spinal muscular atrophy.

Abby Albrecht, 19, is a junior at the
University of Southern California,
where she is majoring in public
relations. She is a staff writer and (I

Toir

1"

book editor,for the student news-
paper 7'I1E MUM' TRWAN. She (JlSO

works in the university's Office for
Students with Disabilities, where
she helps other students with dis-
abilities adjust to 11fe on campus.

What they're saying about:
The Best Toys, Books Videos for Kids
"The chapter on adapting toys for children with
special needs is outstanding, lots of fun ideas for
parents and kidsjust like the entire book."

Stanley I). Klein, Ph.D.
Editor-in-Chief, Excepthmal Parem

"An excellent resource fir parents, family
members, and other caregivers to help guide
them to learn about all aspects of the value of
play and toys and how ro use them with our
children who have disabilities."

Patricia McGill Smith, Executive Director
Natiiinal Parent Netwmk on Disabilities
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The Magic Wand Keyboard
Computer Access that Fits in a Classroom

The Magic Wand Keyboard isa miniature computer
keyboard that requires no strength or dexterity. It is
used in schools all over
the United States and
Canada. from kinder-
garten through college.

It gives full computer
access to children of
any age: using zero-
force electronic keys.

Children with disabilities ranging from MD to
neurological disorders to spinal cord injuries can
usc a computer. and mouse, with the slightest
touch of a wand (hand-held or mouthstick).

Your child can use the Magic Wand Keyboard in
class, to do homework, write, play games. So can
family and friendsbecause it works just likc any
other keyboard. Simply and easily.
30-day money-back guarantee. IBM/Apple Macintosh compatible.

in Touch Systems
Ii Westview Road Spring Valley, NY 10977

800-332-MAGIC
Circle #122

STANDING PM-7n

Yes to
medicare!

Everyone knows standing is a practical necessity!
The obvious benefits are improved circulation, lessened muscle
spasms & contractions, improved bowel and bladder regularity, skin
integrity, etc. The problem is; how do I habitually implement this in
my already demanding schedule? At Redman we believe we have
the answer in our ChieRID, a well designed and manufactured power
chair, with the ability to power you into a stand at your command
and priced far below what you may expect. Call today for more
information or a demonstration.

FREE GROWTH PACKAGE
CALL 800-727-6684 AVAHABLE FOR CHILDREN

Redman Powerchairs
945 E. Ohio, Ste. 1t4 Tuscon, AZ 85714

(520) 294-2621 FAX (520) 294-8836

Haverich Ortho-Sport, Inc.
67 Emerald Street
Keene, NH 03431 (603) 358-0438

Europe's leading line of specialized
bicycles, tricycles and tandems
now available in North America.
Steel frame. Duel caliper, drum
and coaster brakes available.
Parking brakes standard.
Latest styling and wide
choice of colour
combinations.
More than 30 specially
designed accessories to
meet every need.
Use of Safety Helmet

Required

Circle 0166
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GUEST EDITORIAL

Imagine the Future
It's about concepts, not things!

by Alan Brightman

In the field of disabilities, discus-
sions about the future of high
technology seem to invariably
center around things. New gad-

gets, faster gadgets, gadgets that do
the wondrous and gadgets that do the
mundane. Hardware things. Software
things. Always, it seems, talk about
the future is talk about some thing.

Which, in my opinion, misses what
the future is really going to be about.

When I think about tomorrow and
next year and five years from now,
what excites me more than anything
else is the idea of connectedness, no
longer being isolated, making choices
to participate in virtually anything.

Connectedness is a concept, not a
thing. And yet, it's what I believe the
future of high technology will offer to
everyone concerned with kids and
adults with disabilities, with their par-
ents and family members, and with
the helping professions that serve
them all.

In a recent advertisement, AT&T
used the phrase "long-distance
togetherness." That phrase beauti-
fully describes the future I see.
Teleconmuuncal ions, online services,
the Internet, the "information super-
highway"you've surely heard of
these things. But lune you tried them
yet? llave you started to experience
the future?

It's time. The future is just about
here.

We are experiencing the benefits of
this future even today. With telecom-
munications, parents are consulting
and commiserating with other parents
in faraway states, even other coun-
triesall.for the pri-e of a local
phone call. Kids are chatting with
other kidshundreds at a time or
one-on-onesending the sound of
laughter across standard phone lines.
Researchers are scanning libraly col-
lections in seconds, no mattei where
the library is located.

None of us knows where the infor-
mation highway will lead. But that
shouldn't stop us from beginning our
individual journeys. It's okay to get lost

(and you will). Like any wanderer, you
will stumble upon the unexpected. And
you'll be amazed by what you'll find.

mtainued pay° 42

My Television Classroom
My name is Joseph Zlotek, but everyone calls me
Joe. I am 10 years old. I live with my mom, dad
and baby sister, Sarah. I go to Cedar Creek
Elementary School in Forked River, New lersey.

I like going to school. But last year, I couldn't
go to school for five months. I had to have a tutor
come to my house. I really wanted to go to
school instead of having a tutor, but because of
chemotherapy, I couldn't.

Then the phone company (Bell Atlantic, to be
exact) called my mom. They told us we could
have a special telephone hookup that would let While undergoing six months of

me be part of my class from home. The telephone chemotherapy, Joe "attended" school
company people came and hooked it up in my by television monitor in his dad's home

Dad's home office. office, wheie Bell Atlantic had installed

It was really cool. It was called ISDN. ISDN an ISDN connection.

stands for Integrated Services Digital Network.
ISDN let me see and hear the teacher and the kids at school on a TV at home. They had

a TV in the classroom, so they could see and hear me, too. I could even read the same
book as the class because of a "document camera" that sat beside the TV. The camera

looked kind of like an overhead projector.
One day, my whole TV screen went black. I could still hear everybody at school, but I

couldn't see them. Fortunately. I was able to fix the problem myself by using the small
control board. It wasn't a serious prob-
lem. It would have been more serious if I
couldn't hear anything through the TV.
Then we would have h:Al to call Bell
Atlantic. They told us they would come
any time I needed them. But that never
happened.

It was great using ISDN to see every-
body at school. I was great to be in
class, except I couldn't go outside to
recess. So I asked my teacher, Mrs.
Schmitt, if a few of my friends could stay
in from recess. She agreed, and we were

able to use ISDN to talk and play during
recess.

'Oars

The document camera allowed Joe to look at
the same books and worksheets as his class
at school.

In January 1994, foe Zlotek was diagnosed with a germ-cell tumor in
his throat. He had surgery to remove the tumor, followed by six
months of chemotherapy. Now 10, loe is in the fourth grade at

Cedar Creek Elementary School in Forked River, New Jersey.
Doctors monitor his condition with monthly blood tests; to date he

remains cancer-free.
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OAK HILL SCHOOL
100 Yam (il.Compassiint
Exceptional people deserve excep-
tional care. C113 Oak 11111 School enters
its second century of compassionate
care and gnmnd-breaking education
for children and adults ..eith severe
devekTmental

Residential living
Day and vocational programs
Loving, supportive environment
Dedicated, highly-qualified staff

Cifi/Oak Hill
120 I ickomb St.
Ilartford. CT (6112
(203) ?t?-? )7i

Private, 501(0(3)
Nonprofit Community

"THEIR CONLMUNITY...ATTH OUR HELP'
Residential. day, and evening programs
and services for adults with
developmental disabilities.

Paid 'Vocational Training
Visual and Performing Arts
Daily Living/Life Skills
Therapeutic Recreation
Case Management
Health Services
Off-Campus Activities
125-Acre Wooded Environment

Annandale at Suwanee, Inc.
3500 Annandale Lane
Suwanee, GA :30174
(770) 945-8:381

"MAXIMIZING INDIVIDUAL
POTENTIAL" Community-based,
positive learning environment for
difficult-to-place children, adoles-
cents and young adults with MR,
autism, communication disorders
and challenging behaviors. A pro-
gram of the Protestant Guild for
Iluman Services, Inc.

12-mo. day/residential programs.
10 miles west of Boston.

( ontact: Admissions Director
The Learning Center
411 Waver ley Oaks Road
Waltham, MA 02154
(617) 89:3-6000

CHILDREN'S CARE

HOSPITAL & SCHOOL
For Children with Disabilities

and Their Families

;/

In this connected future, we'll learn to expect the unex-
pected and to attain the previously unattainable.

Want to attend that all important conference, but just
can't afford to hop on a plane and be away for three days?
No problem: connect to the conference from your kitchen
table. Listen, watch, participateat your convenience, with
just a local phone call.

Does your third-grader need to spend the next month in
the hospital disconnected from her classmates, from show-
and-tell? No problem. Get her connected. Technology can
be a bridge to what she left behind. (('an you believe some
critics still argue abcut the anti-social aspects of high tech-
nology'?)

This sounds like a possibly interesting future, you say.
But aren't the nuts and bolts of it all too difficult for the
average me'? Not at allespecially if you already know
how to use a personal computer and a telephone. It's nei-
ther complicated nor expensive. And its value will far out-
weigh its expense.

We have always characterized computers as the technol-
ogy of independence. We've represented them that way
because children and adults with disabilities viewed these
devices in just these terms.

In the future, those terms will change. The technology, as
a set of devices, will be no more exciting than a rotary
phone. But thanks to advances in telecommunications.
what we'll be able to do with that technology will bring
about an unprecedented democratization of individual
opportunity.

At the moment, we can only imagine these kinds of
dreams and ideas. Your family should be part of that imag-
ining. You need to be part of that imagining.

After all, it's not our future. It's yours.
Anti if you don't start dreaming about it, aml making it

happen, who will'? EP

Alan Brightman is the manager of Apple Computer's
Worldwide Disability Solutions Group, which he founded
in 198.5.

CHILDREN'S CARE HOSPITAL
& SCHOOL (Immerly Crippled
('hildien's Hospital & School) is a
private, nonprofit facility serving
over 1000 children and families each
yen. Individualized, "2mily-centered
programs available through day
school, outpatient, outreach, or resi-
dence. PediatHc rehabilitation pro-
gnun now offered.

Contact: Nat han Andenion
Children's Care Hospital & School
2501 West 26111 Street
Sioux Falls, SD 5710:)-2498
(605) :1:16-1840 or (800) 584-92114
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Announces a new deluxe care group home
in Kendall, Florida.

We offer: private room gourmet meals extra staff
to go with our nationally-recognized training and

recreational programs for the developmentally disabled

For information call (305) 271-3232
Ilarvn Center Is a nonpnyit, fully accredited recidential

and developmental facility

,j tor l.or



.

Technology Resources
Alliance for Technology Access Centers

The Alliance for Technology Access (ATA) began in 1987 as a joint project of a grass-
roots organizationDisabled Children's Computer Groupand a major corporation

Apple Computer.
From this small group of parents, consumers and professionals, the ATA has grown

into one of the nation's largest resources to help adults and children with disabilities gain

amess to the benefits of adaptive technology.

ALABAMA

Birmingham Alliance for
Technology Access Center
Birmingham Independent
Living Center
206 13th St S
Birmingham, AL 35233-1317
(205) 251-2223 WM')
(205) 251-0605 (fax)
E-mail: bilcala@aol.com

Technology Assistance
for Special Consumers
PO Box 443
Huntsville, AL 35804

(205) 532-5996 (WM)
(205) 532-5994 (fax)
E-mail: tascal@aol.com

ALASKA

Alaska Services
For Enabling Technology
207 Moller Dr
PO Box 6485
Sitka, AK 99835
(907) 747-7615 (voice)
E-mail: asetseak@aol.com

ARIZONA

Technology Access Center
of Tucson
4710 E 29th St
PO Box 13178
Tucson, AZ 85732-3178
(520) 745-5588. ext 412 (voice)
(520) 758. 0219 (fax)
E-mail: tactaz@aol.com

ARKANSAS

Technology Resource Center
c/o Arkansas Easter Seal Society
3920 Woodland Heights Rd
Little Rock, AR 72212-24C5
(501) 227-3600 (voice)
(5011 227-3601 (fax)
E-mail. atrce@aol.com

CALIFORNIA

Center for Accessible
Technology
2547 ftlh St, 12-A
Berkeley, CA 94710-2572
(510) 841-3224 (V/TTY)
(510) 841-7956 %fax)
(510) 841-51321 RIBS)
E-rneil:clorenleol com

Computer Access Center
5901 Green Valley Cir, Ste 320
Culver City, CA 90230
1310) 338-1597 (voice)
(310) 829-9895 (fax)
E-mail: cacofsmca@aol.com

Sacramento Center for
Assistive Technology
4370 Mather School Rd
Mather, CA 95655
(916) 361-0553 (V/TTY)
(916) 361-0554 (fax)
E-mail: scatca@aol.com

Special Awareness
Computer Center
Rehab Unit. North
2975 N Sycamore Dr
Simi Valley, CA 93065
(805) 582-1881 (voice)
(805) 582-2855 (fax)
E-mail: saccca@aol.com

Special Technology Center
590 Castro St
Mountain View, CA 94041
(415) 961-6789 (voice)
(415) 961-6775 (fax)
E-mail: stcca@aol.com

Team of Advocates
for Special Kids
100 W Cerritos Ave
Anaheim, CA 92805
(714) 533-8275 (voice)
(714) 533-2533 (fax)
E-mail: taskca@aol.com

FLORIDA

CITE (Center for
Independence, Technology
and Education)
215 E New Hampshire St
Orlando, FL 32804
(407) 896-2483 (voice)
(407) 895-5255 (fax)
E-mail: comcite@aol.com

GEORGIA

Tech-Able
1140 Ellington Dr
Conyers, GA 30207-4323
(7701922-6768 (voice)
(770) 922-6769 (fax)
E- mail tekablegal@aol coin

The ATA's most important means of promoting technology access may be its nation-
wide network of community-based assistive technology resource centers. ATA centers
work with a wide variety of individuals and organizations and have no eligibility criteria
for determining who may receive services. Most centers provide hands-on consultations
and product demonstrations, make recommendations and referrals, and present work-

shops on technology use.

HAWAII

Aloha Spcdal Technology
Access Center
710 Green St
Honolulu, HI 96813

(808) 523-5547 (voice)
(808) 523-5548 (fax)
E-mail: stachi@aol.com

ILLINOIS

Northern Illinois Center for
Adaptive Technology
3615 Louisiana Rd
Rockford. IL 61108-6195
(815) 229-2163 (voice)
(815) 229-2120 (fax)
E-mail: ilcat@aol.com

Technical Aids & Assistance
for Persons with Disabilities
(TAAD) Center
1950 W Roosevelt Rd
Chicago, IL 60608
(312) 421-3373 (V/TTY)
(312) 421-3464 (fax)
E-mail: taad@interaccess.com

INDIANA

Assistive Technology Training
and Information Center
(ATTIC)
3354 Pine Hill Or
PO Box 2441
Vincennes, IN 47591
(800) 962-8842 (V/TTY)
(812) 886-0575 (V/TTY)
(812) 882-1128 (fax)
E-mail: inatticl@aol.com

KANSAS

Technology Resources
and Solutions for People
1710 W Schilling Rd
Salina, KS 67401

(913) 827-9383 (Vr17Y)
(9131 823-2015 lfax)
E-mail: trspkseaol.com

KENTUCKY

Bluegrass Technology Center
169 N Limestone St
Lexington, KY 40507

(606) 255-9951 (V/TTY)
(606) 255-0059 (fax)
E-mail: bluegrassc@aol.com

Enabling Technologies
of Kentuckiana
(enTECH)
Louisville Free Public Library
301 York St
Louisville. KY 40203-2205
(502) 574-1637 (voice)
(502) 574-1674 (ITV)
(502) 582-2448 (fax)
E-mail: entecky@aol.com

Specialink
36 W 5th St
Covington, KY 41011

(606) 491-2464 (V/TTY/fax)
E-mail: spclinkky@aol.com

MARYLAND

Learning Independence
, Through Computers

28 E Ostend St. Ste 140
. Baltimore, MD 21230

(410) 659-5462 (voice)
(410) 659-5469 (TIY)
(410) 659-5472 (fax)
E-mail: lincmd@aol.ccrn

MASSACHUSETTS

Massachusetts
Special Technology
Access Center
12 Mudge Way 1-6
Bedford, MA 01730-2138
1.517) 275-2446 (voice)
E-mail: mastacma@aol.com

MICHIGAN

Living & Learning
Resource Centre
Physically Impaired
Association of Michigan
600 W Maple St
Lansing, MI 48906-5038
(800) 833-1996 (V/TTY: MI only)

(517) 487-0883 (V/TTY)
' (517) 487-1605 (fax)

E-mail: lIrcmi@aol.com

MINNESOTA

PACER Computer
Resource Center
4826 Chicago Ave S
Minneapolis, MN 55417-1098
(612) 827-2966 (V/TIY)
(612) 827-3065 (fax)
E-mail: pacercrMaol.com

MISSOURI

Technology Access Center
12110 Clayton Rd
St Louis, MO 63131-2599
(314) 569-8404 (voice)
(314) 569-8446 (TTY)
(314) 993-5937 (fax)
E-mail: mostItac@aol.com

MONTANA

Parents, Let's
Unite tor Kids
MSU-B/SPED Bldg. Rm 267

1500 N 30th St
Billings, MT 59101-0298
(406) 657-2055 (1/ITTY)
(406) 6E7-2061 (fax)
E-mail: plukmt@aolcom

NEW JERSEY

Center for Enabling
Technology
622 Route 10 W, Ste 228
Whippany. NJ 07981-0272
(201) 428-1455 (voice)
(201) 428-1450 (fax)
E-mail: cetnj@aol.com

Computer Center
for People
with disAbIlitles
35 Haddon Ave
Shrewsbury, NJ 07702
(908) 747-5310 (voice)
(908) 747-5936 (fax)
E-mail: ccdanj@aol.com

NEW YORK

Techspress
Resource Center
for Independent Living
PO Box 210
Utica, NY 13502-0210
(315) 797-4642 (voice)
(315) 797-5837 (TTY)
1315) 797-4747 (fax)
E-maii: txprsny@aol.coin

NORTH CAROLINA

Carolina Computer
Access Center
Metro School
700 E Second St

Charlotte. NC 28202-2826
(704) 342-3004 (voice/fax)
E-mail ccacnc@aol.com
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INTRODUCING...

HOLLY.COM
The NEW augmentative communication device

everybody is talking aboutlliiii

Portable Affordable User Friendly
Rom \**r Urnited

otter,
s1,495

built-in 3 1/2" disk drive quick, easy to program saves all previous
work quick change, coded, standard size (8 1/2" x 11) overlays

tilt-up, adjustable keyboard 8 or 32 key tactile key feedback
large easy touch transparent keys superior voice clarity

jack for access by alternate switches PC connectable, RS 232C
serial port built-in storage compartment programmable debounce

time linear and row/column scanning low battery indicator light

COMMUNICATION DEVICES, INC.
2433 Government Way, Suite A Coeur d'Alene, ID 83814
Phone (208) 765-1259 Toll Free 1 (800) 604-6559

Call for a free brochure or video

Circle #221
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Meetmg the future needs of a son or
daughter with a disability is a

challenging task, but one you can
manage with the help of an EPID Life
Planner. EPPll professionals are at
work now helping families like yours
throughout the country. Let us show
you how to help secure your family
member's future. Call today to arrange
a no-obligation appoinunent with an
EPPD Life Planner near you.

Available now. the new I 995 edition of

Planning Fol The Future, the widely-
acclaimed authoutative bt Kik on hie

'NT

have a child with a disability. To order.
call 800-247-6553 (524.95 per book
plus 53.50 each shipping).

C2co

1.S1 ATE PLANNING FOR
'ERSONS DISABI I ..I 1 IFS

A a of F0!ek Iree AY 1,1 ( (It III I

800-448-1071
N.dbm.d

and estate pLuming lot families who Immingham. Alab.un,t

Circle #31
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Our prices make
everyone happy!

Send for a free catalog
of adaptive
equipment.

equipment

k

P.O. Box 33 Bedford, MA 01730
(617) 275-7681 Fax (617) 275-4094

tl

Circle #123

"FINALLY, TECHNOLOGY DESIGNED

SPECIFICALLY FOR MY DAUGHTER'S

UNIQUE MONEY MANAGEMENT NEEDS!"
MoneyCoach is
a multimedia
software program
designed
specifically to give
individuals with
cognitive
challenges more
independence
and better
understanding in
budgeting and
checkbook
management.

Interactive multimedia minimizes deficits in reading, writing and math

"I can't help it if I'm good at this!!"
-Carl, Agency Consumer

"I think my staff will like it just fine, once I
show them how to do it!"

-Barb, Agency Consumer

40,
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OHIO

Technology
Resource Center
301 Valley St
Dayton. OH 45404-1840
(513) 222-5222 (voice)
(513) 222-2101 (fax)
E-mail: trcdoh@aolcom

RHODE ISLAND

TechACCESS Center
of Rhode Island
300 Richmond St
Providence, RI 02903-4222
(800) 916-8324
(RI only: WITY)
(401) 273-1990 (V/TTY)
(401) 831-1131 (fax)

accessriaaol.com

TENNESSEE

East Tennessee Technology
Access Center
3525 Emory Rd NW
Powell, TN 37849
(423) 947-2191 (WTTY)
(423) 947-2194 (fax)
E-mail: etstactn@aol.com

Technology
Access Center
of Middle Tennessee
2222 Metro Center Blvd,
Ste. 126
Nashville, TN 37228
(800) 368-4651 P/ff1Y)
(615) 248-6733 Nam
(615) 259-2536 (fax)
E-mail: tactn@aol.com

West Tennessee
Special Technology Access
Resource Center
(STAR Center)
60 Lynoak Cove
lackson, TN 38305

(901) 668-3888 (voice)
(901) 668-1666 (fax)
E-mail: startn@aol.com

UTMI

Computer Center for
Citizens with Disabilities
2056 1100 E

Salt Lake City, UT 84106
(801) 485-9152 (V/TTY)
(801) 485-8675 (fax)
E-mall: cccdut@mol corn

VIRGIN ISLANDS

Virgin islands
Resource Center
for the Disabled
PO Box 1825
St Thomas, USVI 00803

(809) 777-2253 (voi(x)
(809) 774-5816 (fax)

The TECH TOTS Project Technology belongs to everyone
by Kathleen Gradel

technology Coordinators do everything
from teaching other families and young-
sters to use equipment, to organizing
and maintaining all equipment, to
recruiting library members. A second
ingredient is the equipment itself:
libraries stock the full range of comput-

ers, toys, adaptive switches, mobility
equipment and more. The most vital
ingredient is the belief and practice that
technology belongs to everyone. This

means that families borrow equipment,
just as they would check out books,
tapes and records at the local public
library, or rent a video game. TECH TOTS
is based firmly on the phi!osophy that
technology should be touched, bumped,
fondled and bruised by kids, parents,
brothers, sisters, grandparents and pals.

TECH TOTS believes in families being

active partners in decision-making about
technologyand making technology
"happen" for their sons and daughters.
Through TECH TOTS, families report the

following: they make informed deci-
sionsand exercise choicesabout
what meets their children's needs, what
works and what doesn't; they are in

Sarah, a two-year-old who cannot crawl

or walk, is known in her neighborhood
as "the kid with her own car." She gets
around in a yellow, battery-operated
jeep, by pressing a switch on the steer-
ing wheel, instead of the "accelerator"
pedal. Sarah's mom laughingly says, "I
think she drives just like her father!"

Sarah found her car at a TECH TOTS

Library, a project of United Cerebral Palsy

Associations, Inc. (UCPA). These libraries

give families of preschoolers with disabili-
ties an easy way to try out different types
of technologyeverything from toys and

computers to mobility equipment.
Today, there are 19 TECH TOTS

libraries nationwide, reaching over 1,000

families of children with disabilities each
year. Membership costs up to $25 per

year and varies from site to site; sliding
scale options and alternative methods of
payment, such as volunteering time, are

available.
There are three ingredients to the

TECH TOTS "recipe." First, families are in
charge. TECH TOTS libraries are run by

, parent coordinatorsfamily members
who already know the "ins and outs" of

_

VIRGINIA

Tidewater Center
for Technology Access
Special Education Annex
960 Windsor Oaks Blvd
Virginia Beach, VA 23462
(804) 474-8650 (V/TIY)
(804) 474-8648 (fax)
E-mail: tcta@aol.com

WEST VIRGINIA

Eastern Panhandle
Technology
Access Center
PO Box 987
Charles Town. WV 25414

(304) 725-6473 (V/TTY)
(304) 728-4814 (fax)
E-mail: eptacgaol.com

Assistive Technology
Learning Center
South Charleston
Public Library
PO Box 8962
S Charleston, AN 25314
(364) 744-4370 (voice)
(304) 744-8808 (fax)
E-mail: glueata@aol.com

CANADA

Alliance Centre
for Technology
PO Box 2241
Peterborough, ON

CAN K9J 7E7
(705) 741-4214 (V/TTY)
(705) 741-4581 (fax)
E-mail. alliance4trentu ca

charge of fun and learning for their chil-
drennot in the back seat, they don't
wait for someone else to introduce tech-

nology to them; they get comfortable
with equipment and decide what works.
Most important, we hear that kids and

families get technology's enabling
"bang"that they become "doers"
rather than "watchers."

For more information, write, call or e-

mail United Cerebral Palsy Associations,
Program Services Dept., 1660 "L" St.

NW, Ste. 700, Washington, DC 20036;
(800) 872-5827, (202) 775-0406, (202)
776-0414 (fax); ucpainc@aol.com (e-
mail). UCPA can help you:

Find a TECH TOTS Library in y'Our area;

Order materialsor get training and
assistanceto start your own TECH

TOTS Library;
Donate equipment to the TECH TOTS

network; or
Sponsor a family's membership in a

local library.

Kathleen Gradel is Director of the
Program Services Department at United

Cerebral Palsy Associations, Inc.

Are you tired of running around from store to store,
wasting valuable time and fuel trying to find bladder
control products for your child?

Listen to how HDIS (Home Delivery Incontinent
Supplies Co., Inc.) helped one mom simplify her

child's bladder control needs:
"Knowing that HDIS has always been there
for me makes taking care of my daughter so
much easier. I sure am glad that the days of
has3ling and driving to the store are over!

Plus the savings are great! With doctor bills
and medication, things really start to add up,
but with HDIS so do the savings."

G.L. from UT

HMS carries Attends, Depend,Tranquility,
SuretyS plus many more! Call TODAY for

your FREE HDIS Catalog, your FREE $8
coupon and your FREE Coupon Book with
savino worth over $65!

1101S

CALL NOW!
1-800-2MY-HOME

1-800-269-4663
cumghl 1,m%. imis pis! Eap4r. 11/3INS

-DS
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G
sreg is a yoimg attorney. He does

ome work for a Washington-
iased as.sociation. California
Governor Pete Wilson recently

named him to a state advisory panel.
This might be the story ofjust another

ordinary up-and-corner, except that Greg
was diagnosed with cerebral palsy in
infhncy. His lack of muscle control slows
his speech; he needs a motorized wheel-
chair to get around and uses a computer
to write.

Greg's success would not have been
possible without the Individuals with
Disabilities Education Act, or IDEA,
which mandated and fmancially sup-
ported his education. In generations
past. Greg probably IA ould have been
institutionalized.

Fulfilling our moral commitment
IDEA helps fulfill our nation's moral
conunitment to educating America's
children with disabilities. Education
transforms individuals who were once
thought to be helpless, into productive,
working, tnxpaying citizens.

The cost of providing "special ed" and
other services to five million American
children with disabilities is considerable.
Congress coetributes about $:3.3 billion
to an enterprise that costs up to $50 bil-
lion a year But this expenditure makes
excellent fiscal sense. Our investment of
time and resources into education for
these students spares the financial cost
of lifetime institutionalization, which
might cost from $15,000 to 80.0(X) a year
for each child. It aLso preserves the
important contributions people with dis-
abilities make to society.

This law is explicitly built upon consti-
tutional rights and protections. Applying
our 14th Amendment right to "equal pro-
tection under the law," it ensures that
dalren with disabilities receive a "five,
appropriate, public education" in the
"least restrictive emironment" based on
an "indivkluidized education ituplun"
(LEP) that Ls agreed to and regularly
ivviewed by t:ie child's parents and
sHiool. IDEA also authorizes federal fund-
ing to help states accomplish this task.

A history of exclusion
enty year; ago, clUkh-en with disabili-

ties inhabited Anielicrin s(xiety's (lark
fringe. Very tev states provided any type
of "sjwcial ed" as we loam it today.
Mon. commonly, schol As simply excluded

"Special Ed" Deserves
Special Emphasis

by Rep. Randy "Duke" Cunningham

students with special needs from the
clasroom.

In the late 1960s, parents of children
with disabilities began taking their outrage
to court. Two cases, Pennsylainia Assoc-
iation al Retanled Citizens r. Common-
aralth of Pennsylvania and Mills p. the
&aid qf Education of the District to.'

Columbia, reached the federal courts.
Pennsylcanki Association al' Reta Pried

Citizens challenged that state's out-dated
school code, which prescribed housing
people with mental retardaticn in institu-
tions because Plato's Republic recom-
mended that "the offspring of the inferior,
or of the better when they chance to be
deformed, will be put away in some mys-
terious, unknown place, as they should
be." Children with mental retardation
who were "disruptive" in class, not per-
forming at grade level, or deemed "uned-
ucable" were sent home for good.

Things were even worse in our
nation's capital. Chikiren with disabilities
roamed the streets of Washington, D.C.

The courts ruled on both cases in the
early 1970s, stating that such cavalier
treatment of children with disabilities io-
fated the children's constitutional right to
equal protection under the law. These rul-
ings, followed by a &Towing number of
somethnes-confliding cases arising in
other federal district courts, motivated
Congrms in 1975 to enact IDEA's precur-
sor, the Education for All I landicapped
Children Act (Public Law 9-1-142).

During the last 20 yeam, PL 94-112
and IDEA have transformed the lives of
children with disabilities in America
Once these children were neglected as a
matter of pradice. 'friday, they are edu-
cated to take part in the American dream
Many, like Greg in ('alifornia do just that.

Common-sense themes
The II )EA legislation is scheduled to be
reauthorized tlas year. The I louse of
Representatives Subconunittee on Early
Childhood. Thuth and Families, which I
chair, has held hearings on the reautlar
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rization. Our primary goal is to renew
and improve IDEA to better serve chil-
dren with disabilities and their families.
The renewal of this law centers on five
common-sense themes:

Quality results for all students:
Schools should be accountable for all of
their students, including those who have
disabilities. The IEP for each student with
a disability should be a working document
focusing on educational results, not a list
of perfunctory services and procedures.
Students with disabilities should be
expected, to the maximum extent possi-
ble, to meet the same high expectations
and challenging standards that have been
established for all students.

SI r(qtythening die flan ily mle: Parents
of children with disabilities have enough
challenges without adding arrogant "edu-
crats" to their burden. When decisions
are being made about their children's
education, parents must be informed of
their options and rights in clear, practical
language. Parents must be full partners
with the decision-making team, from
evaluation through placement.

"Win-u'in" dispute wsolution: For
mast families, the process of determining
IEPs for children with disabilities works
airy well. But when things go wrong,

1.1 costs can skyrocket and drain
resources away from the education of
children. Instead of forcing families and
schools into an advemarial legal system,
we will encourage states to have a medi-
ation process that will offer parents
ways to develop educational solutions in
which everyone "wins."

'Macho. prparatimt, during college
and beyond: Children with disabilities
vary as widely as children without dis-
abilities. Classroom teachers, both in
regular educat ion and special educa-
ion, must have the information alai

resources they need to do their,jobs
right .

I S(fut lesea Parents and teachers
lack solid reward t results to guide them
on 11w best educational MUM' for chil-



dren with disabili-
ties. The renewal
of IDEA should
lead to building a
strong research
base that can
improve education
for children with
disabilities

Discipline. inclusion and funding
Mod people can agree on these five issues.
The areas of greatest division, where
Republicans and Democrats are working
harclest to build consensus, have to do with
discipline, inclusion and funding.

The issue of discipline Ls particularly
difficult becaase the law gives children
with disabilities certain rights and privi-
leges other children do not have. This is a
product of the (until recently) sad history
of schools' failure to educate children
with disabilities. In the past, for example,
"typical" children who disrupted a class
by chewing gum may have been disci-
plined with detention, while children with
disabilities who "disrupted" class with
twitching or slurred speech were kicked
out for good. Fortunately, this is no
longer the case, but it illustrates the
difficulty of handling discipline for
children with disabilities.

Currently, a child protected under
IDEA can be suspended for up to 10
days for misbehavior During those 10
days, the school works with the child's
parents to determine the best course for
addresshig the problem.

The Jeffords Amendment to the
Improving America's Schools Act allows
a special-education student to be placed
in an "interim, alternative placement" for
up to 45 trays if the child's violation in-
volves a firearm. However, this extended
"cooling-ofr period is not enough. We
cammot have children with disabilities
bringing guns to school, then hidiag from
justice behind the noble goals of IDEA.

The law needs clear procedures for
removing dangerous students from the
classroom, with instnictions for deter-
mining whether the behavior Ls related
to a student's disability. If a child's mis-
behavior has nothing to do tsith his or
her disability, schools should have the
flexibility and authority to discipline a,
they see fit.

The second milt roveNy has to (10
with "inclusion," the practice of incotpo-
rat ing children with disabilities into the

egular classroom rather than segegat-
ing them in "special ed" classes.
Children with disabilities can benefit
from time spent in the regular class-
room. Their classmates without disabili-
ties can also benefit. However, some
people argue that inclusion is difficult,
inconvenient, costly, damaging to the
education of students without disabili-
ties and less than ideal for children with
disabilities. In some cases, these con-
cerns are justified. But the placement of
a child with disabilities in a regular
classroom is, and should continue to be,
the product of careful cooperation
among parents, teachers, and adminis-
tratois though the development of a
child's IEP. The ultimate goal of the IEP
process for each student with a disabili-
ty should be to find the educational set-
thig which provides the best possible
educational resultswhether a regular
classroom, a separate clas,sroom or a
combination of the two.

Funding will always be a challenge.
When the law was written, Congress
pledged to provide states with 40 per-
cent of the funding needed to educate

t,

children with ,-sabilities. Toda y. the fed-
eral contnbution of $3.3 billion covels
only about seven percent of these costs.
It is difficult for public schools that are
already strapped for ftmds, to provide
costly services to clilldren with disabili-
ties. We will do our best to maintain
fundhig for IDEA as we bring the federal
budget into balaace.

A chance at the American dream
It is my hope that we will continue the
bipartisan consensus supporting the edu-
cation of America's children with disabili-
ties. Their chalice at the Ainerican dream
depends on our determination and hard
work on their behalf, through prompt and
thorough renewal of IDEA. EP

Representative Randy "Duke"
Cunninylmm (R-CA) is the chair-
man of the Subcommittee on Early
Childhood, Youth and Families of the'
HMIS(' qf Representatives Committee
on Economic awl Educational
Opportunities. Ile is a fbrim'rfraelwr
and coach, and a setiird 11.5. Navy

fighter pilot.

Features
Electronic Speed Controls Multiple Switch Options Proportional

Joystick Control Radio Remote Control Lockout Hubs (like stroller)

Additional Models Available

1-800-950-5185
INNOVATIVE PRODUCTS, INC. Grand Forks, ND 58201
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USING ORDINARY TOYS FOR KIDS WITH SPECIAL NEEDS

For more than 100 sug-
gestions on how to
adapt ordinary toys foi
kids with special needs,
see the 1996 edition of

THE BEST TOYS,
BOOKS & VIDEOS
FOR KIDS
(Harper Collins, $12)
by Joanne and

Stephanir. Oppenheim. The book is a
comprehensive guide to more than 1000
classic and new products for children
from infants to preteens, and is available
through Exceptional Parent Library
(800/535-1910).

Art Supplies
by Joanne & Stephanie Oppenheirn

- Jo.sr .

otos"'
.4;
.

rt materials are more than fun. They motivate kids to
develop dexterity and express feelings, and they
provide a great deal of sensory feedback. Creative
explorationwithout lots of rights, wrongs or rules
gives kids a wonderful sense of "can-do" power.

These art materials require little or no adaptation for children
with disabilities. Most can be found in any toy store. Following
the name of each item, in parentheses, is its manufacturer, the
recommended retail price and a customer service number that
may be used for ordering or for more information. Following
the description of some items are suggested adaptations or
activity tips.

JUMBO DOTSN-DASHES
(Alex, $12; 800/666-2539)

Bypass brushes altogether! Six colors of washable paint come in easy-to-
grasp bottles with sponge applicators for artful, no-spill exploration. A
playful way to develop the sweeping hand motions needed for writing.

SESAME STREET FINGER PAINT WORKSHOP
(Tyco, $8; 800/488-8697)

Finger paint allows kids to put their fingers and hands directly in
the paint. The results make the mess worthwhile; such hands-on
art experiences promote satisfying sensory exploration. For kids

who are reluctant to put their hands in paint, this kit has rollers
with different designs.

Adaptation idea: Rolkys come on broad handles
that can be wrapped with velcro tape and used with a

velcro-lined mitt.

PINCE
TarrAck.is 41rnir

.,14.,,°n"64"64Pon.$711491map
Fun;

%v.

''/,

.401101_

48 EXCEPTIONAL PARENT / NOVEMBER 1995



--.411111111111111116119a1...

MAGNA DOODLE 3-1N-1 PLAY CENTER
(Tyco, $30; 800/367-8926)

The classic magnetic board has long been a favorite mess-free drawing board. It now
comes set into a small table with a well that provides a secure base, storage space for
plastic building blocks and a surface for drawing. Children can sit on the floor with their

legs underneath the table.

Adaptation idea: Put a roll of paper towels into the well (it fits perfectly). One end of the
board will rest on the paper towels and the other end on the table so that the board is
angled towards the child. Great for children who need a tilted surface.

COLOR TUNES

(Crayola, $34.95; 800/272-9652)

These two-sided, reusable, premade drawing sheets fit onto an easy-to-tote board.
When a child places the sheet on the board and begins to color, the.board plays a

song that goes along with the picture on the sheet. Although we don't usually suggest
coloring books, these may interest children who are learning to control drawing

and writing tools.

Adaptation idea: Place a piece of blank paper over one of the drawing sheets so child
can draw original art as he or she activates a musical accompaniment.

Activity tip: Use the premade drawing sheets for an "I Spy" game. Have child find and
touch the animal that goes "moo" or "oink" in the picture.

These products were reviewed by the Oppenheim Thy Portfolio, an independent consumer organization that tests and evaluates the

best products for children. The organization annually publishes THE BEsr TOYS, BOOICS & VIDEOS FbR KIDS and also publishes a quarterly
newsletter. Both publications include learning activity ideas and ways to adapt ordinary products for kids with special needs. 7b
subscribe to the newsletter, send $12 to The Oppenheim ThyPortfolio, 40 East 9th, Suite 14m, New York, NY 10003.

LOW COST
Measuring 9.5" x 6" x 1.75", BlackHawk is
light and compact for ready portability (1.5
lbs) ideal for inclusion situations. Standard
four minutes of high quality digital voice.
Matrix of sixteen one inch squares, soft
touch, with four levels for a total of sixty-
four messages four seconds each. Use levels
to organize vocabulary into functional con-
texts. One button programming with tricolor
LED for feedback Overlays held by trans-
parent plastic on tuuchpanel. Options:
keyguard; shoulder/wrist strap. Connector
for attachment of switch-inputs adaptor. In-
dy" s wall charger. Call for shipping sched-
ule. Price: $650

ADAMLAB WC RESA
33500 Van Born Road

P.O. Box 807
Wayne, MI 48184-2497
(313) 467-1415 or 1610

CIrcl* *220

Computer Access at the Touch of a Finger!

TeuchWindow
Simply Point and Touch!

!In

47-
_

_

Give your child the most efficient and

friendly computing tool around! This low-

cost touch screen attaches easily to the

front of your monitor to allow touch input.

The TouchWindow takes advantage of

children\ natural desire to reach out and

touch what they see on the

computer screen. They make

selections, move objects, pull

down menus and draw

graphics, all with the touch of

a finger! The TtmchWindow is

ideal fOr children with

physical or developmental

' disabilities who have trouble using a mouse

or key board.

Av,ulable for Macintosh, Windows/

DOS and Apple II Series computers.

For more information or a free product

catalog, call 1100-362-2890.

t".:;wied

ove from the
niter to use
single switch.

OEDmARK

Edrnadt, the Edmark logo and TouchWIndow toe teglaved Oedemas olfdrufft Cofpofellon Apple end Mictntosh ye fewslefed Ifaclemafks of Apple

Compuloc Inc Windows is ci feotemd fraderneflf of MiclosollCofporeoon
14(Ja 10
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Can Medication Change Behavior?
Since the age of si.r, Andy Ayres* had
shown the ertreme distractibility and
rrstlessness associated with hyperactivi-
ty. Andy, who has Down syndrome, con-
stantly inn through tlw house turning
knobs and pirking up objects. He ?amid
often awaken at 2 a.m. By the time
Andy turned eight, his pairnts, Camle
and Carter began to not ice furiher dis-
turbing and dangerous behaviors.

'He was riding his bike directly into
tiaflie," said Carter "Other times, we'd

find him sitting in the road in the mid-
dle of the night."

Andy was diagnosed with a bipolar
disonlera mental illness also known
as manie-deprrssive dismderinaolv-
ing alternating phases of excessive
earitement and activity (mania) and
persistent, prajbund sadness andfrel-
ings of wmddessness (depression).

"We thought Down syndrome was the
only challenge we had to deal with,"
said Caller "We weIrn't expecting Andy
to have a mental health problem..."

Research has shown that certain
behavior patterns can be
directly related to specific diag-
nostic conditions. (See, for

example, "Beyond Labels" by Karen
Levine, Ph.D., October 1995.) But Andy
Ayres' troubling behaviors were not
typical of children with Down syn-
drome; rather, these behaviors turned
out to be symptoms of bipolar disorder,
an unrelated condition. This diagnosis
led to Andy's treatment with the same
psychoactive medications that may
often help other individuals with the
same type of mental illnessindividu-
als who do not have Down syndrome.

Moving away from blame
It is not uncommon for parents or pro-
fessionals to attribute a child's inappro-
priate or unusual behaviors or feelings
to factors related to his or her disability.

AndA pairnts, Caryl aml Carter
Agpes told Andy's slory ill EvE/gy( 4v.

PARIAT's April/Magi /MI issue, in an
(wide entitled "Thugh Choice." We
appreciate their willimpuss It, sluor
111011' (10 hei erperhwys in
th i.s art icte.

E .

About this article:
Recent research has demonstrated that the body and the "mind" are not two separate sys-
tems; rather, there are complex interrelationships between the two. Many troublirm; behav-
iors and/or emotions may be caused, at least partially, by physiological processe These
processes, in turn, may be affected by life experiences.

Much remains to be learned about these processes, and misunderstandings still occur.
One source of misunderstanding is the myth that individuals are in complete, conscious
control of their feelings and behaviorsthat all behavior is planned, and that individuals
are aware of their specific motives for behavior. In truth, the causes of behaviors and feel-
ings are extremely complex, and disagreements about the source of certain behaviors and
emotions exist even among mental health specialists.

Terminology is often another source of misunderstanding. For example, terms suchas
"emotionally disturbed," "psychological problems" and "mental illness" may be used to
describe children, with or without other disabilities, who have serious problems in everyday
lifeproblems controlling behavior, making friends or feeling good about themselves. Any
given term, however, may not mean the same thing to everyone who uses it.

This article focuses on the use of medications to treat troubling behaviors and/or feelings
in children with disabilities. It does not address controversies about definitions and labels,
nor the specific qualifications and skills of various types of mental health professionals. Nor
does the article discuss the misuse of medications that has sometimes occured in institution-
al settings where appropriate therapeutic or educational programs are unavailable.

Some professionals blame all of a child's
"bad" behaviors on parental reactions to
the child's disability.

Similarly, in the past, when children
with mental retardation behaved in
troubling ways, professionals often
believed the behavior to be related to
the child's intellectual limitations or dis-
missed it as an attention-getting device.
Some people believed that individuals
with mental retardation and/or commu-
nication difficulties lacked the intellec-
tual or emotional abilty to experience
mental illnesses. Perhaps most damag-
ing, many professionals once believed

-

Andy Ayres, 7, enjoys an affectionate
moment with his father and grandmother.
"We thought Down syndrome was the only
challenge we had to deal with," says his
dad. "We weren't expecting Andy to have a
mental health problem."
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autism to be a mental illness caused by
inappropriate parenting.

Much has changed and continues to
change in our understanding of the caus-
es of troubling behaviors or emotions in
children and adults. We now know that
children or adults with mental retardation
and individuals who are unable to com-
municate verbally can have emotional
problems or mental illnesses. And autism
is now considered to be a developmental
disability that is present at birth (see
"Medication and Autism," page 52).

The role of stress
In stressful circumstances, all individuals
may experience less self-control and may
behave in less mature ways. Individuals
with mental retardafion and/or conmiuni-
cation difficulties may have particular
difficulty coping with stress. For exam-
ple, a child who is unable to express his
or her feelings and needs with under-
standable speech may become increas-
ingly frustrated and angry.

In fact, individuals with mental retar-
dation and/or communication difficulties
may be more susceptible to certain emo-
tional and behavioral disorders than
other Mdividuals. For exainple, some
children with disabilities may find school
particularly strmsful. Some chiklren with
mild to moderate mental retardation who
are placed in regular classrcxmis may
recognize that they an intellectually



AN04
At 10, Andy entered the psychiatric unit of a
local hospital for treatment of a bipolar disorder.
Hospital staffers snapped this identification
photo on the night he was admitted.

behind others of the same age and may
experience feelings of failure, particular-
ly if they are not provided with appropri-
ate supports. Others may suffer low self-
esteem if they are placed in a specialized
educational setting they feel is beneath
their capabilities.

antllenges in assessment
When children, with or without disabili-
ties, behave in troublhig ways, a compre-
hensive assessment by a mental health
team can be helpful.

While every child has ups and downs,
intervention may be needed if something
that looks totally out of character is
observedfor example, if a chiki who is
usually well-behaved suddenly becomes
hyperactive and elated, or if a typically
happy child appears depressed and
morose. A marked change in sleep patterns
may also reflect an underlying disorder

Mental illness is not always the correct
explanation for troubling behavior, how-
ever. A first step is to determine whether
or not a specific behavior is appropriate
for the child's level of intellectual and
emotional development For example, an
adolescent. who regularly talks out loud
to himself might be considered "odd"
However, such behavior may be "appro-
priate" for a 14-year-old with mild to
moderate mental retardation. Without
considering the child's develop nental
level, the behavior might incorrectly sug-
gest a psychosis, such as schizophrenia.

Steps toward acawaW diagnosis
lb obtain an accurate diaposis, profes-

sionals and parents should first try to
identify the source(s) of the troubling
behavior(s). This piocess includes an
investigation of possible physical origins
or links to a specific developmental dis-
ability For example, symptoms of
hypothyroidisma deficiency in the
functioning of the thyroid glandcan be
mistakenly interpreted as depression;
both have similar clinical pictures, includ-
ing chronic sleepiness and lack of energy

It is also important that the clinical
teamincluding parents, educators and
mental health professionalsexamine
the child's day-to-day environment. Since
children participate in different activities
in different settings and are supervised
by a variety of caregivers, the team can
try to detennine whether inappropriate
behavior(s) are reactions to specific
events, environments or individnals, or
whether these behaviors result from an
internal source that causes the behav-
ior(s) in every environment. When the
same behavioral difficulties occur in
each setting, the source is probably with-
in the child and can be considered a psy-
chological problem or mental illness.

