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MARK YOUR CALENDAR

1999 Calendar of
TASH Chapter and
Member—Sponsored Conferencesw,. .

) il

APRIL JULY

Stories of Change: Annual CAL-TASH Summer

CAL-TASH Statewide Symposiums in Santa Barbara
Conference July 26-27 - “School Inclusion”

April 22-24 July 29-30 - “Positive Behavior Support”
San Diego Marriott-La Jolla, CA Contact: Fileen Medina,

Contact: Fileen Medina, Phone: 805-967-2042

Phone: 805-967-2042 E-mail: cal-tash@ceo.sbceo k12.ca.us

E-mail: cal-tash@ceo.sbceo.k12.ca.us .
1999 Toronto Summer Institute
The Sun-Tash/Arc Conference July 3-9

April 22-23 Toronto, Canada

Albuquerque Hilton Contact: Inclusion Press

Contact: Liz Keefe, Phone: 416-658-5363

Phone: 505-277-0987 Email: 74640.112@compuserve.com

Email - lkeefe@unm.edu Do you have an upcoming TASH

chapter meeting or member-spon-

SEPTEMBER sored conference that you would like

MAY National Spinal Cord Injury to announce in the Newsletter? Send

Education in ltaly: Association notice of the conference to Denise

An Inclusive Approach Annual Meeting and Education Marshall at dmarsh@tash.org at least

May 18-June 9 Conference 6 weeks before the event date. We

Site visits to schools in Rome, September 26-29 will make every effort to include the

Florence, Parma and other locations Washington, D.C. Marriott - event in the meeting calendar.

Contact: Dr. Carol Berrigan, Seminar Metro Center

Director, Syracuse University Contact: Denise Marshall

Phone: 315-443-3851 Phone: 410-828-8274, ext. 103 7\

Email: crberrig@syredu Email: dmarsh@ashoorg ... i i e, /A\
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TASH (formerly The Association for Per-
sons with Severe Handicops) is an inter-
national advocacy association of people
with disabilities, their family members,
other advocates and people who work
in the disability field. TASH actively pro-
motes the full inclusion and participation
of persons with disabilities in all aspects
of life. To receive an information packet,
contact: TASH, 29 W. Susquehanna Av-
enue, Ste. 210, Baltimore, MD 21204
or phone (410) 828-8274, ext. 8 or e-
mail: info@tash.org.

MISSION STATEMENT

ATASH

Stretching the boundaries of what is possible
Building communities in which no one is
segregated and everyone belongs;

Forging new alliances that embrace diversity;

Advocating for opportunities and rights;

Eradicating injustices and inequities;
Supporting research and disseminating
knowledge and information;

Promoting inclusive education;
Supporting progressive legislation
and litigation; and, :

E

Aruitoxt provided by Eic:
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Qo Promoting excellence in services.

RIC

Self-Determination
Synthesis Project

The University of North Carolina at
Charlotte, through a grant from the US
Department of Education Office of Spe-
cial Education Programs (OSEP), is con-
ducting a review and synthesis of the
knowledge base and best practices related
to self-determination (SD) for students.
The purpose of the project is to improve,
expand, and accelerate the use of this
knowledge by the professionals who serve
children and youth with disabilities, par-
ents who rear, educate, and support their
children with disabilities, and students
with disabilities.

The synthesis component of the
project will be accomplished through a
review and meta-analysis of existing SD
literature and a series of case studies of
four exemplary sites that are success-
fully implementing SD interventions.

*  The Project Team is currently seeking
nominations for exemplary sites. These
sites are schools/school districts that are
implementing practices intended to en-
hance students’ self-determination. TQ
NOMINATE A SITE,

E-mail: mrkarvon@email.uncc.edu

Whom Do | Contact??

Coordinator or visit our web site at
www.uncc.edu/sdsp

*  The Project Team is seeking literature
and other materials related to SD research
and practices. Examples may include
published or unpublished manuscripts,
project reports or evaluations, examples
of curricula, or other materials.

The Self-Determination Synthesis
Project is co-directed by Wendy Wood
and David Test, with Diane Browder
and Bob Algozzine serving as Research
Associates. A Project Advisory Team,
consisting of consumer/self-advocates,
school staff, advocacy organization staff,
parents, and researchers has been
convened to help guide the project and
ensure that the outcomes are appropri-
ate for all consumer groups.

For more information about the
Self-Determination Synthesis Project, or
to nominate an exemplary site or piece
of literature, please contact:

Meagan Karvonen, Project Coordinator
Self-Determination Synthesis Project

Special Education Program

University of North Carolina at Charlotte

9201 University City Blvd.

Charlotte NC 28223-0001, Phone 704/547-3736

@  For issues of policy, chapter or committee support, or general
concerns and suggestions, call: Nancy Weiss, Executive Director, at
(410) 828-TASH, Ext. 101, e-mail:nweiss@tash.org

@ For information on conferences, regional workshops, or technical assistance,
call: Denise Marshall, Director of Training and Technical Assistance, at
(410) 828-TASH, Ext. 103, e-mail:dmarsh@tash.org
For questions about the 1999 Annual TASH Conference, call: Kelly Nelson,
Conference Coordinator, at (410) 828-TASH, Ext. 105, e-mail:knelson@tash.org
For questions about membership, conference registration or exhibiting call:
Rose Holsey, Director of Operations, (410) 828-TASH, Ext. 100 or rholsey@tash.org
For information on government affairs or fundraising/development, call: Marcie
Roth, Director of Governmental Affairs, at (410) 828-TASH, Ext. 104,

e-mail:mroth@:ash.org

@ For information on marketing and promotions, permission and reprints, news-
letter submissions and advertising, or publication sales, call: Priscilla Newton,
Director of Marketing and Communications, at (410) 828-TASH, Ext. 102,

e-mail:pnewton@tash.org

B For information on the Journal (JASH), call: Linda Bambara, Editor-in-Chief, at
(610) 758-3271, e-mail: IMB1@lehigh.edu
@ Don't forget to visit TASH's web site at http://www.tash.org

