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CurrveM MEWS ftr ReauthorrIzelon DV [DEA

Joseph McNulty
Helen Keller National Center

s this issue of Deaf-Blind Perspectives goes to press, the process of re-authorizing the Individuals with
Disabilities Act (IDEA) is far from complete.
Last month the Committee on Economic and Educational Opportunities circulated the House of Repre-
sentatives' draft for reform of IDEA. Part D of the Draft "IDEA Improvement Act of 1995" would consolidate
the current fourteen special purpose (discretionary) programs funded in FY 1995 under IDEA into one new
Part D, National Activities to Improve Education of Children with Disabilities.
If one attempts to identify where the existing discretionary programs will be placed within the proposed Act,
some are rather apparent. For example, Personnel Training (Part D, Section 631 and Section 632 of the current
law) will fall under Section 678National Activities in Professional Development. The current Parent
Training Program is covered by Section 673 in the proposed billTechnical Assistance for Parent Training
and Information Centers. Other discretionary programs such as Instructional Media (Part F, Section 651) and
Technology, Educational Media, and Materials (Part G, Section 661) will be included in the new legislation in
Section 679Technology Development and Section 680Educational Media Services.
This is clearly not the case for the Services for Deaf-Blind Children and Youth! Section699A of the proposed
bill calls for minimum funding requirements for several categories of children, including "$12,832,000 to
address the educational, related services, transitional, and early intervention needs of children with deaf-
blindness."
But what portion of the money will be used to fund Parent Training and Information Centers? How much of
this funding will be used to support National Activities in Professional Development? If a grant awarded
under Technology Development carries out research on the development of technology for children who are

disabled that may include children who are deaf-blind,
does some of the grant money come from the $12.8 million
set aside in Section 699A?
And who determines how any or all of this money is
spent? Who identifies the priorities? Who monitors the
programs receiving these funds? The coordinated efforts
across program management, research, systems change,
technical assistance and information dissemination that
have been achieved under the existing Deaf-Blind Chil-
dren and Youth program will be significantly reduced.
A second concern with the proposed House bill is that
Section 699A also includes the statement, "If the total
amount appropriated to carry out this part for any fiscal
year is less than $254,034,000, the amounts listed in sub-
section (a) shall be ratably reduced."
If the recently passed House appropriations bill were to
be adopted by the Senate, the amount for the new Part D
would drop from the current $254,034,000 to $92,491,000,
a reduction of approximately 64%. Under the proposed
formula, Deaf-Blindness would received less than $4.7
million. The Senate appropriations mark-up is scheduled
for mid-September.
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The Senate has not begun its deliberations on IDEA
although the Disability Policy Subcommittee of the
Labor and Human Resources Committee has an-
nounced its intention to have a first draft by Septem-
ber 18 and a full committee report by October 25.
A number of things must take place before IDEA is
enacted. The House is in the process of preparing a
second draft of its proposed bill and will present it to
the full committee sometime in September. When
the Senate's bill is approved, the two bodies will meet
to iron out any differences and agree on a final ver-
sion which will go to the President for his signature.
While we in the field of deaf-blindness are primarily
concerned with the Services for Deaf- Blind Children
and Youth program, the attention of the legislators,
educators and the disability community are on other
matters. Major disagreements surrounding issues
such as discipline, attorneys fees, the resolutions of
disputes on appropriate services and placement, and
the funding formula are generating a great deal of

debate. There is a good chance that the legislation
may not be finalized until the end of the calendar
year.

It is critical that we all monitor the proceedings
closely since this bill will determine the educational
services to be provided to every child who is deaf-
blind in this country.

If you have any questions on concerns, do not hesi-
tate to contact the

National Coalition on Deaf- Blindness
(617) 972-7221 or
(516) 944-8900, ext. 270.
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Paddi Henderson
TRACES Western Region

John Killoran
Utah State Office of Education

The original manuscript contained language established
by the Utah Legislative Task Force that referred to children
with "dual sensory impairments." That language has been
changed to "children who are deaf-blind" in keeping with
the editorial policy of Deaf-Blind Perspectives.ED

ver the past nine months Utah parents of chil-
dren who are deaf-blind have lobbied the Utah state
legislature for funding for one-on-one intervener
services for children who are deaf-blind, birth to five
years old. Assistance was provided by the Utah State
Office of Education, the SKI*Fli Institute, the Utah
Project for Children with Dual Sensory Impairments
(the Utah 307.11 Deaf-Blind Project), and the Legisla-
tive Coalition for People with Disabilities. This lob-
bying effort resulted in a two-fold piece of state
legislation: First, a one-time $193,500 appropriation
was granted for direct intervener services for chil-
dren who are deaf-blind. Second, a directive was
included to develop a legislative task force to design
a state plan to address the needs of all individuals,
birth through age 21, who are deaf-blind.
The new legislation came about because of the im-
mense dedication of several people. It became clear,
during the legislative process, that others concerned
about funding for services for individuals who are
deaf-blind might benefit from learning about the ex-
perience of these parents and professionals. Al-
though many different individuals could provide
diverse views on the process and the anticipated
impact of this legislation, two primary perspectives
were sought for this article: that of a parent of a child
who is deaf-blind and that of a representative of the
Utah State Office of Education. Both of these indi-
viduals were highly instrumental in gaining the in-
terest and support of the Utah State Legislature.

Interview with Stephanie Carlson
Stephanie Carlson is Travis' mom. Travis is a three
year-old boy who is deaf-blind.
Q: What was the catalyst for this recent state legisla-

tion specific to services for children who are
dual sensory impaired?

The SKI*HI Institute informed me that the grant for the
Intervener Program for children, birth to three, who are
deaf-blind was ending and no other funding had been
obtained. Since this program has been such an important
part of my son's life, I knew that it could not end. In fact,
since it had not been promoted for children aged 5-21, I
felt that needed to happen also. I asked the Legislative
Coalition for People with Disabilities what needed to be
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aisc Definition of an Intervener
An intervener is specially trained to provide clear
and consistent sensory information to an individual
who is deaf-blind, compensating for both vision and
hearing loss in such a way as to facilitate and en-
hance learning and interaction with the physical
environment and with society. An intervener acts as
the eyes and ears of the individual who is deaf-blind,
making him or her aware of what is occurring and
attaching language and meaning to all experiences.
An intervener intercedes between the individual
who is deaf-blind and the environment in such a was
so as to minimize the effects of multisensory depri-
vation, and to empower the individual to have con-
trol over his or her life.

done to obtain state funding for deaf-blind intervention
services.
A group of Utah parents of children who are deaf-blind
then met to discuss what services our children need that
are not available in the state. With the help of several
agencies we put together a plan of action and a financial
request.
If I could recommend anything to other groups consider-
ing requesting state funding, it would be to plan far
enough in advance to begin the legislative process at
least six months prior to the beginning of the legislative
session. We began this process only two months before
the session. We could have saved ourselves many head-
aches if we had started earlier. I really appreciate our
Legislative Coalition. They walked the parents through
the process, putting them in contact with the appropriate
people to move the process along.

Q: Why was this process initiated?
Again, the primary motivation was the fact that the Deaf-
Blind Intervener Program would soon be without funding.
My son, Travis, if put in a classroom in a public school or
at the Utah Schools for the Deaf and the Blind, would not
be able to participate without the help of a person spe-
cially trained to provide him with the information which
he can't get through his eyes and ears. It is imperative,
especially for children more severely impaired, to have a
person that understands deaf-blindness and all of the
other needs including the specific communication, edu-
cational, and medical needs of that one child.
The vast majority of children who are deaf-blind are not
at the Utah Schools for the Deaf and the Blind. They are
in the public school system where few teachers have
been specifically trained in deaf-blindness. That is why
the parents pushed for this legislationto get deaf-blind
specific services and training.

Q: What role will parents play in designing the State
Plan for all educational services for children
who are deaf-blind?

Parent involvement is essential and priceless. There are
eight parents out of a total of 32 members on the Legis-
lative Task Force. The parents involved represent all age
groups of children from preschool through adulthood.
Together we are supplying information about what our
children really need at all different ages.
The service providers on the Task Force have different
backgrounds and different specialities. Some of them
have training in deaf-blindness and some don't. As par-
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ents, our specialty is our child. That's why our input is
important.
I think all of the Task Force members are very sensitive
to the parents' needs and concerns. It has been an
exciting, positive experience to see this many people
come together for one purpose and have it work so well.

Q: As a parent, what are the most critical long-
term issues which need to be addressed
through the State Plan?