Biocheinkal and genetic clues
Current research indicates that many
mental illnesses are related to an imbal-
ance of neurotransmitterschemical
messengers in the bruin. For example,
studies show that low levels of the new
rotransmitters serotonin and norepi-
nephrine may contribute to depression.

Family histories can
reveal a genetic vulner-
ability to certain men-
tal illnesses. For exam-
ple, unipolar depres-
siondepression with-
out a manic phaseis
far more common in
children whose biologi-
cal parents also had
unipolar depression,
even if those children
were raised by adop-
tive parents. A genetic
relationship can be
found in manic-depres-
sive (or bipolar) disor-
ders as well. Andy
Ayres' younger brother
was subsequently diag-
nosed with a manic-
depressive disorder,

and there is a history of the disorder in
the families of both parents.

The significance of biological factors
does not mean medications can "cure"
mental illnesses in the same way an
antibiotic might cure a disease like pneu-
monia Experts stress that medications
are most effective when used as part of
a treatment program that may include
behavior management (attempts to
teach more appropriate behaviors
through th systematic use of rewards)
and/or psychotherapy (a form of treat-
ment that involves play and/or discus-
t.ions between a child and therapist to
bring about a change in the child's feel-
ings and behaviors).

Medkztion and assessment
A specific, diagnosable mental illness is
not always clear even after a thorough
clinical assessment In those cases, diag-
nosis can be a process of elimination.

Thais with medication used to treat
specific symptoms can sometimes help
to clarify a diagnosis. For example, it
can be difficult to determine whether
depression is a unipolar depression or
part of a bipolar (manic-depressive) con-
dition. lleatment with anti-depressant
medications can help clinicians make
this distinction, because such medica-
tions can trigger manic behaviors when
administered to an individual in the
depressive phase of a bipolar disorder.

Common psychoactive medication
There are several broad

.t

Thirteen-year-dd Andy (right) clowns
around with younger brother Chris,
11, outside the residential school
Andy now attends.

'14

categories of psychoac-
tive (or "mind-affect-
ing") medications.
These medications
should be prescribed
only by physicians who
are experienced in their
use. Ideally they should
be prescribed by a psy-
chiatrist (a physician
with specialty training)
who also has experi-
ence treating individu-
als with disabilities.
Below, brand names are
listed first; generic
chemical names follow
in parentheses.
Stimulant medica-
tions, such as
Dexedrine (dextroarn-

mufilmot pug, 5.2
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Medication and Autism
Although autism is characterized by a variety of unusual behaviors, it is considered a
developmental disability rather than a mental illness, because it can be linked to a

structural irregularity in the brain (approximately 25 percent of children with autism also
have seizures). In addition, autism is usually diagnosed in infancy or early childhood,
earlier than most mental illnesses.

Typical behaviors
Unusual behaviors typically seen in autism include:

Inability to form normal intimate/social relationships: Infants or toddlers with autism
often resist affection from or are indifferent to parents or caregivers. As they get older, most
children with autism have difficulties related to social interaction. Some seem to desire
friendships but are unable to initiate such relationships appropriately.

Unusual relationship with objects: A child with autism may show either avoidance of or
intense attraction towani particular objects, such as pieces of string, wheels on toycars,
rocks or paper clips. Some children with autism are extraordinarily fascinated with moving
objects, such as fans.

Repetitive or "stereotyped "behaviors: Children with autism may engage in repetitive,
seemingly uncontrolled movements such as hair-pulling arm-flapping, head-banging or
continually repeating specific vocalizations (sounds or words). Some people consider
these behaviors "tics" (involuntary, repetitive movement of a muscle or small muscle
group).

Some children with autism engage in "obsessive-compulsive" behavior, turning every-
day tasks into elaborate rituals that must be performed in a precise manner. For example, a
child with autism may insist on taking exactly seven steps from his or her bed to the door.

Likewise, many children with autism become distressed when their environment is
changed in any way. A child may become extremely upset if a particular stuffed animal
is moved even slightly from its usual place.

Hyperactivity: About half of all children with autism, especially children younger than
eight, may be classified as hyperactive or as having attention deficit hyperactivity disorder
(ADHD).

Communication difficulties: Some children with autism are unable to speak, or if able,
may use won:Is in an unusual mannerperhaps repeating a single word over and over,
often in situations when the word seems irrelevant. Often, children with autism also have
considerable difficulty comprehending language.

Treatment with medication
Some typical behaviors of children and adults with autism appear similar to symptoms of
mental illness seen in people who do not have autism or other developmental disabilities.
As a result, some people have triedwith varying degrees of successto decrease or
eliminate some typical "autistic behaviors" with the same medications used to treat
similar symptoms in individuals who are not autistic.

Research has shown that Trexan (naltrexone) increases sociability. Researchers
at Children's Hospital of Pittsburgh have also reported that use of Trexan led to
increased control of impulsivity and hyperactivity in younger children with autism.
Prozac (fluoxetine) may also increase sociability, but like Trexan, is still considered
an experimental treatment.

Some medications seem to hold promise for treating certain stereotyped behaviors. For
example, Haldol (haloperidol) may help control the frequency and intensity of tics, and
Naltrexone may reduce self-injurious behavior like hair-pulling and head-banging.

Many of the same medications used to treat "obsessive-compulsive" behavior
in children and adults without disabilitiesProzac, Zoloft (sertraline) and Luvox
(fluvoxamine maleate)may also be used in children with autism. Unfortunately,
these medications often do not work the same way for individuals with autism. At
lower doses, they may appear somewhat effective. But increasing dosages to the
same levels normally used in children without autism can produce adverse side
effects, including irritability and aggressive behavior. With these relatively new
medications, it is essential that the team be aware of the potential for toxic reations.

Hyperactivity in children with autism may be treated with the same stimulant
medications used by children without autism. These include Ritalin, Dexedrine
and Cylert. Children with autism, however, sometimes respond adversely to these
medications; in some cases, their behavior deteriorates rather than improves.

Medication will be only one component of a team-based treatment plan for a child with
autism. A specialized educational program and appropriate therapies will also be part of a
comprehensive treatment program.

Some parents and professionals believe treatment with nutritional supplements can be
effective in treating some autistic behaviors. However, the experts consulted for this article
do not recommend this approach.
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phetamine sulfate), Ritalin
(methylphenirlare hydrochloride) or
Cylert (pemoline), can be useful as part
of the treatment for attention deficit
hyperactivity disorder (ADHD).
*Anti-depressants may be used in the
treatment of serious unipolar depres-
sion, school phobia (intense fear in
young children of going to school),
ADHD, and some serious anxiety disor-
ders, ranging from vague, chronic
uncAse to sudden panic attacks during
which an individual may feel heart palpi-
tations, choking sensations, dizziness
and abdominal pain.
Antipsychotic medications, such as
Haldol (haloperidol), Stelazine (trifluoper-
azine) or Thorazine (chlorpromazine)
may be prescribed for the individual with
a psychosisa break with reality that can
involve hallucinations (perceiving sights
and sounds that do not exist) or delusion-
al thinking (believing in scenarios or iden-
tities that have no basis in reality, such as
believing that one is God or Superman).
*Lithium and kgmtal, (carba-
mazepine) may be helpful in treating
bipolar disorders and minimizing future
manic-denressive episodes.
Anii-aAxiety medications may be used
sho:i-term (from several days to approxi-
mately six months) for certain conditions
associated with high anxiety. Their useful-
ness in children has not been well-stud-
ied, and their effects often seem to level
off or fade with long-term, constant use.

Treatment issues
Medication can be an important part of a
comprehensive treatment plan for some
mental illnesses in children and adoles-
cents. Ongoing evaluation and monitor-
ing by a physician is essential. A monthly
phone consultation paired with clinic
visits every two to three months is ade-
quate if the child's behavior is improving
or becoming more stable. If not, more
frequent visits and/or a change in med-
ication may be required.

Parents need complete information
when psychoactive medication is recom-
mended as part of their child's treatment
plan. Children and adolescents can also be
included in these discusions. By asking
questions such as those listed in "Questions
to Ask" on ixige 53, children, adolescents
and their parents can gain a better under-
standing of psychoactive medications.

Since all medications may produce



Questions to Ask
12. How long will the medication be needed? What factors will lead to a
decision to stop this medication?
13. What do we do if a problem develops kw example, if the child
becomes ill, if doses are missed or if we see signs of side effects?
14. What is the cost of the medication (generic vs. brand name)? Is it cov-
ered by health insurance? What sort of financial assistance is available?
15. Do members of the school staff need to be infomied about this
medication?

If, after asking these questions, patents still have other
questions or doubts about treatment with medication, they can ask for a
rderral to another child/adolescent psychiatrist for a second opinion.
Parents seeking teferrals to a local child/adolescent psychiatrist may con-
tact the American Academy of Child and Adolescent Psychiatry (AACAP),
3615 Wisconsin Ave. NW, Washington, DC 20016; (202) 966-7300.

This sidebar was adapted from "Questions to Ask about Psychoactive
Medications tbr Children and Adolesecents," part of the FACTS roe &MIES
series of fact sheets from AACAP The series inch:ides 53 fact sheets on a
variety of topics related to the mental health needs of children and adoles-
cents. To obtain a complete list of topics, send your request, with a self-
addressed, stamped envelope, to MOW Public information, 3615
14/isconsin Ave. NW, Washington, DC 20016. Free copies of up to five
individual fact sheets can be obtained by mailing a self-ackiressed,
stamped envelope to the same address.

A complete set of all 53 fact sheets may be purchased for $78 (includes
postage). Make checks payable to "AACAP" and send to MOW Public
Information, PO. Box 96106, Washington D.C. 20090-6106.

Medication can be an important part of treatment for some
mental illnesses in children and adolescents. However,

parents need complete information when psychoactive medica-
tion is recommended for their child. By asking the following
questions, children, adolescents and parents will gain a better
understanding of psychoactive medications:
1. What is the name of the medication? is it known by other names?
2. What is known about the drug's effectiveness in children with
similar symptoms?
3. How will the medication help? How long before we see
improvement?
4. What side effects commonly occur with use of this medication?
5. What side effects occur more rarely? What serious side effects
are possible?
6. Is this medication addictive? Can it be abused?
7. What is the recommended dosage? How often will the medication be
taken? What times of day should the medicine be taken?
8. Are there any laboratory tests, such as heart function or blood tests, that
need to be done befue taking the medication? Will any tests need to be
done while using the medication?
9. Will a psychiatrist be monitoring the child's response to the
medication, making dosage changes if necessary? How often will the
chikl's progresi be assessed? And by whom?
10. Are there any other medications or foods that should be avoided
while taking the medication?
11. Are there any activities that should be avoided while taking the
medication? Are precautions recommended for any other activities?

harmful side effects of varying degrees,
parents always need to ask about poten-
tial side effects. Although certain side
effects may be characteristic for a specific
medication, any drug can occasionally
produce unique, unnsual changes.
Parents may want to contact the prescrib-
ing physician whenever they observe any
major changes in their child's behavior
expected or unexpectedwhile on med-
ication. If side effects persist, it may be
time for an alternative medication.

The Ayres have had to adjust Andy's
medication on a few occasions. "At one
point, the Tepretol affected Andy's liver
functioning, and his white blood cell
count started to fall off quite drastically,"
said Carter. "Lithiurn has been the most
successful."

Children with special health care
needs may have some unique ksues
their parents can explore with the clini-
cal team before initiating treatment with
medications. For starters, the team
should examine the potential physical
side eflOcts of certain medications in
areas where the child may be especially
vulnerable. For example, parents of chil-
dren with heart conditions might wish to
consult a cardiologist before proceeding
with psychoactive medicatk)I1S. Sons' of
these medicationsthe tricyclic anti-
depressants, for examplecan affect the
heart's rhythm, slowing and accelerating
the heartbeat irregularly.

Sometimes, too, there can be rur

undesired interaction between certain
psychoactive medications and other
medications being used for conditions
related to a developmental disability.
One medication might dampen the
effectiveness Or exacerbate the side
effects of the other. Parents with chil-
dren on anti-seizure medication, for
instance, need to remember that certain
other medications can reduce the effec-
tiveness of the anticonvulsant, while
others ean exaggerate its potency to
toxic (poisonons) levels.

Parents need to describe the details
of their child's current medication pro-
gam to their child's psychiatrist. It's also
important for the other medical profes-
sionals involved to confer with the psy-
chiatrist, with each other, and with the
parents, so each has a thorough under-
standing of the treatment plan that can
be taken into consideration when any
new medication Ls prescribed.

Not a "cure"
Psychoactive medications, when used
as part of a compreheasive treatment
propun, can offer a degree of control
over mental illnesses, but "cures" are
still unavailable. Andy, now 14, contin-
ues to stniggle, bill his parents are grate-
ful for the proqess he has made.

"Andy still has some impulsive behav-
iors, but I think he's feeling a lot better
about himself," says his dad. EP

Jason 1?oeder

.4 D

Jason Roeder was an editorial intern
with ExcEprioNAL PAIWNT. He is now
completing an internship at BOSMN
nurgazine.

The 011owing eaperts generously assist-
ed with this article:

James Leckman, M.D., Neison-Harris
Pmfessor of Child Psychiatry and
Pediatrics, Child Study Center Yale
University School of Medicine, New
Haven, CT

Edwin Mikkelsen, M.D., Associate
PmJessor of Psychiatry, Harvard
Medical School; Medical Director
Mentor Clinical Care, Boston, MA.

Luke Mai, M.D., Pmfcssor of Child
Psychiatry and Pediatrics and Director
of Developmental Disorders Cliii ic,
Un vetsity qf Michigan, Ann Arbor; MI.

&rine of the ittfOrmation in this arti-
cle was adapted .frpm:

77w EV 75 MR Fittnms series or fact
sheets from the American Academy of
Child and Adolescent Psych iat ry. For
more information on this series, see
'Quest ions to Ask" above.

LET'S nix VI( Is ABOUT CIIII.DllooD
MSORDERS, a 15-page booklet pro-
duced by the American Psychiatric
Association (APA). For a single Jive
copy, write to APA, Di vision (U.
Public Mai rs, Dept. EPM, 1400 K
St. NW, Washington, DC .20005. For
inliwmat ion On bulk Orders, call
(800) 368-5777.
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MOVE International
GIVING CHILDREN INDEPENDENT MOBILITY AND CHOICES

OVE International is about people who care. About dedi-
cated individuals who took a hard look at their past work
and had the courage to call it a failure. About people who
are challenged by immobility, and about the people who

care about them. People like Linda Bidabe.

ADMITTING FAILURE

MOVEMobility Opportunities Via Educationbegan with
children who had severe mental and physical disabilities and
attended the Blair Learning Center in Bakersfield, California In
the early 1980s, the staff of the center decided to take a cold,

hard look at the out-
comes of their
efforts with these
children.

The results of this
evaluation were
depressing: Sixty-
three percent of the
students who had
profound disabilities
and were nonambu-
latory were func-

tioning below the six-inonth level of motor skill development.
These children had entered the educational system at three
years of age. However, by the time they left school at age 22,
many seemed to have fewer skills than when they had entered.
Babies were growing into young adults with painful deformities
and bleak futures. Many students had such poor head and
trunk control that they could not sit unsupported; most could
not feed themselves or use the toilet.

Linda Bklabe, an educator working for the Kent County
Superintendent of Schools Office (which operates the Blair
('enter) realized that one reason for this apparent regression in
skills was that the children spent most of their time reclining in
bean bag chairs or strapped into wheelchairs. As they grew
older and heavier, gravity became the enemy. With increasing
size and weight, the children became less able to bear weight
on their legs, pull up to a sitting position or take reciprocal
steps. With lack of use, their limbs became less flexible and less
amenable to manipulation or therapy. Over time, the children's
educational program turned into custodial care; teachers and
therapists had to spend so much time caring for the children's
basic needspositioning, feeding and toiletingthat there was
little time left to help the children learn new skills.

PILOT PROGRAM

A dynamic and gifted teacher, Linda refused to accept this sit-
uation as t he inevitable result of severe disabilities. In the
summer of 1986, Linda's office created a mobility pilot pro-
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gram to focus on just
three skillssitting,
standing and walking.
The students involved
in the program were
between the ages of
six and 16; all had
multiple disabilities.
None of the children
had ever walked.
Only one had any
speech. The progmm
involved integrating every aspect of the educational curricu-
hun into a physical activity that could help teach specific
motor skills. For example, during speech therapy, the children
were placed in an upright stander instead of a wheelchair.
During art, students would sit in chairs that had been slightly
modified to provide support and prevent falls but that would
encourage their back and stomach muscles to work through-
out the duration of the activity.

The results of the pilot program were astounding. The
teachers worked with individual children throughout the day
on specific motor skills, such as sitting or standing. Within a
matter of days, an individual child would progress from toler-
ating this activity for a few seconds, to sitting and standing for
an hour or more.

Not only were the children mastering the motor skills that
had been the original objectives of the program, they were
also becoming more alert and interactivelaughing and mak-
ing attempts to communicate with their teachers and with
each other. Giving a child a means of independent mobility
and the opportunity to make choicesbecame the foundation
for the development of additional skills.

Teachers were amazed. Parents were thrilled. It was obvious
the program needed to be defined and expanded. Through a
Rotary International fellowship, Linda spent a year in Australia
replicating the early successes of the program and doing
research to write the MOVE
curriculum.

EQUIPMENT NEEDS

One of the most
pressing prob-
lems was the
need to design
equipment.
Linda's early
research
showed that
children



AMBER STEENBOCK
Liping a iffe on the move

Ever since I can remember, I have wanted to get around-and go places. This
rnight have something to do with moving being a big part of my childhood.

I was born in Japan. About three months later, my parents and I moved to

Colorado. There, my two younger sisters made their appearances.
Even as a very young child, I seldom allowed my physical disability (quadriplegic

spastic cerebral palsy) to interfere with my perpetual goal of being on the move.
After mastering the art of rolling, I found this to be a relatively fast and efficient
mode of travel for my little body.

After kindergarten, we moved to Kentucky. There, I got my first motorized wheel-

chair. The wheelchair didn't go very fast, but I enjoyed my new freedom, and thought I

was hot stuff. So did my new neighborhood friends. Together, we discovered a great

new way to have fun. A jump
rope was tied to my chair
handle, and six or eight roller
skaters were given a "high-

speed" tow.
A couple of times, I even

ran away from home. I
packed my little toy suitcase
with my favorite things and
drove angrily down the side-

' walkbut I always changed
my mind by the time I turned
the first comer.

After eighth grade, we
moved to our farm in Oregon
and put down some roots.
My sisters and I attend
Marshfield High School,
where I am a senior.

When my Phyalcal thera- Amber steenbock 4:cloys the view from her family's
pist introduced me to the deck with buddies Scooter (on lap) and Rebel.
MOVE program at the begin-

ning of the last school year, I
was interested. She told me that this was no ordinary program. Rather than the
therapists telling me what to do, I would be in control of the pace and order In which
I progressed. That sounded very cool. So, we went to work.

I wasn't very impressed in the beginning. Learning to balance in a regular chair
was hard work. It took a long time and it wasn't much fun. But after I mastered that
skill, things started moving faster. Next, I worked on "prompted" standing for three
minutes, and then prompted walking, supported from the front or the rear.

In December, I met a brilliant, fun and incredibly understanding woman named
Linda Bidabe, the creator of MOVE. Linda brought me a Rifton Galt Trainer. I stood

there for a minute, feeling an awesome sense of control. This was going to be the
first time I would walk under my own power. I took off across that cafeteria, and I've

never looked back.
The Gait Trainer is a walker with adjustable, removable prompts. Already, my

"training wheels" have been removed; next I'll lose the seat.
MOVE has opened doors for me. Transfers are easier. I eat lunch in a regular chair.

I walk the halls after school and chat with friends. I am able to "dance." Almost
every day, I gain confidence, and am surprised by new or better abilities.

-Amber M. Steenbock

Amber M. Steonbock, 17, lives with her sisters Erin, 16, and Audrey, 14, and parents,
Mark and Deborah, on a family farm in Coos Bay, Oregon. Amber loves reading, writ-
ing and using her computer She also enjoys working with small children; one of her
goals is to become an elementary or pre-school teacher

SPECIAL ADVERTISING SUPPLEMENT

with profound disabilities often required
more than 2,000 pracdce sessions to master
a single new motor skill. Public education
simply did not have the resources to hire the
additional personnel needed to hold children
in place while they practiced these skills.
The equipment that was needed to support
the MOVE cuniculum did not exist.

In the beginning, Linda and ihe staff of the
Blair Center Created their own ,:quipment
using little more than old bicycle parts and
imagmation. Then, in 1990, Linda asked the
Hutterian Brethren, members of a Christian
community who operate Rifton .aluipment, if
they would like to work with the Kent County
Superintendent of Schools to meet the unique
needs of this program. The equipment had to
be versatile enough to serve a variety of stu-
dents with varying levels of proficiency yet
sturdy enough to be passed down from class
to claKs as children progressed through the
program. The equipment needed to support
children with the most severe disabilities, yet
that support had to be progressively remov-
able as students gained strength and skills.

As a result of this collaboration, Rifton
designed and created several key pieces of
equipmentthe Mobile Pn9ne Stander, the
Universal Chair Frame and the Gait 'Rainer.
Each piece of eouipment uses a series of
"prompts"belts or strapsthat provide sup-
port to different parts of the body and can be
gradually removed as a child develops skill
and confidence.

THE CURRICULUM IN ACTION

MOVE takes a practical, conunon-sense
approach to teaching children to sit, stand
and walk.

For years, many doctors, therapists and
teachers have believed that in order to walk,
children must first learn to push up and
crawl. The natural inclination of adults is to
begin teaching where children start failing.
Unfortunately, this approach did not work
well for children with the most severe dis-
abilities. As children worked on skills like
crawling or rolling, they grew into adults
who were still working on the same skills.

MOVE turned that model on its head.
Instead of using a "bottom-up" model based
on typical infant development, Linda began
by doing a task analysis of the skills the chil-
dren would need to lead functional,
dignified livesskills like bathing indepen-
dently, feeding themselves and using the
bathroom.
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MARKUS SMITH
Working toward a dream

Markus' physical theraPist, Damon Veh, called me in

October of 1994. He wanted to "try something differ-
ent' with my son. Markus is 10 years old and has cerebral

palsy. We had "tried" many different things to Improve his

motor abilities, but Matkus had made little progress in the
last several years. Markus could stand in a prone stander

but hated it He could wheel himself slowly and erratically in

his wheelchair, but requitod assistance to travel any dis-
tance. His poor vision made motorized mobility risky. What type of

experiment were we going to subject Markus to this lime?

Darron introduced us to MOVE and the Gait Trainer and Mobile
Stander. Markus loved the stander and was immediately able to
wheel himself around in an upright position. Markus then tried the
Gait Trainer. He struggled, but couldn't quite get it moving. As a

team, we discussed which piece of equipment Markus should work
with. We decided to work with the Gait Trainer because it would pro-
vide more room for improvement.

Markus initially required every prompt on the Gait Trainer and assis-
tance to make it move. These struggles in the school hallways pro-

duced benefits far beyond the physical. Markus' schoolmates stopped

to encourage him. A class of eighth graders gave him a spontaneous

ovation. Teachers and students encouraged Markus and applauded his

every little success. His self confidence began to grow.
A year ago, Markus told a doctor, "My greatest hope is

to walk someday." W) was now taking his first steps
toward this dream.

After just four months, Markus Is able to walk 30 to 40
minutes a day in his Gait Trainer, for distances of up to a

haft a mile. He now requires onty the forearm supports and

one leg prompt He still has trouble controlling his direction,

but the power is all his.

Markus has moved out of a wheelchair desk, and into a

"regular" desk. He said, "I love having a desk like the other

kids. I can get my own books and pencils and that other stuff." Even

Markus' wheeled mobility has improved. His wheelchair speed has tripled,

and he now wheels himself around the school completely Independently.

My husband, Michael, has always felt Markus could walk if we
could find the right equipment to give him the support he needed.
We finally found the equipment and the approach. We look forward,
with anticipation, to seeing what Markus can accomplish next

Gilda Smith, with Dann D. Veh

Markus Smith is a third grade student at Nickerson Elementary School
in Nickerscn, Kansas.

D811017 D. Veh, PT, is a physical therapist with Reno County Education

Cooperative, which provides special education services to Nickerson

Elementary School students.

Instead of starting at the point where
a child begins to fail, the MOVE curricu-
lum starts at the point where he or she
begins to succeed. MOVE starts with
real life skills.

Ilpon entering MOVE, a child is
assessed starting at the highest skill level
and moving down to the first level at
which he or she demonstrates proficien-
cy. If, with support, a child can bear
weight and move his or her legs recipro-
cally, why work on the skill of crawling'?
With continued practice and the applica-
tion of MOVE principles, many can learn
independent movement.

MOVE GOES INTERNATIONAL

The success of MOVE has been phenom-
enal. The curriculum has been translated
into seven languages, and training work-
shops are conducted throughout the
ITnited States and Europe. Today, MOVE
International, a nonfonprolit organiza-
tion, is supplying information about the
MOVE program to people in all parts of
the world.

For more information, contact:
MOVE Intematiowil, City (mte); 13(X)
171h St., BakeNiekl, CA 93301; (80(1)
636-4560 (mic(').
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SIMON THORPE
Hard work leads to greater
independence

n 1993, 11-year-old Simon Thorpe received a
McDonald's Child Of Achievement Award for .

sitting on a standard chair at a table and feeding
himself. For Simon, these "simple" tasks represented

a major achievement

Simon was bom with profound learning and physical

disabilitiesincluding difficulties in moving and con-
trolling all four limts. His family was deteimined that

Simon should live as full and active a life as possible.

Together, the family worked to enccuage Simon to

move.

In 1984, Simon began to receive home-loased physi-

Simon Thorpe received a 1993
McDonald's Child of Achievement

Award from British breaststroke
champion Nick Gillingham and British
television star Tnidi Goodwin.

cal therapy. At five, he began to attend Gorse Bank School in Chadderon, England, a special school

for children with leaning difficulties, where therapist, teachers and pamnts work closely together

By 1992, Simon was able to sit in fully supported seating and could tolerate being placed

upright in a standing frame. However, he was unable to feed himself, sit on a standard class-

room chair or walk.

In June 1992, with the backing of school officials, the physical therapy department intro-

duced MOVE. Simon's participation required teamwork from parents, teachers and therapists;

but above all, it required hard work from Simon.
After one year, Simon was able to sit on a standard chair without support and feed himself.

Following major surgery to his legs, Simon is now learning to walk.

Norioury

Mrs. P Norbury, M.C.S.P, S.R.P, is supervising physiotherapist of the Learning Difficulty

Services department at Gorse Bank School in Chadderton, England.
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"Appropriate movement.
not static positioning.
is the key to improved
health and indepencloice."
The M.O.VE.* curriculum

Circle * 41

,
--40".,21' - 4t-,74

Walking with his father is now a daily joy for Duane Bazeley. Thanks
to his parents. teachers, M.03/E.* and Rifton Equipment, Duane is making real
progress. The M.O.V.E.* curriculum teaches standing, walking, and functional
sitting skills to children with disabilities. Working in partnership
with M.O.V.E.* founder Linda Bidabe, Rifton has developed a "The Only,
complete line of equipment to support the M.O.V.E.* program.

The MOVE. curriculum Is copyrighted by the Kern County California
Superintendent of Schools and licensed to MOVE. International.

Take your first step today. Call 1-800-374-3866
for more information and a free catalog.

aRifton L)
Baton For People la cirAptos Po Box 901 , Route 213 Mimi.. NY 12471-0901
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James Meadours
"Self-advocacy makes me feel
good about myself."
James Richard Meadows, 28, is a paid VISTA volunteer
woiking for the Tidsa Air in Tulsa, Oklahoma. In this
position, Meadows, who has mental retaidation, works
with People First, a self-advocacy organization. He helps to
set up new self-advocacy groups and to support existing
groups jor people with developmental

In September 1995, James was a
featured speaker at the National
Collabor-atite Academy on Mental
Retaidation sponsoted by the Pies-
ident's Committee on Mental Retard-
ation. This article is adapted foam the
speech he prepared for that event.

people with mental retardation and
developmental disabilities have
come a long way. I remember five

years ago when I joined the board at
the Rilsa Arc. It was my first time to
serve on a board of any kind. Inside of
me, I wondered if I was going to do
well or if I would fail.

At first, I did not understand my role
as a board member, but I grew as the
organization grew. When I started sew-
ing on the board, the center had only
three staff members. Now we have 15
staff members working across the state,
and I am one of them. Back then, I did not imaOne myself

: doing this job today.

Transitions
The hardest part of leaving high school or an institution is
having the ability to make something good for yourself. We
need help to find jobs in the community instead of in shel-
tered workshops. We need better transition support. I see a
lot of people get stuck in corners and never have a chance
to work at a real job. It's better if you let us make mistakes
in the so-called "real world."

It is important for us to have good support and real
friends. We don't want paid staff to take of care of us all
the time. I was in a workshop for about three years before
leaving high school; I worked during the summer months.

At the time, I thought the workshop
job was okay.

After high school, I moved to a
group home. At the time, I thought it
would be great to get out of my step-
mother's hair, and my dad's hair, too.
But it was hard for me. I was the orly
person in my group home who had

f. never lived in a institution. I felt my
family fading away from me. I felt
alone.

Eighteen-month-old James spends an
affectionate moment with his mother, Ruth
Ann Meadours, and infant brother, Joe.

Making friends
I was the only Catholic at our group
home. One day I saw an announcement
in the church bulletin. It talked about a
dance for people who are 18 years old
to "40-something."

I wanted to go, but I was scared.
First of all, I did not know what they
meant by "40-something." Aiso, I did
not know what they would say about
me living in a group home or if they

Duck, duck, goose
I remember when I was a child. It was hard to make
friends. Kids made fun of me and teased me.

School was a challenge, too. When I was in fifth grade,
they put me in a gym class with second-gaders. That made
me feel left out. In the second-grade gym class they played
that little kids' game called "duck, duck, goose." The fifth
grade gym class played flag football. I went home and told
my mother. The next day she called the school to complain.
Afterwards the teacher was angry with me because he
thought the second-grade class was right for me.

It wasn't until high school that I was able to challenge
myself. I took regular classes. It was hard but at least I
tried. In the eleventh grade I got on the honor roll at high
school. I really appreciated my teachers' support. I wish
everyone could be in regular classes.
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would want a person with mental
retardation coming to the party.

But I went anyway, and I really enjoyed myself. I made
friends at the partylike my best friend, Matthew, and his
girlfriend, Mary. Now Matthew and Mary are married and
have a little boy named Tommy.

Some of my new friends were on the church's softball
team. They invited me to watch them play softball on
Saturday after the party, but I couldn't go because 1 had to
go to the workshop. The next week, I saw my new friends
after church and they gave me a ride to the game. A year
later, I started playing softball with them. Now I have been
playing softball for seven years.

Living independently.
Meanwhile, there were a lot of changes at the group
home. They got a new executive director and there were
a lot of new rules. For example, residents had to take a
test to earn a key to the home.

In 1990, I had a meeting with staff members and my
CM/I/Ill/I'd fill f iflfp.



"Musicware"
Learning Through Song & Games

The Rodeo*
Teen Tunes*
Away We Ride*t
Old MacDonald's Farmt
Five Little Duckst
My Action Bookt
Make It Got
Best of kidTECHt
Five Green & Speckled Frogst
Monkey's Jumping On the Bedt

Call 1-805-396-8676 for brochure
Software for MACINTOSH & PC

* Software appropriate for teens with multiple disabilities.
t Software appropriate for all early childhood students.

ACCESS OPTIONS:
Mouse, TouchWindow®,
Single Switch, IntelliKeys0,
Ke:nx® with Key Largon'

(Overlays available)

SoftTouch/kidTECH
4182 Pinewood Lake Drive

Bakersfield, CA 93309
Ph 805-396-8676 fax 805-396-876

Circle #177

The Baby Joggelo
Mobility and comfort combine for
both parent and child! The Baby
Jogger offers new models to suit a
variety of special needs. Go
anywhere with the ultimate
all-terrain stroller. Travel over
gravel, grass, curbs,even sand and
snow with "The stroller for runners."
Trips to the beach or park are easy
with the smooth-rolling three wheel
design. Models available for
children of all ages. Folds easily for
transport, adapts to seating inserts.
FREE BROCHURE.

Racing Strollers Inc.
POB 2189, Yakima, WA 98907

1-800-241-1848
Safe, stable, endorsed by pediatricians.

C 1990 RSI
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Personalized Interdisciplinary
Programs

HMS School for Children
with Cerebral Palsy serves
children with multiple
disabilities resulting from
cerebral palsy or traumatic
brain injury who need
comprehensive, individually
structured programs that
include:

Physical & Occupational
Therapies
Special Education
Speech/Language Therapy
Music Therapy
Communication Aids
Special Medical Attention
Adapted Recreational Activities

HMS, founded in 1882,
is open to students two
to 21 years. The
experienced staff and
well-respected
consultants provide
strong interdisciplinary
programs for day and
residential students at
the licensed private
school.

Computer
Technology

Communication
DevicesEnvironmental
ControlPowered Mobility

For more information write or call:
Diane L. Gallagher, Ph.D., Director

Ms School
For Children With Cerebral Palsy

4400 Baltimore Ave, Philadelphia, PA 19104
(215)222-2666

Circle *77

lete Guide
or Caregiving

Free
Steven J. Bac rac , M.D.

with Marilyn L. Boos, R.N.C.,
Linda DuftY, P.A.-C.,
Douglas 'I'. Pearson, Ph.D.,
Rhonda S. Walter, M.D..
and Joan Lenett Whinston

72

Written by a team of experts associated with the
Cerebral Palsy Program at the Alfred I. duPont
Institute, this book addresses the complexities
and uncertainties of cerebral palsy while pro-
viding information about everything that anyone
might'ever need to know about the condition.

"Sound professional advice and a caring
commitment to work with you to do what's
best for your childthat's what anyone who
is the parent of a child with cerebral palsy
wants. And that's what Drs. Miller and
Bachrach and their colleagues offer in this
book."from the Foreword, by Joan Lenett
Whineton, parent of a child with cerebral
palsy and author of NoJaw kr"liejCia"

A Johns HopkinS Ifralth Book $35.95 hardcover

The Johns Hopkins University Press
Hampden Station, Baltimore, Maryland 2I411
To order, call I-800-537-5487.

Circle #273

NOVEMBER 1995 / EXCEPTIONAL PARENT 59



Special Care
for

Special People
Progressive education, home environment for the mentally

handicapped child and adult. Opportunity for educational progress
at any agemultiple recreational and social activities. A year-
round program with an active and full lifestyle among friends vn
a 750-acre bluegrass estate. Est. 1893.

Phone 502-875-4664/Fax 502-227-3013
or write for brochure

THE STEWART HOME SCHOOL
Box 20, Frankfort, KY 40601

John P. Stewart, M.D., Resident Physician

Circle #4
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A Continuum

of Care

Children's Specialized
provides a coordinated approach to compre-

hensive rehabilitation services for children and
adolescents. A continuum of care in a managed care
world including pediatric sub-specialty diagnostic
services, inpatient care, day hospital and ambula-
tory care programs.

Children's Specialized Hospital
MOUNTAINSIDE FANWOOD TOMS RIVER

NEW JERSEY
(908) 233-3720

DRESSING TABLE
for your convenience

.Ani Iwo .

dress, change and bathe your child at the right working height
saves your back
saves space, as it folds against the wall when not in use
when fixed in the bathroom it can be used as a shower stretcher
good quality ior a good price
ideal for Special Education Classrooms and other facilities, as this table
will accommodate larger children and young adults.

Call now for details and information on our bathroom safety equipment:

Linido USA Chattanooga, TN, USA 1-800-698-4504

Circle #267
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' AbAPT% Well tAK, We4
300 E. NEW HOPE RD., STE. 201

CEDAR PARK, D( 78613
(800) 626-8698 FAX: (800) 393-4408

"WE START WHERE
THE OTHERS STOP"

OUR PRODUCTS ARE DESIGNED
TO ENHANCE THE ABILITIES OF
THE MOST CHALLENGED
INDIVIDUAL, WE SPECIALIZE IN
ALTERNATIVE WHEELCHAIR
DRIVER CONTROL SYSTEMS
AND ELECTRONIC (NO TOUCH)
SWITCHES FOR COMPUTER AND
COMMUNICATION DEVICE
ACCESS.

WE WELCOME ALL
INQUIRIES

6:73
Circle #275
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stepmother and father to discuss my goals. I said that
one of my goals was to move out of the group home.
The staff told my parents I should wait until I was 30
years old.

Later, I was talking to my friends, Matthew and Mary
and some others, while we watched the Super Bowl. I told
them I wanted to move out of the goup home.

I thought they would tell me I should stay at the group
home. Instead they asked if I was free on Saturday.

I told them, "Yes, I am."
That Saturday, they helped me look for an apartment.

We looked at a lot of apartments, and the last place we
saw seemed like a good match for me.

The staff people at the group home called my stepmother
and father. My parents questioned me about my plans. I
stood tall and told them I was ready to live independently.

: Three weeks later, my friends helped me move into my
new place.

I decided to play a joke on my friends. I called and left a
message on their answering machine saying I burnt down
the kitchen after my first night's stay in my own apartment.

I still enjoy living independently. I get support from
People First, Best Buddies (a group that pairs people with
and without disabilities) and other programs.

A Special Care Facility
Exclusively for Children
Voorlx.es Pediatric Facility we provide comprehensive and poigressn.e

subacute health care for medically fragile children ages birth to 21 years.

Ifere's why Vo(irlwes Pediatric Facility is the right choice:

An alternative to acute care hospitalization with dramatic
cost savings
Largest pediatric ventilator unit in the countr (including pressure s ents)

Strong medical and rehabilitative inierdiscr.plinmy team apprioch
In-house developmental pediatrician and medical resident puigram

Board certified pediatric pulmonolf)gists
Affiliated with St, Christiipher's Hospital ft)]. Children and
Cooper Hospital's Child Development Center

Respite care available at our 105-bed facility

Future programs - Pediatric specialized medical day and home
health care
Caring f(fr children from the Mid-Atlantic states since 1982

Voorhees Pedidric
: Facilit

Cad I nderland. Administrator
I Lund oak Road Voodiees. ,lerse osu 092
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"Accreditation with Commendation"
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James (tight) enjoys Chnstmas
dinner with Aunt Sandy (left) and
Cousin Lara (center).

Becoming a self-advocate
Everyone should ty to be an
advocate for someone. Even
be an advocate for yourself!
Sometimes self-advocacy is
hard Some people do not
take us senous when we say
things to tiy to make our lives
better

I started attending the
People First group in l'ulsa in
1988. My only reason for going

((animali on page

-J-

James saved a special
Christmas hug for his
favorite uncle, Paul Bankies.

UMe Nnger3 need
156g Keysg

Introducing KID KEYS..
The keyboard for early learners.

KID KEYS is designed with the alphabet and numbers
in mind. It makes your computer more user friendly
and FUN for the earliest computer users!

- BIG COLORFUL 1 inch alphabet and number
ordered keys are easy to find.

- Plug compatible with PC/XT and PC/AT computers.
Requires no additional software.

Macintosh now available.

Key Concepts 1-800-293-5090
Box 21066 Charlotte, NC 28277

Circle #88
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to that first meeting was.to find out how
to change the address on my voting card
after moving to the group home. I just
wonder sometimeswhat if I didn't
happen to change my voting card? I
probably would not be involved in
People First or belong to other groups
helping my peers. I probably would still
live in a group home and work at a
workshop. I probably would have done
nothing to better myself

I have really enjoyed serving as a self-
advocate with many different groups. I
share my experiences as a person with
mental retardation. Other people can
learn from my experiences. I have
learned a lot, too. It makes me feel good
about myself.

"Listen to ust"
Last April, when the President's Committee on Mental
Retardation asked me to come to Washington, DC, I felt
that I would not only represent myself, but all my peers
from Oklahoma. One close friend told me that professionals
in the field of mental retardation would start asking me to

In April 1994, James traveled to
Washington, DC to attend The National
Reform Agenda and People with Mental
Retardation: Putting People First, a
meeting sponsored by the President's
Committee on Mental Retardation.
Before his participation on a panel of
self-advccates, James chatted with
Donna Shalala, Secretary of the U.S.
Department of Health and Human
Services, and Chair of the President's
Committee.

EXPANDEDa CATALOG FEATURES
fr OVER 5000

THERAPEUTIC,4
att RECREATION5 AND TEACHING

if PRODUCTS
O.
VI

Exciting and new: outstanding

books on active learning,

movement education, more balls
that make sound, hand

therapy "squeezy things",

stimulating aromatherapy produit. Our own line of
adjustable positioning chairs & positioning equipment

plus: adapted toys/games/furniture, aquatics,
gross motor, ride-ons, manipulatives,

active play/balls, sensory
stimulation products.

FLA
FREE CATALOG
150 No. Macclosext

CItcl* *132
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speak all over the country. That made
me a little nervous. My friend told me,
"You feel like you need to know all the
answers, but you don't. You just need
to be yourself and tell how you really
feel about things."

This is how I really feel: My dream is
to see equal rights for people with mental
retardation. I know many parents and
professionals share this vision. People
with mental retardation can help make
this vision a reality. Listen to us. If you
say something that might be over our
heads, ask questions to make sure we
understand. If we don't understand at
first, use words we can understand so
we can share information. Help us par-
ticipate and give us support when we
need it.

One of my favorite quotes is by
Goethe. The quote is about the power of expectations, and
it goes like this: "If you treat an individual as he is, he will
stay as he is. But. if you treat him as if he were what !..?
ought to be and could be, he will become what he ought to
be and could be." EP

*.

The

WEATHERBREAKEIr
collapsible canopy for ALL wheelchairs and strollers.

4

"Hey Alom, Pm Ready 76 Go Outside/
The weather doesn't always care if you need to get to school or
run errands. So, when there's no break In ;le weather, The
WeatherBreaker protects against downpour, sunburns.

Heat and sun protection is medically necessary for many chil-
dren, reimbursable by private or state insurance, and Medicaid
in some areas. Contact your local medical supplies dealer, or call:

800-795-2392
; IDIESTCO Mfg. Co., P.O. Box 6504. Chico, CA 95927

Circle *105
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Start Here...
Getting the basics right made our first computer

. program a favorite of special ed teachers and
students when it was introduced in 1984.

More than10 years later, teachers still applaud
the program's simple approach to pre-reading
skills for students as young as 2 years old. Each
level builds upon the previous in small steps so
the student understands and masters each concept

Every student can use the program because it supports
all of your favorite special access devices. Each activity
can be custom-tailored to suit your student's individual needs.

And, mo'st importantly, it's fun.

End up Here.

EARLY LEARNING I
for the Macintosh

call 612-755-1402

Circle#16

Now, Marblesoft is pleased
to announce the new ver-

sion of the program that has
enabled so many children to
use the computer for the first
time. The version that takes
advantage of the Macintosh's
powerful graphics and speech
technology to make the pro-
gram even easier for both
teacher and student to use.

Everything's the same.

Only better.

MARBLESOFT
12301 Central Ave NE

Blaine, MN 55434

Active Sitting@ (Patent pending 1995)

Therapeutic chair provides for multi purpose
sitting in three positions; Level, Upward 5
degrees, for Stability in sitting, and Downward 5
degrees for Active Weight Bearing posture. Back
reclines for comfort.

From the school chair series.

so " ° II

: I : e
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THE CHAIRSCHOLARS
FOUNDATION, INC. OChairscholars
would like to congratulate our first four CHAIRSCHOLAR College Graduates:

Wanda General - Valencia Junior College, Orlando, FL
Amy McKnight - Michigan State U.. Lansing, MI
Joel Post - U. of South Florida, Tampa, FL
Vi Vorsane - ITT-Engineering, Dayton, OH

All of these wheelchair-confined students have overcome great obstacles to accomplish their goals:
They could not have done so without donations from YOU!!

We also welcome our four new CHAIRSCHOLARS who will be in college this Fall:
Katie Cubbage - East Carolina U., Greenville, SC
Erika Medina - Gonzaga U., Spokane, WA
Ellen Stern - State U. of NY, Farmingdale, NY
Joey Thomas - U. of South Carolina, Columbia, SC

These students will join six other CHAIRSCHOLARS enrolled in schools throughout the U.S. - Best
wishes to them all!!!

The trustees thank all of you for helping these courageous young men and women pursue their dreams
with your kind help.

Scholarship applications for the CHAIRSCHOLAR Program can be obtained from "Doc" and Alicia
Keim: 17000 Patterson Road #38, Odessa. FL 33556. Deadline for filing for college. Autumn 19% -
January 15, 1996. High School Seniors and Coll,ge Freshmen in winvidtairs should aPPIY.
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TAKE CONTROL
INDEPENDENCE

e ,
MOBILITY

----3"/

2-1 CONVENIENCE
4741.4

Wheelchair Getaways provides mobility freedom.

Start now to access more of life.

Experience what you want, when you want it...
friends, family, entertainment. You Choose!

Select vehicles equipped with hand controls.

Call today to rent one of our fully equipped,
wheelchair accesssible, full sized or mini vans.
Serving over 80 cities in the Continental U.S. and
Puerto Rico.

"040.0114Elliff& Wheelchair
Asia Getaways®

FOR RESERVATIONS AND FRANCHISE INFORMATION
CALL: 1-800-642-2042

Circle *215

FREE SAMPLES
Save up to 60% on Disposable Diapers

And We Will Deliver Right to Your Door

AVAILABLE
IN

BABY
YOUTH
SMALL

MEDIUM
LARGE

To order, call toll-free

1-800-777-1111
24 Hour Service

Ask about our complete catalog including GoodNites,
Depend, Attends, At Ease, Comfort Dry, Ultra Shield,

Dri Pride, Promise and No-Rinse Products

Woodbury Products, Inc.
4410 Austin Boulevard - Dept. 250

Island Park, New York 11558

At Devereux...
a helping hand is just a phone call away

1-800-345-1292
In a nationwide network, Devereux
provides services to individuals of all
ages who have a wide range of
emotional disorders and/or
developmental disabilities.

Devereux services include:
residential treatment centers
community-based group homes
day treatment programs
transitional living
acute and partial hospitalization
foster care homes
family counseling and therapy
in-home services
aftercare programs

ri
Devereux
Since 1912

Circle #107
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Introducing the

Personal Trainer

546 pictures for direct selection with
upper-case captions. Serves as a copy-source
for reading skills development and cognitive
rehabilitation.

provides single-word voice output
(no text-to-speech)
keyboard has dictionary, thesaurus and
spell-correction functions

Price: S150z0 Keyguard: $3003

nrogrwirmini Communication
1111011,Q System, Inc.

328 Main St. East, S-514 Rochester, NY 14604
1 (800) 724-7301
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by David Hirsch, M.D.

Feeding Aversion
QMy daughter is now two and a
half years old. She was born at

28 weeks gestation and spent almost
two months in the hospital requiring
ventilation, oxygen and total periph-
eral nutrition (TPN), meaning all
required nutrients were given intra-
venously. Before she was able to
nipple feed, she was given formula
through nasogastric feedings (in
which a plastic tube was passed
through her nose and esophagus,
and into her stomach). She has one
of the more common neurological
complications of prematurity, spastic
diplegia, a form of cerebral palsy
resulting in spasticity or severe
increased tone typically involving
the lower extremities. She uses
AFOs (ankle-foot orthotics or
braces) and receives physical and
speech therapy. Her developmental
skills are only slightly delayed.