The TASH Newsletter is available on audiocassette for people whose disabilities make this form preferable. Call (410)
828-8274 ext. 102 to request the recorded version. Requests for permission to reprint material appearing in the TASH
Newsletter should be sent to: TASH Newsletter, 29 W Susquehanna Avenue, Suite 210, Baltimore, MD 21204, Attn:
Newsletter Editor. Permission requests can also be faxed to (410) 828-6706 or sent via e-mail to: pnewton@tash.org.
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FROM THE EXECUTIVE DIRECTOR

From the Executive Director
BY NANCY WEISS

s Barbara Buswell, a former TASH
ABoard member once said, “TASH is

much more than an exciting yearly
conference. Its more than the Journal that

has articles that have helped us many
times to get the things my family wants.

TASH’s 1999 Action Priorities -
Top Five Advocacy-Related Priorities:

1. Assure that IDEA is implemented and enforced

2. Assure the right to communication for all

people with disabilities

3. Support the passage of MiCASA

4. Sirengthen TASHS collaboration with

general educators

5. Work toward justice for pedple with disabilities
involved in the criminal system........

Top Flve Operahons Related Pnormes |

1. Improve our web site and electronic
communication

2. Synthesize resolutions and develop

new resolutions..........cccoeeveieeevennennn.

3. Strengthen/Support chapters

4. Develop a handbook for students on IDEA and
self-advocacy .......ccoceeviiiiieiinnenn.

5. Fiscal development

............................. Joe Wykowski

BEST COPY AVAILABLE

1t’s more than the Newsletter, the commit-
tees, the Executive Board, the staff, the
important resolutions, the governmental
affairs presence and the other things that
we do. TASH is a values-driven bank of
individuals who actively live out a shared
mission and make a difference in people’s
lives, day-to-day.”

As it does each year, TASH’s Execu-
tive Board held its annual meeting this
year in conjunction with the national
conference. Over its two days of meetings
in Seattle, the Board undertook a struc-
tured strategic planning process to adopt a
work agenda for the coming year. Com-
mittees participated in this process by
reporting to the Board the issues they felt
should be included in TASH’s 1999
agenda. The purpose of this article is to
update the membership about the
priorities that were set as a result of the

Lead Board Member

.- Lz Obermayer (Secretury)
" Phone: 781:894-3600, ext: 2055
Fax: 781-398-0305 ' '

vemﬂhz.gb;mmr@dmnm.ma.us

Joe Wykowski (‘I‘reasurer)
Phone: 503-292-4964
Fax: 503-292-6485

e-mail: Zﬁﬂlﬁi@mmpnm&gm

Donna Gilles

(Chair, Executive Committee)
Phone: 352-846-2760

Fax: 352-846-0941 ..
e-mail: gllles@ufbl ufl.edu

Doug Biklen

Liz Obermayer

6
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Contact information for the ﬁve members
of the Executive Committee-is pm\nded
below: If you have interest in’ any of the
. specific topics listed, please- do no oo
hesitate to contact the Board

assi dl thal
............ Donna Gilles ged 1o, pnorlty
I.lz Heuley (Presidem) :
.............................. Doug Biklen Phone: 412-995-5000, ext. 493
Fax: 412-995-5001
............................. Joe Wykowski e-mail: healey@pps pgh.pa.us
Doug Biklen (Vice Presndem)
............................. Liz Healey Phone: 315-443-2699 i
o Fak: 315-443-22747 .. 7"
e-mail: dpbxklgn@sxmiu
............................. Liz Obermayer

strategic planning process and to invite
your input and participation as action
plans are developed and implemented.
We invite all members to affirm Barb
Buswells description of TASH by partici-
pating in designing and carrying out
TASH'’s 1999 Strategic Plan.

The Board identified five priorities
relating to advocacy and five relating to
the operation of the organization. The
priorities are listed below. Next to each
priority I have noted the name of the
Executive Committee member who is
taking the lead in developing an action
plan related to that priority. Contact
information is provided for each of the
Executive Committee members. The
Board welcomes your input in the
development and implementation of
action plans for each of the identified
priorities.

T e e e b v e
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TASH has over twenty-five com-
mittees that meet at the conference,
and in some cases throughout the year,
to pursue special areas of interest.
Many of the committees met in Seattle
to outline plans for the coming year.
Highlights are as follows:

Chapter Operating Committee:
The Chapter Operating Commit-
tee held their Chapter Leadership Day
on the Wednesday preceding the con-
ference. The day wasan unprecedented
success with 31 chapter leaders, repre-
senting thirteen chapters, attending.

Goals for the coming year include:

*  Develop a chapter handbook.

*  Survey chapters to determine
the content of regular reports
from central office.

*  Planthe 1999 Chapter Leadership
Development Day around presen-
tations by different chapters.

»  Coordinate efforts with the Mem-
bership Committee.

*  Provide support to struggling
chapters .

Community Living:

Action items for 1999 include:

*  Assist with development of a
book on community living,

*  Work with Media Committee to
disseminate stories about people
with disabilities as contributing
citizens.

*  Support MiCASA.

*  Look for ways to sponsor broad
research concerning the health/
safety and accountability of
people in individual support sys-
tems versus larger settings.

Early Childhood:

Plans for this year include:

*  Develop a new resolution on
Early Childhood.

*  Establish linkages with other
organizations.

*  Re-submit grant proposal to
develop a comprehensive
resource and information guide
for families of young children
with significant disabilities.

»  Plan a crackerbarrel or strand
for next years conference.

e Work with JASH editorial staff to
plan a topical issue.