Communication is the number one priority. We must
provide a means for individuals who are deaf-blind to
learn to communicate and to communicate appropriately
in their natural environments, especially in school. Some
children may need one-on-one interaction with an inter-
vener to communicate. Other children may learn to com-
municate well using an alternative system such as a
communication board. The key is that each child needs
an individualized plan in order to receive an appropriate
education.
The second issue, which is a major one for our family, is
the need to integrate all of a child's services to accom-
plish the above priority. This is especially important with
children who are severely, medically fragile. Travis is a
technology dependent child. He has a trach and would
be at risk of dying without a medically trained person with
him. I believe his medical, educational, deaf-blind, and
other related services can be integrated and delivered
wherever the educational process is taking place.
The final issue is that of training. There are just not
enough people trained in dual sensory impairments to
provide the necessary services. The Task Force will
design ways for Utah to overcome this problem.

Q: How will the State Plan system of services for
children who are deaf-blind differ from the
current system?

Although the development of the system is not complete, I
can tell you the parents' goals for the State Plan.
All children who are deaf-blind will have access to direct
intervention services which are individualized to meet the
unique needs of each child and his or her family. The
services may be delivered at school, at the local park, in a
nursing facilitywherever the child is located.
The entire system of medical, educational, deaf-blind spe-
cific and other related services will be smoothly integrated
for the benefit of all children and families. Obtaining and
coordinating the delivery of all of a child's services will no
longer be a nightmare for parents.
And finally, training to provide direct intervention and
technical assistance services for children who are deaf-
blind will be available to the most appropriate person for
the child. Opening the training up to a variety of individu-
als will help integrate services and decrease the number
of service providers in a child's life.

Q: From a parent's perspective, what impact do
you hope this legislation will have on your
child and family and on other Utah children
who are deaf-blind and their families?

I think my hopes can accurately be extended to all of
Utah's children. My vision is that when a child is deemed
to need intervention services, the most appropriate serv-
ices for that child will be available and provided by a
person trained in dual sensory impairments. I strongly
believe that intervener services have had a very positive
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impact on Travis' life. I hope that through this legislation
he will have these services available to him as needed
from age 5-21 and even beyond.
I've seen that it is often the parents that are most asser-
tive that are able to get services for their child. I don't
want children to do without services because their par-
ents are not assertive enough, or are too tired, or have
just met their limit and have no fight left. Getting essential
services should not be a battle. I hope we can create an
integrated system which provides the services needed
in a family-friendly manner.
Finally, the State Plan will establish the framework for
families and professionals to assist Travis and other
individuals who are deaf-blind to build a life full of the
supports and services needed to make their lives mean-
ingful and rich with experience and fun!

interview with Dr. Stevan .B. Kaikic

Dr. Stevan Kukic is the Director of At Risk and Spe-
cial Education Services for the Utah State Office of
Education. He is the chair and facilitator of the Leg-
islative Task Force.

Q: Why was this process initiated?
Actually, there were several concurrent events which
resulted in the initiation of the legislation. First, the Utah
Project for Children with Dual Sensory Impairments
(Federal 307.11 Grant) can no longer use federal dollars
to fund direct services to children who are deaf-blind.
Utah is now mandated to provide direct services to all
children with disabilities, birth through 21, through Part
H and Part B. Second, the SKI*HI Institute at Utah State
University was notified that the federal grants for several
technical assistance and direct service projects related
to the provision of services for children who are deaf-
blind were coming to an end.
The Utah State Department of Health and the Utah State
Office of Education had been working with the SKI*HI
Institute on securing an alternative mechanism for fund-
ing for approximately one year; however, the loss of
federal funds resulted in the need for immediate fiscal
support to continue the direct services which were being
threatened.

Q: The legislative bill clearly defines the member-
ship of the Task Force. Why were these par-
ticular agencies selected and how will they
contribute to the design of the State Plan?

Services to children who are deaf-blind and their families
should not be restricted to the six-hour educational days
in which most children are involved. Meeting the intense
needs of many infants and students requires substantial
collaboration between agencies such as the State De-
partment of Health, Medicaid, Human Services, and
others included on the Legislative Task Force. The state
of Utah is committed to what we have titled the FACT
Initiative. This initiative, "Families, Agencies, and Com-
munities Together," guides multiagency collaborative ac-
tivities between state agencies, families and other
community organizations to enhance services to children
at risk, including those who are disabled. Through col-
laboration we are increasing the effectiveness of what
we do.
Other agencies and organizations are included on the
Task Force for obvious reasons. Individuals who are
deaf-blind, parents, and representatives from many
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agencies including the Utah Schools for the Deaf and the
Blind, local school districts, the Legislative Coalition for
People with Disabilities, and the SKI*HI Institute are
considered essential and equal partners on the Task
Force. Their input, expertise, and efforts are essential in
the development of a State Plan, which is our true goal,
in contrast to a "state office" or "agency" plan.

Q: The Task Force is on a fairly short time line.
What process will be employed to accomplish
the sizable task of designing the State Plan?

The Utah State Office of Education has undertaken
several major planning initiatives in recent years. In
1991, a strategic planning team of parents, educators,
legislators, key decision makers and stakeholders in
Utah's special education service system was organized
for children and families who are disabled. The document
developed by this team, the "Utah Agenda for Meeting
the Needs of Students with Disabilities," has become the
guiding force for policy development, legislative activities
and funding and the restructuring of educational services
for Utah's 55,000 students who are disabled.
The strategic planning model used for the development
of the Utah Agenda and other strategic planning activi-
ties, (Cook, 1989; Gibbs, 1989) is also being used by the
Legislative Task Force. This model relies heavily on the
concepts of good faith planning and consensus-based
decision making. Task Force members have equal op-
portunities as consumers, parents, professionals, and
advocates to provide input and to feel ownership in the
resulting State Plan. The collective desire of the group to
design a state plan which will be accepted and funded
by the state legislature during the 1996 session also
provides the incentive to proceed in a timely manner.

Q: Will the Task Force and the resulting State
Plan address all needs affecting individuals
who are dual sensory impaired or only educa-
tional needs

The intent of the legislation is for the development of a
state plan specifically addressing the educational needs
of children who are deaf-blind. However, the consensus
of the Task Force at the initial meeting was that the
educational needs of a child should be considered within
the context of his or her whole life. In addition, the group
agreed that concern should also be given to the needs
that children will encounter as they become adults.
The final State Plan and accompanying budget request
which will be proposed to the State Board of Education
and the Legislature will outline the educational services
to be developed and provided specifically for children,
birth through 21, who are deaf-blind. It will also define the
means by which all other special education and nonedu-
cational services can be accessed and integrated to
meet the individual needs of children who are deaf-blind.

Q: How will the State Plan system of services for
children who are deaf-blind differ from the
current system?

Without having a finalized State Plan, the answer to this
question may still be ambiguous. The Task Force has
accepted the previously developed objectives and
strategies of the state deaf-blind project as the initial
concepts to be included in the State Plan. These objec-
tives and strategies focus on the provision of technical
assistance for children birth through 21 who are deaf-
blind and their families and service providers. To en-
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hance all technical assistance services, three strategies
overlie all of the objectives: (a) to institutionalize a cen-
tralized statewide system for all deaf-blind technical as-
sistance services; (b) to use a transdisciplinary approach
to service development and delivery; and (c) to provide
categorical (deaf-blind specific) technical assistance in
noncategorical and inclusive settings.
Key components that were not included in the state
deaf-blind project are the provision of direct services to
children who are deaf-blind, including intervener serv-
ices, and the identification of a specific funding source
for these services. The major work of the Task Force will
center on designing the objectives and strategies to
include both of these elements in the State Plan.

Q: From the perspective of a State Director of Spe-
cial Education, what impact will this legisla-
tion have on Utah's children who are
deaf-blind. Do you foresee any impact on chil-
dren in the state who have other severe dis-
abilities?

The concept of services for children who are deaf-blind
envisioned by the Task Force is consistent with the concept
envisioned for services for all students who are disabled in
the state of Utah. That is, direct and technical assistance
services, support systems, and funding will be provided to
allow children to participate in the inclusive home, educa-
tional, and community environments which are most appro-
priate to meet their individual needs.
This legislation has increased the awareness of deaf-blind-
ness, as well as other severe disabilities. It has highlighted
the need for a continued emphasis on the provision of
categorical services for children who are deaf-blind, regard-
less of the setting, inclusive or categorical, in which they are
served. Although the Task Force will be requesting legisla-
tive funding for deaf-blind services, this legislation will assist
in developing the coalitions, partnerships, and support
systems needed for a unified advocacy for future funding
of all special education services.
Finally, through this legislation, the collaborative efforts of
many different individuals and agencies will be focused on
the single most important goal: to provide the most appro-
priate services to meet the unique needs of each child who
is deaf-blind. This will happen. In Utah, collaboration is not
just a buzz word but a reality.