My concern is with what her
speech therapist and pediatrician
agree is a feeding aversion. It seems
to be getting worse. She has not
gained much weight in the last six
months. She will take small amounts
of milk from a bottle, but little else
without a battle. Feedings take more
than an hour, and I have to fight to get
every spoonful into her. At the end of
the meal, we are both frustrated. Now
her pediatrician and I are considering
a gastrostomy feeding tube to allow
her to get adequate calories and fluids
without the heartache. Do you have

-

' this column, David
Hirsch, MD., a pediatrician
and member CliEXCEPIIONAL
Pune s Editorial Advisory

i Board, ansuostpiestions
firim reader& Dt: Hirsch is a
-,paimerinThoeitix
PediatricS, Ltd in Phoenix,
Arigona. He speciatioss in

rbeating einidavn with deed,
--,Ipetental disabilities aid cionnk illnesses.

Since Dr. Hirsch has not examined the
rdaid in question, parents need to review his
suggestions with awrOpriatspafeSsionats.

qr specific products or medications
&Otter:de sitggestions; int is not adorning any
t:sprcific products.

Send questions to: Ask the &dor, Dazpr-
Om& PAftwr, 209 Harvantarset, Suite 303,

Orveildin4 MA 01,14651V4 (617) 730-874? Oar):
t.'

any thoughts about this problem? Is it
very common?

AThis is a difficult situatk,n for
the whole family. I have seen a

number of children with similar rrob-
lems who have been very sick either
as newborns (usually with complica-
tions of prematurity) or have been
very ill in the first year of likf. I
assume that your daughter's physi-
cians have ruled out any physiological
problem such as reflux (the abnormal
backflow of stomach contents up the
esophagus), recurrent aspiration (in
which solids or fluids, usually stomach
contents or food in the process of
being swallowed, end up in the respi-
ratory tractusually the lungs
instead of in the digestive system),
chronic abdominal pain, constipation
or any type of swallowing disorder or
other disorder of the central nervous
system (brain and spinal cord) that
may be responsible for her apparent
feeding aversion.

If a physiological problem has been
ruled out, your daughter may have a
form of "conditioned taste avoidance
learning." This phenomena, which
sounds more complicated than it is,
has been extensively described in
animals, but also in older children
and adults. In the case of infants and
young children who were sick as
newborns, it is thought to be a type of
"phobia," a persistent abnormal dread
or fear often resulting in an aversion,
brought on by one or more bad expe-
riences. An example of a "bad experi-
ence" in this context would be
significant vomiting or abdominal
pain that may have occurred with
oral feedings in the newborn period.
The tastes or smells that occurred
with the "bad" experience(s) remain a
"stimulus," and a feeding aversion is
the "response."

Unfortunately, since there often is
not much variety in a young child's diet,
jr t about any similar food or feeding
e .perience later v.:, can be the stimulus

that brings on a feeding aversion.
Try offering a greater variety of

foods that can supply the nutrition
your daughter needs (you may want
to consult a dietitian/nutritionist).
Limit mealtimes to about 30-40 min-
utes, but not less than 20 minutes. If
she likes milk, try a caloric supplement
such as Instant Brealcfast or a specialty
formula, such as Pediasure, but use a
cup she can handle. Her bottle may
be comforting to her, but at her age
and developmental level she should
be using a cup.

Enlist other people to give her occa-
sional meals. This will give you a
break and the chance to see different
feeding techniques (or styles) that may
work well with your daughter to
avoid distractions during mealtime.

Stick with it. not to become
frustrated, because your daughter will
sense your frustration and become
more anxious herself. You may have
to consult a pediatrician who has
experience in behavioral d:sorders
(or even a psychologist) to give you
more help and direction, but given
enough pleas2nt meals and exposure
to a wider variety of foods, your
daughter's food aversion should
resolve itself in time.

On occasion, if a child's health
would be jeopardized by inadequate
caloric and fluid intake, I have found
it necessary to utilize nasogastric or
gastrostomy feedings as a supplement,
often by using a pump overnight. If
this is done, however, I always rec-
ommend turning the feeding pump
off early enough that child will feel
"hungy" for breakfast. Check with
your daughter's pediatrician about
trying some of these ideas first, cer-
tainly before placing a gastrostomy
tube. If the feeding aversion does not
resolve itself in timeand the length
of time you give it should depend on
your daughter's clinical condition
then gastrostomy or nasogastric
feedings should be utilized. Even
so, you should continue oral feedings
and try to resolve the feeding aversion
so she can take her feedings orally
with enjoyment. EP
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LIVING AND LEARNING
IN THE COMMUNITY

With its unique model, The Evergreen Center has a history of successfully
transitioning students to less intensive community settings.

Evergreen students live in actual community settings traveling to and from
school each day through the Blackstone Valley (MA) countryside. With
trained professionals, they learn basic skills in the classroom, in the
community and in their residence.

Students receive vocational training and experience real work opportuni-
ties. Students are supported with behavior development programs, medical
and family services, and physical, speech, or occupational therapy.

Our Students' Challenges
Autism Hearing/Sight Impairment

Mental Retardation Severe Maladaptive Behavior

Physical Disability

The Evergreen Center is a licensed, private, non-profit residential school
offering students and their families from across the country and abmid
residential programming 12 months a year. For more information call or
write Robert F. Littleton, Jr., Executive Director.

EVERGREEN CENTER
1 345 Fortune Blvd., Milford, Massachusetts 01757

w
w

1-508-478-5597

.....
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For people with disabilities,

WE CAN
turn your computer into an open door.

.7."4`.Tr..

door opcn ing to nen. opportunities at uork, at school and at how.
Thinks to IBM technology. persons with vision, mobility .specchhhearing
or attention /mentos:y . disabilitics can do th ings once neirr thought
possibly. Like mnpete in the workphtve and sumort Live
itulependently of others. Lind out mon, by calling 1-1100-12b-111.32
( OUT): 1-1W0-12b-3:311.3 ( MI) ): in Canada. 1-1100- I65-79(19.

It Hilt or can mon, than voi think.

ymiur c
ENDENU ARIES

. /WI 11111 iSi. i4 ndo IP lin n r..10.01 mmlo ol mato.11 Ito.,n. 16 in. .1 ...p.n.
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Free Product & Wilco Information

A SPECIAL SERVICE FOR EXCEPTIONAL PARENT READERS'

This Reply Card enables you to receive FREE tr.torrnation about products

and services seen in Exceptional Parent

Hew to use this service

1. Locate the number at the bottom ot each ad or refer to the Directory of Advertisers.

2. Circle the numbers on the Reply Card that correspond to the wmpanies or products about which

you would like to receive free literature.

3. Finn your name and address on the card and mail the postage paid card You will recerve tree

literature from each company for which you circled a number

4. If bet Reply Cards have been removed from this issue, lust call or write to me companies directly

Be sure to tell them you saw their ad [n Exceptional Parent'
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RENT November 1995 free product & service information order card*

FAX this card to 413-631-4343 tor quicker response

C. yo., ; r. .

IPlease answer the following questions.

A. .1,,.e ythl a s,,tiscribei to Exceptional Parent?

_ Yes :.': No (If no. please see the subscription card in this issue.)

Name
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Address

City State Zip

Phone Fax

' -4 1. ' ' ,,t :Dr a

. _ No

1 2 3 4 5 6 7 8 9 101 11 12 13 14 15
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Superior Quality

Community Living
Opportunities
For more than 65 years, Martha Lloyd Community Services has
provided superior quality day, residential and vocational programs
for adults with mental retardation. Located in the scenic rural village
of Troy, Pennsylvania, Martha Lloyd has a unique relationship with
its neighbors. Residents are valued members of the community
and make full use of its resources. Few other programs can offer
such an open and productive relationship. There are five programs
for women (from supported living to extended care) including one
specifically designed for mature women. A new community-based
program for semi-independent men is available.

All Programs Offer These Advantages

Life skills and vocational
training.

Employment opportunities at
Martha Lloyd and in the Troy
community.

Easy access to nearby
community resources includ-
ing retail shops, restaurants,
churches, and recreation.

A caring professional staff
experienced in working with
developmental disabilities.

Our interdisciplinary team
approach assures continuity
and consistency in individual
planning.

Unique leisure and recreational
experiences in a rural community
setting.

Excellent health care provided by
on-staff health professionals and
a community medical center.

Annual fees among the lowest in
the nation.

14* MARTHA
vk LLOYD

COMMUNITY
SERVICES

Available
NOW
New Opportunities

For Men
A new community-based
program for semi-indepen-
dent men is now available. It
offers training in home care
and maintenance, budgeting,
household management,
plus exceptional recreational
and vocational opportunities.

New Vocational
Training & Jobs

With the completion, this fall,
of its new vocational training
and job center, Martha Lloyd
will have one of the finest
facilities and programs in the
nation. Participants will
extend their skills and work
for wages and personal
satisfaction.

For Information Call

(717) 297-2185
or write: Martha Lloyd Community Services

190 West Main St., Troy, PA 16947

Circle #711
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by Richard Epstein

Coverage for Special Formulas
QOur four-year-old daughter has
Opitz syndrome, Turner syn-

drome and a multitude of medical
problems. She has never eaten food;
she has always been on a special
formula.

Since the age of 10 months, she
has been fed by gastrostomy-tube.
Our private insurer covered the
pump and home care supplies, but
not the formula. The company told
us they never pay for "nutritional or
dietary supplements." We contended
that this formula is in no way a
"supplement"in fact, it is the only
nutrient that keeps our daughter
alivebut the insurer would not pay
for the formu:a.

We're still with the same insurance
company, but we've changed policies.
Once more, I tried to get the formula
covered, only to be told again that
they never pay for it. I asked
company why they pay for home INTs
but not formulas, since both help
keep people alive. Their response
was to ask if my daughter could be
placed on an IV!

After the first few years of paying
for our daughter's formula, we were
very much in debt. Then we applied
for Medicaid for her. Once she
qualified, Medicaid covered her for-
mula and has done so ever sh,,.e.

We pay for our private instu ance
policy through my husband's employ-
ment. We do not want Medicaid to
pay for our daughter's extremely
expensive form Lila. We believe our
private insurer, our primary insurer,
should pay for this formula

I believe that Medicaid monies
should go to people without any
other insurance. I am appalled that
approximately $21,000 of taxpayers
money is spent on my daughter's
formula every year. Representatives
of our private insurance company do
not understand this reasoning; they
seem to think we should not be
bothering them since Medicaid is
covering the formula.

This battle will be tough, but we

1

feel we are doing the right thing.
I've written to our senator, and I've
filed a complaint with our state
insurance commission. What other
steps can I take to change the rules
and regulations'?

A This battle will be tough, but it
will also be worthwhile. Many

people with children who require
special formulas on a daily basis
may not be able to qualify for
Medicaid. As you know, the economic
burden of paying for formula can be
difficult to bear. In addition, the gov-
ernment plans to reduce spending for
the Medicaid program.

Although you've filed a complaint
with the state insurance commission,
they are unlikely to deal with this
issue. State insurance commissions
have the power to require an insurer
to follow existing regulations, but
they do not generally issue new rules.

The state legislature, however, has
the authority to pass laws requiring
insurers to pay for specific treatments.
Over the last few years, a number of
states have considered, and in some
cases enacted, new laws requiring
private insurers to pay for everything
from routine medical tests, to diabetes-
related supplies and equipment, to
bone-marrow treatments.

Some states have even passed laws
requiring private insurers to cover
certain formulas for children with
metabolic disorders. Your state legjs-
lature may consider holding hearings
on the possibility of enacting new
legislation that would require private
insurers to cover all formulas for
which Medicaid has agreed to provide
coverage.

The best way to work toward that
goal is through a parents' goup.
Precedents exist; parents have been
instrumental in drafting and passing
laws t hat address these issues. For
example, in January 1994, the Mass-
achusetts legislature passed a law
requiring private insurance compa-
nies to cover formulas necessary for
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the treatment of phenylketonuria
(PKU) and similar metabolic disorders.
Prior to the passage of this law, Mass-
achusetts parents of children with PKU
had contended with the same insurance
problems you faceinsurers who
denied claims on the basis that formulas
are food, not medicine. When these
parents became frustrated enough to
take on the state government, they
obtained the help of PKU professionals
and a legislative aide to draft a bill for a
law requiring private insurers to cover
both fommlas and special low-protein
foods. The bill also prohibited compa-
nies from setting an age limit for cover-
age, and it incorporated all amino acid
and organic acid disorders, not just
PKU. Key strategies for getting the bill
passed included testifying before the
joint House-Senate Committee on
Insurance, sending out information
packets to senators and representatives
and seeking letters of endorsement
from various groups.

You may want to contact parents'
groups in your area to see if they're
interested in working on this issue. If
not, you might consider organizing
your own group. Let me know what
happens. EP

EMTOR's NOTE: We obtained informa-
tion about PKU-related laws from
NArioNAL PKU NEWS a newsletter
published three times a year To sub-
scribe, send $14 to NATIONAL PKU
NEWS 6869 Woodlaum Ave., NE
#116, Seattle, WA 98115-5469.

In this column, Richard
Epstein answers readers'
questions about health
insurance. Send your ques-
dons to him at ExcErnlow
Pyrnavr, 2 0 9 Hamad St, Ste.
903, Braid* MA 02146,
(617) 7908742 (fcrx).

ff your question Maks to
a specific health insurance daim; pkase
include &via of any materids you've
ureitvd farm the insurance =warty.
(Time, dont send originals!) Indude your
address and phone number: 070 ijour
tkils and date will be published. It is not pos-
sible to respond to letters individo
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Students Learn (and Teach) Self-Advocacy
A group of high

school students with a
variety of disabilities got
together with their
teachers, Barb Vallejo
and Sheryl Eve lo, at
South High School in
Minneapolis, Minnesota,
just about a year ago to
talk about what it means
to be a self-advocate.
Does it mean going to
the state legislature and
lobbying for change?
Maybe. But for these
young people, self-
advocacy is closer to
home.

"You have to let the
teacher know that you
want to learn, that you
want to do the work so
that the teacher doesn't
think you don't want to
do the work," Demont
Harris says. If you don't
speak up for yourself,
"You're just going to be a
lost soul in the
classroom."

For Krista Smith,
now a student at a local
community college, self-
advocacy includes asking
for help with problems.
"There are a lot of college
students out there wilt)
are 40 or 30 or 20 years
old who don't even
speak up for themselves,

don't even ask questions.
I've learned that it is
really easy to do and it is
really important to do
because, if you don't ask
questions or stand up for
yourself, you're not
going to get anywhere."

Youth Define
Self-Advocacy

As these young
people discussed the
need to take control of
their futures, the need to
stick up for themselves,
they developed a
definition of self-
advocacy:

"Self-advocacy is
speaking and acting on
behalf of your own
rights," the students
agreed. "It is the best
kind of advocacy because
no one knows better than
you what your needs are.
It's about making
decisions that affect your
daily lives from choosing
your friends, what to
study in school, what
relationships to have,
and what kind of job you
want."

With that definition
firmly in hand, they
identified how they
learned their advocacy

t.:

skills and when, where
and with whom they
must advocate. With
some funding from The
Minnesota Transition
Systems Improvement
Initiative, Interagency
Office on Transition
Services, and assistance
from their teachers and
school staff, this group of
special education high
school students put
together a video, "Self-
Advocacy: Taking
Charge," as an effort to

s84

help others learn what
they have learned.

They recognized that
many of the decisions
made at IEP (individual
educational plan)
meetings can have a
profound effect on their
livesboth their daily
lives and their future
lives.

One student explains
that, even though they
talked about self-
advocacy at IEP

Self-Advocacy
Turn to page 72
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Self-Advocacy
From page 71

meetings, it took him a
couple of IEP meetings to
actually say something.
Then he realized that the
reason why they are
making the decisions is
because, "I'm not saying
anything. That's when I

started speaking up for
myself." That's when
George Lewis learned
that he could make many
of the IEP decisions for
himself.

"At my IEP, it helped
writing my goals and
letting them know what I
wanted, what I think,"
Chantilly Lynch says.

Editor's Note:
When I walked into Barb Vallejo's high school

classroom last springg. I couldn't tell who had an IEP
and who did not. I hesitated a Bilk and wondered how
will I identify those young people who most capture
my interest and imagination: adolescents with chrcslic
illness or disability. Vallejo's students made it easy.

One young man talked about his learning
disability. "You know, when I started junior high, I
began having real problems. I would do the math
homework but couldn't find the paper. Or I couldn't
remember if I completed the assignment at all. I'd
confuse one class with another." This glib, attractive
high school junior could articulate his frustration.
When the semester ended and he would clean his
locker, he'd fmd all the work he'd thought he'd lost.
The situation only got worse and, by high school, he
was way behind his peers, feeling "dumb" and hating
school.

Today, he can explain his disability to his teachers.
He can tell them what accommodations he needs. "You
see, each day we list out each class on this paper. The
teacher writes out the assignment I have to do in class
or at home. And then we organize the work." At the
end of the day, Vallejo or a colleague helps him sort
through the books and papers and organizes again.
This self-advocate will succeed because he
understands his needs and can ask for help.

Each time I meet a young person with a disability
who is enthusiastic about life and feeling in control, I
am certain someone has taken the time to help that
youth to become a self-advocate. As parents, as
teachers, as doctors and providers, our goal should be
helping to build the capacity of youth with disabilities
to speak out for themselves.

The story, "Speak Out: Students Learn (and Teach)
Self-Advocacy," shows how one group of students
learned these skills and applied them to their everyday
lives. We've also provided a summary of some of the
presentations made at the Great Lakes Society for .

Adolescent Medicine. They provide some innovative
suggestions and guidance to making a difference in
your community and state. Finally, Liz Latts,
Information Specialist and Director of the Resource
Library, has identified two projects on self-advocacy
that she finds particularly interesting.

PMR
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Getting the Words Out
These teens realize

that learning to advocate
also means teaching
others to respect
personal needs. Some
teachers need to
understand what it
means to have a
disability and what
accommodates different
learning styles. Students
at South High are
learning to teach the
teachers.

Brett Gilman thinks
the best thing that
teachers could do would
be to understand that
some people have a hard
time speaking up for
themselves. Teachers
need to be patient.
Others explain that
teachers need to provide
alternative ways to
complete assignments.

In turn, each of these
students can explain
their disability and tell
their teachers how it
affects their learning.
That way the teacher
understands why the
accommodation is
necessary

Students agree that
they need to advocate for
themselves when they

565

are with their friends.
When tempted to skip
class or get into trouble,
they admit advocating is
not always easy. One
student admits that
sometimes it's easier to
just do what they say.
Other times, like when
his friends skip, he just
tells them he forgot
about meeting them.
Youth need to use a
variety of advocacy
strategies.

"Self advocacy is
speaking and acting
on behalf of your
own rights. It is the
best kind of
advocacy because no
one knows better
than you what your
needs are. "

um=
Even parents need

advice. One student asks
why his mom was
always nagging him
when he got in trouble.
She should nag him
when he is doing right.

Self-Advocacy
Turn to page 73



Self-Advocacy
From page 72

Help turn the C+ into a
B+, the B+ into an A.

"As self-advocates,
we've learned to speak
for ourselves when
meeting with teachers, at
our IEP meetings, on the
job, with family and
friends, and planning
our future and living
independently," Rosie
Lindberg-Lasko,
summarizes. "Our
experiences are
sometimes different from
those of other students.
We have a lot to offer
and can give advice to
teachers, family, and
especially other students
who are developing self-
advocacy skills. A

For more
information
on self-

advocacy, or for
information on how
to get a copy of the
videotape, "Self
Advocacy: Taking
Charge," contact:

Transition Plus
Services
807 N.E. Broadway
Minneapolis, MN
55413

(612) 627-2141

or

Minnesota
Transitions Systems
Improvement
Initiative
Interagency Office
oil Transition
Servi,:es
657 Cap4ol Square
Building
550 Cedar St.
St. Paul, MN 55101

Adolescents & Advocacy:

Professionals Play Important Roles
When the Great

Lakes Regional Chapter
of The Society for
Adolescent Medicine
(SAM) planned their fall
meeting, they decided
they should visit the
issue of advocacy.
"Physicians and nurses,
social workers and
nutritionists, teachers
and other providers can
improve the conditions
for adolescents with
disabilitiesindeed for
all adolescents," says
Nancy Okinow,
President of the Great
Lakes Regional Chapter
of SAM.

Physicians can play a
critical role in their
communities. Steve
Matson, M.D., from
Milwaukee, Wisconsin,
comes with a mission. So
few physicians and
providers are interested
in the care of adolescents
that there really are
wonderful opportunities
to increase services for
this group of young
people in the
community. He provides
some strategies for those
who wish to provide
adolescent health
services:

N Know the area in
which you work;

Determine the needs
of the young people;

Get to know the
important people in your
community;

Persuade the movers
and shakers that your
idea is critical to the life
of youth in your area;
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Work with the media
(give talks, agree to be on
the local radio show);
and

Make certain the
people on your team are
dreamers.

Anne Dopp, R.N.,
M.S.N., P.N.P., from
Wisconsin, says there are
opportunities for
advocacy and changing
policy at all levels.

Providers who
currently work with
youth must talk to
health insurance
companies, to the people
in benefits; show them
how continuity of care
for youth can increase
healthy outcomes and
may reduce costs

Call your local and
state representatives
regularly to tell them
about youth needs. If
you call regularly, your
issues will become
familiar and you will be
able to influence how
your representative
thinks on youth issues.

Persistence Pays
Ed Eh linger, M.D.,

Director of Student
Health Services at the
University of Minnesota,
explained that he's
interested in issues if
they are:

Important to the
community;

Perceived as a public
health responsibility;

Intervention is
possible; and

111 Outcomes are
measurable.

He suggests that
advocates follow the
"Natural Laws of Data
and Policy
Development":

Policy development
occurs at all levels at all
times, is incremental and
not linear. Data is not
always sufficient for
policy development and
sometimes not necessary
to changes ir policy. AI
Miracles do happen. 11

rrhe National Center for Youth with

I. Disabilities is a program of The Society for
Adolescent Medicine and the Adolescent Health
Programs at the University of Minnesota.
Publication of Connections is supported/in part, by
projectMCJ-275045 from the Maternal & Child
Health Bureau (Title V, Social Security Act), Health
Resources & Services Administration, Department
of Health & Human Services.

NCYD's mission is to improve the health and
social functioning of youth with disabilities
through providing technical assistance and
consultation, dissemina3ng information and
increasing the coordination oi services between the
health care system and others. Center activities are
directed at enabling youth to become full
participants in their communities.
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The National
Resource Library
brings together
comprehensive
sources of
information related
to adolescents,
disability and
transition to meet the
needs of
professionals who
work with youth
with disabilities as
well as their parents
and others invested
in their success. The
database contains
five files:

Bibliography
Programs
Training Materials
Technical
Assistance
Health Care Reform

Entry points to the
Library's files are
through language
and issues of
individual fields.
Information in the
files is inter-
disciplinary, offering
the many views that
may enhance practice
with adolescents and
young adults with
disabilities.

Programs

"Project LEAD" has focused on leadership
development and inclusion of youth with disabilities
in the community. Teens ages 13-18, with and
without disabilities, participated in a yearly retreat to
learn about legal rights and responsibilities,
educational rights and self-advocacy. Social and
educational activities throughout the year were used
to develop leadership, promote friendships and self-
esteem. Youth-oriented organizations receive training
and technical assistance to make their staff, programs
and facilities accessible.

For information, contact:
Project LEAD
Stepping Stones
Karen Newton
(304) 296-0150
(800) 982-8799
or
Renie Boyle
(304) 599-5286

Training Materials

"No More B.S.: A Realistic survival Guide for
Disability Rights Activists." This book is written by
disability rights activists. It promotes self-advocacy,
the development of self-esteem and community
organization as a way of fighting discrimination and
securing rights for persons with disabilities. It is
written in a strong "straight-shooting myth bashing
tell-it-like-it-is" style. A companion booklet is
available for direct service providers. Cost is $10.00.

For information, contact:
People First of Washington
P.O. Box 648
Clarkston, WA 99403
(509) 758-1123
(800) 758-1123

Inquiries about
NCYD may be
directed to:
National Center
for Youth
with Disabilities

University of
Minnesota
Box 721
420 Delaware St. S.E.
Minneapolis, MN
55455
1-800-333-6293
612-626-2825
FAX (612) 626-2134
WY (612) 624-3939
E-mail:
ncyd@gold.tc.ummedu

Robert Wm. Blum,
M.D., Ph.D.
Project Director

Nancy A. Okinow,
M.S.W.
Executive Director

Elizabeth Latts,
M.S.W.
Information Specialist
Shari Morrison,
Center Secretary

Linda Pratt,
Coordination
& Production
Peggy Mann Rinehart,
Director of
Communications

We've Got A New Home and New Address
The National Center for Youth with Disabilities has taken the digital leap! For those of you who are interested in
learning more about NCYD or our sister Center, the Center for Children with Chronic Illness and Disability, you
can find us on the World Wide Web. While the pages are under construction, anyone interested can dial us up using
one of two http numbers:

http://www.pods. umn.odu/Centers /ncydgets you to the National Center for Youth with Disabilities,
interactive listings, basic information on the Center and a biblography on transition.
http://www.peds.umn.edu/Centers/c3idgets you to the Center for Youth with Chronic Illness and
Disability, interactive e-mail listings, basic information on the Center and recent publications.
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Students With Seizures: A
Manual for School Nurses
Designed to promote a more accepting and under-
standing school environment for the more than
300,000 children with seizure disorders in the
United States. The first half of the manual reviews
epilepsy, seizure classifications and different
treatment methods. The second half focuses on
the school nurse as case manager and educator: it
discusses how school nurses can educate teach:is
and parents about epilepsyrecognition, medica-
tion effects, skills assessments.

Catalog # 148SWS
144-Page Manual
$22.46 EFA Member
$24.95 Non-Member

School Planning for Children
with Seizure Disorders
Of special interest to families in which a child with
epilepsy also has a learning disability or is not
doing well In school.

Describes some epilepsy-related problems that
may affect learning, what kinds of service may be
needed and how parents can function as full-
fledged members of the school planning team.
Stresses inclusion in regular school activities. A
Family Video Library presentation. (1992)

Catalog # 533SCD
VHS Videocassette, 14-Minutes
$13.46 ETA Member ni
$14.95 Non-Member '0

1

Seizure Disorders and the
School Videos I & II
Videos show actual seizures in children, describes
first aid and management in the classroom, and
stresses the importance of early recognition. Fears
and concerns of school personnel are addressed.
Reviews how epilepsy may affect learning and
discusses how the teacher can make the school

experience a positive one.

Seizure Disorders and the
School I
(For use with Elementary School personnel)

Catalog # 52 I SD I
VHS Videocassette, 14-Minutes
$22.46 EFA Member
$24.95 Non-Member

Seizure Disorders and the
School II
(For use with lunior High and High School personnel)

Catalog # 522SD2
VHS Videocassette, 14-Minutes
$22.46 EFA Member
$24.95 Non-Member

Speaking Out: Partners in
AdvocacyUnderstanding the
Process
What is advocacy and why is it important? This
guide provides basic definitions and principles, and
discusses how people can become advocates in their

own right. It reviews different types of advocacy.
including personal and case advocacy, systems
advocacy, and legislative advocacy. (1992)

Catalog #168PAU $5.36 EFA Member
20-Page Guide $5.95 Non-Member

Speaking Out: Partners in
AdvocacyTools & Resources
Provides a wealth of information and resources for
individuals, families, organizations. and parent
support groups interested in advocacy. Includes
sample documents: letters, complaints, IEF
(Individualized Education Program) and 1FSP
(Individualized Family Service Plan) forms and
sample testimonies which families and advocates
can adapt for use in their own advocacy efforts.
(1992)

Catalog #I71PAT $9.86 EFA Member
89-Page Guide $10.95 Non-Member

Speaking Out: Partners in
AdvocacyFamily Action
Guide
Advocacy includes: identifying an unjust situa-
tion, developing strategies and planning action to
bring about change. Discusses why families must
be advocates for their children. Provides a clear
eight-step process to help you get started as an
advocate and identifies the skills and time
commitment necessary for effective advocacy.
Presents examples of case advocacy and discuss-
es opportunities for advocacy in your community.
(1992)

Catalog #169PAF $8.96 EFA Member
50-Page Guide $9.95 Non-Member

School Planning: A Guide for
Parents of Children with
Seizure Disorders
This guide describes some epilepsy-related
problems that children and youth may face in the
areas of academics, school achievement and
social development. Suggests ways parents can
take a proactive approach to ensure appropriate
testing, placement and achievement of educational
goals for their children. Sample IEP's included.
(1994)

Catalog # 2I7GSP $11.66 EFA Member
125-Page Guide $12.95 Non-Member

Mail to: Epilepsy Foundation of America, Attn: Catalog Sales Department, 4351 Garden City Drive, Landover, MD 20785

Order by phone
or mail today!

CREDIT CARD
ORDERS ONLY

301-577-0100
Monday-Friday

(9 a.ni.-5 p.m. EST)

FAX YOUR WIDER

301-577-9056

CATALOG NO TITLE OTY. PRICE TOTAL

Name

Coriikeey

City/S

PhOne

EFA Membership #
Please check method of payment:
J Check enclosed
...I VISA J AmExp. J MC Exp. Date

Card#

Signature

004CAT EFA CATALOG FREE 0.00

SUBTOTAL
Shipping & Handling

Amount of Order SaH 5% TAX Maryland Only)
Linear 55 00 St 00

55 00-59 99 $2 00 SHIPPING & HANDLING

510 00424 99 $4 00

525 99-559 99 $6.00
TOTAI.

$660 00.599 99 $8 00

S10000. above 10% of total purchase pftso 101

5 88



Video Focuses on
ihlecommunications

Independence thmugh 7blecommunications:
A Guide for Parents of Deaf and Hard of

Hearing Children, an 18-minute video from Gallaudet
University's Thchnology Assessment Program, explains how
visual telecommunications technology can provide deaf and
hand of hearing children with access to the telephone. The
video features open captions, on-screen explanations in
American Sign Language (ASL) and voice narration throughout
Focusing on technologies such as TrYs, relay services, fax
machines and on-line services, the video features easy-to-under-
stand explanations and testimonials by parents of children who
use telecommunications devices and services MD order, send $5

(includes postage) to GRI
Dissemination Office, Hall
Memorial Building S-444,
Gallaudet University, 800
Florida Ave. NE,
Washington, DC 20002;
(202) 651-5257 ViTrY.

Free Subscription

t t./ .2c1rcq.4

The Comprehensive Monthly
Assistive Technology Newsletter

For Parents & Professionals

SRFANAK

IDEA Updates

Funding News

Software Reviews

Washington Report

On-Line Access Methods

Assisfive Technology Reviews

Vendor-Direct New Product News

Technology Conference Announcements

,DREANIMS for Kids. Inc.

Th21 1223
771 j

DREAMMS c'T ix net( rIn «wn

An at** kitontation dueninetim point Ice the UCP
Ault*. Technokgy Funding & Systeme Chang* Prciect
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Brklges 7b
Reading is a com-
prehensive kit con-
taining informa-
tion, tools and rf-
erences design( xl
to be a first source
for parents of chil-
dren with learning
disabilities associ-
ated with reading.
The kit contains
eight step-by-step

booklets that answer questions about
identification, testing and educational
rights, along with reference guides on
a variety of other topics. Bridges to
Reading can be ordered from Parents'
Educational Resource Center, 1660 S.
Amphlett Blvd., Ste. 200, San Mateo,
CA 94402-2508; (800) 471-9545. Cost is
$20; complimentary copies are avail-
able to those who cannot afford this
amount

SSI/SSDI Help
Confused about Social Security
benefits? Help is just a toll-free phone
call away! The Benefits Resource
Network, operated by Kennedy
Krieger Community Resources in
Baltimore, Maryland, answers ques-
tions about Social Security benefits
(Supplemental Security Income and
Social Security
Disability Income)
and Social Security
Adrnin-istration
work incentives.
Call (800) 677-9675
(or 410t327-7122 in
the Baltimore area)
Monday through
Friday, 9 a.m. to 5
p.m., EST.

569

Chronic Fatigue and Immune
Dysfunction Syndrome

Chronic fatigue and immune dysfunc-
tion syndrome (CFIDS), also known as
chronic fatigue syndrome (CFS), is an
illness characterized by incapacitating
fatigue, neurological problems and a
constellation of symptoms that can
resemble other disorders including
mononucleosis, multiple sclerosis,
ilbromyalgia, AIDS-related complex
(ARC), Lyme disease, post-polio syn-
drome and autoimmune diseases such
as lupus. The CFIDS Association of
America has put together a package
focusing specifically on chil-
dren's issues. The package
includes inforniation on the
physiological, psychological,
educational and social
aspects of CFIDS. Each
package costs $10. Contact
CFIDS Association of
America, P.O. Box 220398,
Charlotte, NC 28222-0398;
(800) 442-3437; (704) 365-
9755, fax.

CD-ROM Library
of Disability Information

The Cooperative Electronic Library
on Msability, newly-released on CD-
ROM, contains data on products and
services for people with disabilities,
as well as information resources on
disability. The CD-ROM is compati-
ble with both IBM PC (DOS or
Windows) and Macintosh computers.
Contact Trace Center Reprint
Service, Waisman Ctr., University of
Wisconsin, 1500 Highland Ave., Rm.
8-151, Madison, WI 53705; (608) 263-
2309 (voice); (608) 263-5408 (rrY).
Cost is $27.

As PBS's critically-
aAt acclaimed childion's

series, The Puzzle Place,
enters its second season
in January 1996, Kyle (for
right, in wheelchair) will
be joining the cast in an
expanded role. The
series, focusing on the
adventures of an engem-
bie of puppet "kids" of
diverse backgrounds
and ethnties, Wm-

Weed Kyle in the Wiling end Abie" °pleads of Its premiere swam
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Television is important for

Arnevica's disability community.

The network's programming
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ties !nave into 11101115tf Ram life

by changing perceptions.

SENATOR BOB DOLE
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Written by 25 leading medical experts,
MEDICAL & SURGICAL CARE FOR CHILDREN WITH

DOWPI SYNDROME: A GUIDE MR PARENTS provides

in-depth, easy-to-understand information on
specific conditions that are common among
children and adults with Down syndrome.
This book is available from Exceptional
Parent Library (800/535-1910). The following
is an exempt from chapter eight, "Ean Nose

and Sinus Conditions of Children with Down
Syndname," by Kevin Kavanagh, M.D.:

Children with Down syndrome may have a variety of ear,
nose and throat (ENT) problems. Many of these problems
are easily detected and may worry parents, but they
typically correct themselves as children grow older.
These conditions include sinus drainage, drooling, mild
blockage of the nasal airways and tongue protrusion.

Other conditions may be less apparent and commonly
go unnoticed by the family. Unfortunately, these problems
are often more serious. They may include hearing loss
and more serious blockage of the nasal airways. When
any of these conditions are detected, they should be
promptly treated.

Though the above list may seem long, not all children
with Down syndrome will have these conditions. If your
child has one of these conditions, talk with your primary
health care provider such as a nurse practitioner, pediatri-
cian or family practitioner. They can refer you to an ENT
physician if necessary. For typical ear, nose, and throat con-
ditions, treatment for children with Down syndrome is the
same as for other children. However, some circumstances
t hat call for special considerations do exist...

Sinusitis
Sinuses are the small cavities in the cranial bone located
behind the nose. They serve as air passages that open off
the main nasal airway. They act like a sounding board
and affect the quality of speech greatly. When sinuses
become filled with fluid, as they do when there is an
infection, the quality of speech changes.

Because of the relatively small size of the nasal cavities
in children with Down syndrome, sinusitis (sinus infection
or inflammation) is common. So, too, is drainage from
the nose (runny nose), because nasal drainage is often
due to infection or inflammation of the sinuses. Eight
out of 10 children with Down syndrome have persistent
nasal drainage. Although most children have runny
noses occasionally, children with Down syndrome can
have this problem much more frequently and for longer
periods of time. For most children with Down syndrome,
the problem decreases as they reach adulthood.

If nasal drainage is thick and yellow-green in color,
this suggests a possible bacterial infection. Initial t reat-
ment may be with antibiotics. If the drainage starts up

78 EXCEPTIONAL PARENT / NOVEMBER 1995
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again soon after you stop giving your child antibiotics,
your primary health care provider may prescribe a low-
dose antibiotic to be given over a long period of time
(months to years) to prevent a return of the infection.
The side effects are usually minimal; however, in some
children, the antibiotic can alter the bacteria that live in
the GI system and result in diarrhea, allergic reactions
and failure to kill the targeted bacteria.

Sometimes it is suggested that modifying your child's
diet can reduce sinus infections, but there has been no
scientific evidence that this works. Some allergists
prescribe nutritional modifications for children who
have shown an allergy to some specific food and who
have persistent sinus infections.

If your child's drainage is clear, your child may have
allergies. In this case, your doctor may prescribe antihis-
tamines or decongestants. In a formal survey, six of 10
patients with Down syndrome obtained relief from
drainage and other allergy symptoms when they used
antihistamines or decongestants. However, those medi-
cines make some children sleepy. In other children, they
may cause increased activity. These symptoms usually
go away in about two weeks. There are no studies show-
ing that children with Down syndrome are more prone to
allergies than other children.

If your doctor suspects that your child has a serious
sinus infection or inflammation, he or she will usually ask
for x-rays of the sinuses. In some cases the doctor may
order a CT scan of the sinuses. A CT (computerized
tomography) scan is a special x-ray test that gives a
clearer view of the sinuses and can be helpful in making
a decision about whether or not surgery is needed.

As a last resort, surgery to promote sinus drainage is
an option. This should only be performed if the drainage
is excessive or your child has recurrent sinusitis with
fever. The most common sinus surgery involves placing
a drainage hole or "window" in the sinus located in the
upper jaw (maxilla). This surgery is done under general
anesthesia. More extensive sinus surgery is only done as
a last resort in children under the age of eight... In these
young children, the sinus cavities are small, the opera-
tion is technically more difficult, and results are often
unpredictable. EP

Reprinted with permission of Woodbine House.

Coming in December...
An ucerpt from CEREBRAL Ain. A COMPLETE
GUIDE FOR CAREGIVING. This book, written by
a team of experts associated with the
Cerebral Palsy Program at the Alfred L
duPont Institute in Wilmington, Delaware,
addresses the many complexities and
uncertainties related to a diagnosis of
cerebral palsy. At the same time, it provides
the information parents, grandpamits,
caregivers and health professionals needeverything frum
medical, educational and psychosocial impliaztions of this
diagnosis, to whoeldaair ntaintOnONCO out dental Qom
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Library
You can order

any of the books listed
here with the coupon
below or by calling
(800) 535-1910

1 1 I ' I

MEDICAL & SURGICAL CARE
FOR CHILDREN WM DOWN
SYNDROME
A Guide for Parents
L. EUMIN, Pfi.D.,CCC-SLP
Designed to give parents a
complete and easy-to-under-
stand overview of specific
medical conditions that are
more common among children
with Down Syndrome.
WB123DS $14.95

11.4.411.4141.40

BABIES
with now
sYNLizomE

BABIES WITH
DOWN SYNDROME
A New Parents' Guide
ED. BY KAREN SIRAY-GUNDERSEN

The complete guide for new
parents of babies with Down
Syndrome. Written by profes-
sionals and parents, this book
covers everything new parents
need to know.
WHO10MR $14.95

DOWN SYNDROME
Birth to Adulthood, Giving

' Families an Edge
J.E. RYNDERS, J.M. HORROBIN

This new book is an invaluable
guide for parents of children
with Down syndrome, as well

. as the professionals who help
advance whole-family

, development.
LV126DS $29.95

SOMETIMES I GET ALL
SCRIHBLY
Living with Attention-
Deficit/Hyperactivity
Disorder
M.B. NE01/file
Clinical, educational and
emotional information from
the point of view of a parent.
PE119AD 614.00

FACILITATED
COMMUNICATION.

eekaaa .

PLANNING FOR
THE FUTURE
Providing a Meaningful
life for a Child with a
Disability after Your Death
M.L. Russeu., ET AL
How to prepare a Life Plan,
a Letter of Intent, a Special
Needs Trust; It explains how
to maximize your child's
government benefits, avoid
probate, reduce estate taxes
and much more.
AP0240D $24.95

COMPUTER RESOURCES
FOR PEOPLE WITH
HISABILTTIES: A Guide
to Elploring Today's
Assistive Technology
THE ALLIANCE FOR

TECHNOLOGY Access

Provides user-friendly
support, information, and
up-to-date answers.
HP08700 $14.95

ACTIVTTIES FOR
DEVELOPING PRE-sjau,
CONCEPTS IN CHILDREN
WITH AUTISM
TONI FLOWERS

Each activity is designed to
tell educators what they it re
doing, why they are doing it
and what materials they will
need to teach the activity.
The activities are adaptable
for children of all levels.
PE03500 629.00

FACILITATED
COMMUNICATION
The Clinical and Sodal
Phenomenon
EDTTED HY: H.C. SHANE, PH.D.

An up-to-date exploration of
the controversial topic of FC
and also the current under-
standing of learning, commu-
nication, and movement in
persons with developmental
disabilities.
SP11500 $45.00

CEREBRAL PALSY
A Complete Guide for
Caregiving
F. Mum, M.D. &S. BACHRACH, M.D.

This book offers sound profes-
sional advise and a caring com-
mitment to do what's best for a
child with Cerebral Palsy.
111150CP $35.95

ADAPTIVE PIAY FOR
SPECIAL NEEDS
CHILDREN: Strategies to
Enhance Communications
and Learning
CAROLINE RAMSEY MUSSELWIIITE

Designed for parents and
professionals, this book is a
comprehensive guide to using
play as a learning tool, develop-

.' frig adaptive play materials and
teaching skills with tav

PE0420D :i0130

UNCOMMON FATHFRS

140.711;47. Lig*
LIU with thaabiltly

. .

4111111111111111111111Pr

LTFTLE CHILDREN,
BIG NEEDS: Parents
Discuss Raising Children
with Exceptiorud Needs
D. WEINHOUSE, PH.D. AND M.

WEINHOUSE, M.A.

What are the concerns of
parents who raise disabled
children? Contains candid
interviews with 50 families
of children with a wide range
of disabilities.
UPOIXOD $12.95

THE LIFE PLANNLNG
WORKBOOK
LM. Russm. ET Al.
From the authors of the highly
acclaimed 'Planning For The
Future". A hands-on guide to
help parents provide for the
future security and happineas
of their child with a disability
after their death.
AP12700 $24.95

WELCOME HOME
JELLYBEAN
M. F. SHYER

The only place Gerri has
lived is in an institution. Her
family doesn't really know
her, but her mother thinks
she is ready to come home.
None of them truly under-
stand what it will be like.
SS12600 $3.95

RAISING A CHILD WHO
HAS A PHYSICAL
DISABMITY
A Medical Primer
D.G. ALBRECHT

This book will make your job
easier. Compassionate, help-
ful, and based on real-life
experience, it will help you
handle every facet of raising
and loving your special child.
1W12100 $12.95

UNCOMMON FATHERS
Reflections on Raising a
Child with a Disability
EDITED HY D.J. MEYER

A compelling collection of
essays by fathers who were
asked to reflect and write
about the life-altering
eiTeriences of having a child
with a disability.

WB12400 $14.95

BABY BOOK
for the Developmentally
Challenged Child
R. MATHEWS

A unique approach to the
traditional "Baby Book' designed
for children with developmental

Spedal sectims for
medical histories and Mom and
Dad's feelings.

14012200 625.00
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IT ISN'T
FAIR!

:ARUM'S Or
CHILDREN WM I

DisABIUTIFS

To ILLUSTRATED
DIRECTORY OF
DISABILITY PRODUCTS
EDITED BY M. MACE

Shows hundreds of products
along with names, addresses
and phone numbers providing
customers with the information
to make the best decision.

1P02600 $12.95

PHYSICIANS GUIDE To

RARE DISEASES
Second Edition
EDITED BY J.G. THEONE, M.D.

New Updated version of over
1,000 pgs. of info, on over 900
diagnoses and disabilities.
This is the most comprehen-
sive of its type, providing the
most up-to-date information
in an easy to use format.
DP13008 $97.50

Ta5 ThEr Tols, Boom &
VIDEOS FOR Kms 1996

OPPENHEIM & S. OPPENHEIM

The 1996 guide to over 1,000
kid-tested, classic and new
products including software,
audio, and special-needs
products.
liC12901) $13.00

SOMETHING'S NOT EIGHT
One family's struggle with
learning disabilities
N. LELESVER

Written from the perspective
of a dyslexic mother, this
compelling story tells how she
ensured that all her children
received a good education,
despite three of her four kids
were learning disabled.
VB133LD $14.95

IT ISN'T FAIR!
Siblings of Children
aith Disabilities
EDITED BY S.D. KLEIN

& M.J. SCHLEIFER

Features chapters by parents,
siblings and professionals.