BESTCOPY AVAILABLE
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Committee Plans and Progress

Governmental Affairs:

The Governmental Affairs Operating Commit-
tee recommended focus on the following three
priority areas:

* IDEA Implementation and Enforcement
*  Passage of MiCASA

*  Passage of a Work Incentives bill

Other issues the committee recommended

that require TASH’s attention include:

*  Lead the effort to elect disability-
friendly political representatives at
every level.

*  Support legislative efforts to close
institutions and oppose the use of
funds for institutions.

* Housing

*  Legislation to promote positive
approaches and prohibit the use of
aversive procedures

Leisure and Recreation Committee:

This year’ activities will include:

*  Continue to represent TASH on the
Outdoor Regulatory Negotiation
Committee of the U.S. Access Board.

*  Report results of this process in the TASH
Newsletter.

*  Establish a data base of TASH members to
form a Leisure and Recreation Network for
information sharing.

*  Collect and disseminate best practice sto-
ries on inclusive recreation experiences.

Membership Operating Committee:

This years plans include:

*  Focus on both maintaining current mem-
bers and recruiting new members.

*  Work toward better communication be-
tween the Chapter Operating Committee
and the Membership Committee.

*  Study additional member benefits that
could be offered.

Multicultural Committee:

Goals for this year are as follows:

*  Send a letter to President Clinton urging
the United States to rejoin UNESCO.

*  Continue to include a strand on
multicultural issues at the 1999
conference.

*  Provide opportunities for discussion of
international issues.

*  Create partnerships with TASH’ interna-
tional counterparts.

*  Review/revise relevant resolutions.

Paraeducator Committee:
This committee’ goals are as follows:

PAGES 77

Create incentives for
paraeduacators to become
involved in TASH and in the
conference.

*  Examine standards for
paraeducators to ensure that
they uphold integrity for
individuals with disabilities.
Recommend & advocate
change where standards do not
accomplish this goal.

Personnel Preparation:

The committee discussed a vari-
ety of topics of interest and broke into
sub-groups to develop action plans for
each of these prioritized areas. Top-
ics discussed include:

*  Unified programs: do they
address ALL students?

*  Content/competencies for
specialists

»  Changing roles of special
educators

*  Changes in philosophy of best
practices not reflected in current
teacher preparation programs

*  Opportunities for students with
disabilities to attend college

*  IHE need to model recom-
mended practice

*  Restructuring process

*  THE faculty need for continued
professional development

*  National data base of programs
in severe disabilities

*  Voice for all concerns

Positive Approaches

Committee:

Goals for this year include:

*  Revise the TASH resolutions
relevant to positive behavioral
approaches.

+  Interface with the new commit-
tee on the legislative and policy
aspects of positive approaches.

* Disseminate success stories and
research which validate positive
approaches.

*  Create resource listings.

All committees welcome additional
energy and interest. TASH members are
invited to participate in committee activi-
ties. For information about contacting
the chairs of any of these committees, call
the TASH central office at 410-828-8274,

or e-mail info@tash.org.
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1998 INCLUSION ROUNDTABLE

1998 TASH Annual Conference:
INCLLUSION ROUNDTABLE

e are pleased to present
-\ ;\ ; excerpts of the proceedings
from the 1998 Inclusion

Roundtable, a lively discussion facilitated

by Dorothy Lipsky and Alan Gartner from
the National Center on Educational
Restructuring and Inclusion, located at The
Graduate Center in New York. Panelists
included: Rich Villa, Consultant; Phil
Ferguson, National Institute for Urban School
Improvement at the University of Oregon;
Mara Sapon-Shevin, School of Education,
Syracuse University; Charlene Comstock-
Galagan, an advocate from the Arc of Texas;
and Jacque Thousand, College of Education,
California State University—-San Marcos and
TASH Board Member.

The audience was a balanced mix of
parents (some who have children who are
included and some who want inclusion but
have not been able to convince the school
system to cooperate); consultants; princi-
pals (of both fully included and segregated-
moving-to inclusive schools); doctoral
candidates; faculty members; special
education coordinators; educational
psychologists; statewide technical assistance
coordinators; and special education and
regular education teachers.

Dorothy Lipsky

It is really true — the power of what
this assembled group of people know
about how to solve problems. That is
critical. This isn' really rocket science; it is
just good problem solving skills and
having a group of people that can collabo-
rate and use their collective energy to
really keep going forward.

Let me just tell you my own personal
story for a moment. Parents sometimes
wonder if it is still the right thing to-have
their children in inclusive classes. [ want
to help you remember in terms of all of
the research and all of the personal stories
that parents share with each other that the
outcomes for youngsters in those general
education classrooms, when we put the
supplemental supports in there, is very
powerful.

Partially the reason we wanted to make

BESTCOPY AVAILABLE
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l-r: Alan Gartner, Inclusion Roundtable facilitator;
Rich Villa, one of the panelists; and Dorothy Lipsky,
co-facilitator of the Roundtable.

that shift was that we knew that the outcomes
in the self-contained {classes] meant that they
were not graduating from high schools. {In-
dividuals] were still living at home to a large
degree, and they were not getting adequate
employment skills.

But now we have done the research,
federal officials have done the research,
everybody has done the research enough
to know that it hasnt worked. We made
some mistakes. It doesn't mean we are
blaming the special education teachers or
administrators, because they have had self-
contained classrooms. That is what the law
said to do.

Danny, my son, was born 29 years ago
with Spina Bifida, a pretty severe birth
defect at that time. [ ran for the county
school board and [ won. When Danny was
the first child with disabilities in the public
schools, parents asked: “Was that part of
the reason?” Well, it surely didn't hurt.

We do have to remember that we are the
best advocates for our own children.