A great deal has happened since the Utah Legislature
approved this legislation specific to individuals who
are deaf-blind. The Legislative Task Force began devel-
opment of the Utah State Plan in May 1995. Since that
time five objectives with supporting strategies have
been agreed upon. These five objectives are

Objective 1: Consistent intervention services will be
developed, implemented and evaluated to meet the
unique communication, developmental, academic, so-
cial and vocational needs of each individual (birth
through 21) who is deaf-blind and his or her family.

Strategies for this objective include the provision of
deaf-blind specific services such as interveners, trained
interpreters, orientation and mobility specialists and
assistive technology devices and services. All families
and service providers will have access to a deaf-blind
specialist who will facilitate the acquisition and deliv-
ery of direct and technical assistance services.
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Objective 2: A unified statewide system of coordinated
and collaborative technical assistance services will be
developed, implemented, and evaluated to enhance the
transdisciplinary delivery of the full array of direct serv-
ices.

Strategies for this objective include the development of
a centralized system which can be easily accessed by all
families and service providers. This will help eliminate
the confusion and frustration encountered when making
numerous phone calls while searching for information
or services.

Objective 3: Training needs specific to families and serv-
ice providers of children who are deaf-blind will be
incorporated into the state's Comprehensive Inter-
agency System of Personnel Development.

Strategies supporting this objective will focus on ex-
panding pre-service training and ongoing inservice and
mentor training programs.

Objective 4: A public awareness system that promotes
family-centered services will be developed, imple-
mented and evaluated.

Objective 5: Adequate and equitable funding for imple-
mentation of the State Plan will be achieved using a
unified advocacy approach in conjunction with the Leg-
islative Coalition for People with Disabilities.

These objectives represent the consensus of the task force
and serve as the framework for the development of the
State Plan. Detailed action plans to support each of the
objectives and strategies are currently being developed.
The budget for the legislative funding request is com-
plete and includes the request for state funds, as well as
a matrix showing the collaborative fiscal commitment of
many different agencies within the state. It is important
to know that many of the specific strategies and action
plans developed are or will be implemented and funded
through these collaborative commitments. The State
Plan and funding request will be submitted to the Utah
State Board of Education for inclusion in the Education
Budget for 1996-97. Legislative acceptance and funding
of the State Plan as the directive for statewide services for
all children who are deaf-blind is the desired outcome of
this endeavor. How will this outcome help children? All
Utah children who are deaf-blind, their families, and
service providers will have access to direct and technical
assistance services which are designed specifically for
individuals who are deaf-blind. An individual's services
will be coordinated through a service coordinator with
knowledge of deaf-blindness and will be delivered in the
most appropriate setting for that individual. This legis-
lative funding will allow for consistency and continued
enhancement of services for all children who are deaf-
blind within the state of Utah.

References
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R quest for Proposals
nnounced

The U.S. Department of Education, Office of Special
Education Programs, Services for Children with
Deaf-Blindness Program announced requests for
proposals in three priority areas. (See August 10,1995
Federal Register pp. 40968, 40970-71).

Absolute Priority 1. Technical Assistance for Children,
Adolescents, and Young Adults Who Are Deaf-Blind

Estimated Size of Award: $1,600,000
Estimated Number of Awards: 1
Project Period: 60 months
Application Deadline: October 25, 1995
Absolute Priority 2. Demonstration Projects for Chil-
dren with Deaf-Blindness

Invitational Priority: The Secretary is particularly in-
terested in applications that meet the following invi-
tational priority, but an application that meets this
invitational priority does not receive competitive or
absolute preference over other applications.

O Improve instructional techniques that enhance
communication skills, including use of
augmentative devices and assistive technology;

O Improve social skills, including social
interaction;

O Improve independent living skills, including
self determination, mobility, and other
community living skills;

O Improve recreation and leisure skills; or
O Improve more traditional skills, including

academic achievement and transition and
employment skills.

Estimated Range of Awards: $130,000 to $135,000
Estimated Average Size of Awards: $133,000
Estimated Number of Awards: 5
Project Period: 36 months
Application Deadline: October 25, 1995
Absolute Priority 3. National Clearinghouse for Chil-
dren Who Are Deaf-Blind

Estimated Average Size of Award: $325,000
Estimated Number of Awards: 1
Project Period: 36 months
Application Deadline: November 1, 1995

Application materials will become available on Sep-
tember 11, 1995.

Contact: Robin Buckler, US Dept of Education, 600
Independence Ave SW, Room 4617 Switzer Bldg,
Washington, DC 20202-2732; 202/205-9844.
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i amities of children who are deaf-blind, like people
who are deaf-blind themselves, (Mar, 1992) are vul-
nerable to avoidance, social isolation, and exclusion
from social interaction. A recent review of the litera-
ture revealed that there is a major need for "more
attention in professional writings on the needs and
perceptions of parents of individuals who are deaf-
blind" (Fredericks, 1992). As support networks for
families of children who are deaf-blind become
stronger, they can help meet this need by conducting
research on their participating families under their
own auspices.
The uncommon combination of disabilities associ-
ated with deaf-blindness means that there will often
be a high level of geographic separation among fami-
lies of children who are deaf-blind. In Kentucky, for
example, with a population of 3.7 million, there are
approximately 140 families with children listed in the
Kentucky Deaf-Blind Registry maintained by the
state's federally funded 307.11 project (Leatherby,
1993). These families are scattered among 120 coun-
ties across the state, with several counties having
only a single family with a child who is deaf-blind.
Deaf-blindness, that may include other disabilities,
presents families with huge caregiving challenges.
These challenges often limit a family's mobility, with
the result that some families are unable to participate
in normal community activities. Some even find it
difficult to attend events such as parent-professional
conferences which are explicitly designed to address
their interests.
Unfortunately, our society continues to stigmatize
both individuals who are disabled and their families.
This, in combination with the distances and barriers
to mobility described above, place families of chil-
dren who are deaf-blind at higher risk for social
isolation. In one survey in which mothers of children
who are deaf-blind were asked to name three things
that would have helped them to care for their chil-
dren, the most frequently volunteered response was
"more family support" (Vadasy & Fewell, 1986). It is
partially in response to such sentiments that family
support networks are being encouraged, though
what constitutes family support is not universally
agreed upon.
One family support effort in Kentucky is the estab-
lishment of PCDSI.
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PCDSI is a new organization whose mission is to
provide information and support to families of chil-
dren who are deaf-blind.
PCDSI emerged from a series of annual retreats spon-
sored by the Hilton-Perkins National Project and
Kentucky's 307.11 project, known within the state as
the Deaf-Blind Intervention Program (DBIP). The
support network was informally organized in 1992
and became incorporated with designation by the
Internal Revenue Service as a tax-exempt organiza-
tion in 1993. PCDSI now plans the annual family
retreat, distributes a newsletter, represents families
in disability coalitions, holds events to raise public
awareness, engages in advocacy activities, and has
obtained funding to develop a telecommunications
network among its participating families. Member-
ship in PCDSI is loosely defined, with families of 69
(49%) of the 140 children on the Kentucky Deaf-Blind
Registry having contacted the organization or par-
ticipated in some of its activities as of late 1993.
Information about PCDSI is distributed by the DBIP
staff to all families in Kentucky who have a child on
the Deaf-Blind Registry. Due to concerns with confi-
dentially, however, all participants in PCDSI are self-
referred to the support network.
The purpose of this report is to describe the results of
a survey of Kentucky families of children who are
deaf-blind which was conducted under the auspices
of Parents Confronting Dual Sensory Impairment
(PCDSI).

The survey addressed several topics, including sup-
port networks, the state's deaf-blind intervention
program, services from other agencies, computers
and telecommunication, and family characteristics.
This report is limited to a presentation and discus-
sion of the findings regarding family characteristics
and family support networks.

Meth de
A proposal and draft questionnaire were submitted
for approval to the Institutional Review Board for the
protection of human research subjects at the Univer-
sity of Kentucky. The procedures and questionnaire
were pretested and revised to ensure confidentiality
and reduce the duration of the interviews.
A telephone survey was conducted by experienced,
trained, supervised interviewers. PCDSI's directory
of self-referred families of children with dual sensory
impairment provided the list of households to be
contacted. Of approximately 140 families in Ken-
tucky with a child on the confidential Deaf-Blind
Registry at the time of the survey design, 69 (49.2%)
were included in this directory. Of these 69, inter-
views were not conducted with 16 because 7 were
found to have no telephone or a disconnected num-
ber, 3 could not be reached after 6 or more attempts,
2 had children who were deceased, 2 refused, 1 par-
ent was hospitalized, and 1 parent said the child was
not visually impaired. Of the remaining 56 families
who could be reached, 1 completed questionnaire
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was lost during data processing. These respondents
represented 76.8% of the families listed in the PCDSI
directory and approximately 38% of the total number
of families on the confidential Kentucky Deaf-Blind
Registry. Some questions were not asked of some
respondents because predetermined skip patterns in
the questionnaire specified that they should not be
asked about topics of which they had already ex-
pressed no knowledge.