EPOO1EP $14.95

VIDEOS

THE FACE OF INCUNON
A Parent's Perspective
J. & R. VARGO

A unique and moving parent's
perspective of inclusion for
administrators, teachers, and
parents of children with dis-
abilities.
1111320040M0 $99.00

TOE HELP Hunts
CA NELSON, PH.D., OTR

Provides information
to assist parents and
therapists with ideas in
the daily care of their
children.
(Videos)

ED13PO Introduction to Helping the Physically
Challenged Child Function
More Independently $39.95

ED137P0 Introducing Functional Sitting $39.95
E0138P0 Improving Control of Sitting $39.95
ED139P0 Preparing for Standing $39.95
ED14440 Preparing for Stepping and Walldng $39.95
ED141PO Preparing the Child

to Change Positions $39.95
All six can be purchased at a 10% discount $215.75

How To GUIDE Youa
CHHD THROUGH SPECIAL
EDUCATION
The Ibr Parents, Rights,
Resources, and Results
G.H. TREVOR, M.S.ED

Sensitivity presented, this
video covers the stages of the
Special Education System,
the law, future planning
while encouraging parent
involvement.
8/131ED-VIDE0 $24.95

Purn LEARNING FOR
CHILDREN WHO
EXPERIENCE DELAYS
S.R. HAys, M.S.,R.N.,C.H.R.N.
This video presents a unique
developmental approach to
supporting the child in learn-
ing independence in the man-
agement of "bathroom' skills.
ED07700-VIDEO $39.95

EMOTIVE INTERVENTION
FOR SEW-FEEDING

' SUCCESS
C.A. NELioN, PH.D., 0TH
An effective and easy to follow

; video program for parents
which provides the tools

I needed to be successful in
moving your child toward

independent self-feeding.
E00711004DOE0 $39.95

;INJURY

14t101!

hada

.7

WHEN YOUR CHILD IS
SERIOUSLY INJURED
The Enwtiowd Impact
on Families
MARILYN LASH

Topics include preparing for
hospital visits, reaction to
loss, helping siblings, and
coping.
EPOO5ML $4.50
(Indsidessitippixgdews)

WHEN YOUNG CHILDREN
ARE INJURED: Families
as Caregivers in Hospitals
and at Home
J. HALTIWANOER & M. LASH

A book about the family's role
in caregiving when a young
child is injured.
EPO85M1 $7.50
(Includes shippiag charges)

WHEN YOUR CHILD GoEs
TO SCHOOL AFTER AN
INJURY
MARILYN LASH

Issues parents need to
confront about their child's
future schooling, health care
and social needs.
EPOO6M1. $7.50
(Includes skipping charges)

Mail to: Exceptional Parent, Dept. EP9511, P.O. Box 8045, Brick, N.J. 08723

Or call (800) 535-1910
QTY. TITLES & ORDER NO. "UNIT 11,IICE ' "TOTAL

1

SHIPPING & HANDLING CHARGES: U.S. - $3.50 for I item; 75e for each additional ;
Sub-Total ,

item. Foreign $6.50 for I item; 75e for each additional item. ru Residents
. odd 6% Seise Tax

Name Shipping
i -,--

Address

City State Zip

Telephone
I have enclosed my check payable to Exceptional Parent or charge to my: U Visa t0 Mastercard

TOTAL
funds only. Those pnces aro

subloct to ChIM90 Mosso allow 4-6
weeks foe *hwy. Returns muff be

made veNt* 4 nooks of delivery
No wormer returns

Account Number: _ Exp. Date

Signature

(4 Circle #300 to receive a brochure of the complete library
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NEW PRODUCT&

DELUXE,
ANGLE-ADJUSTABLE

BOWLING RAMP
The Deluxe Angle-Adjustable
Bowling Ramp provides the bowler
with physical disabilities precise
control of the angle of the ball
within a 3.5 inch range. Once the
ball is placed on the ramp, the rear
safety stop holds it in position. The bowler aims the
ramp and pushes the ball, which rolls down the plastic-
coated steel track to the alley. The ramp is 45 inches
long, 25 inches wide and 26 inches high.
Maddak, Inc., Pequannock, NJ 07440-1993

Circle # 195

TAG ALONG TRAILER
The Tag Along Trailer is designed to transport three-
and four-wheeled electric scooters while providing extra
space for luggage and folding wheelchairs. The rear

gate, which can be low-
ered by hand or with an
optional electric motor,
serves as a ramp, allowing
the scooter to be driven
directly into the trailer.
The top closes and locks
for security. The trailer
features a fiberglass body
with aluminum reinforc-

ing; 8-inch, high-speed highway tires; taillights; brake
lights and an interior light.
Tag Along Trailers, Inc., Chippewa Falls, WI 54729

Circle * 196

THE BABYSMART BABY WIPES HOLDER
The BabySmart Baby Wipes Holder facilitates hygiene
for infants, toddlers and children with incontinence. The
unbreakable caddy accommodates square, rectangular
or round wipe containers and features a specially
designed clip that fastens securely to a changing table,
crib or counter. The caddy
grips and holds the container,
allowing a caretaker to pull
wipes from the counter with
one hand.
BabySmart, Watchung,
NJ, 07060 -

Circle * 197

The ABLEDATA database of assistive tahnology and nshabilitation
equipment contains information on more than 20,000 products Or
persons of all ages who have a physical, cognitive Or sensory disabili-
ty. Products are chosen for this page by the ABLEDATA staff based on
their specific applkability to or design for children with disabilities.
The circle numberg aro to be used on &a:MOW Nitwit "Free
Product & Information Card." Readers am circle a number on this
issues card (page 125) to receive more information on any new
product featured above. Please allow three to four weak s for delivery
of the information.

For mare information on assistive detriass, or to submit product
infonnation for the database (and passible inclusion on this page),
contact ARLEDATA, 8455 ColesviUe Rd., Ste. 935, Silver Spring, MD
20910-3319, (800) 227-0216 07m9, (901) 58842494 (virm or
(soo 587-1967 (far).

rout)



information Services lac.
28 Green Street
Newbury, MA 01951
(800) 659-3399
Write Away is integrated, DOS-
based word-processing and com-
munications software for children
and adults with special needs. It
combines speech output and key-
board scanning with enhanced
word processing for easier commu-
nication. $199 per copy

National

American Discount Medical
FOR DISCOUNTS ON ALL YOUR
EQUIPMENT NEEDS! Save on
Strollers-Convaid, Carrie Rover,
MacLaren; Scooters; Wheelchairs;
Tumbleforrns; Walkers; Seating/
Positioning Equip.; and Standers for
school or home. Call (800)
877-9100 for FREE BROCHURE.

Massachusetts

Atlantic Rehab., Inc.
81 Rumford Ave.
Waltham, MA 02254-9055
(617) 894-0369
Atlantic Rehab. specializes in
Pediatric Mobility and Seating.
Sales and Service. Please call for
more information.

Missouri

U.S. Medical Corporation
14575 Manchester Road
Manchester, MO 63011
(800) 40-USMED/
(800) 408-7633

I

YOUTH
BRIEF II
FITS 30
T070 LBS. ?-
96 FOR A
$ 39.98

CALL 24HRS.
1-800-777-1111

WOODBURY PRODUCTS
INC

4410 AUSTIN SUMO MK NY MSS

U.S. Medical Corporation
14575 Manchester Road
Manchester, MO 63011
(800) 40-USMED/
(800) 408-7633
Call U.S. Med for free sample
Depend briefs, Undergarments,
Pants and Diapers.
Low prices and free delivery.

Care Electronics
5741 Arapahoe Rd., Suite 2A
Boulder, CO 80303
(303) 444-CARE (2273)
WanderCARE Systems notify Care-
givers when their wanderer leaves
home. Looate them up to ONE
MILE away. FREE catalog!

Consumer Care
Products, Inc.
P.O. Box 684
Sheboygan, WI 53C82-0684
(414) 459-8353

Access Medical Supply
2006 Crown Plaza Drive
Columbus, OH 43235
(800) 242-2460
Attends Youth Briefs fits
children 35-75 lbs. $51.95/cs (96),
Free Delivery. AlsoDepend,
Serenity other items. Manufacturer
coupons accepted. Free Catalog!

nursling Medical Products
324 Werner St., PO Box 67
Leipsic, OH 45856
800-654-3376
Call DMP for all your incontinent
needs such as briefs, pants, pads
and liners, as well as skin care
products. Call for FREE catalog!
In Canada call 800-667-6996

H.D.I.S.
1215 Dielrnan Industrial Court
Olivette, MO 63132
(800) 538-1036
See our ad in this issue.

Hig's Aluminum Products
10625 Maple Lane
Rogers, MN 55374
(612) 498-7304
Ramps, Factory Direct, Light
Weight Aluminum, Portable, 4-Way
Folding, 2-way Folding, Telescoping
Tracks, Thresh Hold, Van Ramps,
Scooter Ramps, Custom Built
Approach Ramps, Call for your
FREE catalog.

Robertson's Korth Heights
Pharmacy
1201 E. 35th Street
Texarkana, AR 75502
(501) 774-3666

K;c1s Love
to St4tal

to Us!
Colorful, Fun & Interactive
Toys. All adapted for switch use
& ready to he set into motion.

Phone/Fax 513,8604475
for FREE Catalog

Suirch Kids, Inc.
8507 Rupp Farm Dr.

WO West Chester, OH 45069

The Dragonfly Toy Company Inc.
291 Yale Avenue
Wnnipeg, MB, Canada 0L4 R3M
(8(X)) 308-2208
A Toy company like no other, the
personal services at Dragonfly
make shopping for kids w/ special
needs a pleasure. Play therapist on
staff, toll-free ordering and delivery
to your dcor. Highly recommended
to both parent and professional +
Books and devices.

Van Conversion Dealers

Connecticut

Drive-Master, Inc.
9 Spielman Road
Fairfield, NJ 07004
(201) 808-9709
Full service mobility center, raised
tops/doors, drop floors, custom dri-
ving equipment; distributors for
Mobile Tech., Crow River lifts,
Ricon, IMS, EZ Lock, and EMC
touch pad systems. 41 yrs. of
service to the disabled community.
Please call for more information.
NMEDA member.

New Jersey

Arcola Mobility
51 Karo Road
Carlstadt, NJ 07072
(201) 507-8500/
(800) ARCOLA-1
New-Used-Trade-Lease-Buy.
Full sized, mini, rear and side entry.
We cany products from the f
ollowing manufacturers: Braun,
KneeKar, Vantage, Ricon, and Pick-
A-Uft. if we don't have it, we'll find
it! Rnandng is available. NMEDA
Member. Please call for more info

DriveMaster, inc.
9 Spielman Road
Fairfield, NJ 07004
(201) 808-9709
Full service mobility center, raised
tops/doors, drop floors, custom dri-
ving equipment; distributors for
Mobile Tech., Crow River lifts,
Ricon, IMS, EZ Lock, and EMC
touch pad systems. 41 yrs. of
service to the disabled community.
Please call for more information.
NMEDA member.

New York

Arcola Mobility
51 Karo Road
Carlstadt, NU 07072
(201) 507-8500/
(800) ARCOLA-1
New-Used-Trade-Lease-Buy.
Full sized, mini, rear and side entry.
We cany products from the
following manufacturer's: Braun,
KneeKar, Vantage, Rican, and Pick-
A-Uft. If we don't have it, we'll find
it! Financing is available. NMEDA
Member. Please call for more info.

DriveMaster, Inc.
9 Spielman Road
Fairfield, NJ 07004
(201) 808-9709
Full service mobility center, raised
tops/doors, drop floors, custom

driving equipment; distributors fCf
Mobile Tech., Crow Ryer lifts,
Ricon, IMS, EZ Lock, and EMC
touch pad systems. 41 yrs. of
service to the disabled community.
Please call for MOre information.
NMEDA member.

Ohio

Forward Motions
214 Vallw Street,
Dayton, OH 45404
(513) 222-5001
Full-size/Mini-Van
modifications, new/used lifts, drop
floor, raised roof, lockdowns,
driving equip. NMEDA member.
Owned by person with disability.

Pennsylvania

Drive-Master, Inc.
9 Spielman Road
Fairfield, NJ 07004
(201) 808-9709
Full service mobility center, raised
tops/doors, drop floors, custom
driving equipment; distributors
for Mobile Tech., Crow River lifts,
Ricon, IMS, EZ Lock, and EMC
touch pad systems. 41 yrs. of
service to the disabled community
Please call for more information.
NMEDA member.

II I I:
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Turtle Books
Approved by the American Aoaderny
of Pediatrics. These upbeat stales with
warm, colorful ilustrations addess reel
issues found in the lives of real chicken
with disabilities. Rohde a bridge of
understanckg for ycur children with

sidings & friends. FREE
Brochure.
Jason and Nordic Publishers,
PO BOX 441,
Hollklaysburg, PA 16648.
FAX (814) 696-4250

FreeTbe 1995Woodigne
House/Special-Needs Collection,
a catalog cf excellent books for
parents, children, and professionals
on autism, CP, Down syndrome,
Tourette syndrome, mental retarda-
tion, visual impairment, physical
disabilities, special educalcn, and
more. Woodbine House,
6510 Bells Mill Road, Bethesda, MD
20817, (800) 843-7323

FreeThe NEW Special
Needs Project look Catalog
The best books from all publishers
about disabilities. Comprehensive
resources for parents, children &
professionals. Special Needs
Project, 3463 State Street, Santa
Barbara, CA 93105, (800) 333-
6867.
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CHILDREN'S PAGE

Our Differences Make Us Special

Avi Is all smiles at the end of his
ride down a slide at the school
playground.

by Aaron Wolfson

Imagine a world where everything is the same. It would
be pretty boring, right? That's why people who are dif-
ferent should be treated with respect.
People with disabilities are among those people who

are different. Some don't talk, walk, read or write as we
do. Many of us think that people with disabilities aren't as
smart as we are.

Henry David Thoreau said, "If a man does not keep
pace with his companions, perhaps it is because he hears
a different drummer. Let him step to the music he hears, A pair of wizards! Aaron

however measured or far away." and his brother Avi woriced

This is what Thoreau's words mean to me: if you learn magic together during a
Halloween celebration two

at a certain pace, and your brother learns at a different years ago.
pace, then let him learn at that pace. Don't force him to
learn at your pace. Who says that his level of learning is any worse than yours? He is
distinctly himself.

These thoughts refer to my experiences with my younger brother, Avi. He has special
needs. He gives me a happy feeling, makes me laugh like a hyena and gives my day a
great start with his bright and beaming smile!

The school district has given Avi a technical label"mildly mentally handi-
capped"which means he can receive
certain educational services. This label
creates a picture in my mind of Avi riding

down a conveyor belt. A machine slaps a label on his head. The label reads,
"This is an Avi and he is handicapped."

But the label does not tell you who Avi really isthat he plays football,
collects dinosaurs and gobbles down hot dogs. I know these things about
Avi because I've spent lots of time with him and I've gotten to know him.

People who see Avi for the first
time might just go by the label.,

"Family is very important," writes Aaron's
morn, Sara, "and a great source of support."
Last year at Passover, the Wolfson children
gathered for a group shot: (Clockwise, from
left) Avi, 6; cousins Alex, 13, Rebecca, 16,
and Michael, 15; Aaron, 10; cousin Havi, 18,
and sister Naomi, 8.

They could miss out on a nice
friendship.

So let's not judge people
because they seem different on
the outside. On the inside, they are
probably the same as you and me.
Getting to know people who are
different and unique helps you
appreciate them. You can make
some new friends, and you can
learn something. That's why our
differences make us special. EP

Mom's Turn
Tam words sum up what it's like to raise
Aviroller coaster! There are many
"downs," such as hospitalizations and
loss of skills, and many "ups," like
watching Avi peiform with classmates
in a musical and hearing his hearty
laughter Doug and I have been on this
roller coaster ride for seven years. 71)
think we used to joke about hating that
particular amusement par; ridehow
funny and unpredictable life can be!

It was Aaron's own decision to
make Avi the subject for his speech. We
are proud that Aaron has made Avi a
big part of his life. Aaron has taught his
friends how special young T brothers
can be.

Sara Wolfson

Aaron Wolfson, a strlh grader at Rockbrook Elementary School, gave this
speech last year in a contest entitled, "Celebrate Our Differeiwes." Aaron,
11, lives in Omaha, Nebraska, with his parents, Sara and Doug, brother
Avi, 6, and sister Naomi, 9. He enjoys reading and sports, and would like
to be a computer programmer

T
he Children's Page welcomes contributions from children with disabilities, their siblings and their friends. Be creative! Send your stories, photos and artwor1(

to: Chlidron's Page, Exceptional Parent,209 Harvard Street, Suite 303, Brookline, MA 02146-5005.
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Wre Giving Transportation
a Whole-New Angle!

vsrantage Mini Vans is proud to present the
newest in our line of lowered-floor conver-
ionsall built upon the revolutionary new

Chrysler minivans. And, in true Vantage style,
we've given them a whole new angle...literally!

DOUBLE THE CONVENIENCE
Chrysler is the first manufacturer in the

world to offer two sliding side doorson both
the passenger and driver sideson all of their
minivan models. And Vantage Mini Vans, the
leader in technological innovation in our
industry, is the first to capture its true potential
with our available driver-side manual folding
ramp. Now you havc even greater
convenience and flexibility in awkward
parking situations.

Unlike most competitors, Vantage offers true
lowered-floor access on all of our dual-door models.
This means we've extended the driver-side sliding
door opening so it is flush with the lowered floor of
the vehicle, offering the same low hcline for
wheelchair and ambulatory access as the passenger
side. Whether or not you choose the optional
second ramp, this feature alone makes entry and
loading of your Chrysler minivan easier. And your
options for access that much greater. Isn't this what
it's all about?

OPTIONS APLENTY
As with all Vantage conversions, your Chryslei

lowered-floor minivan is available as either the
popular and economical Trekker, with its easy-to-
use manual fold-out ramp; the Summit, with its
reliable power folding ramp; or the premier
Nordistar edition, with its sleek, under-the-floor
sliding ramp. A myriad of optionspower transfer
seats, remote control keychain access, power lock
downs, hand controls and fold-down rear seat foot
restsare also available to truly custoinize our
vehicles to your family's lifestyle.

No one understands the transportation needs
of parents with physically challenged children like
Vantage Mini Vans. We think you'll agree...

Vantage is your best angle on lowered-
floor minivans.

(800) 348-8287 TOLL-FREE

N/ 111 I G I\ /11 1 NJ I NJ'
Call uxlay for a free full-color brochure. National dealer network with test-drive vehicles available.
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Li Cooper & Associates
(Voice: 714-240-4853 Fax: 714-240-9785 Email: rjcoop@aol.com)

Really Special Software by RJ Cooper (research, design, production,
programming, field testing, distribution) & Bryan Koeff (graphics, animation).
* We will send you a demo version of any software product in this catalog!
* We accept purchase orders, VISA/MC, or we can send COD.
* Unused or un-wanted disks...please return them to us or pass them on.

* ALL OUR APPLE II SOFTWARE SUPPORT ECHO SPEECH PRODUCTS.

* Our Windows software supports any Windows-compatible sound card.
* For both Mac and Windows, we recommend you get a good pair of amplified
speakers at your local consumer electronics store!

Pricing info:
Apple II software - $75
Mac or Windows software - $89
Cross Scanner - $249
SAM - $120
Shipping & handling, add 10%.
Prices are quoted in US Currency.

Computer types:
Apple=llc, Ile (128K), Ilgs or LC with

Ile card, 5.25" floppy.
PC=IBM compatible with Windows.
Mac=any color Mac.

We're still busy working on our
Apple to PC & Mac conv&sions.

RJ's story: During my 3 years of Electrical Engineering (w/digital emphasis) at the University of
Utah, I started working with special students at local schools in and around Salt Lake City. I realized
that not many R & D people were working with materials for persons with severe disabilities. I

began researching. and eventually developing materials that responded to requests of spec. ed.
teachers, speech/language pathologists, and professionals that I began networking with around the
world.

I moved to CA in 1986 and finished my B.A. in Developmental Psychology, while continuing my
research, this time at RH Dana Exceptional Needs Facility in Dana Point. At the same time. I began
writing my column for the internationally recognized publication, Closing The Gap.

I started, and continue, to make materials that are requested by others, many that know more
about needs than myself. I research & develop these materials in actual settings, with actual
people, for professionals and parents that have shown a belief in my work.

Trying to respond to your requests anq keeping pace with ever-developing technology have

Volume discounts: Think of software just like a book. If you had two rooms, and
you wanted to use a book in each worn, you would need...2 hooks! Software is
protected by the same Copyrik.ht Laws as books. If you want to hare software on
several emit/niters in your
drumlin, just order:

Quantity Discount
6-10 disks 10%
11-20 disks 20%
21-50 disks 30%
above this 40%

See page 1 I for info about
SAM, the best way to plug

switches into your PC or Mac.



Availability Mac & Windows - now!

I invented this concept while
working with a little lady named Katie
from CA. She knows cause/effect, and
I wanted her to be able to interact
appropriately in a conversation.

Turn-Talking takes the non-verbal
person that needs conversation, on a
guided tour of taking turns to talk (like
turn-taking, only talking!). A
supervisor writes a script, and has a
person, close in age to the talker.
record the talker's phrases. Turn-
Talki ng then conducts that
conversation.

As with all my newer software, you customize Turn-Talking by writing the scripts, and doing
the recording You can even import your own pictures to represent the Turn-Talkers,

or use the provided ones.

4111111P

1 wrote Find the Buttons specifically for Jimmy
V of NJ His mom, Harriet, called and we
brainstormed this program, and voila, here it is!

Basically. thi the only program I know of that
teaches a young blind child about graphical user
interfaces (GUI) There are 10 buttons you can
sire and move. As you pass over one, a
custormied indicator sound is heard. As you leave
one. aother sound is heard. Whenever you're in
the 'margins', where there is no buttons, then
another sound is heard In this manner, auditory
feedback always indicates the movements of the
mouse You then click on the button you want,
yielding a mole detailed sound.

I dig itI
I can hear
where my

ouse isi

NEW!
r,

IAvailability: Mac & Windows no;s711

!You can record the button indicators and the button sounds yourself. In fact, it works best
that way. I provide some starter screens but you'll have more fun and variety if you do the
recording You can WI a story, have funny sounds; the possibilities aro limitless.



WE'RE
LEARNING WHK-N TO

UCH THE PICTUR
Adult, Teenage, or

Children's (choose one)
These disks use cartoon-like
simulations about real life to

start learners with cause/effect
and move them to timed,
purposeful interactions.

Graphics are age-appropriate.
And you have complete control
over how the learner interacts,

as with all of our software!

Availability: Apple 11: all of them - now: Mac & Windows: Adult CD spring. 96
Mac & Windows: Children's & Teenage - now!!

Works with: keyboard..switch, or TouchWindow, or mouseclick

The Switch Proeressions are some qf the only software (we know of) that help to teach "wait!"

These large-print, early academic
programs (available separately) are
for beginning to advanced letter and
number users. Both disks use an
errorless learning
method. Spell-A-Word
works on identification,
spelling. & word
recognition (for reading).
2+2 works on early arithmetic
problems. Both have drill and test
modes, which you can set.

I just know I
can find the
. right key! .-

.7

These disks are designed for you to easily enter lists of spelling words, or arithmetic
problems (like 2+2=4), for the learner to practice and be tested on.

Availability: All - now!!
Works with: keyboard, any device capable of producing keystrokes, or switch,

4
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Our biggest seller, and our oldest
product. This broad variety of

switch games is a collection of 19
activities ranging from cause &

effect, through following directions,
matching, all the way up to using
the switch to make a funny face

(and print out). And now it's been
upgraded for Mac & Windows; it's

bigger and better than ever!

There's
sure a lot to
do on this

diskl

Availability: All - now!!
Works with: keyboard, switch, Touch Window

During my 11 years of work with
persons that have severe cognitive
understanding. I have searched for the
ultimate cause/effect device. 1 created it
with the Cooper Car, but WakerShaker (the
white object on the right) is a close second.
It is is far more convenient, not to mention,
far lens expensive. Do not take

WakerShaker lightly. Yes, it's a simple
switch modified massager (vibration
device), but you simply will not get better.
quicker results about what a switch can do.
That, after all, is what you're trying to teach
with cause/effect training. Besides,

WakerShaker is fun! If you are working
[with a person that needs to understand the
power of a switch, you need WakerShaker.
1 wouldn't say it, unless I felt I really knew!

WakerShaker is $50.
Add $20 for a simple switch as pictured,

or use any switch you have.
(Actual WakerShaker may differ slightly from picture)



I'm LEARNING THAT
MY SWITCH IS

FUN!

"Z-,`--7:.,ri",ie-ist

Here's a simple cause and effect
activity that simply puts a large
and loud animation (non-age-
specific cartoon) on the screen
with every switch activation.
How many animations? 101, of
course!

Availability:
Mac and Windows now

Works with:
switch, TouchWtndow

I wanted the ultimate
musical cause/effect music
program, totally appropropriate
for all ages, but really targeted
at teenagers. There's plenty of
break dancing on the screen
and the music is RADICAL.
This disk is usable at a slightly
higher than cause/ effect level
also and comes with a variety
of songs. The 3 modes let you
target cause/effect or allow the
user to be the DJ.

Availability: Ilgs, Mac (20 songs), Windows (10 songs) - now
Works with: switch, mouseclick.

Win-lows requires a sound card. Good, external speakers recommended for all!

6 L., 04



Cross Scanner is a universal way to run
all non-adapted software by single switch,
or any pointing device. Using a single
switch plugged into any device capable of
producing a mouse-click, such as SAM, or
any device that can be the mouse, such as a
mouse, joystick, trackball, and several
others, the user is able to perform mouse
moves and clicks, double clicks, drags,
operate menu's and enter text. The user
interface is incredibly intuitive. All
operation is supervisor-controllable to fine
tune Cross Scanner to the needs of the user.

Availability: Mac and Windows - now

Works with: any device capable of
being the mouse-click (single switch
mode) or any pointing device (direct

select)

tot Firs 9± "_aclef_ Pt_tars_AGe" *it _
e fine comes down...the
fin er goes across. 4

Use a single switch to
control both.

On- Scruft A

MIE=E11,30E1 ri CI f3
M.3 Et7:1-1 f3EiC300 onus

.',7=7:r,..-10 DUD 00 01M31

The first click starts the lineScan down the
screen. The next click stops the line when it gets
to the user's desired vertical point. If
DoubleClick, Drag, or Text Entry is active, an
iconWindow pops up for the user to select
between with the fingerScan. The final click
tells the computer to move the cursor to that
point and perform the chosen function.

11=,
1,4411..

:,41`,,,,c1.044=VirraM7Z, ^1.7ilie4A.; :1'

Finally, BIG cursors for your Macintosh!
This control panel allows you to choose
from between 4 really large cursors, that
work in/with any program. Two of them,
actual size, are at the right.

Availability: Mac only now! Only $29!
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Accept no imitations! Ask for it by name!
Our Cooper Car Conversion

Kit adapts this 'kid-car' so that
even the most disabled child

can drive in safety...using
whatever ability he/she has:
wiggle a toe, move a finger,

rotate his/her head...anything!

The Cooper Car consists of:

I. The BOSS vehicle power base -
$400; with a Premium Charger.
We only have a limited number of
BOSSes left so you best hurry!

2. The Cooper Car Conversion Kit, which is the heart of The Cooper Car,
consists of our computerized electronics, joystick, switch, bungies, & video -
$700. Use your own adaptive seat, switches, and mounting, if you have.

3. The wireless remote safety override $150.
Useful for safety (obviously), hut also great for
turn instruction and assistance. Wired over-rides
are included with the normal kit.

4. The Magic Arm is an incredibly moveable arm
which allows you to position the joysticWswitch
wherever it needs to be, and it stays there - $200.

5. Footrests (specify S,M,L) $125.

Please understand that you take full
responsibility for operation and safety of
The Cooper Car. Because it is a kit, we
cannot be held liable for the manner in
which you've assembled and are
operating the vehicle.

The Cooper Car is very easy to
adapt. Just follow the video that
comes with your Conversion Kit.
Basically you're just plugging in 6
wires; no soldering; no cutting!

The Cooper Car has Speed,
Acceleration, and Time controls (Time
is for those that can't maintain contact

with their controller, the Cooper Car will
travel in the chosen direction for a

certain Time). There are switch inputs
for the 4 directions, and a proportional
joystick input. The joystick can also be

put into Pull=Forward mode.



Combine Technology and Family Fun...
...during a week of exploration and learning!

Haven't you wished, time and again, that you could spend time watching, learning, and
interacting with someone like RJ Cooper while he works, personally, with your special needs
family member? Hundreds of you have seen RJ in action, or spoken with him, and expressed
this exact desire.

Many parents and professionals feel that RJ may be the best in the world for stimulating
and motivating persons with severe to profound disabilities, either physical and/or cognitive.

Also, through interacting
with hundreds of family
members, RJ is uniquely
qualified to implement just
about any adaptive
technology with the special
needs family member and
teach other family members
about that technology and
the adaptations necessary!

Sessions take place in the morning so the afternoons are free for such popular
attractions as Disneyland, Sea World, Knott's Berry Farm, Los Angeles, San Diego, whale
watching (in season), ocean fishing, beach-going. and a variety of other activities, all within I
hour There are even options for taking the other kids on excursions while the parents and

special needs family member are intensely exploring technology options, hands-on! Or, RI will

structure the sessions so that all family members participate in the technology fun.

Each month. year-round, RJ will give 2 families the opportunity to come to sunny
southern California, with their entire families (yes, your able-bodied kids also!). You will work
with RJ, personally, for 2 hours each day for 4 days. The first hour will be with your family
members that need to know more about technology, learning exactly how to operate the specific
software and hardware necessary to cultivate growth in your special needs family member (even
The Cooper Car, when appropriate!). The second hour will focus on interaction, between RJ and

your special needs family member, you, and any other family members you wish to be involved.
RJ will try different software and hardware ideas, attempting to stimulate significant changes in

their behavior, learning, communication, and understanding.

You will leave RI's Tech Week with a new motivation and knowledge of the software,
hardware, methods, and materials necessary to really get things going back home.

Several lodging packages are available, but space is very limited so...

Call or write for a specific brochure on RJ's Tech Week!

111111
111111111 OM-
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I have lectured at over 500 facilities,
to mild MR or LD. Most of my experience

$ . .
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on 3 continents. My expertise ranges from severe/profound
is with children, but many recognize my research &

developments with adults also.

Lectures/workshops take a hot-seat, hands-on approach,
where members of the audience are called upon to
demonstrate on-stage equipment during the workshop. For
each period of lecture, I request an equal time wcAing
hands-on with individual learners and staff, demonstrating
and exploring methods and materials, and adding to
everyone's knowledge base, including my own.

I'd like to really connect with you and your learners!

Topics include:
Adaptive Mobility for Youne Children: Cause & Effect Software & Hardware*
Secrets of The Cooper Car Early Communication Skills and Let's Really Understand itl

Augmentative Communication Training
Making the Most of KJ's Software Making Your Most Challenging

Learners Successful
Multimedia and Special Needs Software Authoring

Please call or write for fees and scheduling.

This arm has changed the way I work
with switches. Pictured here with one of our
simple switches, the Magic Arm attaches
securely to just about anything: wheelchair
tubing, tables, the Cooper Car rollbar, you
name it! The dial at the elbow tightens all
three joints: the one at the base, the elbow,
and the switch end. And when it's tight, it
REALLY holds everything in perfect place.
This arm is infinitely adjustable, and stays
where you put it. Talk about perfect
positioning...YES! You can attach any
switch, joystick, or SAM to its end-plate.

$200 as pictured above

I realize the cost of the 'real' Magic Arm may he prohibitive, so I am
also making available its little brother, the Articulated Arm. It, also, is
infinitely flexible, but has three knobs to tighten, versus one, and is not
quite as strong as the Magic Arm. $1(X) with Super Clamp.



Now you can plug your switch(es) into
our Switch-Adapted Mouse (SAM)

device for your PC or Mac for a variety
of purposes!

1) Operate all special needs software
that can be operated by a mouseclick
(like ours!) or simple keystroke(s).

2) Access all regular software, like
that from any computer store! The
switch-user does all the clicking of the
mouse, through SAM, while you
move it. This turns any computer
activity into great cooperative fun.

3) Allow a person with gross-motor
hand (or fine-motor head ) control to
move the mouse, and do the clicking,

You simply plug SAM where your
current mouse is, and plug your
switch(es) into SAM. A switch plugged
into one of SAM's 3 switch inputs acts
as the corresponding button, function
(click, double click), or defined
keystroke[s]. The middle button is a
useful drag-lock.

I also make SAM as a joystick. It also
has a click, double click, and drag switch
inputs. I've seen this joystick really change
lives! When you push the stick, the cursor
does not go flying, no matter what the user
does. It simply moves in that direction at a
given speed, controllable by the supervisor
from a switch underneath. I recommend
mounting SAM to a CooperCar arm, for
optimal positioning.

PC or Mac $120 Add $20 for a simple switch.
PC users - you MUST specify serial (9 pin) or PS/2 (round) connector for the

SAM-TRACKball. SAM-JOYstick plugs into your joystick port, usually found on
your sound card.

(Remember, please add 10% for shipping and handling)



I'M LEARNING
EXACTL Y WHAT

MY SWITCH

DOES!

Designed to teach 1-1

correspondence (between
cause and effect), this disk uses
large, colorful graphics,
auditory feedback, and plenty
of high quality digitized
speech. Each activation adds
another part of a scene to the
picture. You can take a trip to
the Beach, Breakfast table,
Park, or Zoo.

Availability: Apple ll-now; Mac & Windows winter, 95/96.
Works with: keyboard, switch, Touchwindow

A recreational disk
that you can also use

to teach about the
body. The learner
scans and chooses

body parts, from a fun
selection, to assemble
a human being of their
choosing. You can
then print out the
body or face in
several ways.

WHAT A
FUNNY PERSON

I'VE CREATED!

A.
Peggy Morrison, a speech/ language pathologist friend of ours originally authored BodyBuilder. We
combined this with lAmney Goonies. a face building program, that Bryan (see top of page 2) wrote
years ago. R1 then put his special touches on them while adding high quality speech, talking menus,
etc.

Availability: Apple - now; Mac & Windows - winter, 95/96.
Works with: keyboard, switch, TouchWindow.
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Point To Pictures (PTP for Touch Window or pointing devices)

Picture Scanner (PS for switches), and the R.1 Clip Art Disks

To learn about, and use
pictures for communication,
these are some of the only
materials available that
focus on real, available,
things. Using the
communication or 'You Find'
modes, you choose groups
of pictures with which the
learner will interact,
from the:

RJ Clip Art Disks (these each require either PTP
or PS). Letters, Numbers, Shapes, Toys & Adult
Appliances, Mayer-Johnson (MJ) Picture
Communication Symbols (PCS), Things (misc.
immediate reinforceables)

TOUCHED THE
BUBBLES

PICTURE ON THE
TV AND GOT

REAL BUBBLE

* To present early academics at the most
basic level. use PTP or PS with the Letters,
Numbers, or Shapes R1 ClipArt Disks. You
choose, from a great variety, which concepts
the learner practices.

Availability: Apple II - all disks now available; Mac & Windows - winter '95-96
Works with: PTP can use the Touch Window (on the monitor or horizontally, on a surface),
Power Pad, or any other touchpad that can produce the numbers 1-9 (like a Concept,
Intellikeys, or Unicorn alternative keyboard). PS uses 1 or 2 switches.

AGE APPROPRIATE

GRAPHICS. .

ALLRIGHTI
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Remember, with PTP and
PS you can author specific
lessons for your learner,
choosing only those pictures
that arc personally
motivating for him/her,
from the included or
optional RJ ClipArt disks.
Each item on a ClipArt disk
has high quality digitized
speech, and colorful
animations
designed to be
Nnctional and fun!



Practicing joystick skills by
computer is a lot safer than
experimenting with a power
chair! This disk starts at a
very early motor and
cognitive level, and
progresses thru 9 activities of
increasing challenge We
know of no other program
that trains joystick skills like
this one

i'M LEARNING MY

DIRECTIONS NEXT

I'LL BE DRIVING MY OWN

POWER CHAIR!

Availability: Apple-now, Mac and Windows - summer, 95
Works with: SAM-Joystick (see page 11)

If you look at page 11, you will see my new SAM joystick. which controls the
cursor (arrow) just like a mouse! With this great device, you are able to operate all
regular software. There are many simple regular titles that really lend themselves
to early, intermediate, and advanced joystick control. You may use any of these
commercial products with SAM-Joystick. Please call for more details. I'd love to
discuss this with you and get your feedback.

Internet: Point your browser to <http://www.rjcooper.com> and visit our pages on
the World Wide Web! Be sure to download RJ's Movie Viewer so you can view the
programs available there. It's almost like being in an arcade. I'll be working on
some pseudo-Virtual Reality navigation through my pages, so I hope I see you
there!

0
The way that I prioritize my developments is by feedback from you. If

you want a project completed faster, don't be afraid to bug me (call or
write). When I know a product is really needed, I work harder and I
prioritize that project. So take advantage of this direct link to a developer
and stay in touch!

4 1



Please check computer type:
Windows Mac_ Apple II type (includes LC w/Ile card)_

Please verify your
name/address on

Find The Buttons Turn-Talking 101 Animations the bottom back
of this form.

Rad Sounds Cross Scanner Spell-A-Word
Early & Advanced Switch Games 2+2
Switch Progressions: Children's Teenage Adult

Build-A-Scene Joystick Trainer The Human Being Machine

Point To Pictures (PTP) Picture Scanner (PS)
RJ Clip Art Disks: (These each require PTP or PS; see page 13)

Mayer-Johnson PCS Things Toys & Adult Appliances
Letters Numbers Shapes

Please note: if the disk you requested is not ready yet, on the computer type you've
requested, we will send it upon completion.

RJ Cooper & Assoc.
24843 Del Prado #283
Dana Point, CA 92629

FOLD HERE

RJ Cooper & Assoc.
24843 Del Prado #283
Dana Point, CA 92629

1i,13
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Circle NU

Turn
Enhanced Feeder SeaP

You rely on Tumble Forms for a
complete line of original, quahty

pediatric products. That's why
Tumble Forms has enhanced
the original Feeder Seat with an

anti-thrust seat that increases

the Feeder Seat's capabilities...

without raising the price.

ExclusWe to small and medium

Tumble Forms Feeder Seats, the

anti-thrust feature stabilizes the

pelvis to enhance positioning And

like the original Feeder Seat, the
enhanced Feeder Seat Is ideal

for feeding, learning activities or

resting with a chair, strcAler, on a

parants lap or the floor.

The contoured seat interior has

'a 90° seat-to-back relationship
for posturally correct seating;

'Uoulder straps adjust to
'-accomrnodate children of

different heights.

And the Feeder Seat is still

easy to care for with a seamless

foam covering that's washable,
non-toxic, and odor and stain

resistant.

Call today for more information:

1 -800-323-5547.

Tumble Forms. Because their
world is in your hands.

I p
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SPECIAL ADVERTISING SUPPLEMENT

MOVE International
GIVING CHILDREN INDEPENDENT MOBILITY AND CHOICES

MARKUS SMITH
Working toward a dream

arkus' physical therapist, Dann Veh,
called me in October of 1994. He wanted
to "try something different" with my son.
Markus is 10 years old and has cerebral
palsy. We had "tried" many different

things to improve his motor abilities, but Markus
had made little progress in the last several years.
Markus could stand in a prone standee, but hated it
He could wheel himself slowly and erratically in his
wheelchair, but required assistance to travel any
distance. His poor vision made motorized mobility
risky. What type of experiment were we going to
subject Markus to this tfrne?

Darron Introduced us to MOVE and the Gait
Trainer and Mobile Standee Markus loved the
standee and was immediately able to wheel himsetf around in an upright
position. Markus then tried the Gait Trainer. He struggled, but couldn't
quite get it moving. As a team, we discussed which piece of equipment
Markus should work with. We decided to work wtth the Gait Trainer
because it would provide more room for improvement.

Markus initially required every prompt on the Gait Trainer and
assistance to make it move. These struggles in the school hallways
produced benefits far beyond the physical. Markus' schoolmates stopped
to encourage him. A class of eighth graders gave him a spontaneous ova-
tion. Teachers and students encouraged Markus and applauded his every

4

little SUWON. His self confidence began to grow.

A year ago, Markus told a doctor, "My greatest
hope Is to walk someday." He was now taking his
.first sb3ps toward this dream.

After lust far months, Maths is able to walk 30
to 40 minutes a day in his Gait Trainer, for distances
of up to a half a mile. He now mirk% only the fora-

/ arm supports and one leg pmmpt He still has trouble
controifing his direction, but the power is all his.

Markus has moved out of a wheelchair desk,
and into a "regular" desk. He sald, "I love having a

.1 desk like the other kids. I can get my own books
and pencils and that other stuff." Even Markus'
wheeled mobility has improved. His wheelchair

4, speed has tripled, and he now wheels himsetf
around the school completely independently.

My husband, Michael, has always felt Markus
could walk tf we could find the right equipment to
give him the support he needed. We finally found

the equipment and the approach. We look forward, with anticipation, to
seeing what Markus can accomplish next.

Glide Smith, with Darron D. Veh

Markus SmiM is a third grade student at Nickerson Elementary School
in Nickerson, Kansas.

Dann D. Veh, R Ls a plOcal therapist with Reno County Education

Cooperative, which provides special education services to Nickerson

Elementary School students.

For more information, contact:

MOVE International,
City Center, 1300 17th St.,

Bakersfield, CA 93301;

(800) 397-6683

RIFrON PROVIDES EQUIPMENT

TO SUPPORT THE MOVE* PROGRAM

Call 8004744866

allifton
FOR nom WITH DISAIRITitS

PO BOX 901, RNTON, NY 12471
The MOVE arylcvbet M eterighted by the Keit Californle Supednietblent ettbitode
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iMMI
Cover "Not a creature was stirring..."
Each year; "Pape Norman Janson reads
his four grandchildren a story on Christ-

mas Eve; it helps them pass the time
between eating dinner and opening their

gifts! Surrounding Papa are (from left)
Ellen Moore, 4, Tommy Moore. 11,
"Nonie" Jackie Janson, Stephen Moore,

2, and Jimmy Moore, 13. Tommy, who
has moderate mental retardation, loves

spending time with Papa and Nonieas
does the whole family. Read about the
special bond between Tommy and his
grandparents in Susan Moore's Readers

Talk article, "Papa and Nonie."

Tommy, Ellen, Stephen and Jimmy
live with their parents, Susan and James,

in Black Jack, Missouri. Papa and Nonie

live about a half hour away in Normandy,

Missouri. Photo: Dean Benge/Shutter-
Bug Photos.
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Happy Holidays!
As we come to the end of a busy and exciting year, all of us at EXCEPTIONAL PARENT

would like to extend our best holiday wishes to all our readers. This issue is filled
with moving letters and stories from our most reliable resources for editorial wis-

domparents. While more and more professionals are becoming
regular readers of the magazffie, it is the energy, dedication and
feedback of parents that has always sustained us.

Families
Readers 71:dic continues to be a wonderful resource, in which many
readers have participated. In this issue, as in so many others, the
Readers Mk stories and other reader articles inspire ustheir
creative efforts energize other readersparents, professionals and
people with disabilities.

Readers' stories and letters often relate feelings of being "cheated"
and angry when faced with the unexpected responsibilities of parenting a child with dis-
abilities or special health care needs. Later, parents may feel guilty about these initial reac-
tions. Perhaps that guilt will diminish with the knowledge that such difficult feelings and
thoughts are normal, healthy, mature and human reactions for parents, grandparents, sib-
lings and other family members. Although reading some of these letters and stories can
raise troubling feelingsno matter how much "experience" any reader may haveshar-
ing these feelings can be empowering. Thgether we can validate the challenges and joys
we regularly confront; we can cheer each other on throughout every year.

The love of a family is a unique "natural" resource, growing even as it is shared. People
concerned about modern-day "family values" would do well to read about the heroc.. s of
this issuegrandparents, cousins and other members of "extended" families. Although
families may be separated by emotional or geographic distance, family members can find
ways to provide love and support to children with disabilities and their parents.

We were especially pleased to discover support groups for pandparents at PACER,
a Parent 11-aining and Information center in Minneapolis, Minnesota. In reaching out
to grandparents, PACER breaks new ground and provides a model for other commu-
nities. We are interested in learning about other programs for grandparents and geat-
grandparents, including those who are geographically separated from their families.

Words and Worries from Washington
It is hard to know what Congress will do next regarding issues such as the funding of
Medicaid or the reauthorization of the Individuals with Disabilities Education Act
(IDEA). We are therefore pleased to share Senator Bill Frist's (R-TN) remarks on the
progress of the reauthorization.

During the second half of this year, we have presented several articles from key
Adminstration and Congressional leaders. We will continue our efforts in 1996, confident
that before Election Day next November, we will be able to publish what the major
Prcidential candidates have to say about topics that are relevant to people with disabili-
ties and their familiesjust as we have done each election year since 1972.

Estate Planning
At a time of year when we take stock of our lives and cautiously look to the ft uture,
we are initiating a new regular department on estate planning. We are eager for ques-
tions from readers that can be addressed through this new department.

Our Silver Anniversary
In 1996, EXCEPTIONAL PARENT will be 25 years old! While it Ls unlikely we will find a way
to mail each reader a piece of birthday cake, each issue during the year will celebrate
this milestonelninning in January with our Annual Resource Guide, the most com-
prehensive in our history We are immersed in gathering information for the Guide and
making sure it Ls presented accurately. We have already contaeted hundreds of groups
and want to thank everyone involved for their helpful participation. r,
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The Friendly Skies
Congratulations on your publication
of the article entitled "The Friendly
Skies" (August 1995). The public
needs to learn about the host of avail-
able charitable, long-distance air med-
ical transport options.

Unforttmately, the sidebar listed
only some of the nearly 30 volunteer
pilot organizations providing this type
of service. And because the article
focused only on those organizations
providing services to medically stable
individuals, readers might not realize
there are at least three charitable air
ambulance organizations that provide
in-flight medical support.

Actually, there is no practical way
you could mention all organizations
nor in any way keep up with where
they will fly and under what circum-
stances. That is why the Air Care
Alliance, an umbrella organization
committed to assisting and publicizing
all known charitable air medical orga-
nizations, maintains a 24-hour, toll-
free hotline (800/296-1217). One call to
this number can provide referrals to
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Tht reach out to parents
of children and young adults
with disabilities and .soecicl

health care needs and to the

professimuds who serve families

I- To empower parents and
professionals by providing
practical information and
emotional support

EDITORIAL ADVISORY BOARD

USA BLUMBERG, J.D., Corporate
Attorney, Aetna, Hartford, CT

T. BERRY BRAULTON, M.D., Clinical

Professor Emeritus of Pediatrics,

Harvard Medical School, Boston, MA

CHARLENE BUTLER, Ed.D, President,

American Academy for Cerebral Palsy

and Developmental Medicine,

Rosemont, IL

FRANCES P. CONNOR, Ed.D., Professor

Emit& Special Education, Columbia

University Teachers College, New York, NY

all known, appropriate forms of med-
ical air transport.

Thanks again for running this story.
One of our greatest challenges is get-
ting the word out to those who need
these services.

Edward It Boyer
Executive Vice President

Air Care Alliance
Manassas, Virginia

Respecting Choices
I was alarmed and dismayed by the
article "Common Questions About
Inclusion" (September 1995). Authors
Dorothy Kernier Lipsky and Alan
Gartner claim strong, positive support
for inclusion from a few favorable
research studies, but, in my opinion,
the authors raise many more ques-
tions than they answer. How can any
study make a generalization about
what is appropriate for all children
when disabilities vary so widely? Are
these studies even relevant? Do we
parents need studies to tell us
whether inclusion works or doesn't
work for our children?

ALLEN C. CROCKER, M.D., Director,

Developmental Evaluation Center,

Children's Hospital, Boston, MA

EU FACTOR, D.M.D., Parent, President,

Wheelchair Motorcycle Association,

Brockton, MA

MURRAY FEINGOLD, M.D., Physician-

in.Chief, National Birth Defects Center,

Waltham, MA

SANDRA B. FLEISHMAN, Parent,

Project Director, A WORLD OF

DIFFERENCE Institute, Anti-Defamation

League, Boston, MA

BRUCE M. GANS, M.D., President,
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Detroit, MI

SOL GORDON, Ph.D., Professor
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Syracuse University, Syracuse, NY
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Washington University Medical School,

Washington, DC

HERBERT J. GROSSMAN, M.D.,
Professor of Pediatrics, Neurology, and

Psychiatry, Univ. of Michigan Medical

Center, Ann Arbor, MI

DAVID HIRSCH, M.D., Phoenix

Pediatrics, Phoenix. AZ
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Some of us have children who are
medically fragile. Others have chil-
dren whose nervous systems cannot
handle noisy environments or whose
academic progress requires special-
ized instniction. Special education
was created to meet special needs
such as these. Let's not throw out the
baby with the bath water. Of course,
full inclusion may be the best option
for some children, but parents must
unite against it becoming the only
option left for any child.

Last year, a teacher in our school
district taught a workshop entitled
"Making Inclusion Work for All
Children." rm sure this woman had no
idea that what her workshop proposed
was a violation of the Individuals with
Disabilities Education Act (IDEA),
which guarantees that a full continuum
of placement options be available
so each child can be provided with
an Individual Education Plan (1EP)
based on his or her special needs.
Unfortunately, full inclusion seems to
be a political movement driven by peo-
ple who mistakenly see it as an issue of

continued on page 6
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Lightweight Portability Solves
Transport Problem

Convaid's buggies are the answer for
moms and kids on the go. Long known
for their patented folding design, they
told with all positioning adaptations in
place. Moms can easily litt and store the
buggies in a car trunk. Great tor indoor
or outdoor use. Circle*209

irb71,!

Full Range of Accessories
A choice of up to twenty options on
Convaid's buggies includes a transparent
detachable tray, made of unbreakable
Lexank , and a detachable canopy for
shade and protection from the elements.