Danny continued to surprise everyone
and the teachers were very frightened by
having him in a regular education class in a
wheelchair. It gave them lots of problems
and lots of cause for reflection. The best
news that I have to tell you is that while [
often thought of the Henry Viscardi School
perhaps being the place for Danny — they
had a lot of children with Spina Bifida
there — the fact of the matter is that we as
parents question sometimes “Are we doing
the right thing by placing them in that
situation?”

I believe very strongly that for Danny
it was absolutely the right choice and he

PAGES 8

believes that, too. He ended up getting
a high school diploma in New York,
going to a regular education program
throughout. It was very difficult. He
had to have quality teachers who
constantly had to think about how to
present information to a different kind
of learner. Even though I told you he
got a high school diploma, he actually
can only read at a third grade reading level.

Now, how did those high school
teachers {accommodate Danny’ learning
style]? They thought of alternate ways of
presenting the material because he could
understand the material even though he
could not read it. He couldn't write. They
had to send note takers into class. They
had to figure out how to put material on
tape, get extra kinds of videos and books,
cooperative teaching, having kids work
together, whatever it took. Thank goodness
technology came in at that time and helped
Danny get that high school diploma.

After Danny was in a self-contained
kind of employment situation (that did not
work), he went to a college in Boston
called Lesley College. They are very
interested in working with children who
have learning disabilities. They also train
teachers in a very wonderful program.
Danny went there. He was the first child
with physical disabilities. He flunked out.
He flunked out because what we had
learned in high school we did not transmit
to the college.

In some ways maybe we thought he
was really going to be able to do this
without all of the supports and without our
still needing to be involved. You now how
it is, you think he is grown up, graduated
from high school and you ask yourself,
how can I keep mothering to that level?
But the fact is he needed some supports —
the same kind of supports he needed in
high school. He begged them to take him
back the second year and they did. With
the supports built in he was successful.

Danny met a girl there, Heather, who
also had learning disabilities. They fell in

love. 1 got a phone call and he says:
Continued on page 7
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1998 INCLUSION ROUNDTABLE

INCLUSION ROUNDTABLE
Continued from page 6

“Mother at the end of the year I am not
going back. Heather is finishing the
program and we are going to Atlanta,
Georgia to live.”

In fact, Danny has lived in Atlanta
with Heather for the past 4 years. He
works in the college in a security office
there with a vocational rehab counselor to
do job coaching. She really helped Danny
to do his job. Heather also has a job in a
large company doing wonderful work.
These kids have a wonderful quality of life
-1 cannot tell you the stories and the
things that they have told us about how
happy they are living there.

Thats my parent side. The other part
of the work that 1 do is the professional
side. It is really looking at school districts
that have been restructuring and are trying
to take the concepts of inclusion and to go
further. We have done research in about
1,000 school districts and we have asked
the teachers and the administrators and the
parents and the students themselves how
they did it. We have lots of information
which I will share with you. Now let me
turn it over to our colleagues here to give a
couple of words or thoughts about where
they are in terms of thinking about the new
federal regulations, IDEA. How the law is
going to make a difference for the diverse
groups that are here so that it can help
them move forward in a strategic way.

Rich Villa

[ had the good fortune of living in the
State of Vermont for many years — the state
that leads the United States in the inclusion
of children with disabilities. I was the
administrator in the school district that was
probably one of the first totally inclusive
school districts in the United States. Since
that time for about the last four years or so
[ have had the opportunity to travel and
work with a variety of people on their
journey, their evolution toward this thing
called inclusion.

Without a doubt I am convinced that
the number one determinant of whether
a child is included is quite simply the
place that you happen to live at the time
and the disposition of the educators in
that community. [am encouraged by the

Q ;in IDEA Reauthorization. How-

E119
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ever, we have had laws since 1975. If we
had been implementing the previous
versions, a lot of what you have described
as obstacles and barriers would not
necessarily be in place.

The things that I am excited about in
IDEA Reauthorization would certainly be:
1. Access to the general education
curriculum for children with disabilities.
2. Inclusion in assessment is just an
absolute critical thing because so much
assessment has been done and disregarded
to this population of students.

3. The fact that there is a place where it
says — for the first time — that students
themselves, whenever possible, should be
included in meetings.

With all due respect there comes a
time when you are not going to be your
child’s best advocate. We have to em-
power children and youth to become
self-advocates and get them involved in
the process early on. Just as parents can
come with advocates, kids should be able
to come with advocates or lawyers in
training.

We have kids come to meetings as
young as kindergarten and first grade. Now
you may not want to have them come to
the whole meeting and you may want to
have some opportunity to be flexible.

Question: Are there any things that you
have noticed in your work with school districts
that have been particularly valuable in terms
of what a school system really needs to think
about for good inclusion?

Rich Villa

[ think I see inclusion occurring on a
couple of levels. I see inclusion occurring
for individual children. You do not have a
system that is ready for those children. You
have pushed, you have pleaded, you have
evolved a relationship so that somehow the
child shows up in a classroom. I see in that
scenario a classroom teacher that is scared
and frightened and I see a parent who ends
up being the mentor to the classroom
teacher, teaching the classroom teacher
how to do accommodations and modifica-
tions. Sound familiar to anyone of you?
Unpaid mentor. Pro gratis employees. And
don't you have [an outside] job because
then you are obviously not interested in
your child’s progress. just when that
teacher has got it- your child is ready to
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move on to the next grade. There has been
no systernatic initiative, no transition
planning and you are right back to the
beginning.

I see a lot of parents with a lot of
energy in the primary grades. 1f that
system does not change by the time the
child hits middle school or high school, the
complexity of those systems with the
numbers of teachers they have, [the
parents]| are pretty worn out. On the other
hand, 1 have seen school districts that
continue to evolve and move to the place
where there is more of a systematic
response.