Questionnaire responses were reviewed by supervi-
sors for completeness, accuracy, and clarity. Repeat
calls were made where necessary for additional in-
formation or clarification. Responses were coded and
the data entered and verified for electronic process-
ing. The analysis in this paper uses descriptive statis-
tics only.

Findings
At the beginning of the interview, respondents were
assured that their responses would be treated confi-
dentially and reported anonymously, and that the
interview would take "about 10 minutes." The actual
mean duration of the completed interviews was
found to be 17.8 minutes (standard deviation = 6.5),
with a median of just under 15 minutes and a range
from 10 to 50 minutes.

Interviewers rated the respondents' understanding
of the questions as excellent or good for all but 2
respondents (96.3%). The respondents' interest in the
survey was very high or above average for 90.5%.
Only 1 in 10 (9.4%) revealed
any resistance to the ques-
tions at any point during the
interview. Table 1 shows
some characteristics of the
participating families.
Respondents were asked to
rate the importance of vari-
ous benefits they might ex-
perience as a result of
activities of a parent sup-
port network. The results of
these ratings are shown in
Table 2. All of the benefits
listed were highly valued by the respondents, with
half (47.1%) or more rating each of the items as "very
important" to them. Nevertheless, both the mean
rating and the percentage rating each benefit as "very
important" revealed an ordering. The item "...infor-
mation on what has been successful helping children
with dual sensory impairment" was the most highly
valued. Second most important was ". . .referral to
agencies which might be helpful." After these two
information-related benefits came friendship, train-
ing and participation in advocacy, and emotional
support.
Respondents were asked several questions about the
quality of their experiences with PCDSI. The re-
sponses are shown in Table 3. Although all of the
families had been self-referred to the family support
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network, 30.2% didn't recognize its name. One-third
(32.1%) had heard of PCDSI through "other" profes-
sionals, primarily special education teachers. Only
small proportions had heard of the organization
from other parents or from the state's Deaf-Blind
Intervention Project. The newsletter was rated as
very useful by 17.0%. PCDSI was perceived to be
more helpful in providing information than it was
effective in providing support. Half of the respon-
dents (50.1%) were very interested in future involve-
ment in the support network.

Discussion
This survey elicited a high response rate from the
families we were able to contact. These respondents,
however, are probably not representative of all of the
families in Kentucky who have a child who is deaf-
blind, even though they make up a substantial part
of that population. In particular, it seems that fami-
lies with young children (less than six years old) may
be underrepresented in this set of respondents. Re-
spondent interest in and understanding of the survey
was judged by the interviewers to be quite high.
The most important benefit of family support group
activities was hearing stories or receiving informa-
tion on successful interventions that had helped chil-
dren who are deaf-blind. Such stories not only
provide information and direction to families, but
also offer hope that good outcomes can be achieved
from interventions on behalf of their children. The

second ranked benefit, re-
ferral to agencies, indicates
the instrumental or task
orientation of families.
Third ranked was friend-
ship, which reveals the
need families have for net-
works to overcome the iso-
lation that can accompany
their child's disabilities.
PCDSI was familiar to
most, but not all of the re-
spondents. PCDSI was
judged to be more success-

ful in supplying information than in providing sup-
port. A large majority of these respondents were very
or somewhat interested in future involvement with
this parent support network. PCDSI is still a new
organization, being led for the most part by its origi-
nal board members and officers. As leadership turns
over it is expected that participation will be broad-
ened and the proportion of families who are familiar
with the group will increase, as will the benefits to
these families. PCDSI should attempt to maximize
the opportunities for families to share their stories
with one another and to involve professionals in
giving accounts of successful interventions for chil-
dren who are deaf-blind.

Support networks initially are dependent upon pro-
fessionals to make their existence known to poten-

The most important benefit of
family support group activities
was hearing stories or receiv-
ing information on successful
interventions that had helped
children who are deaf-blind.

8



0 af ;Blind Perspe fives Fall 1995

tially interested families. Due to concerns over confidentiality, families with children who are deaf-blind will
usually not be known to the volunteer support network until the families initiate contact, usually with the
mediation of professionals. The federally funded 307.11 deaf-blind intervention programs have a key role to
play in mediating such contacts. To strengthen future research efforts by family support networks, collabora-
tive agreements with 307.11 programs should be made so that a state's entire population of families with
children who are deaf-blind can be included in such studies. Arrangements can be made that protect the
confidentiality of families who are not participants in the support network, while still giving them an
opportunity to respond to the survey.
This survey demonstrates that family support networks can take initiative in gathering useful information
from their participating families. Support networks in other states can conduct their own surveys to discover
family perceptions of the most desired or useful activities in their states.
Families of children who deaf-blind want information and support from their networks. As one parent
commented, "Give me information. With information I can empower myself."
Acknowledgment: This research was supported by Parents Confronting Dual Sensory Impairment, Inc., and by a grant from the Interdisciplinary
Human Development Institute at the University of Kentucky.

Table 1. Characteristics of the responding families: Numbers and Percent.

. Variables Values n 0/0

Sex of Respondent Female 43 81.1

Male 10 18.9

Age of Respondent <41 18 34.0

41-50 26 49.0

51+ 9 17.0

Marital Status of Respondent Single 11 20.8

Married 42 79.2

Years of Schooling of Respondent <12 9 17

12 21 39.6

13-16 14 26.4

17+ 9 17.0

1993 Total family income, before taxes 000 7 13.2

10,000-20,000

20,000-30,000

15

13

28.3

24.5

30,000-40,000 6 11.3

40,000+ 9 17.0

refused 3 5.7

Residential stability: "What do you think are the chances

you will be living at this address five years from now?"

Very high 35 66.0

Moderately high 7 13.2

About even 6 11.3

Moderately low 2 3.8

Very low 3 5.7

Sex of child with DSI Female 25 47.2

Male 28 52.8
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Table 1 continued Variables Values n
e

0/0

Age of child with DSI <6 5 13.2

6-18 29 54.7

19+ 17 32.1

Interviewer's rating of respondent's understanding

of the questions
Excellent 34 64.2

Good 17 32.1

Fair 1 1.9

Poor 1 1.9

Interviewer's rating of respondent's interest in the survey Very high 35 66.0

Above average 13 24.5

Average 5 9.4

Below average 0 0.0

Very low 0 0.0

Interviewer's perception of resistance in the respondent at any

point in the survey
No 48 90.6

Yes 5 9.4

Table 2. Relative importance of benefits of support network activities: means, Standard Deviations, and Percents.
Interviewer's Introduction: "You may know that there is a national effort to create support networks for families who have children with dual
sensory impairment. I'm going to read several activities that a family support group might conduct. For each, tell me how important it is to you
by saying whether it is...[1 =] very important; .. 42=1 somewhat important; . 43=1 slightly important, or; ...[4] not important at all. For example,
how important to you is it for a family support network to provide you with..."

Benefit Mean Standard
Deviation

% Very
Important

... information on what has been successful helping children
with dual sensory impairment

1.09 0.30 90.6

. . . referral to agencies which might be helpful 1.26 0.56 77.4

. . . friendship 1.30 0.54 73.6

. . . advocacy training and participation 1.34 0.48 66.5

. . . emotional support for your family 1.48 0.73 63.5

. . . training and support using computers 1.68 0.98 60.4

. . . social gatherings 1.75 0.85 47.1

Table 3. Perceptions of a statewide family support organization in Kentucky: Numbers and Percent.
Interviewer's Introduction: "You may also know that there is a newly-formed group in Kentucky called Parents Confronting Dual Sensory
Impairment, or PCDSI, for short. PCDSI's mission is to provide information and support for families of children with dual sensory impairment."

Questions Responses n oh,

Have you heard of PCDSI before? Yes 37 69.8

No 16 30.2

How did you hear about PCDSI? Newsletter 10 17.8

Family Forum 5 9.4

10
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Table 1 continued Questions
(How did you hear about PCDSI?)

Responses n %

Deaf-Blind
intervention project

2 3.8

Another
parent/family

3 5.7

Other 17 32.1

Not asked 16 30.2

Do you receive a newsletter form PCDSI? Yes 7 13.2

No 29 54.7

Don't know 17 32.1

How useful is the Newsletter? Would you say it is . . .

Only people who said they received the newsletter were asked this question. Due
to interviewer error, one person who should have been asked was skipped.

Very useful 10 18.9

Somewhat useful 11 20.8

Only slightly useful 6 11.3

Not useful at all 2 3.8

Not asked 25 47.2

How effective is PCDSI in providing support for your family?