"

Circle*208

New Bus/Van Tie.Down Models
Now available, the Cruiser Transports, a
new bus/van tie-down buggy line from
Convaid, successfully crash tested at 30
MPH, 20g decel in a forward-facing
configuration with up to 170 lb.
dummy, using a Q-Straint (with
positive lock) tie-down.

Good Looks, and Custom
Comfort Make Kids Smile

Convaid's EZ Rider makes transport easy
and fun with six colors, several sizes and
extensive adjustability. Circle *210

I

Convaid continues to add to its broad
range of positioning buggies to fit any age,

any sne and most tight b'u dgets. Choose
from the Cruiser line with its many
different positioning accessories, the EZ
Rider with its quick folding design or any

of Convaid's compact folding buggies. Plus r,

we offer the Cruiser Transpott line, a
bus/van tie-down successfully tested with

up to a 170 lb. dummy.

All Convaid buggies feature our patented

folding design which eliminates slump and

the hazard of accidental folding.

the likes
ASIdytt. USA, Five Year Warranty

Circle* 4G22

lt
I

.1 I

Convaid
PRODUCTS INC
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For more than 60 years, Heartspring has helped children with
disabilities build brighter futures for themselves.

Now, Heartspring is ready to build an entirely new $12 million
campus to continue serving those special children. Pictured above is
the Heartspring School, just one of the many buildings tailor-made
to meet their requirements. Other facilities include six comfortable
student homes, specially equipped classrooms and therapy rooms, a
recreation center, and also a staff training facility.

Through the years, caring Heartspring professionals, working in
interdisciplinary teams, have developed successful programs to meet
the very special needs of each child.

This year, Samantha learned that self-injurious behavior wasn't
necessary to communicate her dislikes; she learned there were better
ways to communicate Daniel learned to communicate his thoughts
and ideas through a combination of picture boards, sign language,
and computer technology. And the list goes on.

If you know a
child who might bene-
fit from Heartspring's
programs, or if you
would like to know
more about the new
campus. call today.
Together we can build
a brighter future for
your child.

Photo coentsy of Madeline McCullough and Ric Wolford

HEIRTSPRING
A lifeskills learning center

2400 JARDINE DRIVE WICHITA, KANSAS 67219-4699

1-800-835-1043

Circle 3
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LETTERS

continued from page 4

civil rights, rather than eduction.
Don't get me wrong; I support full

inclusion for any child with disabilities
who can learn in a regular education
classroom with appropriate supports.
I wish with all my heart my child was
one of those children!

My son, Andrew, who has pervasive
developmental disorder (PDD), is an
"included peison" in our community,
in our family and at his school, where
I have struggled to obtain a special
program for him in a school district
with a "one-size-flts-all" approach to
education.

Andrew now spends 70 percent of
his time in a self-contained classroom
and the rest of the time with a regular
first grade class. Full inclusion is the
most restrictive environment for my
son. Often, in his regular classroom,
Andrew becomes extremely anxious
when he cannot understand the
material being presented. When over-
whelmed, he "tunes out" by talking
loudly to himself, flapping his hands or
reaching out aggressively at other chil-
dren. "Escape behaviors," as they are
commonly called by teachers, mean
exactly that--"get me out of here!"

In contrast, Andrew happily joins
"circle time" in his self-contained
classroom. He enthusiastically partici-
pates in a calendar activity, sings
songs he knows and works on identi-
fying his full name written on a card.
We know that our child's integration
into a regular classroom must be very
gadual and based on his abilities, not
on administrators' desires to cut costs.
Some children may have the potential
to move out of a special education set-
ting only if we address their special
needs early and aggressively.

Inclusion does not have to be an
either-or situation. Many schools are
trying progressive approaches such as
team-teaching, which combines spe-
cial education and regular education
classes, or reverse mainstreaming, in
which regular education students inte-
grate special classrooms. These and
other creative approaches can make
special education students an integral
part of regular school life without
forcing full inclusion on everyone.



Authors Gartner and Lipsky report
that a 1995 study of inclusive educa-
tion programs done by their center,
the National Center on Education
Restucturing and Inclusion (NCERI)
at The City University of New York,
demonstrates that "...school districts
across the country are successfully
educating students with all types of
disabilities at all levels of severity
in inclusive classrooms."

I would ask these authors to think
about the audience for whom they
are writing: We are the parents in the
trenches fighting battles with insensi-
tive systems. We are fully capable of
assessing our children's programs.
We don't need a study to tell us that
inclusion is working so we can go
back to sleep and put our trust in
school boards and administrators.

Authors Gartner and Lipsky write
that parents should make decisions
about inclusion based on "...the law,
an understanding of relevant
research and the family's values."

I would reply by saying that this is
not a "family values" issue. Or maybe
it is. In our family we value respect for
life and respect for the individual
needs and differences of every human
being. I want for my son what all
parents want for their childrenthat
he reaches his full potential, whatever
that potential may be.

J.U., Califbra la

NI just want to commend
EXCEPTIONAL PARENT for impartially

presenting both sides of such compli-
cated and emotionally-charged issues
as inclusion and residential care. You
understand that no single answer is
right for every child and family.

Take inclusion, for exampleinclu-
sion is great in theory, but in real life, it
is not always the best alternative. You
can't say "all ldds with disabilities" any
more than you can say "all people
with epilepsy" "all women" or "all
whites." We are all individuals and
should be treated as such.

I applaud the decision ofJill
Chest yr-limey of Ontario, ('alifornia
("A Lesson from the 'Inclusion
People,'" September 1995) to place

her child in the school she believes
best meets his needs. Jill knows
what is best for her child, and no one
should challenge her wisdom.
Inclusion should always be available,
but it is not always right.

D.E., CalUbraia

We had submitted a Readers Talk
piece for the September issue
entitled "The Politics of Inclusion:
One Family's Journey." Although we
were disappointed that our story
was not published, we were very
pleased with that issue's coverage of
topics related to education. The
articles were excellent and the
Readers Talk pieces provided a bal-
anced view of inclusion.

We are cutiently fighting the New
York City Board of Education to get
inclusion for our son, so we really
appreciate your coverage of this topic.
We are sure that the September issue
of the magazine has helped parents
become more knowledgeable. I know
it. has given those of us "in the heat of
the battle" the strength to pursue our
vision, knowing that we are not alone
in the struggle.

L.L. & S.K., New Yolk

"Genetic Counseling"
Clarification
I was pleased to be interviewed for
"Genetic Counseling: Part Two"
(September 1995). The article
concerns a subject about which it is
increasingly important to be well-
informed, as the boundaries of genet-
ic knowledge expand rapidly.
However, I would like to clarify and
correct my comments as quoted.

I was disappointed that the article
omitted the essential fact that I am
the proud parent of a seven-year-old
daughter with Down syndrome.
Having a child with Down syndrome
has led me to reflect on the meaning
and value of her life and the lives of
others who can be said to have some
sort of genetic "defeet.' My parenting
experiences have made a significant
difference in my pospective on
these issues. My professional experi-
ences with other parents and chil-

1 (inninned on oge ii
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continued from page 7
dren also inform my views on the
importance of complete and accurate
information in genetic counseling.

I am concerned that my statements,
as printed, appear unduly critical of
those engaged in genetic counseling.
Although I believe that expectant
parents frequently receive excessively
negative and incomplete information, I
did not intend to imply that those in the
field are uniformly or deliberately negli-
gent My statement about the informa-
tion people are given regarding the risk
of and prognosis for heart defects in
children with Down syndrome appears
slanted because the word "often"
appears in the wrong sentence. In
fact, I said, "People are told that 30 to
40 percent of children with Down
syndrome will have a heart defect,
which is accurate. But they often are
not told that, now, most of these
heart problems are correctable."

I was trying to make the point that
what is unsaid can be as important as

what is said. While it should be
assumed that any professional who
provides genetic counseling is well-
wrsed in the scientific facts concern-
ing risk, diagnosis and prognosis,
parents have the right to hear more,
especially that which is encouraging
and affirming. Much of what is most
significant to parentsthe "prognosis"
for their child's future lifecannot be
reduced to numbers and facts. Those
of us who live with and love children
with disabilities have learned that
many things that would once have
seemed unthinkable or unbearablea
diagnosis, a procedure or an obstacle
can indeed be borne or overcome
for the sake of our children. This
knowledge comes most surely
through personal experience.

Clinicians may need to be more
deliberate in their efforts to stay up-
to-date not only with medical
advances (for example, the availability
of successful open heart surgery for

NEW! The kithr-RiXiod.to
foldable stroller, that prat
padded therapeutid positioning,-*AY
years of growth and adeptapfity:,-,,,Y,,,:7

r

previously inoperable defects), but
also with the ways in which children
and families are living with genetic
conditions. Advances in medical care
and educational, social and vocational
opportunities axe constantly changing
the expectations and possibilities for
babies born with Down syndrome or
a host of other conditions. In addition,
current research indicates that a child
with a disability does not inevitably
.have a negative impact on family
functioning; that old belief is mistaken.

Since genetic counselors may not
have the opportunity to experience
the joy that accompanies a long-await-
ed first word or the daily good-night
kiss of a child with Down syndrome, I
believe it is beneficial for them to
work closely with parent groups or
other resources that can provide this
vital perspective to prospective par-
ents faced with a most challenging
decision. As genetic research increas-
es the number of conditions that may

continued on page 12
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continued from page I I
be identified before birth, there is also
an increased need for such collabora-
tion, along with open, infort, "1 com-

munication. No one can offer ,aiar-
antee on a child's future, but a con-
certed effort can present a sketch of
the possibilities and pitfalls, as well as
some tools for adding detail and vigor
to the picture.

Susan Morse-Fortier
Massachusetts

Inspired by "Karate Kid"
"The Karate Kid" (Children's Page,
October 1995) was a very inspiring
article. Bany's karate instructor is a
beautiful example of the importance
of these exceptional human beings in
the lives of our special kids.

We live in Costa Rica, where I spent
many months looking for a preschool
that would accept and appreciate our
two-year-old daughter, who has mild

To help a child recover,

we often rely on

some highly analrlied

specialists.

When a serious injury or il'ness brings a child to Health Hill Hospital for

rehabifitation, we provide the best specialists possible. Experts in every-

thing from respitutory problems to cerebral palsy to spina bifida to seizure

disorders to head injuries to feeding disorders. A Under the direction of a

physician specializing in pediatric rehabilitation, a therapy program is

developed for each child. And always, the team will include a specialist who

has a unique role. The child's Mom. Or Dad. Or both. Because we know

the importance of involving family in the entire process. And because we're

not only preparing children to go home. We're preparing their parents to

care for them once they get there. Health Hill Hospital For Children.

2801 Martin Luther King Jr. Drive, Cleveland, OH 44104. 216-721-5400.

HEALTH HILL HOSPI IAL FOR CHILDREN
Helping children feel better while they're getting better

Circle 0185
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spastic diplegia cerebral palsy Every
place I went gave me a different rea-
son for rejecting her.

Finally I found the director of a small
Montessori school who not only want-
ed our daughter, she sought us out!
This woman is like a hero to me. Janie
is thriving in the Montessori school, and
her teacher welcomes communication
between is in ways that directly benefit
our daughter. In these times when
many of our children's gains are being
threatened, such exemplary people are
especially valuable.

B.M., Heredia,, Costa Rica

Understanding Enureeis
The article "Understanding Enuresis"
(August 1995) should have mentioned
that diabetes insipidus, albeit rare, can
be a cause of enuresis. An under-diag-
nosed disease, diabetes insipidus has no
cure. If not properly managed, the con-
dition is life-threatening, due to either
dehydration or water intoxication.

I know this because my seven-year-
old son has diabetes insipidus. He is
totally deficient in vasopressin (the
antidiuretic hormone, or ADH) and
arginine, the main amino acid precur-
sor to vasopressin.

I have met many parents whose
physicians did not properly diagnose
their child or reacted skeptically to a
diagnosis made by another physician.
The medical community needs to
learn more about diabetes insipidus.
Diabetes insipidus is not the same
thing as insulin-dependent diabetes.
And it's not just excessive thirst and
urination; diabetes insipidus means
problems with fatigue, body temper-
ature regulation, behavior, learning
and memory. Yes, America, there
really is another diabetes!

MA., Matyland

EDITOR'S Nom The Diabetes Insipidus
and Related Disotrlers Network (do
Beth Perry, 1622 185th St., Creston, IA
50801-8172; 515/782-7838) is an
inform! netwot* offamilies and
individuals affected by this oondition.
The network publishes an occasional
newsletter and can help parents of
children, with diabetes insipklus
contact one other
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Leg Braces and Ripped Clothing
My six-year-old daughter, Maria, was born with spina
bifida. We live in South America, but we bring Maria to
Boston every year to see her doctors.

With leg braces (reciprocating gait orthoses, or RG0s)
and a walker, Maria is now walking very well. However,
her walking has led to a problem: Maria, who is very fash-
ion-conscious, likes to dress up every day to go to school,
but she rips and destroys her clothing when the material
gets caught between her braces and the walker.

This probably soun d:. like an insignificant problem, but
Maria doesn't have one piece of clothing that is not ripped.
I don't know of any other children in Cali, Colombia who
use leg braces and walkers. I would really like to hear
from other parents who can share their experiences con-
cerning little girls, dresses, leg braces and walkers. I
believe it is very important for parents to be in touch with
others who have children with the same kind of disability,
so we can share both simple and complicated experiences.

M.R, Cali, Colombia

Langer-Giedion Syndrome
Our 18-month-old son has been diagnosed with Langer-
Giedion syndrome (also known as trichorhinophalangeal
syndrome, Type II), a rare chromosomal abnormality Ben
has a tiny interstial rearrangement affecting two bands on
chromosome eight.

Ben is a delightful childbright, furmy and loving. He
does not appear to have any mental retardation. He was
born with some subtle facial differences, which have since
"normalized," according to his doctor. His ears are the only
exception; both stick out, and one is smaller and missing a
fold. Ben also has low muscle tone and is very small for
his age (18 pounds at 18 months). He is currently being
tested for a suspected mild hearing loss, and we have just
discovered the first piece of 'bony growth"another char-
acteristic of this syndromeon one of his shoulder blades.

We would love to share infommtion and support with
other parents of children with this condition.

L.K, Tbronto, Canada

EolivIt's NOTE: The Natiamd Foundation for Ectodermal
Dysplasias (PO. Box 114, Mascoukth, IL 62258-0114;
618/566-2020; 618/566-4718, fax) can provide informa-
tion about Lanw-Giedion syndrome and can put you in
touch with other families who have children with this
condition. (Both types of trichorhinophalangeal syn-
diTnne are fonns of ectodennal dysplasia.)

Failure to Thrive and Scoliosis
Our youngest daughter, Hannah, is 19 months old. She was
born with an extremely rare condition known as Aicardi
syndrome, hi which the corpus callosurn (the band of fibers
connecting the two hemispheres of the brain) fails to devel-
op. Only girls are affected by Aicardi syndrome; it is

14 EXCEPTIONAL PARENT / DECEMBER 1995'

believed that affected males die in utero. The condition
involves seizures, visual problems, low muscle tone and
moderate to severe mental retardation. Girls with the syn-
drome are usually non-verbal and 4 exy few are mobile.
Some have spinal defects; Hannah has severe scoliosis.

We are looking for information on two aspects of
Hannah's condition. At this point, Hannah weighs just 15
pounds. She becomes sore after sitting for only a short
time because of the lack of fat on her bottom. We can't
pick her up by grasping her under the arms; it hurts her
because she's so thin. She's been classified as "failure to
thrive." Doctors tell us her body does not utilize the nour-
ishment it should from her food. She's always been a poor
eater and until about six months ago, refused all solid
foods. She is on PediaSure, but only takes about 15 ounces
a day. We would like to hear from parents who have bat-
tled this problem and won. We need solutions, fast.

Our other question has to do with the "Milwaukee
brace" she is supposed to wear for at leal.t 12 hours a day.
It is supposed to flatten her back and prevent any further
problems from the scoliosis. However, it is extremely
uncomfortable. While wearing it, Hannah cries constantly
and is unable to do anything as simple as rolling over. The
whole family becomes upset, and we finally just remove it.
The longest she has kept it on is two and a half hours. She
is normally such a happy baby that it's hard to see her so
miserable. We would welcome any suggestions.

M.J. & D.J., Kentucky

Feeding System?
Our son was hurt in an accident three years ago. He can
now move his arms and legs, but not in a coordinated way.
We are searching for a feeding system that will allow him to
feed himself.

He doesn't have enough forward head movement to use
a mechanical feeding system, and he doesn't have enough
shoulder movement to use a mobile arm support. Can any-
one tell us about another type of feeding system or
specific modifications they have been able to use?

M.W., Colorado

Leukoencephilitis
Our "normal" son was diagnosed with T-cell leukemia at the
age of five and had a bone marrow transplant (BMT) one
year later. Then he was diagnosed with leukoencephilitis, also
lcnown as Baló disease, a condition involving a loss of myelin
in the brain. This condition apparently occurred as a result of
toxicity to chemotherapy during the process of his BMT.

We were told that most children diagnosed with
leukoencephilitis die shortly thereafter. My son is now 12
years old and has severe disabilities. He has seizures. He
cannot walk or talk, and he has a feeding tube. I would
love to talk with other parents of children with leukoen-
cephilitis to find out how those children are doing.

E. L. & EL., California
Continued on My 16



. 

- 
4=- '..* ,, 

:"12 ' 
- - 

' ',' ' 

- WINK : ,T. -t.-- . 
`-:" 

,;.,, 111011.01141.111.1 
I I 0 tO : 

., ., .- - .9) 
.; 

- : ,. W ..1- " , ' 747 ' ' 

, 
'wig 021.00",Alwr mm4 :*;0 

1,0 lirlik-ai.i0,1.100 Ili* 4101.0144 MOTT 10444 AM 
7?-, 

. 

Ailig 0041 1404040, °Mr Oi 4.4111 00 WIlimmtwir3 op , ray *A micros* 04,0010** fivias4 if WOW, all,. ',.. 

Vax,,,iMritt40 01,..hemmilltly stiffiWil "I MilAl 14,001,140010.444P,Miskti*OPIF IP 4 IN,0!00140 

r 

.1,11 %eft MI 

, 

memo r 0,40veresualgOEKt;-- 

' 411411. 1Whinii*-100$10141041i 
-:flrY':rin4401",1;14,1° 

, 

-114444:00.40004Pictiotiiik 
..t3P041041 SI,impst -1445'141., 

woOsiscon* 
.- 

Sultwo41001id 

, 
traum04-i- 

*I .64," ugfliKIWP aq pi ' 
Onv,10*.ff'aitz.n9A, 11 411P14 

lostAiot4 

',.'iatext+041(itfMmollmtsloir.90 

auntray 'VA-04A** 5,4111,31,1001KW IN e Ple"PfliktrA , ,,, 
' '-' 

-, 

4110A1 
. ' 

_, 

' -41.34.0-itOriPetit 
, , 

...., 

tIoRtfea,3 af; tr'40QuilaP#4061"11 ' ---': - , ' . 1040 
' ' .'",- :-',,,;., ".-",'"'' , ,:r. '" . ' ,- ',. ' ". 

, , .. , ,t.E_ 1,__ 4, 
2'.,':.ii ..'4. e P I , ' = ' ,. , 

'''' 
,. ', ., ,..:11011114101 Mira ' '-ArtitaillaAll04, -,:., 

, , -...,,t 
300111000'' ' - 1)" ivrgit.,t, Powd , ... 

. if ,, 

'C':' 
'' ' Ifi$4540P4natilea Mat. - ' ' hniC4 ' 

' :,.' '''' ., 91' & "7,A " -,.., ' 
, : ' Pi 7 trtti '0!",.0.-1'''''.Ps-''.1: ''''',,-,'11- '..'.::''''' 

'' .t.: 

opu, 4**00.4*.,10046:0 OutilP;V; 
1,4M8031144b4 Vol a*d.ankwil 1*, 

- 
Minos 

. , 

30004109.111# 
01434 Alla tgrOlph,,OtaVICTO1514163:attli,:! 7 

" 

300 

#iv1414-61, -yeinitoa 

prf amcd.Arituits 0.01m4ta.41 
4 OliknoilVilismioji# 

, 'P, "J'`, 

ofr* 
"r- 

INN 
SiVialk'r.; 

11,010 I 

1,,, 
0, 

10.1111111114 

sox' 

4:4 

pNiatTap pm. AppiAutartneot ; 
Pug -, _asp veiro , 

9-77' WPM "Ale 
4 . 

II 

cz., t, , 
tikkye .,, 1r' .4 

',114 

. k ' - _ 
a ,,!., ,1,, , ,', .. 

. .. 

s, g tt' 

, 

A =J:c 
s.Y11- 

t 
= 

, 

V 4.310 
( 

, I 
4 5.. 

JrP,,A , ekr 

4141 
'14'7: 

n 

' ' " 

, -1;:tI 

r 

ir,;44 

,=ie= ev 

. 



contznued from page 14

Caring For an Adult Sibling
My 54-year-old sister, Helen Marie, has mental retardation.
She now lives with my mother in Chicago. After my moth-
er dies, she will come to live with my husband and me in
Atlanta Helen Marie is sweet, kind and fairly self-
sufficient. She takes pretty good care of herself and, in
fact, is a big help to my 78-year-old mother. Helen Marie
has worked in a sheltered workshop but would not be able
to handle a "regular" job without many accommodations.
She can be "stormy" if placed under any pressure, and she
does need supervision.

Helen Marie has always lived at home, and I cannot see
her actiusting to a more independent life. She knows she
will come to live with us in Atlanta when my mother dies;
in fact, she was part of the decision. She is very comfort-
able with us, and knows we both love her very much.

Here's the problem: My husband and I both work, and I
do not want Helen Marie just hanging out in the house all
day, watching TV and being lonely. Nor do I want her "tak-
ing care of the house." I want her to have a life, indepen-
dent of my husband and me. I want her to be able to talk
about what she did during the day and what she might do
tomorrow. I am afraid if her life becomes a mirror of
ours as much as we love hershe will have lost some-
thing. I want her to know she is a separate person with her
ONNT1 thoughts.

My mother hasn't been well, and Helen Marie's world
has eecome smaller since my dad and another sister died.
Helen Marie is quieter now, and I feel like she is withdraw-
ing. I don't want her world to become even smaller.

Helen Marie is used to frequent family gatherings and
activities in Chicago. I've called different agencies here in
Atlanta to see what is available for Helen Marie on a purely
social level. None of the agencies can give me aay answers
while my sister is still in Chicago. As frustrating as that is, I
understand. They are dealing with many people who need
help now, and I'm looldng for ideas for the future.

I hope to hear from someone else who has been in this
situation. Can anyone give me hints on making my sister's
transition as easy and positive as possible? Helen Marie
will already be so sad about losing my mother, and I want
so much for her to know that this is her home and we will
be there for herwithout smothering her separate and
worthwhile personality in the process.

KW, Georgia

Side Effects of Anticonvulsants?
My four-year-old son, Christopher, was diagnosed with a
low grade astrocytoma brain tumor at eight months. He
has undergone two surgeries and is on his second round of
chemotherapy. He also had a stroke at eight months,
which left him with left side weakness.

At 18 months, Christopher was walking and could say 10
words. At that time, he started having seizures. Initially, he
was put on Phenobarbital. Then Thgretol was added. His

doctors increased the dosages of both medications in an
attempt to get the seizures under control. At that point, he
began to stumble when he walked. Within a few months,
he was unable to walk, talk or comprehend language. He
also started to drooL I suspected that the medications
were to blame, but the doctors told me this deterioration
was not a side effect of the drugs.

He has been on the same combination of medications
for three years now, and his condition has not improved.
Has anyone else had similar experiences?

B.D., Colorado

EIWOR'S NO7E: David Hirsch, MD., Editorial Advisory Boari
member and ASK 77IE Doc7oR columnist comments: ".If
Orristopher's astrocytoma is no longer growing or expand-
ing, and if he is not having any side (fleets from the
chemotherapy, and f he has no other structural problems in
the brain, such as fluid build-up, it it possible that the med-
ications could be causing some or in the worst casc all of
his problems. Either one of the medications could be respon-
sible, or the problems could be caused by the way this indi-
vidual child mots to this partindar combination of drugs.

Christapher's seizures are stable, have his doctors
tried eliminating one medication at a time? If one medica-
tion alone could control the seizures, I think it would be bet-
ter to use only one drug. (There is a higher incidence of
side effects with combinations of medications than with
sing? ,-drug treatment)

have seen these types of problems as side effects of
anticonvulsants. They certainly are not unusual side effects
of these medications, howeven most children do not have
problems as significant as Christopher's."

Sean% and Respond b an opportunity for our readers to exchange information

about their practical mTesiences meeting the every* challenges otlife with a
child or Aliment with a dismally We aho men peas to ask appiopriate pm-
fessionah.

Please indicate whether the letter is a zeardt or response. lie response, be sue
to note in which issue the original Seanh letter appeared. Al responses are for-
warded b the writers of the Search Wen; some are published. Published letters
maybe e,dited for purposes dspace and clarity

Write all=
Search or Respond,

Exceptional Parent
209 HarNard St., Ste. 303

Bmoldine,momeaos
Fax (617) 730-8742

For Information about. rwifx =tad the National Organization for
Rare Disonlers (NORD), 100 Rt 37, PA. Brat 8973, New Fairfield, CT 06812, (800)

999-NORD, (203) 746-6518. Also, see "National Resources for Specific Dbablities
end Conciliate in Etrarnota harir's 1995 &spume Cu* (Jemmy 1995).

lhe Naticnal Parent-to-Parent Suwon and Inkanation (NPFSIS) is
a not-for-profit semi "e that keeps track of chikken with diagnosed and taxiing-
nosed disaixlities wficee parents are lociiing fora match Parents am matched
with a "teleran parent," who has an older child with a altar conditke and
who is wiling to provkle guidance and suppat. Contact NPPS1S, P.O. Box 907,
Blue Ridge, GA30513; (800)6,51-1151 (WM) or (106) fa211330 (Fax).
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SPECIAL ADVERTISING SUPPLEMENT

New Life Insurance Program
Easing the financial burden at a time of grief

by Frederic A. Moritz

It's a talbjecl that is sometimes difficult to
think about.

Who will take care of the financial bur-
den in a time of grief after the death of a
loved one with a disability?

Now there is one new answer.
Protective Life Insurance Conipany of Birm-

ingluun. Alabama has made available a simple.
easy-to-apply-for tenn life insurance policy
called Protective Provider. A toll-free call to
1-800-934-192g will bring a free information
packet on a specially designed tenn life insur-
ance policy that can be used to cover funeral
and burial expenses. or other expenses for chil-
dren or adults with disabilities.

At a time of grief. Protective Provider can
help with the healing. As children grow older.
some parents can take comfort in the knowl-
edge that their offspring with disabilities
would be cared for in death. without imposing
extra financial and emotional burdens on
grieving survivors.

"There is a huge need for counseling the
families of those with disabilities- says
Protective Life's Vice President Mike Ballard.
"As we talked to families, we fotuul a need for
this product.- he explains. -We went to work
to see how we could meet this need.-

FINALLY.
AFFORDABLE INSURANCE

In the pastgiven the insurance industry's
reluctance to take on clients thought to be at
higher riskit wasn't easy for individuals
with disabilities or their caregivers to buy life
insurance.

In particular it may hay e been difficult to
buy more affimlable -term life- insurance
policiee for individuals with disabilities, as

opposed to the Imre expensive -whole life-
policies. which also accumulate cash value.

"There has been tome bitterness out there
at the difficulty in getting life insurance for
those with disabihties.- says Rick Larson,
who sells insurance for people with disabilities
at the Cornerstone Financial Group in Bur-
lington. Massachusetts.

THINKING
ABOUT INSURANCE

Sometimes there is a reluctance to think about
life insurance.

"Unfortunately a lot of people haven't been
prepared... this is one tool in planning for the
future.- says Dr. Gary Edwards. Executive Dir-
ector of the United Cerebral Palsy Association of
Greater Birmingliam.

Dr. Edwards was one of those contacted by
Protective Life during the plaiming phase for
its new product. which has been available only
for about a month now. In designing the new
product. Protective Life planners consulted
professionals working with people with dis-
abilities. as well as families themselves. notes
Mike Ballard. Vice President at Protective !Me.

"It's not a glamorous product or a com-
fortable issue, but it's a serious issue.- says
Ballard. "Nobody likes to talk about dying. It's
normally a painful and emotiont I subject...
But. unfortunately. peoille die sooner than
they expect .-

Individuals who call I .800-q34-1929 will
receive an infornmtional fobler on Protective
Provider, with a clear. non-technical explana-
tion of the policy and benefits. plus a straight-
forward application fonn.

-It's a good product.- notes United Cerebral
continued on page 20

TANk

THEI;111ANCiit.

BURDEilN,

TIME OF GRIEU

AFTER THE

DEATH \OF A

LOVED ONE WITN

A DISABILITY?

AT A TIME OF GRIEF,

PliOTECTIVE PROVIDER

CAN NELP WITH

THE HEALING.
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eeds.

The source of a parent's strength is in the love felt for their child. At Protective

Life Insurance Company, the source of our strength is in the resources we have

developed since 1907. We understand the importance of caring, planning and

meeting needs. That's why we offer the PROTECTIVE PROVIDER", a term life

insurance policy developed specifically for people with disabilities. For more

information on the PROTECTIVE PROVIDER", call 800-987-6787. At Protective

Life, we're someone to lean on at a time when you need it the most.

ProtectiveAt
Protective LIM Insurance Company

1035

Consult Pohcy Form TL04 and U-573 for details. benefits and limitations. Not available In all states If death occurs during the first two years a limited benefit will be payable.
In most states this benefit will be equal to all premiums paid plus Interest.

Circle NU
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"NoBODY

LIKES TO

TALK ABOUT

DYING. IT'S

NORMALLY A

PAINFUL AND

EMOTIONAL

SUBJECT..."

SPECI11. thIERTISINC S1PPLEMEN1'

Wit/I/of/ fimu rage 17
l'alsv's Edwards. -I inn impressed m kit 1)rn-
teen% e', enthusiasm inn! 1\ illitigne to do
what need, to IH

I>tttiit'iit I Aft ha, been pi-omitting l'rolectixe
l'rovider stronglx in only a few -tales. but
Ballard nationwide marketing has IlOW
begun.

STANDARD PRICE
The prom.tive provider iirk% ,..tatolard

price for term life insttrance in the amounts or
45.000: S7.500 or S10.000. regardless of the

Pmteetiye Provider's lerlit life insur-
ance call be issued between the ages or fivr and
55. and is available to age 70. Bates increase.
depending on age attained. in live-year blocks.
Premium 'tax mem, may be made annually o
senti-annualk.

For example. in the age bracket Ike to 20. the
annual tallithim would be S I 10 for a S5.000
policy: S130.50 ha. a S7.500 policy: inul S140
for a S10M00 policx. kt the age brarket 36 to
40. die annual pognium wuuhl be S152 fur a
S5.000 policx: S161.25 flit a S7.500 policx: and
S171 for a S10.000 puhcx. In the age bracket 51
to .55. the animal premium WOldd be S253 lOr a
S5.000 pithy\ : S344.25 for it $7.7100 policy: and
S425 for a S10.000 pi

The polic does not tvtittire a medical CM1111-
illffill011. ahl101101 tht applicant must answer
thwe medical questions attesting that the indi-
%idual ith a disability I) k able to move about
and eat. exen if some assistance is required:
2) is able to function without the use of anv
artificial life suppon ventilillor Fitihitug

tube, etc.): and 3) is free of heart disease. strnke.
tIDS and all forms of internal cancer a, diag-

nowd bY a PhHeian itliiii titi 'asl live Years.
In the first two years or the policx. death
benefits are limited to the return of premium
phis interest (in 1110,1 ...taws). There k a two-
\ ear suicide and contestable perital. and bene-
fits are adjusted for misstatement of age.
Without these Prutectixe !Aft . mould

have had to set the rates much higher.

A PRECEDENT FROM THE ARC
Pnaectixe Proxider builds on the precedent for

20 EXCEPTIONAL PARENT / DECEMBER tow;

disabilik insurance set by The trc. which offers
its member, die option to Inn life insurance
in the ;mutant, of S2.500: S5.000 and SI0.000.
The kre's decade-old program is geared mititth
to those with mental retardatkal. explain, Birk
1:ritsche. an .trc urganization .specialist itt

trlinglon. Texas. "Ve WrIV able to demonstrate
to the underm Filer, thin people with mental
retardation are no !now medically fragile than
huh\ idnaIs without disabilities.- he ,avn,

PrttteetiVe is targeted

ft'r a wider range ur Pers"" \\Au (6abihnie`.
(:11'.'")""'r' `du" (1""hifY 1)" ale 'mice Price
re,rardle...., of disability and regardless or differ-
ing mortality rates.

PART OF A WIDER

lie protective prmid,,,,h.adi polic is iIN
PLANNING PROCESS

I

one of it host of ,..ervices provided by Protective
I Protectixe Pnwider is available alotte or as
part of a family's larger planning prticess.

F.stitte Planning for l'ersons I Di I it;w.t.t
(EPPI)). a Birmingham-based division of Pro-
tertive !Ale. is available to work with caregivers
and familx members with clisabilities to develop

a e"1"1"yheil'"ive Planning "PPrnaehu l" Pr"`ide
fur individitals xvith m-hen caregix-ers

can no longer function ill that role.
In stage one. caregiyer, write a -letter of

intent.'" summarizing the lifestx le and special
needs of familx members ith

Slip' IWO. a

geared toward determining what would hut

nquired to maintain that Vest\ le in the exent of
caregixers' deaths. In stage three legal require-
ments, such as a possible need for trusts. are
anal zed. to attorne ratoiR iwt

ta.yzes imssiblehandle such needs. Stage
insurance needs that mill permit a surviving
fawn\ 111(41111er With it likabillIV 10 Maintain Ilk
or her intended lifestx le.

tirdelic, I. lIothz III IS uluumulist uith the( .11111s-111 \
( I: .1 /wit hilfill. /3.t Hu' /iris ulse fingthl

Pelmsylruniu Slut(' 1 uirersily furl Buckm,ll
I le is cwirulli u !midway sluden1 ul

Huston Orilluufr.tithoul ortimial 11u1k.

THE PROTECTIVE PROVIDER DEATH

BENEFIT POLICY IS JUST ONE OF A

HOST OF SERVICES PROVIDED BY

PROTECTIVE Lin.,
-Lu37



LOOK
WHO'S

SMILING
Now

Students at Oak Hill School
are smiling because they...

live in homes located in neighborhoods
across Connecticut;

learn in classrooms located in public
sehools or community-based locations;
interact on a daily basis with their non-
disabled neighbors and peers;
feel a sense of pride and accomplishment
in being a part of their communities.

And that's definitely something to smile about.

For more information about Oak Hill

School's community-based education and
residential program for children with
severe multiple disabilities, contact the
Director of Oak Hill School,

120 Holcomb Street,

Hartford, CT 06112,

Tel: 860/242-2274, Ext. 851.

THI CONNIICTICUT INITITUTI POR III BLIND/OAK HILL
120 Holcomb Street Hortfcrd, CT 06112 860/242-2274

1 0-3SCircle OM



Supervising a "Runner"
L.K. (August 1995) has a thmr-year-
old son, Jimmy, who has autism.
Jimmy is considered u "runner;" if
he is not constantly supervised, he
will run away. L.K has tried using a
tracking device, hut Jimmy wfuses to
keep it on. LK wanted to know how
other paients of "runnels" deal with

this lifobknn.
I had to write when I saw the letter

about your "runner" There must have
been other "runners" in history, but other
than yours, mine and the "Wild Boyof
Avignon," I've never heard of one.

My 10-year-old son, who has autism,
has always been an escape artist. I

don't know where he thinks he's
goingjust out! He wears a medallion
necklace from Medic Alert that states
his name, address and the fact that he
is non-verbal and has autism.

We live in Minnesota so winter

escapes aren't too common, but I usu-

ally call our hometown police in the
spring to remind them that my son is

around. When he gets away from
home usually about twice a year
he tends to go into people's houses. I

worry because he's getting large
enough that someone might mistake
him for a burglar

Otherwise, I have deadbolt locks on
all the doors, and I keep the keys hid-

den. We have a security system that
emits a beep when the door opens;
that has foiled several escapes. I've

removed all the window cranks and
put duct tape over the little pins that
hold the screens in place because he
takes the screens out, opens the win-

dow and climbs out. Fortunately, his.
fine motor skills are not as good as his

gross motor abilities, so he can't get
duct tape off, untie knots or unhook
chains. I also have locks on most of

the interior doors so I can restrict him
to certain areas within the house. This

makes it easier to monitor him.
Needless to say, I have to lock him in
his room at night to keep him from
escaping while I'm asleep.

He can never be alone outside. We
have a fence, but now that he's bigger,
it's easy for him to climb. He still has
some tactile defensivenessand doesn't
like to be in long grass and bushes, so
I've planted a lot of bushes and vines
along the fence to discourage climbing.

Making sure my other three chil-
dren don't leave a gate open used to
be a problem. No one could be both-
ered locking a padlock. Now I have a
dog chain that clips the gate closed.
My son can't get the clip undone and
the others can get in and out easily.

Ours is a strange house to the unini-
tiated. They are welcomed at the front
door and invited in; then the door is

4111116k,

For the first time a Special Auto Insurance
program for Special People

ASK YOURSELF
THESE QUESTIONS...

Are the modifications to
your vehicle covered under
your auto insurance'?

11 your vehicle broke down
911 the higlmay would your
ante fit-4111111U' cover the
cosi. ror special transporta-
tion to get IN )111e?

Does your auto inSUrance
COVer the higher cost to relit

n to xlifiet I replacement
vehicle?

COVERAGE AVAILARILITE VARIES ST STATE

MOST PEOPLE DON'T HAVE TO ANSWER QUESTIONS LIKE THESE. THEY'VE NEVER

NEEDED SPECIAL TRANSPORTATION FOR A CHILD WHO USES A WHEELCHAIR, OR

PAID FOR A MODIFIED RENTAL VEHICLE, OR INSURED A CONVERTED VAN WITH

SPECIAL EQUIPMENT.

BUT WE HAVE. WE KNOW HOW DIFFICULT THE SIMPLEST TRANSPORTATION

PROBLEMS CAN BECOME WHEN YOU HAVE A CHILD WITH A DISABILITY. THAT'S

WHY WE DEVELOPED THE
ABILITIES PLUS"' PROGRAM. IT PROVIDES YOU

ANSWERS TO THESE QUESTIONS.

ABILITIES PLUe EXPANDS THE AUTOMOBILE INSURANCE BENEFITS THAT

ARE MOST IMPORTANT TO YOU, AND IT ADDS MANY UNIQUE FEATURES TO MAKE

THE COVERAGE MORE VALUABLE TO YOU.

CUSTOMIZED COVERAGE. FAST, FAIR CLAIM HANDLING. AND, CUSTOMER

SERVICE 24 HOURS A DAY, EVERY DAY OF THE YEAR.

FOR MORE INFORMATION OR A FREE QUOTE ON ABILITIES PLUS:" CALL

1-800-222-2788
ASK FOR DEPARTMENT R
OR WRITE US AT P.O. Box 51198. LUTHERCILLE MO '21094.9719

1 he Maryland
knonallmurance

,C191/3t

22 EXCEPTIONAL PARENT /DECEMBER 1995
FA



closed and locked, and I run off to hide
the key. We proceed on into the family
room, as I lock the living room/dining

! room to make sure no one (guess
who!) turns the table over or pushes
the chairs down the stairs. Then I lock
the kitchen door to make suce the
microwave isn't pulled off the shelf and
no one tries to wade in the fish tank.
There! Now we sit down and visit!

Still, there are some advantages to
having a runner. At school he has
always had a one-to-one aideand he
always gets the youngest, strongest,
fastest one.

Thinking his frequent escapes might
be the expression of an unmet, deep-
seated need for more exercise, I've
tried to take him running with me.
Guess what'? He won't run even a quar-
ter of a mile on a nmning pathit
must all be in the chase!

This is the fust year we've been
brave enough to take him on vacation.
Both times we've rented a large condo
so he can have his own room that is
secured for the night. I can do a lot
with my trusty duct tape and some
nylon cord. Then all I have to do is
explain to the other kids why he gets

, the room with the two double beds
and the three of them have to sleep in
the tiny loft! Them's the breaks, guys!

I think the hardest part of parenting
a "rtumer" is making some time for
them to be a regular kid, to be a little
bit free. You manage to come up with
all kincls of strategies to keep them in
and keep them safe. Finding a way to
let them out, and let. them take sonic

!

risks is much harder. I don't have all
the answers.

The park programs have provided my
; son with opportunities to tty some

things I could never
help him withsnow
skiing, water skiing,
gymnastics, bowling.
I'm always looking for
activities that will keep
hint tbcused and
engaged, so he won't
he tempted to wander.
The aides in these pro-
grams have been

excellent I just have to tnist that they
will be able to keep up with him, and he
will come home at the end of the day.

A.H., Minnesota

It Isn't Fair!
KS. and KS. (September 1995) have
a seven-year-old son with Down syn-
drome and a two-year-old son who
has been diagnosed with neuroblas-
toma (cancer of the neural cells).
They feel overwhelmed caring for two
children, both of whom have prob-
lems, and wanted to hear froni fami-
lies who have dealt with similar-situ-
ations. 'This just seems so unfair to
us," they wrote. "Everyday we ask
how God could do this to us twice."

Ten years ago, I b.?(.7:-..rtie pregnant
with my first child. After years of infer-
tility, I had come to accept that I would
never have children. Nevertheless, I
was thrilled to discover I was preg-
nant. Books were some of the first
things I bought for the baby I was
expecting. Intelligence was very
important to me. and I planned to read
to my child from the very beginning.

When the doctor told me my daughter
had Down syndrome, I thought, "God,
give me anything but mental retarda-
tion." I was knocked to my knees. Still, I
decided that, no matter what, she would
have a happy childhood.

Three years ago, I took her to see a
movie. When we got home, my hus-
band of 14 years was gone. He'd just
taken all his thingsno note, no good-
bye. Our marriage was over. Once
again, I was knocked to my knees. My
daughter had lost her father, whom
she loved dearly. Now. I could not even
give her a happy childhood.

(71111%1111M WI Page .24

Tell us about...

... parenting twins when one
or both have disabilities.

Write to: Readers ma, EXCEPTIONAL PAReN7; 209 Ha reant
St., Suite 303, Brookline, MA 02146, (617) 730-8742 (fax).
A sampling of reader responses to this question will
appiur in a future issue.

16'40

Medical Sup

We couldn't list all the items we
carry, so please call if you need a

product that is not listed below.

800-03-2139

INCONTINENCE
Youth size briefs, reusable 2-piece
systems for children, Attends,
Depends, Medline, Tranquility,
Salk, Priva

REUSABLE AND
DISPOSABLE UNDERPADS
Attends, Depends, Maine, Priva,
Tranquility, Salk

WHEELCHAIR CUSHIONS
Roho and Roho for Kids

OSTOMY
ConvaTec Little Ones, Cymed,
Hollister, NuHope

WE CARRY A FULL LINE
OF UROLOGICAL, SKIN

AND WOUND CARE,
PRODUCTS.

FREE SHIPPING
on most orders over $75.00

Call for a free catalog

800-633-2139

Circle #156
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tBack and forth, in and

out of conventional

hospitals and treatment programs.

Because complex behavioral issues

frustrate treatment of a young

child's neurological deficits. Our

unique medical and behavioral

approach can break the cycle of

multiple failures.

A

Hospital for Children and Adolescents 9407 Cumberland Road New Kent, Virginia 23124 1-800-368-3472
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Haverich Ortho-Sport, Inc.
67 Emerald Street
Keene, NH 03431 (603) 358-0438

Europe's leading line of specialized
bicycles, tricycles and tandems
now available in North America.
Steel frame. Duel caliper, drum
and coaster brakes available.
Parking brakes standard.
Latest styling and wide
choice of colour
combinations.
More than 30 specially
designed accessories to
meet evIry need.
Use of Safety Helmet

Required

Circle *166
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cont blued from page .93

I made some terrible choices during
that very difficult time in my life. I
would have done anything to stop the
pain I was feeling, even briefly. I
became involved in an inappropriate
relationship and ended up pregnant.

Although I cannot now imagine life
without either of my children, I was dev-
astated when I found out I was prepant
again. I did not want this baby. I could
not marry the father and felt I could not
offer the child a normal life. I was in
desperate straits, both financially and
emotionally. I was almost knocked to
my knees againbut not quite. My legs
were getting stronger.

Last May, my son, then 20 months
old, was diagnosed with rhab-
domyosarcoma, a highly malignant
cancerous tumor of the muscle fibers.
This time, maybe I swayed.

I am stronger now than I ever have
been. At this point, it would take a
hurricane to knock me over.
Whenever I am faced with something
frightening, I just remind myself
about what I have already survived.
Then I square my shoulders and go
forward. I never chose to go through
this pain, but I've stopped asking
"Why me?"

It's not me. My daughter is the one
with Down syndrome. I cannot begin
to imagme her struggles. I do not know
what it is like to be just smart enough
to know you are not smart enough. I
choose to have her included in a regular
classroom because she has to learn to
live in our world. But I have never
struggled like she does.

My son is the one with cancer. He
gets the chemo. He goes through the
surgery, the discomfort, the pain and
the sickness. He is the one with the
life-threatening disease, not me.

Life is not guaranteed to include
only a limited number of hardships.
I've never believed I was a "special"
person to whom God gave "special"
children. There are no easy answers.
The Bible says God knows when a
sparrow falls, not that He keeps the
sparrow from falling.

I wish you the best of luck with
your struggles. May both of your chil-
dren have long and fulfilling lives.

VS., A rizmia
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My husband and I have shared your feelings of "unfair-
ness." We were most comforted by knowing that we were
not singled out for rotten treatment. I sense that you need
the same reas.surance. Here, in a nutshell, iS our story:

We have three daughters, now aged seven, four and two.
Our first daughter, Elimbeth, was, and still is, an absolute
delightbright, funny, and beautiful. We so marveled at her
that we couldn't wait to experience parenthood again.

Our second daughter, Kate, seemed perfectly healthy at
birth. However, it soon became apparent that she wasn't devel-
oping as she should. When she was 1 1 months old, she was
diaposed as profoundly deaf Just when we had gotten over
that shock, we learned she had dn./se brain damage, probably
as a result of contracting cytomegalovirus (CMV) in utero.

When Kate was two, our third daughter, Alexandra, was
born. We had high hopes that Alex would be healthy, be(..ase
Kate's problem was not genetic. I have to admit that I also felt
somewhat "cheated" with Katea selfish feeling that has
caused a great deal of guiltand I looked forward to experi-
encing motherhood with Alex the way I did with Elizabeth.

Alex was born healthy. But at the age of nine weeks, she was
diaposed with neuroblastoma. A tumor on a nerve in her neck
was removed, and she began undergoing chemotherapy. After
our initial feelings of panic, nw husband and I were struck by
feelings of unfairness. We had always had faith in God, attend-
ed church weekly and treated people as well as we could. So
why was this nightmare happening to us?

During my eight-day stay in the hospital with Alex, I
embarked on ajourney to find the answer to this question. I
read the Bible and books written by people who had lived with
tragedy. I talked with clergymen, family and friends. And I
prayed. Looking back, I realize that this time was a catharsis
tbr me, as well as the deepest religious experience of nw life.
One night in the hospital, as I held my baby, I had an over-
whelming sense that someoite was caring for my child. I'm not
talking miracles or sips, just a semse that God loved my child.