For me inclusion works in a place
where:

*  People are busy articulating the vision
of what inclusion is and what it is not.

*  People have redefined the roles.
People are actively figuring out what to do
differently. Everybodys roles, rules and
relationships change.

*  People are doing other kinds of
school reform and restructuring. We need
to clarify for people that our goals are the
same for all children. General ed school
reform initiatives such as multiage
grouping, whether you are doing that or
block structuring or constructivist
approach to learning and multiple
intelligence theory, all of these things are
complimentary and supplementary to
inclusion- so we have to help people see
the interconnectedness of that.

* T have never seen inclusion work for
a child or within the system if there is
not a strong sense of collaboration.

*  The heart of it all is training. The more
we can advocate the preservice change, the
more it works.

*  Take time to celebrate. Whether you
are the teacher or the parent, it is not
perfect and we have to keep working
toward it. It takes 7-10 times the energy to
create positive change as it does to
maintain the status quo. I think if we are
going to have the energy to do that we
better be celebrating the process, the
journey as well as the outcomes.

Question: One of the barriers that we
have run into isn't even their lack of education,
but their lack of willingness. I know that some
of that is fear, but how do we change people’
attitudes?

Continued on page 27
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1998 ANNUAL CONFERENCE
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Alan Berger .
(stan ding) e s Micah Taylor appeared in
&roup of hearey berson at the media festivg)
souls in early Screening of “The Flowerin,
moming yoga of a Child with Disabilitiesg"
activities .h’sfather Ron’s video-tape,}
Journey of Micahs

experiences.

Joseph Rennenberg makes sure that there’s
no peeking as he assists Angie Talcott of
Grayline Convention Hosts to draw the
name of one of the door prize winners,
while Alan King looks on.

Jay Klein
and Tia Nelis

b, A kmﬁ iR i

A TASH conferees received greetings from individuals and groups representing many
different languages, countries and communication methods.

>

Conference attendees
joined members of the Let’s

Dance Band as they
entertained the audience.

Meadours, Joe
Meadours and
Liz
Obermayer
carried the
TASH banner
during Friday
evenings vigil.

Judith Snow (seated left)
and rally announcer
Lyle Romer (far right)
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1998 CONFERENCE WRAP-UP

1998 Conference Registrants
2397 Total Registrants

()% Student Administrative
Qﬂ\(ﬁ‘ ) o 8% 10%

0“\%‘ o’ Staff development
?&\;’0 “r’ 6% o R Adult Services/Employment

,‘ ““. o SRR 7%

EBENENE. Early Childhood

Special Ed. 2%

12%

R Educator/Teacher

Self AdvocatAlg 7/ / : 4%

Related Services Interested Indiv/Advocate

5% 1%
Public POI:;Z Advocate Other/Unknown

7%
Prof/College/Univ Parent/Family
5% 12%

The 1998 TASH Conference, “Creating Futures Together”, was attended by 2,397 people from all 50
states and the District of Columbia! We also had extensive international representation that included
attendees from Australia, Bermuda, Bulgaria, Canada, England, Hong Kong, Japan, Malta, New Zealand,
Singapore, Sri Lanka, and Viet Nam.

We knew the Seattle-based event was going to be good when, just as registration officially opened on
the first day, the sun broke through the clouds and shone brightly into the atrium of the convention
center. That symbol of warmth, energy and optimism exemplifies what many TASH conference attendees
fondly refer to as “the spirit of TASH.”

That spirit was indeed present in full force this year, with over 470 sessions. Participants rated the
sessions as excellent, with professional, expert, and enthusiastic speakers. The highlights of the confer-
ence, as evaluated by participants were:

e The quality and variety of sessions offered

»  The expertise of the speakers

*  Excellent location/facility

»  The well-organized logistics of the conference
*  The networking opportunities

Many thanks to the conference committee, the presenters, the strand coordinators, the reviewers, the
local committee, the exhibitors, the sponsors, the TASH Board and staff, and all of the attendees who
make this incredible and ever-growing event so successful. Your efforts and energy sustain many folks
' throughout the year in their struggles for inclusion and equity for all.

Make your plans now to join us in Chicago, December 8-11, 1999 for the TASH Annual
Conference: “TASH 2000: Our Turn Now.”

— ———
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1998 ANNUAL CONFERENCE

Michael Dowling accepted the
Positive Approaches Award on
Herb Lovett’s behalf.

1998 Thomas G.

Glen Dunlap accepts the First
Annual Thomas G. Haring Award.

The 1998 Positive Approaches
Award was presented to Herb Lovett
posthumously in honor of his work,
which had a profound influence on the
lives of people with disabilities, their
family members, supporters, and policy
makers around the world. Herb’s
commitment to people who were
routinely punished or hurt in the name
of treatment, as well as those who were
beginning to take their rightful places as
leaders in the self-advocacy movement,
will live on in his writings and our
hearts.

Haring Award

The First Annual Thomas G. Haring
Award was given to a group of researchers
who conducted two exemplary studies sur-
rounding a single applied problem - how
to design an effective intervention that will
support the needs of a parent whose child
with significant disabilities displays diffi-
cult behaviors in community settings. The
Haring Award recognized the authors for
the quality and significance of their articles
on Parent-Professional Partnership in Behav-
ioral Support which appeared in the Win-
ter 1997 issue of JASH.

Thomas G. Haring Award Recipients: Bobbie ]. Vaughn, Glen Dunlap,
" " «x, Shelley Clarke and Millie Bucy.

ERIC

Aruitoxt provided by Eic:
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1998 Collaboration Award

This award was given to the team that assisted Waddie Welcome

to realize his dream to live within his chosen community. Theirs is an
extraordinary story of Waddies personal mission to leave the nursing
home and successfully live in the community. Mr. Welcome’s circle of
friends listened to him, leamed to communicate in his language, and
used person-centered planning to enable Mr. Welcome to live in the
manner of his choosing.