Would you say it is . . .

Very effective 10 18.9

Somewhat effective 11 20.8

Only slightly effective 8 15.1

Not effective at all 7 13.2

Don't know 1 1.9

Not asked 16 30.2

How helpful is PCDSI in supplying information for your

family? Would you say it is . . .

Very helpful 12 22.6

Somewhat helpful 14 26.4

Only slightly helpful 2 3.8

Not helpful at all 6 11.3

Don't know 3 5.7

Not asked 16 30.2

How interested are you in future involvement in a support

group like PCDSI? Would you say you are . . .

[

Very interested 27 50.1

Somewhat interested 17 32.1

Not very interested 4 7.5'

Not interested at all 3 5.7

Don't know 1 1.9

Refused 1 1.9
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Betsy L. McGinnity
Perkins DB-LINK

To reflect the international nature of this article, the author
uses the language "deafblind"(unhyphenated)ED.

'Fr
B-LINK represents the first attempt in the United

States to apply a methodical and organized effort to
unify and disseminate the body of information re-
lated to deafblindness (see sidebar on terminology).
The information specialists at DB-LINK have re-
sponded to more than 1800 requests for information
since July 1993. To respond to these questions, staff
make use of the DB-LINK Catalog database to iden-
tify pertinent literature and materials. While most of
this literature was generated in the United States,
DB-LINK also has access to literature from other
countries. In responding to requests, it became ap-
parent that within certain topic areas, the impact of
the international literature is significant, (e.g., Usher
Syndrome [Sense, United Kingdom], objects of refer-
ence [Sint Michelsgestel, Netherlands], or the inter-
vener model [United Kingdom and Canada]).
The perspectives represented in the international lit-
erature are sometimes very different from those of
the United States. Accessing these materials afford
the reader the opportunity to evaluate how cultural
values, government, geography, economy, and
population demographics can affect theory and prac-
tice. As an example, the U.S. literature related to
quality of life is often replete with language referring
to independence and self-sufficiency, while the Nor-
dic literature related to quality of life discusses com-
bating isolation and developing methods to help
people connect with each other. A review of the
literature also demonstrates how much we have in
common.

The purpose of this article is to serve as an introduc-
tion to the international, primarily European, sources
of information related to deafblindness that are avail-
able in English.

The literature to which DB-LINK has access is fre-
quently developed by one of the many agencies and
organizations that are connected to individuals who
are deafblind. Many of these organizations publish
materials in English. Most countries are now using
the term "deafblind." The use of the single word
rather than the hyphenated term was adopted at the
world conference of International Association for the
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Education of Deafblind People (IAEDB) in Ordoro,
Sweden in 1991. It was felt that the single word more
accurately represented the uniqueness and signifi-
cance of "deafblindness" rather than the sum of deaf-
ness and blindness.
IAEDB was founded over 30 years ago to promote
the education of deafblind children and young adults
throughout the world. Membership includes repre-
sentatives from 59 countries. IAEDB holds world
conferences every four years and publishes their pro-
ceedings from these conferences in English. Recent
world conferences were held in Poitiers, France in
1987 and in Orebro, Sweden in 1991. Topics ad-
dressed in the proceedings include quality of life,
assessment, communication, Usher Syndrome, staff
development and adventitious deafblindness. The
11th IAEDB World Conference, "Working and
Growing Together," was held in July 1995 in Cor-
doba, Argentina.
The European Region of IAEDB also holds confer-
ences within Europe. The most recent was held in
Potsdam, Germany in 1993. The proceedings from
this conference number over 500 pages and cover a
wide array of topics, including "Cultural Differences
in Early Intervention", "Access to Contexta Basic
Need," and "Evaluation of the Social Relationships
Between the Deafblind Person and Society."
IAEDB also publishes a newsletter, Deafblind Educa-
tion, twice yearly. The newsletter's focus includes
program description, and feature articles on subjects
ranging from developing interpreter services in
Europe to an examination of the neuropsychological
aspects of communication and development. Articles
are contributed by authors in both developing and
developed countries.
Forty years ago a parent group was initiated in the
United Kingdom by two young mothers, Peggy Free-
man and Margaret Brock, whose correspondence be-
gan with their shared experience of raising babies
who were deafblind as a result of maternal rubella.
That parent group eventually became Sense, the Na-
tional Deafblind and Rubella Association. Today,
Sense has a staff of almost 1000, a main office in
London, six regional centers throughout the U.K.,
three family centers, a family and respite center, and
four special workshops and occupation centers. In
addition to providing direct services to children and
young adults who are deafblind and their families,
Sense conducts staff training activities and sponsors
conferences in the U.K. They also publish reports and
proceedings from conferences and seminars held in
the U.K. Sense publishes a quarterly magazine, Talk-
ing Sense. The magazine's regular format includes a
news section focusing on government and commer-
cial policy issues affecting people who are deafblind,
program updates from throughout the U.K., feature
articles on a wide array of topics, and membership
news. Recent issues have featured articles about how
a family adjusted to their son's diagnosis of Usher
Syndrome, how to initiate mobility training with a
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student who is totally deafblind, and a two-part se-
ries on intervention.
Sense's Usher Syndrome Services and the British
Deaf Association collaboratively sponsor the Usher
in the Deaf Community Project. The objective of the
project is to promote Usher Syndrome educa-
tion/awareness among members of the british deaf
sign language-using community. The project has cre-
ated a range of information leaflets that explain
Usher Syndrome and were designed specifically for
deaf people. The materials include many illustrations
and short verbal descriptions. Sense will hold a con-
ference in October 1995 to report on their four-year
project and to share materials used in the develop-
ment of their outreach programs.
The World Blind Union has a Standing Committee on
the Activities of Deafblind People. This group in-
cludes a large proportion of people who are deaf-
blind and has a particular focus on rehabilitation
issues. Proceedings were published from the 5th
Helen Keller World Conference held in Osimo, Italy
in 1993. The conference theme was "The Quality of
Life of Deafblind People, Realities and Opportuni-
ties." Among the major topics that were addressed
was an overview of organizations of the deafblind,
with specific descriptions of the models utilized in
France, Denmark, and the United States. Another
highlighted issue was the situation in developing
countries, with a special focus on India, Africa, and
South America.
The Nordic Staff Training Centre (NUD) in Dron-
ninglund, Denmark conducts staff training courses
for the Nordic countries (Denmark, Norway, Swe-
den, and Finland) related to all aspects of deafblind-
ness. They make a variety of their publications
available in English. Denmark also has an informa-
tion center for acquired deafblindness and an infor-
mation center for congenital deafblindness, each of
which provides, similar to DB-LINK, comprehensive
information services.
The Canadian Deafblind & Rubella Association also
sponsors conferences and publishes proceedings.
The next conference, "Living and Learning: A Life-
long Adventure," is scheduled for May 8-11, 1996 at
the University of British Columbia in Vancouver, BC,
Canada.
ONCE, the Spanish National Organization for the
Blind, has translated a number of books related to
deafblindness into Spanish. They maintain a data-
base that identifies literature available in Spanish
about blindness and deafblindness. They help to
make these materials available throughout Latin
America.

In this information age, technology is available that
allows individuals to have immediate access to infor-
mation from all over the world. A lot of energy is
being expended on the part of information providers
to organize and make available information related
to deafblindness via the Internet. As DB-LINK con-
tinues to organize its resources, it creates even
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greater opportunities for sharing and exchanging
ideas. This profession will be influenced by the ever-
expanding influx of ideas from other cultures and
other countries. Ultimately, this may lead to better
educational services and outcomes for children who
are deafblind.
DB-LINK can assist you in accessing any of the ma-
terials mentioned.
DB-LINK voice: (800) 438-9376
345 N. Monmouth Ave. TTY: (800) 854-7013
Monmouth, OR 97361

e-mail:leslieg@fsa.wosc.osshe.edu

Contact information for the organizations
mentioned hi this artide

International Association for the Education of
Deafblind People (IAEDB)
Individual membership is open to anyone and is with-
out charge. An annual donation of $20 is requested.
Each country can have a representative on the Execu-
tive Committee for every 10 individual members.
There is a maximum of three representatives per
country.
Corporate membership is open to any school, associa-
tion, society or any similar organization. There is an
annual subscription of $200. Each corporate member
can have one representative on the Executive Com-
mittee.
All members will receive Deafblind Education and
may vote at the World Conference.
IAEDB
c/o Sense
11-13 Clifton Terrace
Finsbury Park
London N4 3SR United Kingdom
Canadian Deafblind and Rubella Association
747 Second Ave East, Suite 4 Tel: (519) 372-1333
Owen Sound, ON N4K 2G9