I came to the conclusion that God didn't "do this" to Alex,
that Ile was as sad about her sickness as we were.
Somehow, to believe He was on our side helped me get over
my feelings of betrayal. Moreover, Kate's problems, which
had seemed so "tra0c," suddenly seemed more managealik..

Alex has been off chemotherapy tbr two years now, and
no one would ever know she had been sick. She's bright,
beautiful and active. She has been a true blessing to the
whole family. Kate is now in preschool. She is progressing,
albeit slowly, and has become a joy to tis.

Friends constantly ask how we have managed "so well."
liii sum you also hear comments like this: "I could never do
as well with your situation. You are so brave." As you proba-
bly realize by now, that type of sentio lent is bunk. You deal
with things because you have to, not because you want to.
But look aroundin the papers, on TV ;uul in the lives of
your friends. I 'nftirtunately, tnigedy uid lflu are not
unique to you ;aid your family. Ilave counige, keep your
selise of Inman. :out keep ytilir faith. We will keep you in our
prayers.

Arizoriu
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ASK,
About Your Child's Future

Do you have questions about your child's future? The Association
for Special Kids has trained representatives who can help answer
these questions.

Health Care Guardianship
Government Benefits Finances

- - - - - - _ - -
A.S.K. Has The Answers!

The Association for Special Kids is a unique financial planning
organization exclusively dedicated to helping parents of children with

disabilities protect their child's future. Under the guidance of our
Executive Director, Dr. Nita Savader, our counselors work with you as
well as a network of qualified attorneys and accountants to set your plan
into action. The Association for Special Kids charges no fees for its
services. After all, most of our counselors are parents just like you.

If you still have questions about your child's future, ask them!

Association for Special Kids," Inc.
A unique financial planning organization for parents

of children with disabilities.

107 W. Hill Street, /
Baltimore, MD 21230

1-800-832-0467
.

For more information concerning our services, refer to the circle N below
on the Business Reply Card in the back of this issue.
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Finally...Headgear designed
just for little kids...

(...And now for Grown-ups too!)
And the healthcare professional's answer to safety.

ProtectaCap® is Plum Enterprises' exclusive, patented
custom-fitting protective headgear designed with the
safety, comfort and self-esteem of children in mind. Made
with proven Ensolites foam for superior impact-absorbency,
ProtectaCap provides maximum head coverage with the
comfort and safety of less than 3 ounces of weight!
Meticulously hand-stitched in a variety of wonderful fabrics,
ProtectaCap features our exclusive soft cottonknit Velcroeth
chin strap. And ProtectaCaps* are machine-washable and

dryable! Now available in 5 sizes,
Newborn thru Adult, ProtectaCap is
ideal for post-surgery, therapeutic
activities, neonatal and geriatric care.

"ProteetaCap Fits Better And Works
Better Than Custom-Made Helmets"

Shriners HLospiSari:P= 00TR

Mcinulocluied (xclusiyoly By

tricap\v
1-800-321-PLUM

PlkiVerpt:
e ises, inc
9 Clyston Circle

PO Box 283
Worcester, PA 19490
Phone (610) 584-5003

Medicaid Approved Fox (611) 584-4151
WOW.IMIDE PMENTS PENOIMG

Circle inn
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Alvin Law, 35, is a motivational
speaker who runs his awn business,
AIL Communications, with his tvife,
Darlene. In the past, he has worked in
both television and radio broadcasting.
He has also appeared on the television

ries "The X-Files," where he played
the role of an "armless preacher"
Alvin and Darlene live in Regina,
Saskatchewan, Canada with Vance,
Alvin's 10-year-old son from a previ-
ous marriage.

Alvin was born without arms alter
his nwther was given the drug thalido-
mide during her wrgnanqk
Thalidomide, a drug prezcribed for
morning sickness in Europe and
Canada in the late 1950s and early
1960s, was eventually Jbund to cause
an inewase in births of childirn with limb anonwlies. Iii
1962, thalidomide was taken off the market.

The fidlowing was adaptedfrom an interview bet ween
Law and EXCEPTIONAL PARENT intern Amanda Young.

Alvin Law
Feet first!

Alvin at 18
monthsready
for a cold winter!

When I was born, the doctors told my parents I
would require full-time care for the rest of my life.
My parents decided they couldn't cope with that

kind of responsibility. They were a farm family, and they
made a decision about what was best for the farm. They
left Inc in the hospital to be adopted.

The couple who anopted me were already grandparents.
They decided to become foster parents because their two
sous were no longer RAI* with them. They were lonely
and my mom, Hikla, was too old to have another child. My
dad, Jack, worked long hours as a mechanic. Although
they didn't have a lot of money, they sir e had a lot of love.
That sounds like a cliché, but they were just very special
people.

Perhaps more importantly, they were practical people.
They didn't shepherd me from hospital to hospital trying to
find a "cure." They simply decided I was going to have to
work things out myself.

I remember the first lime my mother asked me to do the
dishes. 1 looked at her and asked, "I low?"

Her answer was simple: "Well, you're the one without
armsyou figure it out."

Public school
My parents fought to have me attend the public school across
the street from my house. It wasn't a political causethey
weren't tr3ing to change the system. They were simply being
practical. Why go across town to a special education school,
when you could just go across the street?

I never recognized the magnitude of my going through
t he regular school syst em. School was school. owever,
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I understood a little bit of the pontics
because I was in the principal's office
the day he told my parents that I
could attend. At that moment, I
remember feeling I didn't belong. But
at the same time, I was thrilled to go

to the same school as my friends.
I was one of those kids who was often left out on the

playgound. I couldn't do all the rough stufftacIde, fight,
climb trees. My friends never deserted me, but they
weren't going to push the other kids to let me play. So my
sporting activities were based in my backyard. I played
soccer, which was a natural for me, but it wasn't a big
sport back then. I played hockey in the winter, I would just
kick the puck. I spent each summer exploring, swimming
and playing in the lake at our summer cabin. Those experi-
ences became more important to me than sports.

Feet first
During my childhood, I went to rehabilitation hospitals every
year from the time I was three until I was about 14. Doctors
focused on training me to use artificial aims. Theoretically,
these arms would work as well as real ones, but I became
truly handicapped when I tried to use them. The prosthetic
anus felt foreignuncomfortable and heavy. They made me
feel unlike myself. Because I had never lost my arms and
hands, I had no instinct for using them. In the end, what I was
born with worked
best for me.

lit fact, I was
always pleased that I
could do things with
my feet that other kids
did with their hands. I
liked chemistry class
because of the lab
work It was a point of
pride that I never had
an accident. My par-
ents pushed me to be
extra good at doing
things with my feet.
People notice it to this
day. 111 be on an air-
plane and they'll hand
out those little bags of
peanuts. Most people
will offer to open them for tne. But I have no problem opening
those bags. I work hard at tiying to be dexterous. l're a perfec-
tionist; I make sure I don't have any accidents or little spills.

"During high WhO0i, music was the
biggest part of my life," says Alvin.
Using a special chair equipped with
clamps to hold the instrument In place,
17-year-old Alvin used his feet to rlay
trombone In ihe Yorkton City Eald.

Joining the band
Looking back at nw high school years, I realize that rela-
tionships with friends and girls were too important to me. I
felt I needed many friends and a strong dating life to be



accepted The problem was that it never
happened. I had good friends here and
there, but our friendships became very
complicated in high schocl.

The biggest part of my life during that
time was the school band. When I was 11,
I scored very highly on a music aptitude
test at school. My mom got a phone call
from the band director, saying, "We just
can't let a musician like this slip by. We
want him in the band."

My mom's immediate response was,
"You don't know him, do you?"

Suiprisingly, they invited me to join the

A new family: Alvin, Darlene and
eight-year-old Vance Law. Alvin and
Darlene were manied in July 1992 in
Yorkton, Saskatchewan.

On Saturday nights when other kids went
out, I stayed home to practice. I didn't
date, I didn't party, I had the trombone

I blamed all of my social problems on
my disability Without question, high
school was the most difficult period of
my life.

Independence
After high school, I went to Mount Royal
College in Calgary, Alberta, about 600
miles from where I grew up. I had decid-
ed to go into broadcasting, and Mount
Royal was one of the two best broadcast-
ing institutions in Canada.

band even after my mother explained that I was not looldng for education as much
I had no arms. I learned how to play the trombone. The
band director built a chair for me, with rods and clamps
that held the trombone. I moved the slide with my right

as independence. Mount Royal was peifectit was a small
college with about 4000 students. I made a commitment to
myself that I was not going to worry so much about rejection,

foot. In 1978, I actually ended up being rated one of the top friends and everything that had seemed so important to me in
ten high school jazz trombonists in the country. I played in high schooL And it worked. Before I knew it, I was not only
an all-star band that year and won several competitions. accepted by my peers, but I had started to date and go to par-

I didn't become a skilled musician overnight, however. I ties. I became a bit of a social butterfly, like a lot of college
worked very hard at it. Music became my biggest outletthe students. But not at the expense of my marksI graduat-
trombone, the drums on the side, and singing in choirs. ed with honors.

continued on page 28

The Baby Jogger',
Mobility and comfort combine for
both parent and child! The Baby
Jogger offers new models to suit a
variety of special needs. Go
anywhere with the ultimate
all-terrain stroller. Travel over
gravel, grass, curbs,even sand and
snow with *The stroller for runners."
Trips to the beach or park are easy
with the smooth-roiling three wheel
design. Models available for
children of all ages. Folds easily for
transport, adapts to seating inserts.
FREE BROCHURE.

Racing Strollers Inc.
P013 2189, Yakima, WA 98907

1-800-241-1848
Safe, stable, endorsed by pediatricians.

01990 RS1

Circle #63

At Devereux...
a helping hand is just a phone call away

1 800 345-1292
In a nationwide network, Devereux
provides services to individuals of all
ages who have a wide range of
emotional disorders and/or
developmental disabilities.

Devereux services include:
residential treatment centers
community-based group homes
day treatment programs
transitional living
acute and partial hospitalization
foster care homes
family counseling and therapy
in-home services
aftercare programs

Devereux
Since 1912

1644
Circle #107
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Newlyweds Alvin and Darlene
posed for the camera at every turn.
Here they make the first cut Into
their wedding cake.

nued.from page 27

Getting started
In 1980, I found a job as
a radio disc jockey, and
I worked in radio for
almost a year. I didn't
stay with it long
because I was presented
with an opportunity to
become a lecturer dur-
ing the International
Year of Disabled
Persons. A friend of
mine had received a

grant to do a year of programming for the schools. He
couldn't take on the project by himself, so he asked me
to help him.

I had learned communication skills in college, but I dis-
covered my ability to lecture when I went on the road to
speak to students. I'm always amazed when people say, "I
could never get up in front of a group and talk." That's
where I'm most comfortable!

Still, the hardest part about this kind of speaking is
remaining honest with myself a.s I go out in front of audi-
ences and open up my life. I was never an extremely pri-
vate person, but I still felt reluctant talking about certain

things. It i..Tc an eye-opener to me that I could do it, and I
felt quite proud tio- Deople appreciated my doing it. I'd
found my niche.

Positive thinking
Unless somebody can give me a better job than this one,
whici. is unlikely, I'll probably be a motivational speaker
forever. Before I found this career, I felt as if I was sub-
ject to society's whims; now I am in a position to bring
about change.

I do approximately 250 programs a year in high schools
all over North America, primarily in Canada My speeches
address self-image, self-esteem and positive thinking. They
are designed like most motivational programsmeant to
encourage positive thinking. I believe that if you have a posi-
tive attitude, good things will happen to you.

In my speeches, I stress the importance of holding on
to the dreams and beliefs we had when we were young.
Children are sure they can accomplish anything. When I
was a little kid, I didn't doubt myself. That certainty
came back to me later on, when I finally got my act
together again. People call that kind of self-confidence
"maturity." Is that maturity? I don't know. But now that
I've been around the block a couple times, I can finally
recognize what's important. EP

THE CHAIRSCHOLARS
FOUNDATION, INC. OChairscholars
would like to congratulate our first four CHAIRSCHOLAR College Graduates:

Wanda General Valencia Junior College, Orlando, FL
Amy McKnight Michigan State U., Lansing, MI
Joel Post U. of South Florida, Tampa, FL
Vi Vorsane ITT-Engineering, Dayton, OH

All of these wheelchair-confined students have overcome great obstacles to accomplish their goals:
They could not have done so without donations from YOU!!

We also welcome our four new CHA IRSCHOLARS who will be in college this Fall:
Katie Cubbage East Carolina U., Greenville, SC
Erika Medina Gonzaga U., Spokane, WA
Ellen Stern State U. of NY, Farmingdale, NY
Joey Thomas U. of South Carolina, Columbia, SC

These students will join six other CHAIRSCHOLARS enrolled in schools throughout the U.S. - Best
wishes to them all!!!

The trustees thank all of you for helping these courageous young men and women pursue their dreams
with your kind help.

Scholarship applications for the CHAIRSCHOLAR Program can be obtained from "Doc" and Alicia
Keim: 17000 Patterson Road #38, Odessa, FL 33556. Deadline for filing for college, Autumn 1996 -
January 15, 1996. High School Seniors and College Freshmen in ffilfsichairs should apply.
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Lauren Light,
12, of
Chesterfield,
Miscouri and
her brothers,
Josh, 9, (left)
and Aaron,
11, (right)
enjoyed light-
ing meno-

'rah candles duringlheir faraily's 1992 Chanukah celebra-
tion. In WON' On to her love for holidays, Lauren also enjoys
'Playing basketball, singing and dancing. Lauren's mom,
; Diane', describesher daughter as "beautiful, funny and
very soCiable." Lauren has a sebture disorder and mild

mental retwdation.

.....Last Christmas
.f.Ourid four-month-
oldVincent
Ficarrotte
'posing amidst

plenitude pf A

palivoitiaS1 Mom' '-
rePcift

,..that.Vinicent loves'
tp.pl* With his ,

OW_ ,pllirt'his favorite "toy" is his four-year-old sister,
!.;10enitiinoent,, who lives in West Babylon, New York,
hartmuitiple physical disabilities including arthrogrypo-
sie, a condition causing severely decreased joint mobili-
1* and a variety of limb anomalies.

he

,

Is that a two-tone
dog bone? Mom
Penny caught two-
year-old Kyler
Aubrey sharing his
Christmas candy
cane with his
"guardian angel,"
Molly. Kyler has
developmental
delays, but has not

diagnOsed with a specific disability. His mother
thax Kyler is a happy child whose "smile is

!worth athousand words." The Aubrays live in
1141$4.110(0, 0410411.

Wouid you like to share favorite candid snapshot or slide of your
child and/or family with other readers of EXCEPTIONAL PAnoril Send it to:

Readers' Photos, EXCEPRONAL PARENT, 209 Harvard Street, Suite 303,
Brookline, MA 02146. (Sony photos cannot be mtumed.) On a separate
sheet of paper, write your child's full name, age at the time photo was
taken, address and daytime phone number, and Identifyexe&one In the

photo. If you like, you can also write a few sentenllesUkt lour child.
MN) look ter a familiar face In an upcoming Issue!

REST EASY
With a Vail 2000

Enclosed Bed
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Now your child or loved one can enjoy the fun

of a canopy or tent-style bed, plus the protec-
tion of a soft, sturdy enclosure that:

Reduces falls and injuries.

Controls wandering.

Encourages more relaxed sleep.

Accommodates medical equipment.

Fits all ages from child to adult.

Includes a removable bedskirt and border
in your choice of colors.

A patented design, Vail beds are frequently

covered by private and state-funded insurance.
And they come complete with mattress,
enclosure, manually adjustable head and foot,
I-year warranty, lifetime service, and easy step-

by-step assembly video.

For a FREE catalog, call
1-800-235-VAIL.

rialmw.gipr#Oriam.

THE WHOLE FAMILY SLEEPc EASIER.
\\ ITH A VAIL E\CLOSED BED

Circle *33
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lare and Ron
Broos of
Cottage Grove,
Minnesota had

raised five children of their
own. They felt more than
ready to become grandpar-
ents, and were thrilled when
their flit grandchild, Andy,
arrived in August 1985.

Andy's physical develop-
ment seemed fairly typical,
but he cried a lot and
never slept through the
night. Still, Clare and Ron
were anxious to have Andy
spend a night at their
house. How tough could
one night be? But Andy
would not go to sleep
none of Grandma's or
Grandpa's tried and true
methods worked. At 2
a.m., Clare and Ron raised
the white flag; they called
Andy's parents to come
pick him up.

At Andy's two-year
check-up, his doctor told the family that Andy had develop-
mental delays "too severe to test." A few years later, he
was classified as having pervasive developmental disorder
(PDD), with impairments of social interaction, verbal and
nonverbal communication and imaginative play.

Andy's grandparents were devastated. "We didn't know
where to turn," Clare remembers. "We gave all the support
we could to our children, but we had no one to turn to our-
selves. We called around to see if any support was avail-
able. Someone referred us to the Grandparent Program at
the PACER Center in Minneapolis. It was such a relief to
find someone doing something for grandparents."

Grandparents
Have

Special Needs, Too
by Jane Johnson

A unique position
Grandparents of children with disabilities often find them-
selves in a unique position. While expected to provide
emotional and practical support to help their adult child
adjust to the demands and stresses of having a child with a
disability, grandparents may be struggling with their own
uncertainty and grief. Lacking direct access to the informa-
tion resources available to their children--doctors, social
workers, therapists and other families of children with dis-
abilitiesgrandparents may not receive sufficient informa-
tion about the nature of a grandchild's disability or its
effects. Many grandparents also feel an intensified level of
sorrow; they grieve not only for themselves, but also for
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Members of the PACER
Center Grandparent Program
enjoyed a grandparent-grand-
child picnic in June 1995.

their adult child and their
grandchild.

Many communities have
services to meet the needs
of children with disabilities
and their parents, but very
few ever consider the spe-
cial needs of their grand-
parents. But grandparents
have special needs, too. As
Joyce Ratner, PACER
Center volunteer and first
co-chairperson of its
Grandparent Program, puts
it "Being the grandparent
of a child with special
needs is the same as being
the grandparent of any
child, but ifs different,
tooright from the begin-
ning. The birth of a child
with disabilities i.ntroduces
uncertainty and mixed

emotions into an event that usually reassures grandparents
that their family is continuing into the future."

Planning a network of support
In 1990, at the PACER (Parent Advocacy Coalition for
Educational Rights) Centerthe Parent Training and
Information center (PTI) for parents of children with disabili-
ties in Minnesotaadvisory board member Sara Lieberman
first raised the topic of grandparents during a discussion
about ways to expand PACER's supports for parents.
Lieberman, the parent of an adult son with a disability,
recalled that her son's grandparents had also struggled with
issues related to his disability. If PACER could help to meet
some of the special needs of grandparents, Sara told the
board, these grandparents could become a valuable source
of strength and support to their adult children facing the day-
to-day demands of raising a child with disabilities.

There were few program models to be found, so PACER
Co-director Paula Goldberg decided to draw on the
Center's experiences with parents. Time and again, PACER
had seen that parents of children with disabilities became
able to provide valuable support and practical advice to
other parents once they became knowledgeable about dis-
abilities and available services. Extended networks of sup-
port were a source of strength to parents; maybe the same
model could work for grandparents.
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Pictures and stories
In 1991, PACER held two workshops to introduce its
Grandparent Progam. More than 150 people from through-
out the state attended. The first workshop focused on ways
to organize support groups for grandparents; the second
dealt with issues of giief, loss and finding new dreams.

Following these workshops, a gioup of grandparents orga-
nized to become the Program's adv'sory board and planning
committee. The planning committee surveyed grandparents
to ensure that future activities would be responsive to their
needs. Based on the information collected, t.hey began to
develop workshops, small support group meetings with edu-
cational and support components, and a grandparent-to-
grandparent telephone network to provide support to new
grandparents of a child with a disability.

The Grandparent Program philosophy asserts that grand-
parents are their own best resources. As one grandparent
said, "I was overjoyed to walk into a roomful of people who
understood how I felt without explanation. No one knows as
well as someone who's been there."

The Grandparent Program support group meets through-
out the year, led by grandparents who have been trained as
group facilitators, with PACER staff members serving as
information resources and consultants. Meetings have cov-
ered topics such as inter-generational communication, rela-
tionships between grandparents and their adult children,
ideas for summer activities with grandchildren and much
more. Many support group members have become advocates
to maintain or improve the services their grandchildren
receive. They offer encouragement, comfort, humor and
advice to one another.

Above all, these grandparents enjoy doing what grandpar-
ents do best--proudly sharing pictures and stories of their
grandchildren. A grandparent-grandchild picnic in June 1995
gave members a chance to match the real live grandchildren
with the pictures and stories their proud grandparents had
shared.

Members say the support group has reduced their sense of
isolation. As one member told PACER, "This support group
helped me get out of the closet. I now realize I'm not the only
grandparent whose grandchild has a disability. I feel okay
about asking for help to understand her needs and abilities."

Another ....ember expressed (tow the group has miiched
her relationship with her grandson, "The support group has
relieved me of one of my biggest worriesthat of concen-
trating solely on my grandchild's disability. Now, I see the
child first, not the disability." EP

Jane ohnson is the coordinator qf the PA(7ER Center
Gmmtparent Program. For a brochure or more infbrinatimi
about the Grandpairnt Program, PACER's other projects or a
free publication list, contact PACER Centel; 4826 Chicago
Ave. South, Minneapolis, MN 55417-1098; (612) 827-2966,
WITY; (612) 827-3065,Jitr; e-mail: mnpacerftteens.com.

inimS Ifl g-11111 114'D

Floor or Booster
Folding Chair

2-in-one
Great Seater
for floor activity
and a Booster
Chair for home
or restaurants

Fold'n Carry

Call for brochure: Circle *243

1 800 286 8181

Who do you trust for
Special Needs Trust Management

for your child's assets?
Today, a child with a disability could outlive
his or her parents. Who do you trust to
supervise the assets you leave behind for
your disabled child?

PaineWebber Personal Trust Services
Special Needs Trust Services
Asset Management
Competitive investment products
and services with reasonable fees.
Coordination of Trust payments with
public benefits. supplemental, needs,
and preservation of eligibility.

Ken Horwitz
Senior Vice President-Investments

(800) 242-7526

1201 Third Ave., Suite 2400, Seattle, WA 98101
1495 PaineWebber Incorporated. Member SIPC

n 4 8

Circht *281

DECEMBER 1995 / EXCEPTIONAL PARENT 31



"Normal"
A Grandmother's Point of View

he situation was out of
my control. My daugh-
ter and her husband
were not in any posi-

tion to have a child, let alone a child
with special needs! I wasn't ready to
be a grandparent, and I definitely
wasn't prepared to welcome a baby
with missing genetic information.
Why was this child determined to
join us? If I had to have a grand-
child, I wanted one with all the "nor-
mal stuff." I had raised my daughter
with "normal stuff' in mind.

Images of normalcy surround us
to the point that most of us take
"being normal" for granted. Sure,
once in awhile you see a child with
"problems," but it's easy enough to
glance away. Healthy, happy chil-
dren make their way into our
hearts on many of our favorite TV
shows; baby magazines are full of
how-to articles for parents of chil-
dren who are growing and devel-
oping in typical ways; "normal" is
implied in the advertising and pack-
aging of each appealing baby prod-
uct. This was the "normal" I knew.
This was the "normal" I had expect-
ed. This was the "normal" I passion-
ately wanted for my daughterand,
yes, for myself.

Diagnosis
"Deletion," the doctor told us.
"Mackenzie has a deletion on the end
of the long arm of her twenty-second
chromosome. She is genetically dif-
ferent from other children. You might
say she is missing a small but impor-
tant part. Her condition is quite rare.
You will have to be patient and see
how she progresses." He looked
down at his notes and began nodding
Us toward the hall, then added, "It is

by Diane Bennett

f).

I DON'T KNOW IF

MY LIFE IS "NORMAL,"

BUT I DISCOVERED

THAT WHEN I WAS

READY TO CHANGE,

SUPPORT WAS AVAILABLE

AND POSSIBILITIES

SHOWED THEMSELVES

IN A BRIGHT,

NEW WAY.
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Diane Bennett holds her 14-month-old
granddaughter, Mackenzie Lopez.

difficult to determine the extent of
her developmental delay. I'm sorry,
but I don't have that much informa-
tion to give you."

Mackenzie's diagnosisand the lit-
, tle bit of information the doctor

could providebrought some relief,
but it brought something else, too. I
became increasingly sensitive to the
frequency with which regular growth
and development surrounded me,
blastins me at every turn.

A simple trip to the grocery
store threw me into emotional tur-
moil. By the time I hit the cereal
aisle, I would have already
wheeled my cart past scores of
young, attractive parents with
active, normal, adorable children.

It made me sick! I painfully
resented their good fortune and
health. Where was my wallet full
of cute snapshots of my normal

baby granddaughter? Why was my
daughter beset by never-ending doc-
tors' appointments, teary phone calls
and an endless trail of paperwork?

Outside the boundaries
I had been carelessly tossed outside
the boundaries of that safe world
inhabited by my peers. I was living in
a place where everyday events took
on sinisi er shapes:

Just another shopping
trip with a friendmy
turn to drive so I swung
by to pick her up. As she
slid into the seat next to
me, she carnally said,
"Look what Laum and
Pam made in their
Mommy-and-Me class."

1643



She was proudly wearing a pink tee-shirt
with imprints of baby feet and the caption
"I walk all aver Grandma."

The rational part of me knew it was just a cute, silly tee-
shirt, but the rest of me felt personally exposed and insult-
ed. My heart jumped, my eyes welled and I quickly blinked
back tears.

"How insensitive to flaunt that in my face!" I thought.
"I'd love Mackenzie to walk all over Grandma! I'd love
Macky to walk at all!"

Facing my fears
Months passed. I was constantly tired. I was always on the
verge of tears, ominously aware of a vague cloud of fear that
hovered in my mind. "Great," I told myself. "It was bad
enough my daughter had a child with a disability. Now she's
got a crazy mother, too."

Something had to change. The situation was not going
to change, but I could. Other parents and gandparents had
met similar challenges head-on. It was time for me to face
my fears.

I began by volunteering in special needs classrooms and
recreation programs. I fed children, took them out into the
sun, turned on music tapes, wiped faces and diapered bot-
toms. I lifted kids into standers and posiVoned them on
horseback. I listened to their assorted squeals and giggles.
I saw a lot of grins.

I "hung out" at Macky's school, where my granddaughter
and other infants rolled on the mats, played with the toys
and received physical therapy. I rubbed elbows with coura-
geous parents and skilled professionals.

Somewhere during this time, I heard the phrase, "Raise
the child not the disability." I liked the tone of that. It
jarred my perceptions. It felt like a place to start.

Cleaning out the "thought boxes"
Before Mackenzie' s birth, I could
have told you exactly what I thought
about almost anything. My rigid ideas
fit nicely into sealed "thought boxes."
I had empathy for the "special situa-
tions" of others, but when I came up
against something that would not fit,
something I did not want, something
I could not change, it wreaked emo-
tional havoc.

Mackenzie's arrival prompted some
real cleaning of my "thought boxes." I
had to learn to look for the whole
rather than the parts, the similarities
rather than the differences. I had to
learn to see the child, not the disability.

Eighteen-month-oki Mackenzie munches a
cookie while showing off her newly-

acquired skill of sitting independently.

-'r

Enjoying a day at the beach, Mackenzie, 17 months, "adjusts"
Grandpa Bruce Bennett's swimming goggles.

In the process, I became the "norrnal" doting grandmother
Both Mackenzie and I are all smiles and
giggles as I hold her. She reaches out, first
touching my nose, then my lips. Her hand
brushes my cheek One more stretch and
she has the prizeGmndma's earring!

I've learned that "being different" coexists with "being nor-
mal." Love, joy, frustiation, hope, anger, confusion, change,
worry, playfulness, sorrowthese emotions are part of every
parenting or grand-parenting expenence. No matter what the
situation, you do your best. You love. You wonder. You hope.
You hold tight to courage. You develop faith.

I see my daughter doing these things and I am proud I am
moved by her love and early-found matunty And I am capti-
vated by my ganddaughter, who is beautiful beyond words.

I don't know if my life is "normal," but I discovered that when
I was xeady to change, support was available and possibilities
showed themselves in a bright, new way.

Mackenzie came into my world

1650

and changed everything. And I mean
everything. Not just practical reali-
ties like care and money. Mackenzie
has also given new meanings to more
abstract realitieslike what is "
normal," what is fair, and what is
possible. EP

A Diane Bennett lives with Richard
Cheek in San Clemente, California.
Diane and Richani enjoy spending
time with their ertended family,
which includes four adult children,
a dog, a cat, a desert tortoise and
two chickens. Diane recently
returned to leaching at Westmont
Elementary S,:hool in Huntington
Beach, Cal Vc rnia after taking a
two-year leave to be with her daugh-
ter, Molly, and granddaughter,
Mackenzie.
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READERS TALK ABOUT:

Family

THE IMPORTANCE OF FAMILY

was an only child, and accustomed to my privacy
Then I married Rich, the oldest of seven children.
It took a lot of getting used to.

Rich's family was very close, and there were
so many of themfive brothers,
one sister, aunts, uncles, grandpar-
ents, great-grandparents, cousins,
fcxeat-auntq and great-uncles. There
were so many I couldn't keep them ,,y)
straight. When I was growing up,
there were Mom, Dad, Grandma
and me. We saw the rest of the
family once in a while. But with
my husband's family, it seemed like
there was always some event hap-
pening, and everyone would be
th,:re. It was more than a little
overwhelming.

When we started having our own
children, my ideas began to change.
Thanks to Rich's large family,
someone was always available to
babysit. And since Rich's youngest
brother was just eight years old, he

Seven-year-old Ryan Carew
aunt's wedding two years
and Nana Jones end sister

girls spent most of the next six weeks at my parents'
house, and Rich's parents cared for them when my parents
went to visit Ryan.

All of Ryan's grandparents came to visit as often as pos-
sible. These times were a gjeat
source of support. I will never for-
get the first time my mother held
Ryan. He was hooked up to all
kinds of tubes, but grandma could
see nothing but her beautiful new
grandson. I can still see her hold-
ing him as she sat in a rocking
chair next to his bed. She rocked
him and sang an Irish lullaby. I
could feel the immediate bond that

.6? formed between them.
This past year has been an espe-

cially hard time for Ryan, and for
the rest of the family as well. Ryan
went from an active, vivacious
seven-year-old to a child who
could not get out of bed. He was
having multiple seizures, and trou-
ble with his shunt (the tube placed

had a front row seat at his
ago. With him were Poppy
Amy, 10.

was always willing to play with the
kids. A large family was starting to look like a better idea

But it wasn't until our youngest child was born that both
Rich and I realized the true value of a large, loving family.

Ryan was born five
weeks premature, and
had a very difficult
birth. After being trans-
ferred to a hospital spe-
cializing in infant care,
he was diagnosed with
hydrocephalus (fluid on
the brain). noctors told
us he would be in the
hospital for quite a
while.

From day one, our
families pitched in to
help. Grandparents
took care of our two
older daughters,
Maggie and Amy. The

.
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in his head to drain the Odra fluid
off his brain). Ryan spent two months in the hospital, and
had five new shunts put in. As each one failed, he became
increasingly weaker.

Our families rallied around us again, doing whatever they
could to help. Relatives stayed with Ryan whenever Rich or
I couldn't be there. They brought foods he liked to tempt
him to eat and talked to him several times a day on the
phone. Family members also took care of the girls, keeping
their everyday lives as normal as possible. Those family
members and friends who could not visit the hospital sent
endless cards and letters. Ryan was thrilled by all the mail.

My perspective on extended family is much different
than it once was. I now wonder how we would ever sur-
vive without them. They surrounded us constantly while
Ryan was in the hospital, and far from feeling over-
whelmed, I could only say, 'Thank God they're here."
Being part of a large family is great; I'm so glad our chil-
dren are growing up with an intimate knowledge of how
very important family is.

Kathy Carew
West Haven, Connecticut
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LOVE + INCLUSION =
hen our two girls were first diagnosed with Down
syndrome (Melinda, 11) and cerebral palsy (Mary,
8), everyone in the family initially reacted with
shock and denial. This was especially true at the

time of Mary's diagnosis; nobody could believe that one fam-
ily would be dealt two children with special needs.

I guess our feelings were pretty normal. But it didn't
take long for us to feel the love of our relatives and
friends. This loveso strong it felt like a IN arm embrace

is what helped us through those
long first days. And soon the
days were not so long. As the
years have passed, our family
and friends continue to share
our moments of happiness as
well as sorrow.

My husband's mother,
Grandma Hettel, has always had
a very special relationship with
the girls. She is just old enough
to be from a generation in which
"different" children were kept out
of sight. She is thrilled that this is
no longer the case; she takes
great pride in being a part of all
the girls' activities and showing
them off to her friends. Her arms
are always open for big hugs from
Melinda and Mary. Our family

During an overnight visit
to the home of Grandma
and Grandpa Ennis,
11-year-old Mary spends
some time working with
Grandpa on his
woodcarving hobby.

FAMILY
feels so lucky to
have our wonderful
Grandma Hettel.

My parents,
Grandpa and
Grandma Ennis,
have always been
my strength. Since I
am their "little girl,"
1 can still cry in their Grandma Hettel celebratvs a birthday with
arms. Of course, ( rom left) Mem 4, and Melinda, 7.
they are also among
the first to hear our joys as well.

My parents have a precious relationship with Mary and
Melinda. Ylo one tells a story like Grandpa Ennis. The girls
love to c' ,ddle in a big chair with him to hear "just one
more." ( randma Ennis has a lot of energy. She can spend all
day playing with the kids. My parents also love to have the
girls spend the night at their house. They do this on an indi-
vidual basis so these times are very special.

When it comes to our family and friends, the one con-
stantbesides loveis inclusion. There is never a question
about whether our girls will be welcome at any gathering.
Our family is always well-received, made comfortable and
included in all the action.

Our extended family and friends make us a fortunate family.
To all of them, I humbly say, "Thank you!"

PAPA AND NONIE
ommy's relationship with his Papa and Nonie,
Norman and Jacquelin Janson, involves a bond that
is difficult to put into words. I know, because I've
already tried to write this several times.

Eleven-year-old Tommy, the second of our four children,
has mental retardation. Because of his developmental delay,
he still has some of the fears common to very young chil-
dren. For example, the roaring dinosaurs at the Science
Center terrify him. So when Papa and Nonie bring the other
children to the Science Center, Tommy just can't go along.

One solution might be to leave Tommy out completely.
Another would be to skip activities in which 'Ibmmy cannot
participate, even if they are things the other children enjoy.
Instead, Papa and Nonie decided that when the others do
something Tommy doesn't enjoy, he should get his own spe-
cial outing later, to MacDonald's or to the malltwo of his
favorite places. At first this solution seemed too simple; Papa
and Nonie thought they should do more. But they soon real-
ized that the little trips were what Rimmy wanted and
enjoyed the most.

Of course, there are many places Papa and Nonie can bring

C

all four children.
And our other three
children also have
opportunities for
individual time with
Papa and Nonie.
But Tommy and his
grandparents are
especially close.

I can see the love
and trust on
Tonuny's face as I
watch him sit by the
window waiting for
Papa and Nonie to
come pick him u)
for one of these
special outings. "Papa come pick me up," he repeats (about a
million times) before they finally arrive. If he knows about a
visit further in advance, he tells everyone he sees, even gro-
cery store clerics. "Papa and Nonie coming Sunday," he

.11t,or Em1141ll rota/ plfIC

DECEMBER 1995 / EXCEPTIONAL PARENT 35

Hellel
Marseilles, Illinois

Nonian and Jacquelin Janson (aka "Papa"
and "Nonie") celehated their forteth wed-
ding anniversary with their grandchildren,
(clockwise from left) Tommy, Stephen,
Jimmy and Ellen.



continued from page 35

delightedly announces to the world.
When we plan family gathering% Tommy

tells me., "Papa and Nonie come." They are
always first on his guest list. When they
arrive he runs out to greet them before they
even get out of the car. Tommy is always
ready to show them his latest video game.
And Papa and Nonie are always ready to
watch and listen.

A14

Papa lent a hand with the games at
Tornmy's sixth birthday party,

=SMMIMiiW'

Tommy Imows that Papa and Nonie are
two of the many people who love him. He
loves them, too. Most importantly, he knows
he can count on them. Seeing them together
Papa, Nonie and all four childrenmakes us
very glad there's a Papa and a Nonie in our
lives.

GRAMMY'S FAVORITE
hen we were children, my two brothers, my sis-
ter and I always tried to figure out which of us
was my mother's favorite. "We know you have a
favorite," we'd tell her. "Who is it?"

My mother always insisted she loved us all equally. Now
that we're grown and have our own families, we realize
that's true. Mom really doesn't play favorites... Well,
maybe with one exceptioneveryone knows she has a
special place in her heart reserved for her six-year-old

grandson,

-

_

Bryant.
My sister and I

got pregnant for
the first time
within months of
each other. Lynn
was a few
months ahead of
me and seemed
to be having an
easier pregnancy
than me. Still, it
was wonderful
to share this
experience. We
enjoyed many ice
cream sundaes
and daily chats

about what we had for breakfastusually something fat-
tening! I was with her when she gave birth to her daughter
and looked forward to her being in the delivery room with
me as well.

It was not to be. Bryant was born by emergency c-sec-
tionborn with so many problems we could hardly keep
track of them all.

My entire family, everyone from my 80-year-old grand-
mother to my COUSins, rallied around ;.o provide comfort
and support. My sister visited the hospital faithfully, even
though she lived more than an hour away and was caring
for a newborn of her own.

My mother, however, was my most constant source of
strength. Although my husband had to work every day, I
never made that long drive to the hospital alone. During
the four months Bryant spent in the neonatal unit, my

Grandmother Elaine Deane doesn't let a few
tubes get In the way of a good snuggle with
her newborn grandson, Bryant Paquette.
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Susan Moore
Black Jack, Missouri

mother accompanied me to the hospital daily, providing
both emotional and physical support. She backed me up
the day I sat in a meeting with medical professionals and
fought to bring Bryant home. The doctors finally agreed,
although they were not at all sure we could handle an
infant who needed round-the-clock nursing care.

Bryant came home, on full life-support, to a miniature
intensive care unit in our small apartment. During his first
week home, he had a cardiac arrestjust the beginning of
a traumatic first year we might not have survived without
the support of my parents.

Bryant's surgeries have taken us throughout our home
state of New Hampshire, and as far away as Pennsylvania
and Tennessee. My mother has come with us every time.
Along with her concern for Bryant, she always takes the
time to make sure I'm doing okay. And it hasn't been easy.
Now that I'm a mom, I can see how your children's heart-
break truly becomes your own.

Perhaps most important has been my mom's desire to
really know Bryant. She has learned to care for his every
needfrom suctioning his tracheostomy to feeding him
through his g-tube. But beyond his trach, wheelchair, leg
braces and on-going facial reconstruction, my mother
knows and loves Bryant for the unique little person he is.
She is proud to be his grandmother and doesn't miss an
opportunity to let everyone know it!

Grammy and Grampy Deane look on as18-month-oid Bryant plays
with his "spare" CPAP (continuous positive airway pressure) valve.
Bryant, who remained on full life support until the age of three,
thought his CPAP valve was a great toy. To allow the real one to do
its job, the family always kept a spare for him to play with.
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What can you say about that kind
of unconditional love? My mother
would argue that one just can't. help
love Bryant and, of course, I would
agree. But the stark reality is that
many peoplegrandparents includ-
edjust can't deal with a child who
has a disability. We are extremely for-
tunate to have both of my parents,
whose love for Bryant is manifested
every day.

When other grandparents brag

Six-year-old Bryant listens to a story read by
Great-Grammy Mary Labde (left) and Grammy
Elaine Deane (right).

about the achievements of their "nor-
mal" grandchildren, my mother does-
n't wait a minute to chime in with
Bryant's latest accomplishments.
Perhaps no one would really notice if
she casually left Bryant out of these
conversations. After all, she has three
other "perfect" grandchildren. But to
her, Bryant is perfectand maybe
even her favorite!

Cheryl Paquette
Manchester, New Hampshire

BEST FRIENDS
Hoping for a "photo op," the local media turned out at the day camp for children with dis-
abilities. As counselors helped children bait fishing hooks beside the lake, a reporter from
the local television station asked if anyone was going to catch a fish.
"Sure thing," Bumpa told him. "Stay right here. Adam is going to catch one in no time!"

To everyone's surprise but Bumpa's, Adam caught his first fish within two minutes
just in time for a camera crew to film him for the local news that evening.

On summer vacation, Bumpa Bob
Slagen and Adam Voisin, 3, do their
morning stretches in a lawn chair in
front of the cottage.

dam is my
1; three-year-

old son,
who has

cerebral palsy, and
"Bumpa" is my stepfa-
ther and Adam's best
friend, Bob Slagen.

When Adam was
born ten weeks early,
we were told that his
grade I brain bleed
was not serious
enough to cause any
damage. The doctors
said he'd catch up in
no time. Eighteen
months later, when he
still couldn't sit unsup-
ported, the doctors
changed their progno-
sis and diagnosed him

with cerebral palsy.
As is true for most working mothers, child care became

a major concern for me. Adam and I had gone through
three babysitters when Bumpa, who is retired, asked if he
could take over.

I couldn't have asked for a better situation for my son!
Bumpa and Adam always find something fun to do togeth-
er. Sometimes they go to the local shopping mall just t o
ride the elevators, one of Adam's favorite activities. Bunipa
and Adam ride all eight mall elevators, then come home.

Bumpa has taught A Jam how to fish, how to play his toy
drums and how to draw a circle. He's also taught Adam the
meaning of "coffee klatch"of course, Adam drinks juice
in lieu of coffee. I never have to be concerned about my
underweight son consuming sufficient calories. Bumpa
feeds Adam a full-course meal at noon. (Bumpa doesn't
call it lunch; it's "dinner.")

Bumpa is so incredibly biased, it makes my heart melt.
Every time, I start feeling bad about Adam's inability to
walk, run or ride a bike, my stepfather is quick to pick me
up. "That kid is the smartest three-ye-v-old around," he
asserts. And then he'll tell me about some other three-year-
old he knows who isn't talking as well as Adam or can't
even spell his own
name. I sometimes
wonder if Bumpa
quizzes every three-
year-old he sees!

I don't think I
could ask for a bet-
ter Bumpa to be at
my son's side.
These two "peas in
a pod" are a fine
example of what
best friends are.
The only thing sepa-
rating them is 60-
some years.

Li sa Voisin
Muskego,

W sconsin
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The next best thing to being there: Adam
loves to talk to Bumpa on the phone. On
this night Adam called to tell Bumpa what
Mom was making for dinner.
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"Hold on to what you value most."
At The New England, we understand the unique pressures that you face. Financial questions

are some of the most challenging. We can help. There are representatives of The New England

who are uniquely qualified to address the investment and insurance matters that cause you the

most difficulty. We'd like to demonstrate our commitment by providing a free workshop

for you or a relevant support group. This workshop is specifically ,iesigned to help you explore

the most appropriate financial options to fulfill your family's special ,,eeds. To sign up for

Life Planning for Persons with Disabilities, call 1-800-827-3173.

Alan Goldberg
Weintraub Associates
5255 Golf Road
Skokie, IL 60077

Mike Leone
Gent Financial Group
17 North Main Street
West Hartford, CT 06107

Ken Schlezes
The New England
410 West Ninth Street
Wilmington, DE 19801

811121(0 Insurance and Investment

David O'Donnell
The New England
Financial Group
901 Dulaney Valley Road
Suite 301
Towson, MD 21204

Paul Pro vencher
The New England
Financial Group
117 Park Avenue
West Springfield, MA 01089

The New England

Brian Shegon
Chris Huber
The New England
Financial Group
2 Radnor Corporate Center
Suite 300
100 Matsonfoid Road
Radnor, PA 19087

Alfred C. Current, Ill
Thompson Financial Group
1656 South New Hope Road
P.O. Box 3706
Gastonia, NC 28054

ngland Mutual 11, lAswanco Co nosto" MA 000 1195 1414
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As the oldest of six
children, my hus-
band, Michael,
was usea to the

noise and chaos of fam-
ily gatherings. But I
was an only child, and
finding my place among
my husband's close-
knit family was an
adventure and a chal-
lenge. Gradually, I
came to love and enjoy
the company of
Michael's brothers and
sisters, as well as the
hectic life of a large family.

Over the years, our extended family
grew to include six spouses and 10
grandchildren; each new addition was
welcomed with enthusiasm. The fami-
ly shared our joy when we adopted
our son, Kevin. And, although we
lived miles apart, they shared our pain
when Kevin was diagnosed with
severe cerebral palsy.

Even though family gatherings had
always been times of excitement and
joy, part of me began to dread these
get-togethers. These events had
become times of "what ifs" and "if
only" for me. As Michael's brothers
and sisters shared the highlights of
their children's lives, Kevin's accom-
plishments seemed to pale
by comparison. One child
had played a harp solo at
church; another had been
placed in the gifted program
at his elementary school; a
third was going to be in a
dance recital. What was I
supposed to say about
Kevin? That he could now
take a few steps without
falling? That he had learned
to pronounce a new word?

It was equally difficult to
watch Kevin try to talk or

"Project Cousins"
Discovering the joys of family

by Ann Darby

Spending a weekend at Grandmother's house are (from left) cousins Jaclyn,
Lauren, Jason, Darby and Kevin.

play with his cousins. They weren't
unkind; in fact, they were always very
nice to Kevin, but they quickly tired of
making the effort required to commu-
nicate with him and moved on to
other activities. Kevin didn't seem to
notice as much as I did. He just
attached himself to that day's favorite
uncle, seemingly content to
spend his time with the adults.

A plan
In the spring of 1994, my hus-
band and I started discussing
some steps we could take to
help Kevin develop closer rela-
tionships with his cousins
Our plan, which we dubbed

"Project Cousins," was
the result of this brain-
storming.

We decided to invite
each cousin in Kevin's
age group to visit us for
several days during the
coming summer vaca-
tion. We planned lots of
fun activities for these
visitsswimming, boat-

. ing, fishing and riding
Kevin's four-wheel, all-
terrain vehicle.

In the comf-)rt of his
own home, we hoped

our son would open up and talk to his
cousins. Our goal was that Kevin and
his cousins would discover how much
they had in common.

That summer, five cousins spent
"mini-vacations" at our home. We
shared busy days full of summer fun
picnics, plays, movies and trips to the
petting zoo. Just as we hoped, Kevin

was able to display

At a family
gathering over Chnstmas 1994,
Kevin was "one of the gang."
Top: Kevin (right) clowns
around with Cousins Stuart and
Jaclyn; Bottom. Kevin shares a
mommt with his cousin,
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Even bath
time is more fun when it's shared with a
cousin! During a visit to Kevin's house, Stuart (left) and Kevin
enjoy a soak in the suds before bedtime.

coati,/ tied fr:m page :19

his terrific seilse of humor and love of
life. Everyone seemed to have a great
time, but we still didn't know if these
"good times" would translate into
greater family inclusion for our son.

Joyful holiday gatherings
The bc; family gatherings at
Thank,;giving and Christmas would be
the tn e test of our project's success.

To our great joy,
Kevin and his
cousins seemed to
pick up right where
they'd left off a few
months prior. No
longer was Kevin
hanging around the
adults; he was off
talking and playing
with the other kids.

At one point,
Kevin's grandmother
complimented one of
his aunts on the
"kindness" of her son,

who was playing a game with Kevin.
Aunt Beth immediately corrected her
mother, Stuart wasn't "being kind" and
she hadn't asked h'nn to play with
KevinStuart was doing what he
wanted to do!