Collaboration Award Recipients: Waddie Welcome, Deacon Washing-
ton Hart, Susan Earl, Emily Earl, Dottie Black, Jane Fishman, Tom Lamar,
Hermand and Linda Friedman, W'W. Law, Regina Thomas, Mary Welcome
Williams, Margaret Welcome Jackson, Ms. Addie Reeves, Debra Selman,
Jackie Immel, Lester Johnson, Naomi Brown, Kathy and Jeff Alden, Clarence
Peterson and Tom Kohler

5

el

Waddie Welcome (2nd from left) and several members 0 His Circle of Friends
1998 Media Ward

Although they were unable to be present to accept their award,
TASH proudly presented the 1998 Media Award to the investigative
team of reporters from the Hartford Courant for their series of articles,
Deadly Restraint: A Hartford Courant Investigative Report. The series sites
the results of a 50-state survey which confirmed 142 deaths in mental
health and mental retardation facilities and group homes nationwide
over the past decade. The series gave voice to the unheard protest of
those individuals who are no longer here to fight on their own behalf.

Media Award Recipients: Dave Altimari, Dwight E Blint, Kathleen Megan,
Eric M. Weiss, and The Hartford Courant

- 13
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uhy Sayeed and her husband,
2 Raffath, became active in the field

of differing abilities in 1982.
Today, their dedication to human rights
and community living is a family commit-
ment. Zuhy was appointed to the
President’s Task Force on Inclusive
Education and to the United Nations
Panel of Experts for the Monitoring and
Implementation of the Standard Rules for
the Equalization of Opportunities for
Persons with Disabilities. Zuhy believes
that effective community-building can be
achieved through collective advocacy.
TASH was honored to host Zuhy Sayeed as
one of the keynote speakers during the
1998 Annual Conference. Following are
excerpts from her keynote remarks.

Before 1 begin, I would like to
introduce myself and Raffath, as parents,
first. All our four sons have taught us so
much, and the joys and the challenges of
parenting have been augmented by the
experiences that have made our family
who we are. What I will present to you
today is reflective of our family commit-
ment to the movement for inclusion or,
as we call it in Canada, the community
living movement.

' This year, 1998, is the year that the
world is reviewing and examining their
commitment to the Universal Declaration
of Human Rights. Indeed, it is a time to
be reflective of the deep commitment to
the elimination of horror and discrimina-
tion that occurred over 50 years ago.
Eleanor Roosevelt and John Humphrey,
an American and a Canadian, authored a
dream of global, universal protection for
all human beings. They were visionaries
who realized that in order for sustained,
world peace all citizens had to be free,
equal and honored.

Fifty years later, the rhetoric of
equity, protection and opportunity still
exists. There remains a large gap between
the promises of the Declaration, our own
beliefs and actions, and inclusion of all
people within our society. Persons with a
developmental disability are among the
most marginalized, the poorest and the
most discriminated members of their
communities. For persons with a
disability, their marginalized status is
rooted in attitudinal conditions, which

© reinforced by political, social,

1998 CONFERENCE KEYNOTE

A 1998 TASH Conference
Keynote Address:

LUHY
SAYEED

economic and cultural structures, rather
than in the nature of their disability. Too
often human rights are thought of only in
terms of protection from the atrocities of
war, repression or discrimination based
on traditional thinking. '

The Universal Declaration of Human
Rights rose from the ashes of the gas
chambers of the Second World War. The
first victims were persons with disabilities
- people whom we often forget in our
remembrances. Even today, in all of the
recent genocides in war and in situations
of natural disasters, persons with disabili-
ties are considered expendable. Society
traditionally defends the human rights of
people when there have been violations
of rights based on gender, poverty, age,
religion, race, issues related to aboriginal
people and children, justice, effects of
war and oppression, employment,
education, economic prosperity and
health. Even human rights organizations
do not include issues of persons with
disabilities in their agendas, even though
issues relating to persons with a disability
cut across all sectors and all walks of life.

Human rights are indivisible.
Different sets of human rights do not
exist for different people. 1998 is a year
that will be marked in the chronicles of
history as issues that face persons with
developmental disabilities — situations of
extreme poverty, neglect, and abuse to
name but a few — have finally been

PAGE 12

14

officially placed on the agenda of the UN
Human Rights Commission. The UN
Standard Rules on the Equalization of
Opportunities for Persons with Disabili-
ties, The Salamanca Declaration,
UNESCOS5 clear message and direction on
inclusive education, The Managua
Declaration — all the UN instruments that
promote equity for persons with disabili-
ties — can now be reinforced strongly
within our governments and within the
special agencies of the UN that work
actively in regions around the world.

This signifies a progressive shift in
thinking - from charity to equity and full
citizenship - that parents, advocates,
individuals with developmental disabili-
ties and the organizations we belong to,
have advocated for over the past 40 years.

In Canada, the Canadian Association
for Community Living (CACL) and its
provincial and local associations have
celebrated 40 years of advocacy. The
founding parent association marked its
50% year. Fifty years ago parents gath-
ered around living rooms and informal
meeting spaces to give voice to their
dreams of equity for their sons and
daughters. This national association of
parents, professionals, and community
advocates has its roots in intellectual
disabilities. Today, it is evolving into an
association that is committed to creating
an inclusive society that celebrates all
forms of diversity.

QOur international federation,
Inclusion International, is a collective of
over 179 national organizations repre-
senting almost 110 countries. 1t is one of
the six non-governmental organizations
(NGOs) that works actively with the UN
and other world partners to promote the
human rights of persons with develop-
mental disabilities and their families. The

Continued on page 13
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Zuhy Sayeed

Continued from page 12

stories we have to share are many. They
signify the true experiences that we have
had over years of denial and oppression.
They demonstrate the injustices and the
effects of labeling that have denied
opportunity for millions of children and
adults with developmental disabilities
and relegated them to a life of depen-
dency, segregation and poverty.