Conference on Deafblindness
Canadian Deafblind and Rubella Association
BC Chapter
Box 140-5055 Joyce Street Tel/TTD: (604) 436-1882
Vancouver, BC V5R 4G7 Fax: (604) 430-3415

Nordic Staff Training Centre (NUD)
Slotsgade 8
DK-9330 Dronninglund
Organizacion Nacional de Ciegos Calle del Prado
(ONCE)
C/ Quevedo, 1 Tel: 589 45 25-26
28014 Madrid Spain Fax: 589 45 27

Sense
11-13 Clifton Terrace Tel: 44 171 272 7774
Finsbury Park Fax: 44 171 272 6012
London N4 3SR
United Kingdom
World Blind Union
Committee on the Activities of Deafblind Persons
c/o Stig Ohlson, Chairperson
Association of the Swedish Deaf-Blind
S-122 88 Enskede, Sweden
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In 1991, Salvatore Lagati of the Servizio di Con-
sulenza Pedagogica in Trento, Italy began a
crusade to get international acceptance of the
single word "deafblind" in place of the hy-
phenated word "deaf-blind." His belief was
that "deafblindness is a condition presenting
other difficulties than those caused by deafness
and blindness"(Lagati,1993 p. 429). The hy-
phenated term indicates a condition that "sums
up the difficulties of deafness and blindness."
The single word would indicate a different,
unique condition and that impact of dual losses
is multiplicative rather than additive.
Lagati wrote and explained his proposal to 30
agencies throughout the world who work with
people who are deafblind. He received very
positive feedback from all of the people who
responded. In Germany, Poland, Russia and
the Nordic countries, the word "deafblind" has
always been used without a hyphen. Repre-
sentatives from other countries including the
United States, France, Great Britain, India,
Spain and Switzerland agreed that the change
was desirable. Lagati presented this informa-
tion at the IAEDB International Conference in
Orebro, Sweden.
By 1993 both IAEDB and Sense had agreed to
use the term "deafblind" in their publications.
The Canadian Deafblind and Rubella Associa-
tion also adopted the term. Lagati reported
these results at the European Conference of
IAEDB in Potsdam, Germany in 1993.

Salvatore Lagati wrote an article that appears
in the most recent Journal of Visual Impairment
& Blindness, Special Issue on Deaf-Blindness. He
is now proposing that "the field should come
to some agreement on the definition of the
term" and then to "use the unhyphenated, one-
word term in all publications." (Lagati, 1995,
p.306).

This proposal faces an uncertain future in the
United States. Terminology has been a hotly
debated issue for some time in this country.
Political correctness also seems to have greater
influence in the US than in many other coun-
tries. Recent synonyms have included "dual
sensory impaired," "auditorally and visually
challenged," person "with deaf-blindness," etc.
Editorial policy for Deaf-Blind Perspectives (Rei-
man, 1993) requires the use of the language
"person who is deaf-blind." This usage seems
to have general acceptance in the U.S. Perhaps,
if Salvatore Lagati keeps up his crusade, "per-
son who is deafblind" will have global accep-
tance in the future.
To contact Salvatore Lagati:
Salvatore Lagati, Ph.D.
Director
Servizio di Consulenza Pedagogica
P.O. Box 601
38100 Trento, Italy 16
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he 1992 National Symposium on Children and
Youth Who Are Deaf-Blind, sponsored by the Office
of Special Education and Rehabilitation Services
(OSERS) had as "a single goala brighter future for
children and youth who are deaf-blind" (Reiman,
1993, opening remarks). The National Symposium
culminated with several recommendations that
would improve services to people who are deaf-blind
throughout the country (Reiman & Johnson, 1993).
This article validates the need for continued and
increased federal involvement in the preparation of
teachers to educate students who are deaf-blind. Fur-
ther, it discusses the progress made in three of the
National Symposium recommendations related to
teacher preparation in the field of deaf-blindness: a)
the need for additional teachers, b) the need to de-
velop teacher competencies unique to teaching learn-
ers who are deaf-blind, and c) the need for
collaboration among university personnel, families,
service providers and adults who are deaf-blind.

Fedevall Onvohiement
The issue of continued federal support in the field of
deaf-blindness, including teacher preparation, may
seem pale in comparison to the overall radical reduc-
tions and eradication of fiscal support the present
Congress already has executed or proposes in nu-
merous areas of human services. However, the need
for continued federal commitmentwith creative
collaboration among service providers, families, and
adults who are deaf-blindis more crucial than ever
in maintaining and providing basic and adequate
educational services in this field.
Historical events over the last three decades clearly
demonstrate the impact the federal government has
had on teacher preparation in the field of deaf-blind-
ness. In the 1960s, the Rubella epidemic created a
national medical emergency that left more than 5000
children with combined vision and hearing losses
and unique, complex educational needs. The needs
of these children could not be met in traditional
special education programs. To assist meeting the
needs of this extremely low incidence population the
federal government established several high quality
university personnel preparation programs in deaf-
blindness in the late 1960s and 1970s. Large numbers
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of aspiring teachers and others who were uncertain
of their future studies were encouraged to choose
careers in deaf-blind education because of the avail-
ability of federal grants in this field. Additionally, the
federal government funded 10 Deaf-Blind Regional
Centers across the country. In the 1970s, the vast
majority of learners who were deaf-blind were being
educated in special schools. These schools developed
strong collaborative links with the Deaf-Blind Re-
gional Centers and university personnel preparation
programs. This infusion of federal support, along
with an increase in trained personnel, fostered new
and innovative programs to assist children who were
deaf-blind and their families: new assessment tools
and curricula were developed, communication
modes were adapted for learners who were deaf-
blind and had other disabilities, and many parents
became actively involved in educational interven-
tions. The activities in the 1960s and 1970s allowed
graduates of personnel preparation programs to feel
confident about finding a job in the field of deaf-
blindness.
In the 1980s, the federal government reorganized the
funding structure within the Department of Educa-
tion. This decreased federal involvement meant that
fewer teacher preparation programs continued to
receive funding. Consequently the number of per-
sonnel preparation programs in the area of deaf-
blindness were reduced to a handful despite the fact
that there continued to be a steady increase in the
numbers of learners who were deaf-blind. The most
recent census reports 9,783 infants, children, and
youth who are deaf-blind (Baldwin, 1994)twice the
number reported after the Rubella epidemic.
Currently, nearly 80% of learners who are deaf-blind
are being educated in local schools (Heumann, 1994-
95). Moreover, the population is more widely dis-
persed than ever before, a trend that is likely to
continue with the national move to educate learners
who are disabled in their neighborhood schools (Col-
lins, 1992). With this dispersion of the population
graduates of personnel preparation programs in
deaf-blindness find it increasingly difficult to find
positions in the field of deaf-blindness. Typically,
school districts with only one learner who is deaf-
blind are not willing to pay for a teacher trained in
deaf-blindness even though the child has unique
educational needs that may not be met by a generic
special education teacher.
In 1995, the supply of qualified teachers is "critically
limited" (Heumann, 1994-95). As of the summer of
1995 there are only five university programs that are
federally funded through the Division of Personnel
Preparation, Low Incidence Disabilities. And states
have not been able to meet the needs of personnel
development in deaf-blindness through their Com-
prehensive System of Personnel Development
(CSPD). Because the number of students who are
deaf-blind in each state is extremely small in com-
parison to the number of students with other disabili-
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ties, the concern is that students who are deaf-blind
are considered a low priority when providing appro-
priate services at state and local levels.
The unique needs of the relatively few students who
are deaf-blind, dispersed in classrooms across the
country, justify federal support. Without federal in-
volvement the highly specialized services required to
educate children who are deaf-blind are at high risk
of becoming fragmented or nonexistent. The low pri-
ority that states assigned to personnel development
in the deaf-blind field may soon become a more
critical issue with the impending move by Congress
to provide block grants to states that minimize fed-
eral involvement. In essence, events of the past and
present show that even with federal support there are
still too few teachers of students who are deaf-blind.
To remove or reduce this support would be uncon-
scionable.

dditional Teachers
Results of a national survey of state and multistate
coordinators under Section 307.11 completed for the
National Symposium in 1992, and a follow-up survey
two years later, support Assistant Secretary Heu-
mann's assertion that a severe shortage of qualified
personnel exists in the field of deaf-blindness. In
1992, a national survey from 47 state and multistate
coordinators revealed that only 6% or 224 of the 3668
teachers working with 6741 learners who were deaf-
blind were trained in deaf-blind education at the
university level (McLetchie, 1992). Results of a 1994
follow-up survey of 48 coordinators indicated only
an estimated 6% or 347 of the 5445 teachers serving
9046 infants, children, and youth have had specific
teacher preparation in deaf-blind education
(McLetchie & MacFarland, 1995).