All five cousins have asked to come
back to our home for visits. Several
have already visited; other visits are in
the works. The cousins have also

Are you tired of running around from store to store,
wasting valuable time and fuel trying to find bladder
control products for your child?

Listen to how HDIS (Home Delivery Incontinent
Supplies Co., Inc.) helped one mom simplify her

child's bladder control needs:
"Knowing that HIMS has always been there
for me makes taking care of my daughter so
much easier. I sure am glad that the days of
hassling and driving to the store are over!

Plus the savings are great! With doctor bills
and medication, things really start to add up,
but with HDIS so do the savings."

ft
NOIS

CALL NOW!
1-800-2MY-HOME

1-800-2694663
Cowl& 1995. HDIS 24/52 Ef 1/1/JI/kK

G.L.,from UT

H DI S carries Attends, Depend, Tranquility,
retyS plus r any more! Call TODAY for

your FREE HDIS Catalog, your FREE $8
coupon and your FREE Coupon Book with
savings worth oier $65!

Circle #14
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included Kevin in trips to ball games
and movies, a "cousins-only" party and
a weekend at Grandmother's house.

Spedal gifts
In the end, the youngsters in our
extended family were not the only
beneficiaries of "Project Cousins." By
making the time to have Kevin's
cousins visit our home, Michael and I
made five important discoveries of
our ownMeghan, a talented musi-
cian growing into womanhood;
Morghan, a kind-hearted and strong
individual; Lauren, a creative writer
and conversationalist; Darby, a nur-
turing and loving teacher and Stuart,
a bright sports enthusiast and our
son's newest "best friend."

:1,4

,

Kevin (left) and his cousin, Aaron,
grab some potato chips during a "cousins-
only" party.

In helping Kevin and his cousins get
to lmow each other better, his father
and I also got to know our nieces and
nephews in a fresh, new way. We are
thankful for the special gifts each one
brings to our family. EP

Ann Darby lives in Beckley, West
Virginia with her husband, Michael,
and son, Kevin. Ann is a preschool
teacher and Michael manages a
Comfort Inn. Kevin, 14, attends Mt.
Tabor Christian School in Beckley,
where he is in seventh grade.



Getting Started
by Frank L. Brunetti

Estate planning
always involves
difficult decisions.

The process is even more
.,, complicated for those

families who must be
concerned with the care,
comfort and well-being of
a child with disabilities,
especially if it is clear that

the child is unlikely to be able to provide
for his or her own support or make mature
day-to-day decisions. Such parents often
worry about who will care for a son or
daughter after their deaths; they also wony
about ensuring that the child's needs will
be provided for financially.

To begin the estate planning process,
parents must focus on two tasks. The
first is to perform an "inventory." The
second is to retain an attorney with
expertise in estate planning for children
with disabilities.

The inventory
An "inventory" involves gathering and
putting into order the most important doc-
uments that your fiduciary will need for
the care of your child. (A "fiduciary" is the
person you have selected as the personal
representative of your estate, such as an
executor, a trustee or both.) This inventory,
which, for ease of reference can be kept in
a three-ring binder, will include the follow-
ing sections:

Part I: The ProfileThe profile should
cover important information about the
child's educational, therapeutic and med-
ical history. It should include names,
addresses and phone numbers for all the
child's doctors, therapists and other service
providers. It shoukl also include key med-
ical records, along with the names and
dosr s of all current medications. Finally,
the profile should offer a complete descrip-
tion of the clnld's disability, and its likely
effects on the child's life, both now and in
the future.

Part II: DocumentsThis section of the
inventory should include the following: the
child's' birth certificate (original or duplicate

copy), the child's social security number,
parents' social security numbers, name and
address of the parents' estate planning
attorney, name and address of the child's
school or day care provider and a guardian-
ship order and/or any other legal documents
regarding the legal status of the child in the
case that parents become unable to main-
tain responsibility for his or her care.

Part III: Living PlanA plan, written
by the parents, describing how they
expect the child to live out his or her life.
The life plan should cover everything
from the child's favorite activities and
foods, to a list of friends and relatives
those with whom the child may live, others
with whom the child should maintain
contact. The plan should also include
burial instructions for the child.

The preparation of the "living plan" need
not be a "parent-only" task In many cases,
the child and other family members can
participate in the process and may contribute
useful information and ideas.

Finding an attorney
While parents are completing the inventory,
they can take steps to find an attorney
who has experience in estate planning for
children with disabilities. Parent organiza-
tions or Parent Training and Information
centers may be able to refer parents to a
local attorney with expertise in this area.
County bar associations may be another
referral source.

It is important to retain an attorney
with specialized knowledge because
estate planning for a child with disabili-
ties requires knowledge of federal Mx
law; regulations governing SSI, or
"Supplemental Security Income," the fed-
eral program that pays a monthly stipend
to people with disabilities, dependent on
income but irregardless of age; state
guardianship law and state Medicaid reg-
ulat ions. In addition, some stat es have
enacted special legislat ion related to
estate planning for children with disabili-
ties. For example, certain states allow the
establishment of "community trusts,"
nonprofit organizations that pool

cm/tinily,/ (Hi 1w!,( 4.1
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,RIMICATIONS
f °repo RdwoProwfding

rIgft Ufa to r a Mid with
jimiramity .

sit. Mark Russell, Attomey, Amok E. Grant Suzanne

.M. -Joseph, art Richard W. Fee. This book &plains

:.-" how to preiaare a thing Plan, a Letter of Intent and a

Special Needs Tot It &plains how to maximize your
'child's government benefits, avoid probate, reduce

rristate taxes and much more. Nasty revised third ecti-

, Ion, 1905, 440 pp, OM.
Availibie fon EXCEPIDAL PNVIT utram (800)

: 5454910; Order #AP02400.

77101 Mow* Workbook
bi L Wilt Aiken and Arnold E. Grant. A hands-on

giirnto hdri pareat prepare for the future security

and happiness of their child with a disability after the

Pan:OW 0801,1995, 272 pp, 124.95.
. S'AvatlaWnei Exapnout &weir Lbat)V (800)

..535-1910; Orr 1 b r AP12700.

. ,A Fan* Hondbook On Future Planning
Thts headlock hales Parents understand and orga-

nte a future ;Sart for a son or daughter with mental
'retardatioitindludes information on wit, government

. benefits, support Seri/if:ea, financial anangements,

. guadttriships, working with an attorney and other

inportant areas. Fem checkists snd outiines, along
with matted &articles, help parents estimate their
child's reeds, and organte their estle to help meet

those needa..1991: 133 pp, $15.
Avatlable troth lbe Arc Publications; (817) 261-

80d Om; (81 277-0533, TM Order #10-2.

: How ',Proof* for Mir Future
By Elizabeth M. Bop, Ph.D. arid The Pit's Insurance

Comtnittee..This bait proLicles suggestions for par-

ents, guardians, attorneys and others concemed with

meeting the lifetime financial needs of a child with

frontal retardation. Revised 1980., 46 pages; $10.

Amiable from The Arc Publications; (817) 261-
6003, voice; (817) 277-0533, TM Order #10-1.

Nurviri RAN AlliANCE
The National PLAN Flan Lifetime Assistance Network)

Alliance is a P3rvice component of te National
Nance for the Mentally IL The members of the
National ptAN Manx are independent, not-for-prof it

PLAN programs that provide care planning

motes lo parent who wish to continue the care
they currently provide into the future when they are

no loop& able or available to provide such care to

-ititir adult chkken with disabilities. FtAN programs

sine el arsabllitieS.
Ai PLAN programs offer three key services: (1)

develcOng a future eare plan, (2) helping parents

establish the necessary resources to fund the plan

and 0) Identifying the pemon(s) and/or program(s)

lesoonelle for canting out the plan. Most PLAN
Crowe:alio provide senices to assist parents
*Ph tuned care needs. PLAN programs are
cuttently operating In the following states:

ARIZONA
Ancona Proxy PLAN Foundation
2241 E Edmore St
Phoenix, AZ 85008, (602) 244-8166

CALIFORNIA
Proxy Parent Sluices Foundation
1336 Wilshire Filvd, 2nd Fl
Los ANeles, CA 90017, (213) 413-1130

CONNECTICUT
ftM of Connecticut
PO Box 370312
W Hartford, CT 06137-0312, (203) 523-4951

GEORGIA
ot

1256 BriatroffrtiNE, Rm 421S
Mart, GA 30306, (404) 853-0494

afiTUCKY
Kentucky PUN
102 E Main St, Ste 203
atcgetuo, KY 40324, (502) 863-6609

continued on page 43



What will happen to your child

with a disability after your death?
Easy to read and understand, an essential book,
Planning For Tlw Future, describes in careful detail
the steps that parents should takefrom residential,
employment and social options to legal and financial
elementsto ensure the future quality of life for
their child. Highly acclaimed for its original
introduction of the Letter of Intent!

What are people saying about this book?
"There are many complicated issues you face
when you have a child with a disability. It is
difficult to find good and accurate resources for
many of the problems but when it comes to
estate planning the place to turn to is books
written by attorneys L. Mark Russell and Arnold
Grant. They make even the most complex

problem understandable and easier to solve.This is a "must have" book for parents
and professionals dealing with estate planning for people with disabilities."

FRANK J. MURPHY, EXECUTIVE DIRECTOR,
NATIONAL DOWN SYNDROME CONGRESS

"Expert information on this very important often complicated topic. Very
valuable for parents and professionals."

STANLEY D. KLEIN, PH.D., EDTFOR IN CHIEF, ENOTTIO.V-11. PAREVI. MAGAZINE

Manning is this book's overriding featureno matter what the disability or how
small or large the income, if there is a well-considered and thoughtful
plan...children with disabihties will have a greater chance of enjoying the best
possible health and security.This book is a must purchase for all parents who have
children with emotional, physical, or mental disabilities."

LEG.11. NW/MAHON ALERT

"PlantlinglOr the Future is a book we distribute at all Arc events.We have found it
to be a great deal of value and very easy to understand for all parents concerned
about planning?'

TONY PAULAUSKI, EXECUTIVE DIRECTOIk,ARC OF ILLINOIS

"A comprehensive publication which presents an easy to follow approach to
addressing vital questions and burning issues that caregivers and consumers
encounter. A must for every professional in the field of mental retardation."

Ii.R.WALKER., Pita, PAS r
AMERICAN ASSOCIATION OF MENTAI RETARDNHON

"Using this book is probably the single most important planning step that you
can take for your child."

PRA / I I SSOR KI NNE I I I FRILI MAN, I-ROM A IL LVILW IN
T1 ACM R.7.1 I 'UN I UR Prt2s()NS TRU. f1-1\DIC. IPS (1S/-1) NIA I "SLLT1FR

Newly available from
the authors of

Planning For The More

While Planning For The Future
discusses all the options in detail,
The Life Planning Workbook is
designed as a hands-on workbook
to guide parents through the
planning process. By completing
the various parts of the workbook,
parents can put what they learn in
Planning For The Future to practical
use.The workbook enables parents
to: convey critical information
about their child to future
caregivers; calculate their child's
lifetime financial needs; organize
their affairs to permit continuity of
care for their child after their
death; save time and money by
preparing in advance to meet with
attorneys and other advisors. The
Life Planning Workbook can be used
separately or in conjunction with
Planning ForThe Future.

To order your copy of Planning For The Future or The Life Planning Workbook
Call 1-800-247-6553 (credit card orders only) or, send your check for $24.95 per book (be sure to include your address)

plus $3.50 each for shipping to:

AMERICAN PUBLISHING COMPAfy,
() \ .)ss I VANS1V)N II I IN(SJUPO' (, 0 2 11 4 II8 8

Circkt #248
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resources for the benefit of people with
severe disabilities. In return for contribu-
tions to a community trust, a designated
individual with severe disabilities can
receive lifelong services such as administra-
tion of trust funds, advocacy (for example,
participation by community trust represen-
tatives in the development of individualized
plans developed by service providers)
and/or guardianship.
. 'IYpically, most attorneys will give a free or
reduced-rate initial interview. Parents should
go to the initial interview with a specific
goalto determine whether this attorney can
properly serve their needs, and for a reason-
able fee. To be capable of making this deter-
mination, parents need to know something
about relevant legal issues before going to
the interview. These issues might include the
Medicaid "resource" rule (the way their
home state considers assets when determin-
ing eligibility for Medicaid coverage) and reg-
ulations for establishing
legal guardianships in
that particular state. This
type of information is
available through various
publications and national
organizations.

Financial needs
and liquidity

Before the estate plan-
ning process can begin
in earnest, parents must
determine the financial condition of their
estate and decide if and to what extent
their estate will provide for beneficiaries
other than the child with a disability (for
example, siblings). They will need to pre-
pare an updated financial statement, as well
as a family profile that outlines their partic-
ular estate planning needs. For example, if
parents' assets include a family-owned busi-
ness, they need to consider whether the
business will be passed on to heirs or be
sold. If the business is to be inherited by
children in the family, the estate planner
must find a way to pass the business on to
the designated heirs without its assets
being depleted by estate or inheritance
taxes. If it is to be sold, sales arrangements
should be made as part of the estate plan-
ning process.

Many families face the common estate
planliing problem of liquidity. "Liquidity"
refers to cash or the ease with which other
assets can be converted into cash. Because

treasury bonds can be easily converted into
cash, they would be considered "liquid
assets." Real estate, on the other hand,
would be considered "illiquid."

Liquidity is an important estate planning
issue because parents need to determine
whether their estate will have enough cash
to pay for liabilities such as federal and
local estate/inheritance taxes. In addition, if
parents hope to set aside funds for the care
of a child with disabilities, they need to
think about where these funds will come
from. Do they need to purchase life insur-
ance, or should they transfer new or exist-
ing insurance coverage to an inevocalfe
intervivos trust (a trust established during
the lifetime of its creator, which cannot be
revoked)?

Writing a will
Once these preliminary steps have been com-
pleted, parents can begin drawing up a will.

Because many forms of
government assistance
are denied to individuals
with substantial assets,
the will must exclude the
child with a disability
from inheriting or find an
alternative waysuch as
a "special needs trust"
to maintain the child's
eligibility for benefits
and insulate the inheri-

What 'arti your boncietrop:
about estate planning?. .

. . ,

Readers with concerns or questions..,-
.. about any aspect of estate planning ,

"kWOMng a child with a disability may
'write to Estate Planning, do
'..f..xclanioNts.t. PARENT, 209 Harvard St.,

Ste..303, Brookline, MA 02146. Mr. .
Bninetti wiil answer reader questkos
in.upoorning issuesof therneaatiog.

A .

BEST COPY AVAILABLE

tance from government
claims seeking reimbursement of previously
paid benefits. [Eurrott's NurE: "Special Needs
11-usts" will be the topic of an article in the
Febniary 1996 issue of EXCEPTIONAL PARENT.]

Another important feature of the will is the
appointment of the executor (or executrix).
The executor is the person charged with
making sure the will's provisions are carried
out. The executor must gather the assets, pay
the liabilities, file tax returns and fund any
trusts.lYpically, the executor will be a family
member or close friend. In some cases, par-
ticularly with complex estates, the executor
may be a bank or trust company. An attorney
or accountant usually assists the executor in
handling the estate.

If the will provides for a trust, a trustee must
be appointed 1 o manage the trust unt il its
termination. While the executor's term will
be short-lived, the trustee may serve for
years, even decades. Next to selecting a
guardian, the choice of a trustee is the most
difficult (lecision. The trustee must have

lEatela Planning Resources
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:Ibis fist of PLAN programs was
.:"'obtalned from the National PLAN

AN6tioe, For mote information, contact
-.:,406onatPL4NAlliance, 195 Wool:Awn

fe, Saratoga Springs, NY 12866;
:4518) 567-3372 (volce/fax).

*now: Worm ors Lim Ammo
orbs Prisms was &mums
The National Institute on life Planning

,:for:PerSons with Disabilities (NU) is a
Mii-protit organization affiliated with

cnorna.State University. NILP serves as
A naOoitl clearinghouse for parents and
j)rofesslccals seeking the latest informa-

, 44Ice about estate plannhig. NILP can
information on a variety of topics

ng government benefits, legal
advocacy and guardianship and
. It alsoprovides/a professional

g vogram and designation
ered Lifetime Assistance Planner

.:put:0-,v professionals who want to
*elks ptan for their future. While
praides workshops on all aspects

life p4anning to parents and profes-
'240onals, It does not provide any direct
f-,kiegal or financial services.

I Contact NILP, CMS, Sonoma State
ettrerolty, 1801 E Cotati Ave, Rohnert

Pork, CA 94928-6922; (BOO) 854-
3343i (707) 664-4235; (707) 762-

.1657, fax,
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coot i loyl.loon pow, 4
several qualities: trustworthiness, sen-
sitivity to the physical and emotional
needs of the child with disabilities
and ability to handle the financial
affairs of the trust. A trustee must act
almost as a surrogate for the parent.
In sonw cases, two trustees may be
neockdone to adnnnister the finan-
cial aspects of the trost and another
to early out. the more personal duties
of the trustee such as personal visits
with the child and advocacy on his or
her behalf.

In addition, the paivnts nmst have
properly drafted "powers of attorney,"
which grluit another i)erson the legal
authority to early out their afThirs if
they become unable to do so. In this
event, it will be important that another
individual is ready mid willing to take
on the role of "successor legal
guardian," a role that gives thls person
legal responsibility to care for and act
on behalf of the child with disabilities.

It's only human to put off making
difficult decisions, but in most cases,
parents of children with disabilities
will have started the estate planning
process without necessarily labeling
it as such. Most parents will have
infonilation needed for an "inventory"
readily available--though perhaps
not yet organized in a three-ring
binder Many parents have already
drafted a "living plan"in their
minds if not in writing. Some Itarents
may have already discussed the issue
with an attorney. All that remains is
some basic organization and a deci-
sion to comph.te the estate plan with-
in a specific time frame. EP

Flank L. Brunetti is an attorney and
Pa?fessor of Due and Taxation at
Fa Weigh Diekinsmt l'itiretsiL, in
Teaneck, New .1erseq, and maintains
a tar /malice in IlackensaekVew
Jers(w. Mr !Mined i has written ibr
the ENT TE tvvim; ,h yw
topic of estate plmatinyibrjamilies
who hare eh &hen with disabilit ies.
Ile also is an author and lecturerjew
speeiaThed tar tses sponsoled by
the American Institute q1(
Public A(rountatits. l sera's On the
editorial advisory bonni qrsorml tax
publications.

CEREBRAL Rimy A
ComPLE7E GUIDE MR

CIRECill v.va adthrsses

_ the many annplerities
and uncedainties. At

tlw same time, it pmvides the Whiny-I-
lion patents, gtondynents, catryivers
and lwalth plolisiotuds needorry-
thingflom eduadionalmul
psythosocial implications to whedchair
maintenance atul dental atm

This book is vaiMblelrom
Erceptional Patent Libtary (800/535-
1910). The Ihnowing is an e.tretpt

,tivm ampler taw, "An Overview of
Early child Development."

How may the development of a
child with cerebral palsy diger
from typical development in the
first year of life?
Developmei ital delays are anticipated
for the child with cerebral palsy (('P)...
The chikl with cerebral palsy most often
does not accomplish p-oss motor tasks
at the same rate as the child without CP,
for exanwle. Differences in the pattern
of movement may be seen as well. L)ue
to increased tone, or spasticity, some
cliiklren with CP may not be able to
fully separate the movement of their
heads from the movement of the rest of
their lxxiies, making their limbs feel mid
look stiff when they are rolling, attempt-
ing to sit or Uying to walk. The child
who Ls "floppy," or who has low tone,
may not be able to generate the foi.ces
iwcessaly to hold his head up or roll in a
smooth pattern. This child may shunp
when seated or placed to sit, and may
laickle or collapse at the knees when
attempting to stand.

In terms of fine motor skills, small
muscles in the hand that are used to
inanqmlate objecis are often affected
ty tone imbahuwes in children with

cerebral palsy. hi children with spastici-
ty, or liwn)ased I ()t Ic, impairment may
begin at the shoulder, with the inability
to extend the jinn to reach for an
olijec.t. The !mixt itself n lay Ix) less c( in-
t rolled in line regulation of movemei
making it difficult for the cl did to reach
and grasp. hi children with an athetokl
col uponent, the "fine tuning" required
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to coordinate reaching, grasping and
releasing may be missing.

The child with a known or emerging
hemiplegic pattern may prefer to use
one hand over the other... Hand prefer-
ence usually doesn't emerge until about
18 months, so if your child does not
use both hanits equally when he or she
is younger than 18 months, you should
mention this to your child's doctor.

Language development and problem:
solving abilities are not necessarily
allMed in the young child with cerebral
palsy, although language delay and men-
tal retardation do sonwtimes accompa-
ny cerebral palsy. You need to be aware
of normal milestones and bring to the
doctor's attention any behavior that is
significantly behind what you perceive
to be normal for a child of this age.

Many children with cerebral paLsy are
active and very social in the first years
of life. A child with physical limitations,
just like other children seeks and needs
verbal and physival affection in order
for his personality and identity to devel-
op. Visually iqipaired chiklren, for exam-
ple, often ; wed more touching and ver-
bal feedback than other children, since
they can't rely on their sight to pick up a
parent's sootldng expressions.

You may find, however, that your
child is less "huggable" and cannot
return your embraces, but yo: shouldn't
necmsarily view this as your
choice. A very small percentage of chil-
dren with cerebral palsy exhibit autistic-
like tendencies in the first year of life.
These children appear to be in a "world
of their own," neither seaing nor
returning affection, eye contact or social
contact. This behavior should be
brought to the attention of tile child's
physician, and counseling may be initiat-
ed to help stimulate tlw inirent-child
interaction. EP

Excerpt( d j'amt PALsv: A
'ompLETE ini' tmai, (AREGIuvu by

Freeman Miller, M.D. and Steven .1.
13(wha1eh, M.D. (with Marilyn I. Boos,

R.N.; Limb' )11,11 Ihniglus 7: Pearsmi.

11.. Rhombi .ti Walton M.D. and .lowt Low(1

Ulliustou). Published by 'Dte Johns
llopkins ;Hi versity Pless, 199.5.

1.661.
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1a1t gives ine great pleasure to give you a status report on the re-
uthorization of the Ir(fividuals with Disabilities Education Act
DEA). The Senate Subcommittee on Disability Policy has held

three great hearings on the IDEA where we have established a clear
and compelling record of what the IDEA means to chiklren with
disabilities and their families. In July, we tackled the tough issue of
discipline, holding a balanced hearing on what might be done to
protect the rights of children with disabilities, while recogninng the
responsibility of school personnel to maintain safe schools.
Through the appropriations process, we are working to secure vital
IDEA funding, (specially for the state grant programs ande Parent
naining and Information centers.

We will have a draft of the reauthorization bill for the IDEA
ready for public comment on November 20. (lb obtain a copy of
the draft, contact the Senate Subcommittee on Disability Policy,
422 Dirksen Senate Office Building, Washington, DC 20510.) This
legslation, when signed by the President, will be the blueprint that
will guide educators' actions as they work with the special young
people we care so about. This blueprint will open up new opportu-
nities to children with disabilities. The effects of what we do will
be felt into the next century.

We have spent many months reading and talking to people
about how to best serve children with disabilities through the
IDEA. As Chairman of the Senate Subcommittee on Disabilities, I
laid out five major principles to shape the legislation:

First, children with disabilities and their families should be the
central focus of our drafting efforts.

Second, if a current provision in IDEA works, don't undo it.
Third, add incentives that encourage schools to serve children

based on needs, not disability labels.
Fourth, add incentives that encourage and prepare schools to

include children with disabilities in school-wide innovation,
reform efforts, and assessments of student progress.

Finally, clearly link discretionary programs (federally-funded com-
petitive grants for projects or research aimed at improving services
for children with disabilities, conducted by universities, state boards
of education or other agencies) to the state grant programs (federal
funds provided to help states cover the excess cost of special edu-
cation). With this link in place, discretionary grants will hell) educa-
tors educate children with disabilities and help families contribute
in meaningful ways to the education of their children.

Specific examples
I want to give some specific examples of what we have done in
our draft, examples that are consistent with my five principles:

In our draft, we have removed ambiguities with regard to parent
participation in placement decisions affecting their child. Parents will
participate, period.

In our draft, we have not changed the state want funding formula
We have not removed the categories of disabilitks that define a
child's eligibility I am in no mood to experiment with funding for-
mulas or new definitions of what constitutes a disability. Such
actions may have unintended consequences for children with dis-
abilities and their families.

In our draft, we allow educational agencies to use IDEA state
grant funds to coordinate services with other agencies to benefit
children with disabilities and their families. We allow children with-
out disabilitieswhen served along with children with disabili-
tiesto receive the incidental benefit of state grant prop-ams. 1
want school pelsonnel to be empowered to help chiklren without
thinking about eligibility status. I want school personnel to be
empowered to ElliniMiTe the effects of and prevent disabilities with-

* For more informalMn on how the IDEA reauthorization process mm, affect dis-
ciplinary procedures for students with disabilities, see "IDEA Reauthorization
Update" (Nrimoinumi, October 1995) and "'Special Ed. Deserves Special
Emphasis" by Rep. Randy "Duke" Cunningham (November 11)05).
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out worry about a child's eligibility status.
In our draft, we give local educational

agencies the option of implementing
school-based improvement plans designed
to benefit children with disabilities and
their parents. I anticipate that this provi-
sion will help school systems to focus
more on the prevention of school failure, to
use school personnel in flexible ways and to increase the oppor-
tunities for children with disabilities to be part of special projects
and initiatives. If school districts opt for this flexible use of some
IDEA dollars, it would not in any way lessen their obligations to
comply with the IDEA with regard to any child with a disability.

Let me give one more example. In our draft, using multiple
strategies, we make the discretionary grant progams catalysts
and support systems for educational agencies and personnel who
work with children. We require personnel grants, which fund per-
sonnel preparation and training, to better address staff shortages
identified by states. We require that researcheis make research
results available to teachers more quickly. We give states the
opportunity to compete for grant funds to tackle systems-change
problems, such as how to include children with disabilities in
state- and district-wide assessment of Audent progress.

In our draft, we retain the authorization and separate line item
for the Parent Information and Thaining Program so these centers
can continue their important work.

Discipline
How for the $6,1,000 question. We are working toward a bipartisan,
mult;ple goup consehsus on provisions with regard to discipline.
We are very close. Everyone has invested much time and thought-
fulness in bringing us to where we are today. This work will pay
off. The discipline issue will not undermine a child's right to a fire,
appropriate, public education. I hope you will join us in the final
steps to true consensus.*

Wonder, confidence, love and trust
As I think back over the last eight months, certain moments stand
out for me. I remember making a few remarks at the NPND recep-
tion on a cold March evening. As I was about to conclude my com-
ments, a little person with big, bright, beautiful eyes crawled
across the floor to my feel. As I picked up that special little child, I
saw many things in those eyeswonder, confidence, love and
trust. At that moment, I knew and understood why I accepted the
chairmanship of the Senate Subcommittee on Disability Policy. My
job, with your help, is t o ensure that all children with disabilities
experience wonder, develop confidence, and are loved by and can
trust the people around them at home, in school, and throu,./hout
their special lives. EP

On November 8, 1994, Semstor Bill Frist (1?-knnessee) became
the fitst pntet icing physician elected to the U.S. Senate since
1928. &is! is ii member of the Senate Thalget, Labm and Human
&sou tres, Comatore and mall Business Comm ittee.s. le is
l'hai multi of the Senate Subemn miller mi Disability Policy. 'This
article was adapted fiynn tentatil's m(1de by Senator Frist at the
NPNI) Annual Meeting on October 2, 1995.
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Managed Care
by Family Voices

Once, the words "health reform" were on every/one's
lips. Now we hear about. "managed care." What is man-
aged care? Is it health reform? Is it good or bad for

children with specia health care needs? Although "Managed
care" means different things to different people, this article
will try to explain what most people mean by the term.

What is managed care?
Managed care is a way of providing pre-paid health care within a
network that includes a specified group of health care providers
and services. The network coordinates and refers patients to its
health pm. iders and hospitals, and monitors the amount, pat-
terns, cost and quality of care delivered.

Managed care differs from traditional "fee-for-service" plans, in
which patients choose their doctors and other related services
and pay for each service. Managed care plans usually limit the
services patients may receive by making physician visits, thera-
pies, home-care, pharmacies, specialists, clinics and hospitals
available within their own system, and by using "gatekeepers" to
prevent the provision of "unnecessary" services or excessive
referrals outside the network. Managed care is not "health
reform;" it is a way to finance and deliver health care.

How does it work?
Managed care plans are corporations either for-profit or not-for-
profitserving large groups of people through a "capitated" system.
This means that a business, school system, government body or
membership organization pays the plan a set price for each employ-
ee's or member's health care coverage. The employer and employee
usually share premium casts, and there might be a small charge (or
"copayment") for each service. The physicians and providers in the
network are on salary; they are not paid a fee for each service lab
vided. Someoneoften a primary care physician or nurseis the
"gatekeeper," deciding which services will be pnwided and whether
referrals outside the network can be made. Keep in mind that "case
nianagement," in which an individual coordinates services for
patients, is Ito/ the same thing as managed care, although case man-
agement can he part of managed care.

What are some examples of managed awe?
Health Maintenance Organizations (HMOs) are the most

common form of managed care; all health services are delivered
and paid for through one organization, often in a single location.

Preferred Provider Plans (PPOs) offer a group of doctors
and hospitals who give a discount on their :ervices to an insur-
ance company or an employer. In a PPO, colsumers must choose
their primary health provider from an appnr ted list and must pay
extra for specialty services received outside the PP() group.

Medicaid managed care plans, adopted by many states,
restrict Medicaid patients to a specified net w ork of health care
providers and services. States must olitain a Naiver, lolowil as an
"1115 Waiver," to impli.ment II us kind of plan. (A waiver repre-
sents a sit Inn ion in which a slued tic state am lies for, and is grant-
ed, exemptions from stan(lard Medicaid lido.)

Why is managed care considered so effective?
As heidth care costs have risen over the years, policymalms

and health economists have seen managed care as a way to
save money. They believe that managed care planswhere
everything and everyone is part of a controlled networkcan
achieve cost containment. Many health professionals also
believe that a managed care system can provide care coordina-:
tion and quality control.

What happens to chiklren with special needs
under managed care plans?
Because many managed care plans are new, data about. their
effects on our children are scarce. However, there seem to be
good and bad points. Possible advantages include the following:

Care coordination is easier.
There are fewer out-of-pocket expenses.
I lean care needs are often taken care of in one place.
Unnecessary procedures are unlikely to occur.
Providers and services are closer to home.
Consumer satisfaction is often a priority.
Continuity of care is likely.
Disadvantages, however, also exist:
There is a cost disincentive for making referrals to out-of-

network specialists for rare disorders or pediatric specialty
care.

"Gatekeepers" may lack knowledge and experience about
some disabilities or specific conditions.

It may be difficult to obtain access to specialty equipment,
therapies, new medications or treatments.

Access to pediatric specialists may belimited.
It may be difficult to get objective second opinions.
In many managed care situations, it is unclear how patients

and policymakers monitor the delivery of care, participate in
patient and network decision-making and lodge complaints.

In general, it is important to remember that the expense of
providing timely, appropriate and quality care to children with
special health care needs may create a dilemma in a system
that is based on cost-containment.

What should you do jf managed care is offered?
Ask many questions: Who are the "gatekeepers" and what are
their qualifications? Who are the pediatric specialists? Can you
choose your own primary physician, pediatrician, specialist
and therapist? Does the plan include the therapies, access to
specialists and unusual treatments or medication your child
ro quires? What will it cost to go to a specialist orprovider out-
side the plan'? Who gives and pays for second opinions? Is
there a program or department for children with special health
needs? Is there a consumer board, and what are its responsi-
bilities and powers? How are doctor-patient decisions made?
What are the grievance procedures? What state or federal body
monitors the managed care plan, and are reports available?

Families should insist on the involvement of consumers in
the network's policymaking, quality assurance and grievance
procedures. EP

l'a,tiily Voices is a national, grassroots clearinghouse fbr
ofiwmat ion concerning health care fOr childtrn with special

health needs. Family Voices monitors public and private
sector health care changes affecting children and families
thmugh the colhwt ire qiiwts of member ,1 amilies, a volunteer
coonlinator in every state, 10 regional coordinators and a
mnall staff working in several locations around the country.
For more infirmation, or to share your concerns about man-
aged care, contact Family Voices, PO. Bar 769, Algodones,
NM 87001; (505) 867-2368; (505) 867-6517 (fax).

This article may be photocopied and distributed freely.
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Surviving
by James Elliott

parenting children with disabilities can be brutally
difficult. Each of us must deal with this fact on a daily
basis, though most of us find it hard to confront. How

many times do you hear or read about this side of our lives?
The harsh realities that find us privately raging against
everything? The media usually offers inspiring, hope-filled
stories about sick kids and their brave, loving parents.
These stories don't paint a complete picture. Would reading
any of these stories prepare the new parents of a child with
severe disabilities for what lies ahead?

The lives we live as parents of these kids are routinely
portrayed as a-okay, as long as we show a "positive atti-
tude." The truth gets lost in peo-
ple's need to maintain a strong,
socially acceptable, outward
appearance. This need brings
people too close to the edge of
total denial.

In all honesty, it has been my
experience that raising a child
with severe disabilities is gener-
ally not eujoyable. This is not to
say that good times never occur,
but the times of true happiness
are so few when compared to
the times of sadnms, pain, guilt,
pity or all-out exhaustion. I ant
upset when people imply that I'm
simply whining about my lite. My
feelings do not grow out of self-
pity or selfish regret; I have no room left in my heart for
such things. My sadness and pain come from the anguish of
watching my child stiffer more often than not.

I love my son intensely, and I'm thankft II that he is alive.
But I wfuse to pretend I'm at peace. I wouldn't wish my

-
'71

, Reese Elliott, at one week old, had dropped to one pound, 11
ounces. Here, his father holds his hand.

family's life on my worst enemy.
I've learned a lot from our experience, but I compare my

feelings to those of a returning combat hero, standing
under bright lights during some medal ceremony. The sol-
dier stands there blinking, trying to accept accolades from
the crowd, when inside all he knows is that he had to
watch his buddy get his guts blown out on the battlefield.
He knows he just happened to be the guy left alive to try to
save his friend. This is not a peaceful knowledge. Ile knows
he survived, that's all. There can be no peace with the rest,
and no denial of the nightmare he had to live throughnot
until someone finds a way to set back time, to prevent that
shell from exploding, to relieve him of the painful memo-
ries of a loved one's suffering.

My son, Reese, was born three months premature, after
my wife went into spontaneons early labor for reasons doc-
tors could never explain. She was in perfect health, did
evetything right, and Reese still came early. He was purked
from the womb weighing just two pounds, in an emergency
c-section, and rushed to the NICI 1. There, he was hooked
up to I.V tubes, sensors and monitors.

The doctors told ns to find the hospital chaplain. Before
my son was a day old, I watched a priest give hhit his last
rites. All I could ask was a simple questionwhat kind of
God would allow this child to lw born, just to suffer terribly
for a day or lms and then die? What possible good could
come of this situation? I started to feel a deep anger, which,
even now, I grapple with daily.

Reese surprised everyone and hung on through four gruel-
ing months of brain hemorrhages,

I spinal taps, Ininsfusions, count-
less IN punctures, seizures,
brain surgeries, eye surgeries,
abdominal surgeries and more.

The end result of his suffer-
ing was severe. Reese will live
with permanent blindness,
cerebral palsy from the brain
damage, an inability to swal-
low most foods (he is fed
through a tube in his stom-
ach), hydrocephaly (an inabili-
ty of the brain to drain its own
flui(1sa plastic shunt in his
head keeps hint alive), micro-
cephaly (stunted head and
bmin growth), it seizure disor-

der requiring permanent inediettlion, extrentely limited
physical ability ( he t.an't roll over, crawl or walk) and a
iutst of other medical problems.

I would step nif a cliff with a smile on my Nee to pre-
vent my son from suffering anymore. But the simple fact

Reese, James and Marchelle Elliott spent their first:
Christmas together in the NICU at the St. Joseph
Medical Center in Burbank, Calift,rnia.
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Our prices make
everyone happy!

Send for a free catalog
of adaptive
equipment.

equipment s
P.O. Box 33 Bedford, MA 01730
(617) 275-7681 Fax (617) 275-4094

Circle 123

Meeting the future needs of a son or
daughter with a disability is a

challenging task, but one you can
manage with thc help of an EPPD Life
Planner. EPPD professionals are at
work noW helping families like yours
throughout the country. Let us show
you how to help secure youi family
member's Future. Call today to arrange
a no-obligation appointment with an
EPPD Life Planner near you.

Available now, the new 1995 edition of
Planning For The Future, thc widely-
acclaimed authoritative book on life
and estate planning for families who

Circle N31
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have a child with a disability. To order,

call 800-247-6553 ($24.95 per book
plus 53.50 each shipping).
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ESTATE I'LANNING FOR
PERSONS WITH DISABILITIES
A D,v. on ot 1),(1R-row Ldo Ins, armco Company

800-448-1071
National Oltua. Bma Qtr,A. Box 26(in
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James and Machette celebrated Reese's fitrat birthday wtth him.

continued from page 49
is that I am in for a lifetime of watching my brave little
boy suffer in ways that will break my heart over and over
again. This is true for most of you also.

Surviving this life is what makes an exceptional parent
truly exceptional. It's not the love for your childlove is
easy; it comes unconditionally for most parents. It's not the
faithmy faith is shaken to the core every day. And it's noi.
the caretakingcaring for any child comes with the territory
In thE end, it's the strength to get up every single day and
live this life through to the next day, one crisis at a time,
kwen as many of us harbor the unique terror that we'll prob-
anly live to bury our children. It's about the ability to stand
up and somehow deal with this, to work, to smile back at
someone and say good morning, to understand humor and
joy again, to !We in a world where other parents, who just
don't see the value of life, beat their children or leave them
on doorsteps. All these things are exceptional to me now.
All take conscious effort every day.

You do not have to accept this life with thanks and
praise, but you do have to live it. The innocent child you
created needs you to live it. For most of us, the pain at id
anger will not decrease with time. It will become a perma-
nent part of us. It will destroy some of us; I've seen it
destroy individuals, families, relationships and marriages.
For those of us who survive, this pain only moves within us,
from the front of our minds to the back, where it lives and
lies dormant like a dark shadow of ourselves.

Fathers' Voices is a regular fecitute of EXCEPTIONAL PARENT
magazine. This column, coonlinated by James May, Project
Director of the National Father's Network, focuses on
fathets' experiences rearing children with special needs.
Your contributions to this column are encouraged

Far wore information about the National Fathets' Network
(NFN) or to receive their newsletter, write or call: National
Fatiwts Networlc, The Kindering Center, 16120 N.E. Eighth
&wet, Bellevue WA 98008, (206) 747-4004 or (206) 254-9664
(far). Fundal by a Maternal and ChM Haslth Bunxtu grant,
the NFN pnyvides netwotking opportunities forJthers; devel-
ops support and mentoring programs; and creates curricu-
lum promoting fallwis as significant, ntaturing people in
their children's and jitmilies' lives.



Just stay aware of the pain and don't feel negatively
about yourself when it creeps up on you. It happens to
the best of us now and then. You'll look in the mirror and
find yourself staring into something dark, behind your
own eyes, and you'll recognize it as pain. It's just under
the surface, all of a sudden, as strong and real as you are.

Don't be afraid of it pain is life. lb° often, it's a large
part of it. You need to allow yourself the freedom to
acknowledge pain and vent it as it comes up. Others mw
find youjaded, distant, aloof or just plain different You are.
You exist on a level they cannot comprehend. It is a special
plane of existenceyou know when you meet someone
else on that plane. It's in their eyes, and no words are nec-
essary. It's in the eyes of every parent I've ever seen walk-
ing the halls of hospitals and emergency moms. For me, it
helps to remember that there's only one place that's freci
from pain and, thankfully, I'm not there yet

Some of us tty to attach some spiritual purpose to
what we go through with our sick children. From the day
Reese was born until nowhe turned three this year
my wife and I have tried to remain open to understand-
ing our situation We have tried to find some good in it
and we often do. Yet the bottom line is that we believe
we will never understand why Reese has suffered so
greatly for most of his three years. We have decided that
if some greater purpose exists, its true meaning will
elude us as long as we are in this life.

When I sit alone praying for my son, I sometimes
pray with as much bitter confusion as faith. When I turn
on the television because I can't sleep nights, I see chil-
dren in Bosnia hit in rocket attacks, children in Africa
starving to death, children all over the world suffering.
At these moments I have to stop myself from cursing
what is good.

Life is good. Life is of God. I believe it is inherently
negative to curse what is of God, so I do not allow
myself to do that. But I do not pretend to understand this
world either, and I cannot simply accept it with a smile.
The trick is to maintain faith that chaos is not the norm
in the spiritual realm, though it is often all we can see
from the earth. EP

_

James Elliot lives in Pasadena,
California with his wife,
Marchelle, and son, Reese, 3.
James, an actot; is writing his
first screenplay. He also works as a
property manager and bartender.
Matchelle is a member of numer-
ous eatiy intervention committees
and provides support to current
NICU parents. Reese will soon
begin attending a fourday-a-wcek
special education pm:school pm-
gram. His favorite activity is
music,. he loves to hum a mi clap
along with his favorite songs.

Save up to 60% on Disposable Diapers

And We Will Deliver Right to Your Door

AVAILABLE
IN

BABY
. YOUTH

SMALL
MEDIUM
LARGE

To order, call toll-free

1-800-777-1111
24 Hour Service

Ask about our complete catalog including GoodNites,
Depend, Attends, At Ease, Comfort Dry, Ultra Shield,

Dri Pride, Promise and No-Rinse Products

Woodbury Products, Inc.
4410 A.stin Boulevard Dept. 250

Island Park, New York 11558

Circle #72

LIVING AND LEARNING
IN THE COMMUNITY

With its unique model, The Evergreen Center has a history of successfully
transitioning students to less intensive community settings.

Evergreen students live in actual community settings traveling to and from
school each day through the Blackstone Valley (MA) countryside. With
trained professionals, they learn basic skills in the classroom, in the
community and in their residence.

Students receive vocational training and experience real work opportuni-
ties. Students are supported with behavior development programs, medical
and family services, and physical, speech, or occupational therapy.

Our Students' Challenges
Autism blearing/Sight Impairment

Mental Retardation Severe Maladaptive Behavior

Physical Disability

The Evergreen Center is a licensed, private, non-pri,lit residential school
offering students and their families from across the country and abroad
residential programming 12 months a year. For more information call or
write Robert F. Littleton, Jr., Executive Director.

EVERGREEN CENTER
345 Fortune Blvd., Milford, Massachusetts 01757

1-508-478-5597
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by David Hirsch, M.D.

Atlantoaxial Instability
QMy 10-year-old daughter has Down syndrome. She
wants to participate in some of the track and field

events in the Special Olympics. Before she can partici-
pate, her doctor needs to fill out a physical examination
form. The form requests the results of a special x-ray to
nile out "atlantoaxial instability," which I understand is
more common in children with Down syndrome. My
daughter has never had this type of x-ray before. She
plays very hard and has always been very healthy. Her
physical examinations have always been normal; she
has had no abnormal physical findings or complaints.

What is atlantoaxial instability? Is this something I
need to worry about? What are the symptoms of this
condition? How often should my daughter be x-rayed?
Are track and field activities safe for her?

AThere is some disagreement between physicians
and various medical organizations about the diag-

nosis and treatment of atlantoaxial instability. Nor does
everyone agree about its implications for individuals
with Down syndrome who wish to participate in athletic
activities. In answering this question, I will try to give
my assessment of this currently controversial situation.

Atlantoaxial instability (AA1), also referred to as
atlantoaxial subluxation, is a condition where there is
increased mobility or movement between the first and
second cervical vertebrae (segments of the spine in the
neck). Various studies have estimated that this condi-
tion occurs in 10 to 40 percent of children with Down
syndrome; 15 percent is probably most accurate. AAI is
also found in some individuals with rheumatoid arthri-
tis, abnormalities of the second cervical vertebrae or
dwarfism.

AM is usually diagnosed with x-rays of the cervical
spine, but typically does not produce noticeable symp-
toms. Symptoms are usually seen only when subluxa-
tion (incomplete or partial dislocation) of the joint
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between the first and second cervical vertebrae leads to
injury of the spinal cord in the neck. An individual with
this type of injury may tire easily or may have difficulty
walking. Other symptoms might include neck pain, lim-
ited neck mobility, head tilt, clumsiness, sensory deficits
(numbness or weakness in the arms or legs) and spas-
ticity (abnormally increased muscle tone).

Individuals with AAI who experience trauma or
severe injury to the spinal cord usually exhibit these
symptoms prior to the traumatic injury. That is, trauma
or injury rarely causes the initial appearance or progres-
sion of these symptoms. Fortunately, individuals with
Down syndrome who have AA1, as disaposed through
abnormal x-rays, rarely show any observable symptoms.

However, the situation is hardly that straightforward.
In some cases, individuals with Down syndrome who
are asymptomatic (have no symptoms), and who initially
have normal x-rays of the cervical spine, will have abnor-
mal x-rays later on, typically within the next three to six
years. Other asymptomatic individuals with initially abnor-
mal x-rays will have normal x-rays later, usually within
the next six years. In fact, this type of change (from
abnormal to normal) seems to be more common.

Asymptomatic AAI, while common in individuals with
Down syndrome, does not seem to be a significant risk
factor for later development of symptomatic AAI.
According to the American Academy of Pediatrics
Committee on Sports Medicine and Fitness, x-rays of
the neck may have some value, but they have not been
proven entirely effective for identifying individuals who
are at risk of developing spinal cord injury while partici-
pating in athletic activities. The Committee concluded
that it is more important to identify those individuals
who have symptoms that indicate the possibility of
spinal cord injury resulting from AAI. That is, it may be
of more value to find those individuals who have early
symptoms of spinal cord injurybefore it leads to more
serious medical problemsthan to do routine
x-ray screening of all individuals with Down syndrome.

The best way to identify symptomatic individuals is
through regular, routine physical examinations, espe-
cially prior to participation in sports. It is also important
for parents to learn the early symptoms of spinal cord
injury resulting from AAI. This will enable parents who
observe such symptoms to obtain immediate medical
attention for their child. Doctors may order x-rays of the
cervical spine or, on occasion, CAT scans or MRIs to
further evaluate symptomatic individuals.

It does not sound as if your daughter has any symp-
toms of spinal cord injury resulting from AAI. Assuming
her physical examination is otherwise normal, track and
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field should be a safe activity for her. For now, because it
is required for participation in the Special Olympics, I
would suggest that your daughter get an x-ray of her cer-
vical spine to check for any abnormalities that plight sug-
gest AAL The x-ray should not need to be repeated until
your daughter reaches puberty, in three to five years,
unless she develops any of the symptoms mentioned
above.

Finally, although this is not an issue that affects your
daughter now, if she is ever to have surgery involving her
head or neck, many anesthesiologists and surgeons
would recommend a pre-surgical cervical spine x-ray. If
this screening detected AAL doctors would take special
care in positioning and manipulating her neck during the
surgery.