* Labeling is insidious. It creeps into
our lives couched in everyday, seemingly
acceptable language. It convinces us that
it is the only way that our sons and
daughters will have their ‘extra ordinary’
needs met. It creates a culture and a
mindset [of] disability that grips the
general public right in the beginning and
once that sets in, the mindset is difficult
to change. Even our own language
creates expectations that have its roots in
medical terminology that is unacceptable
in today’s framework of the human rights
of our family members and friends.
Labeling seduces us into believing that,
once labeled, our children will be “fixed”
or “cured” — provided we agree to a life
of segregation and the denial of true
opportunities to realize the inherent
potential that every human being does
possess.

[ emphasize again that every human
being has potential. It is the limitation of
opportunity, attitude and the environ-
ment that prevent the innate potential of
every child and adult with developmental
disabilities from being realized. You have
seen living proof over the last two days.
Real life potential that could have been
written off — in Sue [Rubin], in Bob
[Williams], in Micah [Taylor].

Bishop Tutu, in his address to the
International Conference on Human
Rights last week in Canada, spoke about
the resilience of the human spirit. Indeed,
as parents and advocates of persons with
developmental disabilities, we see courage,
strength and the perseverance towards a
goal demonstrated every day.

Our story began 16 1/2 years ago.
Through those years we have seen a child
— our child — who couldn't walk or
talk, be encouraged to learn sign lan-
guage. The child we were advised to

E l{ll CJvay those many years ago is now a

IToxt Provided by ERI

| emphasize again
that every human being
has potential. It is the
limitation of opportunity,
aftitude and the
environment that prevent
the innate potential of
every child and adul#
with developmental
disabilities from
being realized.

young man, full of confidence and way
past the prediction of only ‘making grade
3 or, at the very most, grade 5.
Personally, as parents of two young
men with different abilities, I can attest to
the fact that the young people around our
sons in school, in the community, in
scouts, judo and in soccer, have an innate
sense of fairmess and inclusion. Children
don' see differences; they see gifts. As a
preschool educator for over 16 years and
an elementary school teacher for some
years prior to that, I can attest from an
educator’s point of view, that children are
by nature inclusive. I can tell many
stories of the unconditional inclusion
through the eyes of a young child.
Resistance to successful inclusion has
come from schools where teachers had
fixed ideas of the disabilities and limita-
tions of their students. We have faced
resistance and disbelief before, and will
continue to find pockets of fear and lack
of awareness and knowledge in our
colleagues, peers, and in the community
at large until we make real change. Until
we demonstrate that persons with
developmental disabilities can learn, play,
live and contribute meaningfully to their
community, their state and their country.
Until we speak loudly to the fact that any
kind of segregation in our schools,
workplaces and in our communities does
lead to a lifetime of being set apart,
dependency and no contribution. The
Canadian Supreme Court decision,
unfortunately, has promoted educational
apartheid which has encouraged segre- 1
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gated practices in education in the guise
of inclusion.

Until we embrace the idea that our
world is interdependent and that we all
have skills that can be learned to contrib-
ute to the richness of this diverse world
in many different ways. Until we take
responsibility to establish and nurture
partnerships and coalitions with human
rights organizations and others so that
disability issues are inserted into
everyone’s agendas. Until we become part
of the force - not separate - fighting for
social justice for all people. For if we
continue to separate ourselves, that is
what society will perceive our goals to be.

Until we work collectively to
overturn repressive laws that are being
flaunted as protective laws. The vigil
today will mark the advocacy that we
must be engaged in here as well as in the
communities that we will return to after
today. Until we demand real justice for
the murders and abuse towards children
and adults with developmental disabili-
ties and, in turn, examine the reasons
why so many people with developmental
disabilities face an unjust legal system.

Until we combat the tired arguments
of the “cost factor.” The Roeher Institute,
CACI5 internationally acclaimed research
institute on disability and social justice
policy, recently participated in a study
that researched the cost factor for
excluding people. The results of the
study reported that not only does denial
and segregation cost money, but it also
results in huge sums of money in lost
productivity. When we all begin to talk in
those terms, we will then get attention.

Until we ensure that fast-paced
scientific progress includes checks and
balances that will preserve and protect
the natural diversity of the human race,
we will see resistance until then. We will
encounter questions and the demands for
‘proof’ that this ‘inclusion’ works. The
proof is beginning to happen, but only
because a small group of us are insisting
that labels kill the chances of our
children being treated as full citizens, and
that despite labels and traditional
thinking, we will insist that our children
be included in every aspect of commu-
nity life. We are pushing the envelope so
that the proof will be there for the future.

Continued on page 14
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Zuhy Sayeed
Continued from page 13

And we welcome the partnerships we
have here today which will make that
happen. As parents it is our role to fulfill
our dreams and to let our children dream
their dreams. For as it has been said,
without dreams, nothing happens.

All families need warmth and
protection to carry out the precious roles
of bringing up children, all of whom
teach us valuable lessons. Lessons of
hope, of joy, of strength and indomitable
courage in the face of the harshness of
the world. Our children prove to us that
even in the most challenging situations,
there is always joy and learning.

Raffath and 1 firmly believe that as
parents and community members we
play a dual role in bringing up not only
our children, but also raising the commu-
nities in which we want our children to
live. Our communities need leaders with
vision, with understanding that
everyone’s contributions are vital to
healthy, peaceful countries, I realized a
few years ago as I engaged in conversa-
tions and discussions in hockey rinks and
on soccer fields, and in the course of
parent volunteering in schools and at
community events, that the community
at large is us — all of us. We hold the
key to inclusion and welcoming our sons,
daughters, students or friends. That it is
our responsibility to create an environ-
ment where abilities and strengths matter.