A major recommendation by the National Sympo-
sium, relating to personnel preparation, was the need
for more teachers. This recommendation included
the need for providing federal support to at least 10
university programs specializing in training teachers
in deaf-blindness. Though some progress has been
made in this area, it remains woefully short of the
need. In 1992, four personnel preparation programs
in deaf-blind teacher education were funded under
OSERS, Division of Personnel Preparation. One other
teacher education program was funded through a
federal grant to a state. These programs along with
three others funded through the Hilton/Perkins Pro-
gram graduated a total of 18 teachers. Currently, five
programs are funded under the Division of Person-
nel Preparation, Low Incidence Disabilities: one fed-
eral grant to a state, one program that receives no
external funds, and three other programs partially
funded through the Hilton/Perkins Program. Hil-
ton/Perkins contributes to three of the programs that
are federally funded and partially funds three other
programs. These programs graduated 36 teachers in
1994. This two-fold increase in preparing more quali-
fied personnel over 1992 levels demonstrates signifi-
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cant progress in preparing more qualified personnel.
However, the current picture is uncertain.
Given the present funding trends, it is highly ques-
tionable if the federally funded programs will sur-
vive beyond their present grant periods. And though
The Hilton/Perkins Program has provided start-up
support to some of these programs, it cannot support
these programs to the extent necessary to meet the
current needs. Maybe most disconcerting is that no
specific Requests for Proposals to prepare teachers in
deaf-blind education have been issued by OSERS,
Division of Personnel Preparation since the National
Symposium.

Teacher Competencies
Another major National Symposium recommenda-
tion related to personnel preparation was the need to
establish national competencies in the deaf-blind
teaching profession (McLetchie, 1992; Davidson,
1992). Competencies relate to the knowledge and
skills teachers require to educate learners who are
deaf-blind. For example, teachers need knowledge of
the wide variety of communication modes used by
learners who are deaf-blind (objects, tactile symbols,
pictures, English and other visual/tactile sign sys-
tems, fingerspelling, large print or braille, etc.).
Teachers need skills in using a variety of communi-
cation modes in order to adapt to each learner's
preferred mode(s) of communication. Teacher com-
petencies can help assure that students who are deaf-
blind not only have access to education but that their
education meets a prescribed level of quality. Com-
petencies incorporated into personnel preparation
courses and field experiences at the university level
can provide a standard for certifying university pro-
grams or evaluating grant proposals. National corn-
petencies also can elevate teaching in the deaf-blind
field to a higher level of professionalism and be a
positive force for professional identity. Strong corn-
petencies can also serve as self-evaluation tools for
teachers so they can be ongoing learners who pursue
additional training opportunities to increase their
knowledge and skills. In addition, the competencies
will assist school administrators in making judg-
ments regarding a teacher's current knowledge and
skills and his or her future training needs.

Collaboration
In 1993, The .Perkins National Deaf-Blind Training
Project was funded by OSERS, Services for Children
with Deaf-Blindness Program. The project provides
a mechanism for national collaboration with a central
focus upon teacher preparation. (The project's goals
relate to the National Symposium recommendations
discussed in this article: the need to train more teach-
ers and the need to develop teacher competencies
unique to deaf-blindness). Collaboration within this
project occurs at many levels fostered by the project
steering committee, which includes representation
from
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o Parent/family organizations
National Family Association for Deaf-Blind
(NFADB)

o Adult and transition services
Helen Keller National Center Technical
Assistance Center (HKNC-TAC)

o Deaf-blind consumer organizations
American Association of the Deaf-Blind (AADB)

o state and multistate coordinators of Section 307.11
programs
Teaching Research Assistance to Children
Experiencing Sensory Impairments (TRACES)

o OSERS
o The National Information Clearinghouse On

Children Who Are Deaf-Blind (DB-LINK)

o University personnel preparation programs
o National Coalition on Deaf-Blindness.

The project collaborates with universities that have
existing programs or faculty with expertise in deaf-
blindness. The regions, university sites and faculty
are:

o Northeast Region, Boston College (Dr. Barbara
McLetchie) and Hunter College (Dr. Rosanne
Silberman)

o Southeast Region, Florida State University (Dr.
Pearl Tait)

o North Central Region, (Dr. Lou Alonso and
Susan Bruce Marks)

o South Central Region, Texas Tech University (Dr.
Roseanna Davidson)

o Southwest Region, San Diego State University
(Dr. Kathee Christensen)

o Northwest Region, University of Washington
(Dr. Norris Haring)

During the 3-year grant period (October 1993 - October
1996) the project provides two consecutive graduate
level summer institutes in each of the six regional uni-
versity sites. The grant provides funds for travel, tui-
tion, room and board for two participants from each
state and territory. The two selected topic areas, based
upon results of national survey data from 307.11 Coor-
dinators, practitioners, and families are: Strategies to
Assist Learners Who are Deaf-Blind in Developing
Communication Competence and, Strategies for In-
cluding Learners Who are Deaf-Blind in Regular
Schools and Communities. Prior to each regional sum-
mer training institute, the university site coordinator
for the region, 307.11 coordinators, representatives
from TRACES, HKNC-TAC, and grant staff participate
in regional planning team meetings. Meetings focus on
the selection of course content area (communication or
inclusion), presenters, and logistics for the institutes.
The 307.11 coordinators select participants to ensure
that training meets the needs of each state. The 307.11
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program, TRACES, and HKNC-TAC have collabo-
rated with the project and have contributed valuable
time and resources. These efforts indude attending
regional planning team meetings, funding additional
participants to attend summer institutes, and con-
tributing the time of their project staff to present at
summer institutes.
Eight summer institutes were held in 1994 and 1995 and
approximately 200 people enrolled. In 1994, the sum-
mer institutes on communication were held in the
Northeast Region through Hunter College at the Helen
Keller National Center, Sands Point, New York and in
the South Central Region through Texas Tech Univer-
sity at its site in Junction, Texas. Approximately 50
people participated. In the summer of 1995, institutes
on inclusion and communication were offered through
Hunter College and Texas Tech University. Institutes
on communication were held at the other four univer-
sity sitesMichigan State University, San Diego State
University, Florida State.University, and University of
Washington. Next summer, these four universities will
provide training on induding learners who are deaf-
blind in their home schools and communities. The
institutes are targeted to train teachers. However, par-
ents, occupational and speech language therapists, vi-
sion specialists, interveners, and 307.11 state
coordinators have participated.
Progress in developing competencies has occurred
over the last two years. The Perkins National Deaf-
Blind Training Project has begun to develop competen-
cies in the deaf-blind teaching profession. A
competency subcommittee of the National Consortium
has developed a draft of the competencies that will be
shared with the entire consortium for input in the early
fall of 1995. By March of 1996, the competencies will be
field tested nationally. The finalized competencies will
be disseminated in September 1996, at the close of the
grant period.
Progress in collaboration, in training more personnel,
and in developing competencies unique to teaching
learners who are deaf-blind has occurred since the 1992
National Symposium. Future progress in teacher
preparation in the deaf-blind field is tenuous given the
present political shift away from federal involvement.
Therefore, collaboration among university personnel,
service providers, families, and adults who are deaf-
blind must continue and expand with creativity and
energyeven more so if current federal grants expire.
In the larger picture, the deaf-blind field must unite and
advocate for quality educational opportunities. Educa-
tion is a powerful tool that enhances the quality of lives
of all people in our society and provides a "brighter
future for children and youth who are deaf-blind,"
(Reiman, 1992, Opening remarks).

Continued on next page

19



utid Perspecti es

Continued from previous page

References
Baldwin, V. (1994) A dangerous misrepresentation of the facts:

The 15th annual report to congress on the implementation of
the individuals with disabilities act. Deaf-Blind Perspectives,
1,(3), 1-3.

Collins, M. (1992). Reflections and future directions. Proceed-
ings of the national conference on deaf-blindness: Deaf-blind
services in the 90's. Reno, Nevada: Hilton/Perkins National
Program, Conrad N. Hilton Foundation.

Davidson, R. (1992). Personnel preparation: Reaction. In Rei-
man, J. W. & Johnson, P. A. (Eds.) Proceedings of the national
symposium on children and youth who are deaf-blind (pp.
159-163). Monmouth, Oregon: Teaching Research Publica-
tions.

Heumann, J. (1994-95). Improving outcomes and the quality of
life for children, youth, and adults who are deaf-blind. Deaf-
Blind Perspectives, 2, 1-3.

McLetchie, B. and MacFarland, S. (1995). The need for qualified
teachers for students who are deaf-blind. Journal of Visual
Impairment and Blindness, a 244-248.

McLetchie, B. (1992). Personnel preparation: Presentation. In
Reiman, J. & Johnson, P. (Eds.) Proceedings of the national
symposium on children and youth who are deaf-blind (pp.
145-158). Monmouth, Oregon: Teaching Research Publica-
tions.