More information on AAI may be obtained from The
National Down Syndrome Society (666 Broadway, 8th FL,
New York, NY 10012; 800/221-4602; 212/460-9330; 212/979-
2873, fax) and the Canadian Down Syndrome Society
(811 14th St. NW, Calgary , AB, Canada T2N 2A4; 403/270-
8500; 403/270-8291, fax). EP

Did I Hear You Say Help?
National Christian
Resource Center on
Mental Retardation

a samice

Bethesda
LUTHERAN HOMES
AND soirmoss.
700 Hoffman Dr.
Watertowl, WI 53094

Napolitano
Executive Director

Call 1400-369INFO

0 Are you looking for
appropriate services
for yourself, your family
member or client?

0 Would you like to
obtain information on
religious services and
materials offered by
specific faith groups
and Bethesda?

Then call our toll-fru hotline 1-800-369-INFO.

We ofer:

Lists of services in specified geographic areas.

Referrals to advocacy and support groups.

Referrals to religious education programs.

Lists of religious materials.

/Bethesda offers workshops and resources to help
you build parish ministries which fully include
persons with disabilities and their families. For
more information call 1-800-369-INFO.

Circle #84
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What they're saying about
The Best Toys, Books cg Videos for Kids
"The chapter on adapting toys for children withspecial needs is outstanding, lots of fun ideas forparents and kids---just like the entire book."

Stanley D. Klein, Ph.D.Editor-in-Chief,
Exceptional Parent magazine

"An excellent resource for parents, family
members, and other caregivers to help guidethem to learn about all aspects of the value ofplay and toys and how to use them with ourchildren who have disabilities."

Patricia McGill Smith, Executive DirectorNational Parent Network on Disabilities
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I

by Richard Epstein

Health Insurance Covers Only One Wheelchair
(rur health insurance plan allows
or only one wheelchair per

client, per lifetime. My child received
a wheelchair at the age of four. When
he was seven, we had to have the
wheelchair adjusted at a cost of
$1,400. The insurance company
denied the claim because they do not
"repair, replace or adjust equipment"
We are not eligible for California
Children's Services (CCS)* because of
our family income, so we paid for the
adjustment ourselves.

We will eventually need at least one
additional chair. Is there anything I can
do to reverse the insurance company's
policy of one wheelchair per client?

AA This is the first time I've heard
..of an insurance policy that
restricts its coverage of durable
medical equipment to the purchase
of one wheelchair.

Some insurance policies may
exclude coverage for specific types
of durable medical equipment.
However, if an insurance policy pro-
vides coverage for such equipment,
the policy usually allows for the
purchase of new equipment when
necessary to meet a person's chang-
ing needs. Since a child with a
mobility-related disability is likely
to need either a new wheelchair or
an adjustment to his current wheel-
chair as he grows, the kind of
restriction you describe clearly pre-
sents a serious economic problem.

The obvious solution is to try to
find a new insurance plan that does
noc include such a restriction. If you
are able to locate a new insurauce
plan, try to make sure it will cover
your child's medical needs immedi-
ately. Unfortunately, many plans
have waiting periods for "pre-exist-
ing conditions"medical conditions

already present before the purchase
of the policyand some plans
never cover pre-existing conditions
at all. Plans with pre-existing condi-
tion clauses often have waiting peri-
ods that range from six months to a
year If your new policy has a wait-
ing period, ask your child's clinical
team whether a local children's hos-
pital may be able to loan out equiir
aent temporarily, or whether you

could rent appropriate equipment.
If you cannot find a new plan, you

can explore several other options.
First, your child's public school sys-
tem may be willing to pay for a new
wheelchair if it relates directly to
his educational needsif, for
instance, there is no other way for
your child to get from classroom to
classroom. You would need to be
certain that the need for the wheel-
chair is noted in your child's IEP
(Individualized Educational Plan).
You would also need to raise the
issue of whether your child could
bring the wheelchair homeequip-
ment specified in the IEP to be pur-
chased by a school system must
sometimes stay in school, although
rules vary from school district to
school district. The school's IEF
team can review its crxrent rules
with you.

Second, local charitable organiza-
tions, such as church groups and
fraternal organizations, may help
pay for medical equipment for a
child with a disability. You might
want to contact such community
organizations, your clergy person or
a family service agency in your area
for assistance.

You might also search for a used
wheelchair that meets your child's
needS. Many people who have chil-
dren with disabilities may be inter-

* California Children's Services is a Children. with Special Health Care Needs
(CSHCN) progmm funded through federal monies (Title V of the Social
Security Act) and matching state dollcas. Currently, each state decides how
CSHCN funds are spent, and service.s vary fmm state to state.
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ested in selling or exchanging
wheelchairs.

In addition, many people with
wheelchairs they no longer need
may be interested in donating those
chairs. Many people who use wheel-
chairs, for example, are fully cov-
ered by their insurers for the pur-
chase of replacement chairs. In
such cases, an individual may even-
tually end up with two or three
wheelchairs, since insurance com-
panies generally do not want used
medical equipment returned?

Unfortunately, I don't know of any
national program that makes used
wheelchairs available at this point
The idea certainly makes sense, how-
ever, and could be extended to other
medical equipment, as well.

You might want to consider getting
in touch with a parents' group to see if
they are interested in creating a pro-
gram for exchanging used wheelchairs
and other medical equipment You
may also want to consider establishing
such a program on your own. The
American Self-Help Clearinghouse
(Northwest Covenant Medical Center,
Denville, NJ 07834-2995, 2011625-7101,
voice; 2011625-9053, Try; 2011625-8848,
fax) has experience helping people set
up support groups and has indicated
their willingness to work with interest-
ed people to establish a nationwide
equipment exchange program. EP
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Oeltto .0011),
Direclor; own
Micheniti hurnortitand NPNDAnnual
Meeting hayttotiesprialuir:

From September 30 to October 2, 1996, NPND
held its annual meeting at the St, James Hotel and
in the haVa of Congrese in Washington, DC. One
hundredparentleaders Drat apitlei3the country

. 'attended the meeting .

REPREUNDATIVE CUNNINGHAM RECEIVES .

NPND Puituo SERVICE AWARD
Membera of the NPND Biiard of Directors met
with Representative RantlY "Duke" Connhigham
(WCA), Chairman of the EadyChildhoOd, Youth
and Parnilies Subeommittee of the HouSe COmmitp
tee on Economic and Educational Opportunities,
which has been responsible for initiating the devel-
opment of the reauthorization of the ItidiViduals .

with Disibilitkis Education Act (IDEA). At the con7
elision of the meeting, Joanne Butts, NPN1) Presi= .

dent, presented Representative -Cunningham with
the NPND Award for Distinguished Public Service.

HEALTH CARE

Jack Ebele4 soon to b....kitirmed Deputy Secre- .
lazy of Health, US. Deparlinent of Health and
Human Services, spoke about proposed cuts to
Medicaid and Medicare. These cuts, Ebeler
explained, would render the programs incapable
of meeting the needs of people with disabilities
and Bailor citizens.
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would PrOldhit them fro* pravklkigaini infonna-
Don ahoutpublic PolicYnr.legialation, Thin attend.

. talent Would severely limit *ability of Kis
(Parent, Trahlingand hifonnation centers) to
inforin parents abont legislation affecting the edu-
cational rightti of children with disabilities.

READIDOMEnION Of THE MEA, .

A Panel of staff. wmbEes from the House Subcom-
mittee on Early Childhood, Youth andFamilles
and the Senate
Subcomdttee on
Disability iblicy
uPdated meeting
participants on the
status Of thnIDEA
teen, krization in'
both the House and.
theSenate. Both :
Horise and Senate
planned on produc-
hig a draft of the
bill before the.end .

of Octoben (EDI=
ronMans: The
House issued tkeir
droll f the bill on
(ctober 30, and the
Senate antkipates
rdeasing their
thrift on November

O. Parents need to be informed and involved. For
infonnation about drafts ((thaw bills, amtact
your local P27; 1VP1VP am direct you to that P77
if you do not know how to find it.)

THE zoul or rAusis
Jody Hetntrunii, Assists:1i Secretary of the Office
of Special Education and Rehabilitation Services
(OSERS); Ibrn Hehir, Director of the Office of
Special Education Programa (OSEP); and Bob

Conunissioner of the Administration on
DeveloPmental Lesebtlues, U.S Department f

conthsued on page 50

. "

tOtiiiit) Griot
Dpecisleductition Action
tommIthis, Alabstria; Connie

ExOrctional Childnon's
Assistancepentar; North
Camana, And retiring NPND
Bowl .menther; and Martha
ZiaDier, TAPP (Techiliaai
Assistance for Parents Rommel
Boston, MaseachueerAs.
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If Prescription Drugs

Are a Part of Your Life...
...the Cost Doesn't Have to Be!

Since 1988, Preferred Rx has helped thousands of families drastically
reduce the annual cost of prescription drugs and diabetic supplies.

It's as simple as 1-2.3!

I. Preferred Rx will ship your order without advance payment.
NO CASH OUTLAY!

2. Preferred Rx will file the claim with your major medical carrier.
NO MORE FRUSTRATING PAPERWORK!

3. In most cases we accept the insurance assignment!
MORE MONTY IN YAZIR POCKET!

Prefmvd Rx
34208 Aurora Road Suite 132 Solon, Ohio 44139
Offer void where prohibited by law

wait? Call TODAY! 1-800-843-7038

CompuServe: 73624,3152 Prodigy: KMHN69A

Ask about our FREE prescription card honored
at over 40,000 local pharmacies nationwide!

Circle *276

Personalized Interdisciplinary
Programs

HMS School for Children
with Cerebral Palsy serves
children with multiple
disabilities resulting from
cerebral palsy or traumatic
brain Injury who need
comprehensive, Individually
structured programs that
include:

Physical &Occupational
Them*,
Special Education
Speech/Language Therapy
Music Tbsrapy
Communication Aids
Special Medical Attention
Adapted Rocrsational Activities

HMS, founded In 1882,
is open to students two
to 21 years. The
experienced staff and
well-respected
consultants provide
strong interdisciplinary
programs for day and
residential students at
the licensed private
school.

Computer
Technology

Communication
DevicesEnvironmental
ContiolPowered

Mobility

For more information write or call:
Diane L. Gallagher, Ph.D., Director

51rgyrs sclwof
For Children With Cerebral Palsy

4400 Baltimore Ave, Philadelphia, PA 19104
(216)222-2566

Circle #77
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i'Oitinue-Wqrld4fOr thaedgcationaliihttiO(their
,ttitkirert'NPNlasottf members:Patricia WA Smith; Exeentive:
bireetpri and lin" Searcy, Asaticiate Executive Directer, asked :

-Participanti to evelhate tire interest and energy (*patents in their '-
local boduriunities fqr this type of active advocacit NPND hopes o
use this feedback tO shape its strategies for the Uwe.

D1901PLINII 185UE

NPND briefed key Senate and House staff umbers on their con-
iiine abbot the reirdhorization of the IDEA. Sena6r Bill Hist at-Tro,
,Chainnen Of the Senate Subcommittee on Disability Policy, opened
ambled*. (For the fiill text dills mimic% see "The Reauthorization
o( the 10E6," p. 46) After his remarks, NPND presented &niter Frist
with ilis Arivard for DistitguishedPublic Servke. .

..Atoonel (*Parents then Ind wit4 Conglamional staffmembers to
voice cotieems about the potential effects of discipline' proposals
noW under consideratiii4sPatMonissey, Majority Staff Director of,
The Senate SubcOriuniftee on Disability Policy, and Robert Silver-
steirkhrinority StaffDirectrig joined the panel to discuss the
proems oftrying to reach àconsenaus about the discipline issue.

The discussion focused on proposed changes to the current
"stay-put" doctrine of the IDEA. Cuirently, in the case of a disagee-
ment between patent and school district, a student can remain in
his or her Current placement while due process nma. its coutse. The
House propWal would assure. that once parents opt to exenzise .

their Constitutional riglas to due pmeess, their children would be
"put our of regular placements and put into alternative placements
while due process ran its course.

Once the House and the Senate have both passed their own
drafts, a conference committee, consisting of members of both
branches of Congress, will meet to rune up with a single version of
the bill to be presented again to 0:ingress and then to the President
Our best estimate is that this bill will be on the Presidents desk
within the next 60 days

lb make your opinions heard, contact Representative Cunning-
ham, Chairman of the Euly Childhood, Youth and Families Sub-
committee (2181 Rayburn House Office Bldg., Independence Ave.
and S. Capitol St. SW, Washington DC 20515); Senator Prist, Chair-
man of the Senate Subcommittee on Disability Policy (Senate Dirk-
sen Office Bldg., Rni 422, 1st and C Sts. NE, Washington, DC
20510); Senator Nancy lfassebaum (RAS), Chairperson of the Sen-
ate Labor and Human Resources Committee (Senate Dirksen
Office Bldg., Rm. 428); and Representative William Goodlirig (R-
PA), Chairman of the Economic and Educational Opportunities
Committee (2181 Rayburn House Office Bldg.).

"MY FAMILY DOM 168VOLUIION"

Disability advocate Justin Dart called for people with disabili-
ties and their families to pull together across organizations,
ages, disabilities, political parties and other nano* interests to
build a "revolution of rights." "Some families have hobbies, and
some families do sports
together," he explained. *My
family does revolution."

AviMIDS

NPND presented awards to Paula
Gokixag and Connie Hawldns,
outgoing NPND Board membeis,
for theiryeias of distirguished sEsu
vice to children with disabilities
and their families NPND also hon-
fired Gamer Dybwad, Pmfessur
Emeritus of Hinnan Development
at Brandeis University, for his les&
ership in the field of disability
rights throughout the world.

*

Sett to iight) tkie Pratt, CAUSE,
Michigen; Paula Goldberg,
PACER Centre, Minnesota rod
rearing NPND Bawd mamba;
and Judith Raskin, Parent Woe-
motion C. New Henipshire.

,



"The finest publication of its kind.
Must reading for all those with a

handicapped child...a boon to parents...
it could change their lives."

Ann Landers,
Reprinted with permission of Ann Landers,

Los Angeles Times SyndicatelCreators Syndicate

"I highly recommend Exturr.IONAL

PARENT magazine to all parents of
children with disabilities."

T. Berry Brazelton,
Clinical Professor Emeritus of Pediatrics,

Harvard Medical School
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If your child has special needs,
you have special needs.

Needs that range from expert advice and detailed Information on
medical and education mattes, resources, programs and legislation to
old-fashioned common sense on coping vAth the day-to-day events in

the life of a child or young adult with a disability or special heath care

needs.

You need information that matters,
from people who care.

You need EXCEPTIONAL PARENT.

For nearly a quarter of a century, the award-winning magazine you're
holding in your hands has been a source of hope, help and guidance
for millions of parents, famiry members, health care professionals and
educators concerned with the care and development of children and

young °duffs with disabilities people like you!

Make EXCEIMONAL PARENT magazine a regular part of your life.

Become a regular subscriber to EXCEMONAL PARDNT today, just by

mailing the coupon below or by using the subscription cards bound

into this issue. You'll receive twelve big monthly issues including our

Annual Resource Guide A Directory of National Organizations,
Associations, Products and Services. It's a $10 value all by itself and

one of the most useful information resources you'll ever own

al! for just $28.00!
Save an additional 20% by subscribing for two years for just $45 or

save 25% when you subscribe for three years for $63. Of course, you

may charge your subscription to your Visa or MasterCard account.

Order by calling, toll-free: 1-800-247-8080.

MAIL, FAX or PHONE
for your subscription to

EXCENIONAL
ARENT

P.O. Box 3000, Dept. EP
Denville, NJ 07834

PH: 800 247-8080
FX: 201 489-1240
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STANDING POWER

Yes to
medicare!

Everyone knows standing is a practical necessity!
The obvious benefits are improved circulation, lessened muscle
spasms & contractions, improved bowel and bladder regularity, skin
integrity, etc. The problem is; how do I habitually implement this in
my already demanding schedule? At Redman we believe we have
the answer in our Chien, a well designed and manufactured power
chair, with the ability to power you into a stand at your command
and priced far below what you may expect. Call today for more
information or a demonstration.

FREE GROWTH PACKAGE
CALL 800-727-6684 AVAILABLE FOR CHILDREN

Redman Powerchairs
945 E. Ohio, Ste. #4 Tuscon, AZ 85714

(520) 294-2621 FAX (520) 294-8836
Circle *249
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A SPECIAL SERVICE FOR DICEPTION.AL PARENT READERS!

This Reply Card enables you tO reCeive FREE infOrmatiOn about pmdirrto

and senkes seen in &optimal Parent.

How to use this sernce:

1. LoCate the number at the bottom of each ad or refer to the Directory of Advertisers.
2. Circle the numbers on the Reply Card that COrrespond tO the companies or pr0ducts about which

you would Eke to receive free Eterature.

3. All in your name and address on the card and mail dce postage-paid care. You will receive free
literature from each company tor which you circled a number.

4. If boM Reply CardS have been remOved from this issue, just cail or write to the companies direcdy.
Be sure to tell Item you saw their ad in Exceptional Patent!
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AarAtends
Quality Incontinent Care Products

Help keep skin dry
and provide outstanding leakage

protection!

Protection For All Your Needs
from

%

Aund.ordeopreos

Attends Washtloths

ARC Home Health Products

Full line of products in stock
UPS deliveries to your door

No add-on shipping & handling charges
Personal, knowledgable service

VISA/Mastercard accepted

Your satisfaction is our concern!
Call Us!

1-800-278-8595
for mole information

Ulm Attends Bnef,

/ 7.1

AnodwarldnIUMnsaments

ARC Home Health Products
RR4 Box 161 Oneonta. New York 13820

Arailabee In Youth

An Affirmative Enterprise,
providing jobs for people with disabilities.

SAVE: BUY BULK
"7.

AnEnds. 'mat Pads

Circle 1175

You've got a kid.

Kids are incredible.

You have a computer.
Technology is really great.

Now you need software.
Time to call Laureate.

'44k-

I

.MrWaprl

Circle 845

V0

The

WEATHERBREAKEr
collapsible canopy for AU. wheelchairs and strollers.

-

'Hey Mom, Im Ready To Go Outside!
The weather doesn't always care if you need to get to school or
run errands. So, when there's no break In the weather, The
WeatherBreaker protects against downpours and sunbums.

Heat and sun protection Is medically necessary for many chil-
dren, reimbursable by private or state insurance, and Medicaid
in some areas. Contact your local medical supplies dealer, or call:

800-795-2392
rDIESTCO Mfg. Co., P.O. Box 6504, Chico, CA 95927

Circle #105
111=11

MILLIONS

NEED

OUR

HELP!

0% ex Tiniilion

ans

fi-te.;;;Iy,1()

conlIffurtic

.bc(..-uNc the.i

4.1116o1 dflord

In.pur(11.,1`,('

hearint; aids

.

and cut. Meat

HEAR NOW is a non-profit
organization serving clients

throughout the United States.
HEAR NOW provides hearing
aids and cochlear implants to

deaf and hard of hearing people
with limited financial resources.

5745 E . I iampden Ave.. Sot- 300 Drover. Colorado 80217

303-697-7797 or 1-800-648-HEAR (voice/WO)

HOW TO OBTAIN ASSISTANCE?
Write HEAR NOW for an application.

HOW TO DONATE A HEARING
AID OR COCHLEAR IMPLANT

EXTERNALS?
Please send the devices and the donor's full

name and wmplete mailing address to HEAR
NOW. Donated devices are tax deductible.

A receipt will be mailed to the donor.

TOGETHER WE CAN MAKE IT POSSIBLE
FOR EVERY AMERICAN TO HEAR NOW.

DECEMBER 1995 / EXCEPTIONAL PARENT Al



Scholarship
Choate Rosemary Hall is offering the Henry G. Stifel Ill
scholarship to a student with a disability who has demon-
strated "courage, endurance, opthnism, compassion and
spirit" Choate Rosemary Hall is a private secondary school
boasting a rigorous college preparatory program and state-
of-the-art facilitie :. Scholarship candidates must submit
applications by Jan. 31, 1995. For more information, con-
tact Admissions Office, Choate Rosemary Hall, 333
Christian St., Wallingford, CT 06492; (203) 697-2239.

"goryrrAithAVagiler*Vrol=

Publications
Boys With Fragile X Syndrome is a

children's book designed to educate
peeis, classmates and siblings about the
characteristcs of fragile X syndrome. The
book is the first in a planned series and
can be ordered fiom the National Fragile
X Foundation, 1441 York St., Ste. 303,
Denver, CO 80206; (800) 688-8765. Cost is
$10, includes shipping and handling

Transfer. In and Out of,the
Bathtub Safely and Easily
Wáte ted -
NoElectricity-

, Fltaany Bathtub
. simple Connection

Lifts up to 3b0 lbs
Stable Transfer Surfa6

* Portable /

[47

t,

IS CLARKE
11 Narin:fittE,

PUP - ICM Building 1003 Intematbnal Drive
Oakdale, PA 15071-9223

Phone: (412) 695-2122 Fax: (412) 695-2922

CIrcl**180
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Welcome to God's World is a free publication from the
National Apostolate For People With Mental Retardation
(NAPMR) that focuses on the initial concerns of parents
after their children have been diagnosed with a disability.
The booklet offers parents information about mental retar-
dation, its impact on the family and a listing of resources.
Contact NAPMR, 4516 30th St. NW, Washington, DC 20008;
(800) 736-1280.

Planning Your Dreams: A Roadmap for Life After High
School for Students with Disabilities and Their Families
is a guide that offers parents and students ideas to begin
planning for life after high school. The publication focuses
on Minnesota but also has useful information for students
living in other states. Contact Minnesota Educational
Services, 70 County Rd. B2 West, Little Canada, MN 55117;
(612) 483-4442. Cost is $4.50 ($4 for MN residents), includes
shipping and handling.

The 1995 Directory of National Organizations of and
for Deaf and Hard of Hearing People identifies 68 national
consumer, service and professional organizations serving
people who are deaf or hard of hearing. This free guide can
be ordered from the National Information Center on
Deafness, Gallaudet University, 800 Florida Ave. NE,
Washington, DC 20002-3695; (202) 651-5051 (voice); (202)
651-5052 (ITy).

Answering Your Questions About Spina
BWda is a comprehensive guide covering
many medical and non-medical issues for
parents and children with spina bifida.
Contact Spina Bifida Program, Children's
National Medical Center, 111 Michigan Ave.
NW, Washington, DC 20010; (202) 884-3092.
Cost is $4, includes shipping and handling.

Infant Studies Conference
The International Society for Infant Studies will hold its
biennial conference April 18-21, 1996 at the new Westin
Hotel in Providence, Rhode Island. Special workshops will
be held on April 18, including one sponsored by the
University of Miami Touch Research Institute, and another
by the Boston Institute for the Development of Infants and
Parents. For more information, contact Prof. Lewis P.
Lipsitt, Dept. of Psychology, Brown University, Providence,
RI 02912; (401) 863-2332; (401) 863-1300 (fax).

t:

Needed: Air Travel Stories
Access to the Skies, a program of the Paralysis Society of
America (PSA), wants to hear from travelers with disabili-
ties about their air travel experiences. They are collecting
information to find out how well airlines and airports are
complying with the Air Carrier Access Act by accom.modat-
ing travelers with disabilities. If you have flown recently or
plan to fly soon, call PSA at (800) 643-8245, 8-4:30 (centrk.
time), Monday through Friday, or participate in the survey
24 hours a day by visiting their Internet web site at
http://computeknet80/access05.

1073



Murphy Diaper System
24 Sullivan Avenue
Newton, MA 02164
1-800-762-9890
We make top quality cotton
diapers. We make them any size to
meet your needs. Soft, absortent
and comfortable.
Free brochure.

IT'S NOT HOPELESS!
School, Behavior, Social Skills. Al
Types of Disabilities. FREE 20 min.
consultation. Paynter Educational
Partners (800) 555-2509, pco.)
555-6519.

Massachusetts

Atlantic Rehab., Inc.
81 Rumford Ave.
Waltham, MA 02254-9055
(617) 894-0069
Atlantic Rehab. specializes in
Pediatric Mobility and Swting.
Sales and Service. Please call for
MOM information.

Missouri

U.S. Medical Corporation
14575 Manchester Road
Manchester, MO 63011
(800) 40-USMED/
(800) 408-7633

Consumer Care
Products, Inc.
P.O. Box 684
Shr '-dygan, WI 53082-0684
(414) 459-8353

Access Medical Supply
2006 Crown Plaza Drive
Columbus, OH 43235
(800) 242-2460
Attends Youth Briefs fits
children 35-75 lbs. $51.95/cs (96),
Free Delivery AlsoDepend,
Serenity other items. Mmufacturert
coupons aocepted. Free Catalog!

Duraline Medical Products
324 Werner St., PO Box 67
Leipsic, OH 45856
800-654-3376
Call DMP for all your incontinent
needs such as briefs, pants, pads
and liners, as well as skin care
products. Call for FREE catalog!
In Canada call 800-667-6996

H.D.I.S.
1215 Dielrnan Industrial Court
Oivette, MO 63132
(800) 538-1036
See our ad in this issue.

YOUTH
BRIEF II
FITS 30
TO 70 LBS.
96 FOR
$ 39.98

CALL 24HRS.
1-800-777-1111

WOODBURY PRODUCTS
IN

400 MEM KYR IMAM) PARK NY I USE

Care Electronics
6741 Arapahoe Rd., Suite 2A
Bcolder, CO 80303
(303) 444-C4RE (2273)
WanderCARE Systems notify care-
givers when their wanderer leaves
home. Locate them up to ONE
MILE away FREE catalog!

Hig's Aluminum Products
10625 Maple Lane
Rogers, MN 55374
(612) 498-7304
Ramps, Factory Direct, Light
Weight Aluminum, Portable, 2 &
4-Way Folding, Telescoping Tracks,
Threshold, Van, Scooter &
Approach Ramps.
FREE catalog.

Robertson's North Heights
Pharmacy
1201 E. 35th Street
Texarkana, AR 75502
(501) 774-3666

Every Child, Inc.
1723 Rosewood Avenue
Louisville, KY 40204
1-800-382-4493
502-451-2293 (fax)
Multicultural toy & book co. with
products reflecting children with
disabl CalVFax for FREE catalog.

K;c1s Love
to Witch
or to Us)

Colorful Fun 6a. Interactive
Toys. Alf adapted for switch use
,St ready to be set into motion.

Phone/Fax 513.860.5475
for FREE Catalog

ff
Switch Kids, inc.
8507 Rupp Farm Dr.
West Chester, OH 45069

The Dragonfly Toy Company Inc.
291 Yale Avenue
Winnipeg, MB, Canada OL4 R3M
(800) 308-2208
A Toy company like no other, the
personal services at Dragonfly
make Slopping for kids w/ special
needs a pleasure. Play therapist on
staff, toll-free ordering and delivery
to your door. Highly recommended
to both parent and professional +
Books and devices.

Van.Conversion Dealers

Connecticut

Drive-Master, Inc.
9 Spielman Road
Fairfield, NJ 07004
(201) 808-9709
Full service mobility center, raised
tops/doors, drop floors, custom dri-
ving equipment; distributors for
Mobile Tech.. Crow River lifts,
Rican, IMS, a Lock, and EMC
touch pad systems. 41 yrs. of
service to the disabled community.
Please call for more information.
NMEDA member.

New Jersey

Arcola Mobility
51 Karo Road
Carlstadt, NJ 07072
(201) 507-8500/
(800) ARCOLA-1
New-Used-Trade-Lease-Buy.
Full sized, mini, rear and side entry
We cany products frOrri the f
allowing manufacturers: Braun,
KneeKar, Vantage, Ricon, and Pick-
A-Lift. If we don't have it, we'll find
it! Financing is available. NMEDA
Member. Please call for more info

Drive-Minter, IIIC.
9 Spielman Road
Fairfield, NJ 07004
(201) 808-9709
Full service mobility center, raised
tops/dcors, drop floors, custom dri-
ving equipmcnt; distributors for
Mobile Tech., Crow River lifts,
Ricon, IMS, EZ Lock, and EMC
touch pad systems. 41 yrs. of
service to the disabled community.
Please call for more information.
NMEDA member.

New York

Arcola Mobility
51 Karo Road
Carlstadt, NJ 07072
(201) 507-8500/
(800) ARCOLA-1
New-Used-Trade-Leese-Buy.
Full -Jzed, mini, rear and side entry.
We carry products from the
following manufacturers: Braun,
KneeKar, Vantage, Rom, and Pick-
A-Lift. If we don't have it, well find
it! Financing is available. NMEDA
Member. Please call for more info.

1080

Youth Incontinence
Products

Overnight Pants with Nylon

Exterior

24"-44" waist

Training

Pants

Toddler-Adult XL

2 Piece Brief System

Toddler-Adult XL

-4111110

litdamaa4-le4
OUALITY CARE

For Free Brochure
Call: 1-800-259-3099

Drive-Master, Inc.
9 Spielman Road
Fairfield, NJ 07004
(201) 808-9709
Full service mobility center, raised
tops/doors, drop floors, custom
drMng equipment; distributors for
Mobile Tech., Crow River lifts,
Ricon, IMS, FI Lock, and EMC
touch pad systems. 41 yrs. of
service to the disabled community.
Please call for more information.
NMEDA member.

Ohio

Forward Motions
214 Valley Street,
Dayton, OH 45404
(513) 222-5001
Full-size/Mini-Van
modifications, new/used lifts, drop
floor, raised roof, lockdowns,
driving equip. NMEDA member.
Owned by person with disability.

OPenHecesoptn Minds

Accepted Unconditionally

T-shirts, Sweatshirts
Totes etc...

Child/Adutt sizes

1-207-784-1361
2 Newman Street

Lewiston, ME. 04240
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MARKETPLACE

Pennsylvania_ .

Drive-Master, Inc.
9 Spielman Road
Fairfield, NJ 07004
(201) 808-9709
Full service mobility center,
raised tops/doors, drop floors,
custom driving equipment; dis-
tributors for Mobile Tech., Crow
River lifts, Ricon, IMS, EZ Lock,
and EMC touch pad systems.
41 yrs. of service to the disabled
community. Please call for more
information. NMEDA member.

OAKS, AUDIO/VIDEO & EDUCATIONAL MATERIAL

Tuttle Books
Aooroved by the Ameneen Ardemy
of Pediatrics. These upbeat stories
with warn, colorful dlustrations
address tea issies found in the lives
of real children with disabilities.
Pri:Mde a bridge of understancIng for
your thildren with disabikties, siblings
& friends. FREE Brochure.
Jason and Nordic Publishers,
PO Box 441,
Hollidaysburg, PA 16648.
FAX (814) 696-4250

Private, 501(c)(3)
Nonprofit Community

"'THEIR COMMUNITY...WITH OUR HELP"
Residential, day, and evening programs
and services for adults with
developmental disabilities.

Paid Vocational Training
Visual and Performing Arts
Daily Living/Life Skills
Therapeutic Recreation
Case Management
Health Services
Off-Campus Activities
125-Acre Wooded Environment

Annandale at Suwanee, Inc.
3500 Annandale Lane
Suwanee, GA 30174
(404) 945-8381

n'ffn
untingron

35th Year

A VERY SPECIAL CAMP FOR
SPECIAL NEEDS CAMPERS
A co-ed residential camp for the:

Learning Disabled, ADD.
Neurologically Impaired.
Mild-Moderate MR.

Located in beautiful High Falls in
the Catskill Mts. of NY state.
3, 5, 8 wk. sessions. Highly qualified
staff. 35th year. Free brochure.

Contact: Bruria K. Falik, Ph.D.
Camp Huntington
P.0 Box 368
Woodstock, NY 12498
(914) 6794903 Wintei
(914) 687-7840 Camp

"MAXIMIZING INDIVIDUAL
POTENTIAL" Community-based,
positive learning environment for
difficult-to-place children, adoles-
cents and young adults with MR,
autism, communication disorders
and challenging behaviors. A pro-
gram of the Protestant Guild for
Human Services, Inc.

12-mo. day/residential programs.
10 miles west of Boston.

Contact: Admissions Director
The Learning Center
411 Waverley Oaks Road
Waltham, MA 02154
(617) 893-6000
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FreeThe 1995 Woodbine
Rouse/Special-Needs Collection,
a catalog of excellent books for
parents, children, and profession-
als on autism, CR Down syn-
drome, Tourette syndrome, mental
retardation, visual impairment,
physical
disabilities. special education, and
more. Wcodbine House,
6510 Bells Mill Road, Bethesda,
MD 20817, (800) 843-7323

Special Camp Guide 1996.
A directory of summer programs
in the northeast for children with
spedal needs. Checks or money
orders for $12.00 payable to
Resources For Children With
Special Needs, 200 Park Ave. So..
Suite 816, New York, NY 10003,
(212) 677-4650.

To place an ad, contact

ROY WHITAKER

(505) 871-3414 or

fax to: (505) 821-2178

.................
....

ss.

4rizre

A Continuum

of Care

Children's Specialized
provides a coordinated approach to compre-

hensive rehabilitation services for children and
adolescents. A continuum of care in a managed care

world including pediatric sub-specialty diagnostic
services, inpatient care, day hospital and ambula-
tory care programs.

Children's Specialized Hospital
MOUNTAINSIDE FANWOOD TOMS RIVER

NEW JERSEY
(908) 233-3720

Circle #11
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television is important for

America's disability.cOmmunity.

The.network 5 programming

helpS Americans with disabili-

tips inove'into mainstream W.? .

;hanging perceptions. .

SENATOR BOB DOLE

AI

Is \ I 1-11511,40

not only gives people with

disabilities a new meTins of

communication, but te)evision

gives all Americans an

opportunity to maximize

Please joiWAlarch of Dimes

rind Is 11 I II e.c . With

your hdp, we can imProve the

quality of life for Americans

with birth defects clod other

disabilities. And sve cart offer

quality programming the whole

fandy can gni*.

DR. JENNIFER I. HOWSr
President
March al Dimes

. Rath Difects Foundation

smirok TOM HARHIN

.Join with Us ot faster

Seals and I'. \f 1-11)1I`q (WI

We want to shnre vital, accu-

rate information. We want to

brighten Amerim homes from

coast 11) coast with good,

quality television.

JAMES.E. WILLIAMS, JR.

Preiident and CEO

Notional EV.ter Seal Serirly

As One of 4 ,) million

Americans who happens to

hav.e a disability, like I

hapien tollave epilepsy,

r4very excited about

is \I
uses the extraordinar y power

of television to communicate

ideas and positive role models

for .our complex society.

TONY COELHO. Chairman

President.:S C0111111iffi,e.

.on Employment al People
with

We're delighted to join

. Is 5j I flit tht

-Calling on Cable" Campaign. I

hope you willaiecome a part of

the effort to bring this exciting

network to every home in

America.

G

ELAINE I. CHAO

Presidem and LEO

United Way of Ati,eii,r

V111111.5

fib

AMERICAt DISABiLITY 'CHANNEL
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Library
You can order

any of the books listed
here with the coupon
below or by calling
(800) 535-1910

totowm, a
SOWN. CAM

ae MAIM aft
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AeMblerrimels

1 ' I

MEDICAL & SURGICAL CARE
FOR CHILDREN WITH DOWN
SYNDROME
A Guide for Parents
&me BY D.C. VAN Mu, M.D., ET AL

Designed to give parents a
complete and easy-to-understand
overview of specific medical
conditions that are more common
among children with Down
Syndrome.

W131230S $14.95

DOWN SYNDROME
Birth to Adulthood, Giving
Families an Edge
J.E. RIMERS, J.M. HORROBIN

This new book is an invaluable
guide for parents of children
with Down syndrome, as well
as the professionals who help
advance whole-family
development.
LV1280S $29.95

-SIBLING

TeptrA In Mahn,

SIBLINGS of
CHILDREN

with AUTISM
A Golds An MAN

BROTHERS AND SISTERS
A 41edal Part of Erceptional
Familks-Second Edition
T.H. POWELL & PA GALLAGHER

This guide offers reliable
research mingled with the
perceptive wisdom of siblings of
all ages to encourage a better
understanding of the kvnamies
of family relationships.
P907200 $23.00

SIBLINGS OF CHILDREN
MTH AUTISM
A Guide for Families
SI. HARRIS, PH.D.

Understand sibling
relationships, how autism
affects them and what families
can do to support their other
children.
WONSAN $12.95

1'

\Workshops foi0
Siblings of Children
with Specjal.Needs.

s--`"
g-

IT ISN'T
FAERI

'PARENT
SURVIVAL
MANUAL

N.

SIBSIMPS
Workshops for Siblings of
Children with Special Needs
D.J. MEYER P.F. VADASY

How to provide peer support
and educational opportuni-
ties for sisters and brothers of
children with special needs.
P908600 $32.00

IT ISN'T FAIR!
Siblings of Children
with Disabilities
EDITED BY S.D. KLEIN

& KJ. SCHLEIFER

Features chapters by parents,
siblings and professionals.

EPOO1EP $14.95

DISABEITY AND THE
FAMILY
A Guide to Decisions
For Adulthood
11.1tiriminu., RI, LLB., ILK, erAi.

This practical, easy-to-use
guide helps answer families'
questions concerning the
future needs of their family
members with disabilities.
P005400 $29.00

PLANNING FOR
THE FUTURE
Provkling a Meaningfid
Life for a Child with a
Disability after Your Death
M.L. RUSSELL, EF AL

How to prepare a Life Plan,
a Letter of Intent, a Special
Needs Trust; It explains how
to maximize your child's
government benefits, avoid
probate, reduce estate taxes
and much more.
AP02400 $24.95

SOMETIME'S I GET ALL
SCRIBBLY
Living with AtteRtion-
Deficit/Hyperactivity
Disorder
M.B. NEI milt:
Clinical, educational and
emotional informetion frein
the point of view of a parent.
PE119AD $14.00

PARENT SURVIVAL
MANUAL
A Guide to Crisis Resolution in
Autism and Rekded
Developmental Disorders
EMU BY E. SCHOPLER

Includm many practical sugges-
tkihs for dealing with the day-

-icrelay challenges of life with a
child who has autism.
PP14900 $29.95

THE LIFE PLANNING
WORKBOOK
L.M. RUSSELL ET AL

From the authors of the highly
acclaimed 'Planning For The
Future". A hands-on guide to
help parents provide for the
fiiture security and happiness
of their child with a disability
after their death.
AP12700 $24.95

WELCOME HOME
JELLYBEAN
M. F. SHYER

The only place Gerri has lived
is in an institution. Her family
doesn't really know her, but
her mother thinks she is
ready to come home. None of
them truly understand what it
will be like.
S512600 $3.95

PHYSICIANS GUIDE To
RARE DISEASES
Second Edition
EDITED By J.G. THEONE, M.D.

New Updated version of over
1,000 pgs. of info, on over 900
diagnoses and disabilities.
This is the most comprehen-
sive of its type, providing the
most up-to-date information
in an easy to use format.
DP13000 $97.50

SOMETHING'S NOT HIGHT
One family's struggle with
learning disabilities
N. LELEWER

Written from the perspective
of a dyslexic mother, this
compelling story tells how
she ensured that all her
children received a good
education, despite thre ; of
her four kids were ler ming
disabled.
V131331.0 $14.95

UNCOMMON FATHERS
Reflections on Raising a
Child with a Disability
EDITED BY DJ. MEYER

A compelling collection of
essays by fathers who were
asked to reflect and write
about the life-altering
experiences of having a child
with a disability.

WE112400 $14.95

Bggr Toys, Boom &
VIDEOS Fog Knos 1996

OPPENHE1M & S. Oemnium

The 1996 guide to over 1,000
kid-tested, classic and new
products Including software,
audio, and special-needs
products.
HC12900 $13.00
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TliE FAcc OF INCIAMON
A Parent's Perspective
J. & R. VARGO

A unique and moving parenCs
perspective of inclusion for
administrators, teachers, and
parents of children with
disabilities.

181320040E0 $99.00

THE HELP SERIES
CA NELSON, N.D., (IYTR
Provides information
to assist parents and
therapists with ideas in
the daily care of their
children.
(Videos)

ED12tlPD Introduction to Helping the Physically
Challenged Child Function
More Independently

ED137PD Introducing Functional Sitting

ED138PD Improving Contiol of Sitting

ED139PO Preparing for Standing

ED140P0 Preparing for Stepping and Walking

ED141PD Preparing the Child
tt. Change Positions

All six can be purchased at a 10% discount

$39.95
$39.95
$39.95
$39.95
$39.95

$39.95
8215.75

How To GUIDE Youa
CHILD THROUGH
SPECIAL EDUCATION
The 3R's For Parents, Rights,
Resources, and Results
GM. TREVOR, M.S.ED

Sensitivity presented, this
video covers the stages of the
Special Education System,
the law, future planning
while encouraging parent
involvement.
EV131ED-VIDEO $24.95

*Ask about 14;eciat bulk rates tor this series

WHEN YOUR CHILD IS
SERIOUSLY INJURED
The Emotional Impact
on Families
MARILYN LASH

Topics include preparing for
hospital visits, reaction to
loss, helping siblings, and
coping.

EPOO5ML $4.50
(Includes shipping charges)

IL

WHEN YOUNG CHILDREN
ARE INJURED: loamilies
as Caregiturs in Hospitals
and at Home

HALTIWANOER & M. LASH

A book about the family's role
in caregiving when a young
child is injured.
EP085ML $7.50
( Includes shipping chows)

,Wriktpir,C.17110
I.;

. .

CIV.R.Stoijnitiv y

*4.

WHEN YOUR CHILD GOES
TO SCHOOL AFTER AN
INJURY
MARILYN LASH

Issues parents need to
confront about their child's
future schooling, health care
and social needs.
EPOOMAL $7.50
(Mcludes shipping charges)

CHILDREN'S BOOKS 4" '

A CANE ix HER HAND
A.B. Lrrcignan,
ILLIBTRAIED BY E. MILL

A great book to help
children without disabilities
understand those with
disabilities.

AW11113L $13.95

PRICESS POOH
K.M. MULDOON,

ILLUSTRATED By L. SHUTE

A sibling secretly dubs

her sister 'Princess Pooh,'
because she sits on her
'throne with wheels' and
gives orders. An honest
look at some universal
feeling.

AW1L000 $13.95

HOWIE HERS HIMSELF
J. PASSIM, PICTURES BY J. LASKER

Designed to help the child with a
disability and the sibling identify
with some of the joys, stresses
and strains of a disability.

AW112P0 $13.95

Vim MO

.;ItU011aw

Pm DEAF AM) Ws OKAY
L. ASELTINE, E. MUELLER &

N. Da, PICTURES BY H.

COGAN/1E12ff

How this little boy copes
with the frustrations of
deafness at play and at
home.

AW1140F $11.95

MY BUDDY
A. OSOFSKY

Buddy is the best dog
a boy could have. Fully
illustrated, this book
demonstrates the
desires of the disabled
to be independent.
HI1099CB $5.95

PM ME BM SLSIER Now
M. EMMERT,

Liam= LTG. Ohms
How the loving care of
family and friends can
influence and benefit the
quality of life for children
with mental retardation
and/or physical disabilities.

AW113$1 $13.95

BABY BOOK
for the Developmentally
Challenged Child
R. MATriews

A unique approach to the
traditional "Baby Book"
designed for children with
developmental disabilities.
Special sections for medical
histories and Mom and Dad's
feelings.

14012200 $25.00

Mail to: Excepdonal Parent, Dept. EP9512, P.O. Box 8045, Brick, N.J. 08723

Or call (800) 5354910
CTY. TITLES 8 ORDER NO. UNIT PRICE TOTAL

SHIPPING & HANDLING CHARGES: U.S. $3.50 for I item; 754 for each additional
Item. Foreign $0.50 for I item: 75t for each additional item.

Name

Address

City State Zip

Sub-Total
r micients

add 6% Safes Tax

Shipping

. TOTAL
. .

U.S funds only These pnces aro
subject to change. Masa allow 4.6
weeks Mr deNvery. Returns must be

made mAirt 4 tw.oks of delivery.
No overseas returns

TeleOone
I have enclosed my check payable to Exc.eptiorral Parent or charge to my: J Visa [.:1 Mastercard

Account Number: - -

'I 84Signature
L .

Exp. Date /

Circle #300 to receive a brochure of the complete library
.1
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CHILDREN S PAGE

A Really

Neat Brother
By Christopher Brown

My name is Christopher Brown and I am
nine years old. I have a brother named
Patrick, who has bright red hair and is

17 years old. Patrick likes to watch TV, listen to
music, dance a.,td play games with me. He can't

Christopher and Patrick share a joke. Chris says he loves to
make his brother ktugh.

run very well, but he walks fast. He has trouble
talking, but he has a great smile. He has a disability called cri-du-chat
syndrome.

When we go out into the community, people stare at Patrick
because he sometimes acts differently. This makes me feel sad
because he is a really neat brother. I admit that he sometimes gets
on my nerves, and I wish he didn't have to act the way he does. But

Patrick is a very sensitive brotherhe
knows when people are looking at him
strangely and making fun of him.

I wish everyone would love my
brother like I love him. I wish all
other kids would like him also.
People need to be taught how to act
with others who are different from
them. We need tc teach others that
people with disabilitics are good
people, too. If each of us would
just show one other person that
people with disabilities have
many abilities, what a great
world this could be. EP

Twas the season!
Eleven-year-old Patrick and three-year-

old Christopher ceiebieted Christmas
together in 1989.

Patrick went on his
first dateto the high school prom with
his girtfriend, Christina. "He was so excited!"
writes his mother.

Christophe?; 9, lives with his parents,
Patricia and Dewey, and his brother,
Patrick, 17, in Richmond, Virginia. Patrick
has cri-du-chat syndrome, a chromosomal
disorder involving a deletion of the short
arm of the fifth chromosome (.5p-).

Christopher wrote this piece in response to an invitation from one of
Patrick's case workers to express some qf his concerns about his brother
Christopher is in the fourth grade at Fisher Model School in Richmond.
He enjoys computer games, TV and soccer.

The Childrent Page welcomes contributions from children with disabilities, their siblings and their friends. Be creative! Send your stories, photos and artwork

_ I to: Chiltiosn's Page, Exceptional Parent, 209 Harvard Street, Suite 303, Brooldine, MA 02146-5005.

68 EXCEPTIONAL PARENT / DECEMBER 1995 1685



;

Johnny, 51 lbs. and 4r
4

in the Cob.

j
Columbia offers you solutions to the daily challenges of

transporting, bathing and toileting your child with comfort, safety and easel

rt.

Ad

You and your child face some tough
challenges, but you're the one who must
solve them in the most practical ways.
Here's how we can help:

ill When your child has outgrown that
infant car seat, you can have peace of
mind knowing that the Columbia Car

Seat has been crash
tested for children
from 20 to 102

4, lbs.yet weighs only
11 pounds!

It has been the
No. 1 choice since

1986, for its
adjustability

..y) and stylish
comfort.

ntirtiti,tityfi
'

s 11..1 RING .1 R

At bathtime, our popular
Reclining Chairs and Wrap-
Around Bath Supports allow

your child and
youto enjoy

the bath.

for a cki
tall, up to 130

UAt toileting time, our Toilet
Supports fit easily onto any
toilet; remove easily, too. And
our Positioning Commodes
give the same toileting support
in any location.

Why do these products work so well?
Columbia products are thoughtfully
designed, with each item available in the
right size for your child, with lots of

adjustability for a custom fit.
They are made of durable
materials, tested and proven in

real-iife experience.
Made in the USA and sold all over the
world, Columbia products are leaders in
all their categories.

#7700 111-Back
Wrap-Around
&Wort

04200 Small Support for children

Get all the details
from our FREE
full color catalog.
"Sharing the
Caring" means
products
that work!

CALL 1-800-454-6612 TODAY FOR YOUR FREE CATALOG
Columbia Medical Mfg. Corp., Dept D1, P.O. Box 633, Pacific Palisades, CA 90272

anisToL 1
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