We must work to create an environ-
ment that says the accommodations of
the past have been limited to surface
adjustments. That nothing will change if
we continue to focus on the limitations of
persons with a disability instead of the
limitations within our communities,
systems, laws, policies and programs.
Instead of continuing to segregate and
isolate persons with disabilities, we
should be engaged in work that benefits
all people in our communities.

Including people with disabilities has
taught us valuable lessons. It has also
made us, as citizens, realize that it is only
a matter of time before we, too, will have
the need for warm, welcoming, accessible
and inclusive communities.

We know that the human race is

Q ous in its diversity. That our chil-
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As parenis and
community members
we play a dual role in
bringing up not only our
children, but also
raising the communities
in which we want our
children to live.

dren, who have the opportunity to grow
up with their peers and with all the
threads of the fabric of a community, will
grow to be the future leaders and the
citizens of tomorrow. It will be this
generation of leaders who will look for
ways to embrace the strengths and the
skills of all of their friends.

The challenge to us, who will take
messages from TASH to the world, is to
find ways as educators, parents and
advocates to assist the education system
to take advantage of being poised for
making real change in the future. You,
who are enlightened, know that educa-
tion is the key to break the cycle of
marginalization and discrimination.
Education by its very nature has the
potential to improve the social and
economic status of individuals with
disabilities. Those who now possess the
skills are in the position to make changes
that improve socio-economic status
which lessens marginalization.

It is the responsibility of the educa-
tion system and the community at large
to change true attitudinal prejudice. All
the change agents are in place. Itis
evident at this gathering. The ideas and
strategies shared here speak to real
inclusion- as is the belief and the com-
mitment to the inherent potential that is
in us all. It is the education system that
guides our learning and should emulate
the role models provided by children. It
is our role as citizens to foster a civil
society that will be good for us all; one
that is truly inclusive of all the abilities
and strengths of all people. There is so
much work to do.

All over the world, the potential of per-
sons with disabilities is being realized, and

16
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the lessons of inclusion are being noticed.

Inclusion — the word itself conjures
a picture of belonging, of being part of
woven threads of colorful fabric which
are the communities we live in. Not
separate, not apart, not in expensive,
special systems that will be unsustainable
and ineffective in the end. Rather,
together as one community and as one
people as we were meant to be. Abraham
Lincoln said, “ ...All men are considered
equal...” Itis only this inclusion, this
complete belonging together in all our
glorious diversity, that will promote the
full participation and the celebration of
our strengths in the world of tomorrow.

No other concept of inclusion will
lead to full citizenship. 1t will only lead to
future educators, parents and persons with
disabilities having the same conversations
50 years from today. It will continue to
lead two systems of education, which will
not lead to an inclusive society.

Nothing would have changed.
Nothing would have harnessed the
energy and the conviction in this room
today and in many such rooms around
the world. The time is right. The time is
now. Let us put aside our own tradi-
tional notions about the worth of people
and let us give our children a chance.
They will prove to us that true inclusion
of persons with developmental disabili-
ties will create futures together. A future
that holds a promise of equality and
citizenship, remembering that the rights
of man come not from the generosity of
the state, but from the hand of God.

It is the responsibility
of the education system
and the community at
large to change true
aftitudinal prejudice.
All the change agents are
in place. It is evident
at this gathering.
The ideas and strategies
shared here speak o
real inclusion.
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International TASH Conference

Call for

December 8-11, 1999

(Pre-Conference Workshops & Opening Reception

on December 8th)

TASH is an international advocacy association of people with disabilities, their family members,

community members, other advocates, and people who work in the disability field. Our members

are fighting for a society in which inclusion of all people in all aspects of society is the norm. We
are an organization of members concerned with equity, diversity, social justice, human rights,

and inclusion for all.

Send the Original and 3 copies of the Application and Abstract (postmarked) by March 22, 1999 to:

Kelly Nelson, TASH , 29 West Susquehanna Avenue, Suite 210, Baltimore, MD 21204
Questions? Phone: 410-828-8274 <+ TDD 410-828-1306 +

Sorry, faxed or e-mailed copies cannot be accepted

Website: http://www.tash.org

1999 Priority Topics

Proposals may be submitted on any topic that relates to the inclusion of people with disabilities. The 1999
Conference Committee has identified particular interest in the sub-topic areas listed below:

Advocacy

Building Alliances and Coalitions

Community Living

*Creative and Performing Arts

Communication

Criminal Justice

Curriculum Adaptation

Deaf Culture

Dual Sensory Impairment

Early Childhood

Educational Reform

Employment and Careers

Family Issues

Functional Assessment for
Behavior Change

Governmental Affairs

Grassroots Organizing

Guardianship

Higher Education

Intemnational Inclusion

High School Inclusion

Housing /Home of Your Own

IDEA Monitoring and Enforcement

IDEA ‘97 Regulations

Impacting Legislation

Inclusive Education Strategies

Independent Living Centers,
Councils, or Services

Integrated Sports

Intemnet and Disability

Issues of Death and Dying

Issues of World Peace & Social
Change

Leisure and Recreation

Life Transitions & Changes in
Supports for Aging Adults

Managed Care

Management Issues

Mediation

MiCASA/Personal Assistance

B KC ‘Please note: TASH will not be able to provide staging, lighting, etc. in session rooms.
x PAGE ‘IS: 1 7

Multicultural Issues

Paraprofessional Issues

Personnel Preparation

Positive Approaches to Behavior Change
Qualitative & Quantitative Research
Rare Syndromes

Rehab Act

Related Services in Inclusive Education
Self-Advocacy

Self-Determination

Special Health Care in Inclusive Settings
Sexuality, Romance, & Da