Reiman, J. & Johnson, P. Eds. (1992). Proceedings of the na-
tional symposium on children and youth who are deaf-blind.
Monmouth, Oregon: Teaching Research Publications.

Reiman, J. (1992) Opening remarks. Proceedings of the na-
tional symposium on children and youth who are deaf-blind.
Monmouth, Oregon: Teaching Research Publications.

FaH 1995

New Loca9 Deal-Wind
ssociation EstaMshed

The Pennsylvania Society for the
Advancement of the Deaf, Inc.,
Greater Harrisburg Chapter, is
announcing the formation of the
Central Pennsylvania Associa-
tion for the Deaf-Blind (CPDAB)
CPDAB is in the developmental
stages and interested parties
should contact
Zenola and James Tyson
125 North Harrisburg Street
Steelton, PA 17133
TDD:(717) 986-0773

Interpreter-Tutor
The Interpreter-Tutor is the second in the five-part You & Me series illustrating the
education of a child who is deaf-blind, in the neighborhood school. This video
focuses on the duties of the interpreter-tutor, the job qualifications, and the sup-
ports necessary for the success of this position in the educational setting. The video
will be available from Teaching Research Publications in December, 1995.
Cost: $15.00

To order, contact

Teaching Research Publications
345 N. Monmouth Ave.
Monmouth, OR 97361
Phone:(503) 838-8792
Fax:(503) 838-8150
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Hand in Hand r lateriais now Available from
merican Foundation for the Blind

Huebner, K., Prickett, J., & Rafalowski-Welch,
T. (1995). Hand in Hand: Essentials of com-
munication and orientation and mobility for
your students who are deaf-blind. New York:
AFB Press.

This two-volume self-study textwith contributions
form more than 30 nationally recognized experts in
issues relating to persons who are deaf-blindex-
plains how students who are deaf-blind learn, and
focuses on essential communication.
Cost: $60.00 + s/h

Huebner, K., Prickett, J., Rafalowski-Welch, T.,
& Jofee, E., Eds. (1995). Hand in Hand: It can
be done. New York: AFB Press.

This one-hour video is an introduction to working
with students who are deaf-blind. Accompanied by a
discussion guide, the video can be used in its entirety
or in sections, and is designed for use with parents,
regular educators, and community members.
Cost: $49.95 + s/h

Huebner, K., Prickett, J., Rafalowski-Welch, T.,
& Jofee, E., Eds. (1995). Hand in Hand: Se-
lected reprints and annotated bibliography
on working with students who are deaf-
blind. New York: AFB Press.

This collection of 27 journal articles on the topics of
communication, orientation and mobility, functional
skills, implications of various etiologies, and instruc-
tional strategies and intervention issues is accompa-
nied by a description of more then 160 important print
and audiovisual resources and information on how to
obtain them. Cost: $ 29.95 + s/h

Prickett, J., Jofee, E., J., Rafalowski-Welch, T., &
Huebner, K. (1995). Essentials of communica-
tion and orientation and mobility for your
students who are deaf-blindA trainer's
manual. New York: AFB Press.

This inservice training guide gives structured infor-
mation and guidelines for using the self-study materi-
als with various audiences. Focusing on the needs of
the trainer, it provides sample blueprints for work-
shops, as well as an overview of training, assessment,
and evaluation. Cost: $29.95 + s/h

For more information, contact

AFB Press
11 Penn Plaza, Ste 300
New York, NY 10001

(212) 502-7652

Calendar of Events

April 15, - May 26,1996, Birmingham, United Kingdom
Professional Development Programme. This professional
development program offers participants the opportunity
to increase knowledge and skills in a specialist area relat-
ing to sensory impairment, visit and observe different
specialist services throughout the U.K., discuss work and
plans with professionals experienced in similar work, and
produce a project related to their work at home with the
support of specialists in the U.K.

Contact:

Professional Development Programme
Sense International
The Princess Royal Centre
4 Church Road
Edgbaston
Birmingham B15 3TD United Kingdom
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June 19-23,1996, Toronto, Canada
Reaching Out, the Canadian Conference of Deaf-Blind Peo-
ple. Conference program to be announced.

Contact:

Reaching Out Conference Committee
201-44 Stubbs Dr.
Willowdale, Ontario M2L 2R3 Canada

Ph (416) 225-4482
Fax: (416) 510-8071
E-mail: jascal@hookup.net
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I enjoyed this issue of Deaf-Blind Perspectives but I am not on your mailing list. Please send future
issues to the address below.

I've moved! Please send future issues of Deaf-Blind Perspectives to my current address.

I'm buried in interesting publications! Please remove my name from your mailing list.

Name: Agency:

Street: City: State: Zip:
Comments

Mark appropriate categories (3 max.)
Person or parent of person who is disabled
Special education (e.g., teacher, aide)
Administration (e.g., Dept. of Ed., project director)
Service provider (e.g., social worker, group home)
Technical assistance provider
Higher education teacher/researcher

Please send my copy in:
Grade 2 braille Large print

Standard print ASCII

Regular education (non Spec.-Ed.)
Therapist (e.g., OT/PT/speech)
Teacher trainer
Government personnel
Medical professional
Other

Mail to: Deaf-Blind Perspectives Teaching Research Division
345 N. Monmouth Ave. Monmouth, OR 97361 or call
Randy Klumph (503) 838-8885, TTY (503) 838-8821,

fax: (503) 838-8150, E-mail: klumphr@fstr.wosc.osshe.edu

Deaf-Blind Perspectives can be downloaded from Library 5 of the CompuServe Disabilities Forum. 0995

Deaf-Blind Perspectives is a free publication, published three times a year by the Teaching Research Division of Western Oregon State College. The
positions expressed in this newsletter are those of the author(s) and do not necessarily reflect the position of the Teaching Research Division or
the U.S. Department of Education.
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Shrou n Exerciises to, He3 StinnogaRe Mscussons
Communb'caUon Stra.Re&s Used vitah Studs oiRs who-) arcs

Deaf-E= and Devellopm nRaHy 10 .ayed
Jennifer White

Puget Sound Educational Service District

Lyle T. Romer
University of Washington

Deaf-Blind Perspectives has invited another author to respond to, and expand on this topic as it applies to students who are
deaf-blind without cognitive challenges. ED.

Communication is necessary to interact meaningfully with others. Often it is the block between students
who are deaf-blind and developmentally delayed and their peers in schools. Information about various
strategies can facilitate curiosity and exploration of ways to overcome these blocks. Most students in public
and private schools are lacking role models of meaningful interactions between people using different
communication strategies. People with developmental delays who lack a language base and use alternative
strategies foreign to most outsiders are often seen as severely delayed. This, coupled with the dual sensory
impairments of deaf-blindness and the lack of information about these losses, leaves huge gaps in our
knowledge about how to communicate with these students. Open discussions about these issues and
exploration of communication strategies can help identify solutions.
The following four simulation activities are used to introduce alternative communication strategies to general
education students: (a) Toy Sculpture Descriptions (Coke ly & Baker, 1980); (b) Blindfolded Art Projects; (c)
Introduction to Sighted Guide; and (d) Non-language Sentences (Kettrick, 1988). Before proceeding with any
activities you should clarify the students' options to participate, and provide some cautions about simulation
activities. First, any student can choose not to join the activity. For non participants the only requirement is
to observe and stay unobtrusive to those participating. Also, when the activity recommends a blindfold,
students can choose to close their eyes if the blindfold is uncomfortable.
Second, caution students about pity. Often simulation experiences are equated with a disability. These
exercises will not result in "knowing what it's like to be deaf-blind or cognitively impaired. There is no way

for anyone to experience that through simulation. When
we put on a blindfold we experience an immediate loss of
a sense we are used to having. Since there is no acclima-
tion time, our perception of the experience will differ from
that of a person who has had time to adapt. A typical
reaction to this immediate loss is the feeling that you
would never be able to adjust. Students sometimes say, "I
would kill myself if I had to live like this," or, "Oh, life must
be so hard for blind people." It is good to discuss this
before beginning the activities. Students should learn that
pity is a common reaction. They should also know that it
is a reaction that is superficial. Students should remember
that they cannot experience firsthand what blindness is
like. Since many of them have no role models in their lives
from whom they have learned about blindness, their
knowledge of blindness is abstract. Students need to learn
that people with visual impairments can lead full and
normal lives. Meeting people who are blind, or deaf-blind
can offer more realistic perspectives to students.

In This Issue
Simulation Exercises to Help Stimulate
Discussions about Communication Strategies
Used with Students who are Deaf-Blind and
Developmentally Delayed
Jennifer White & Lyle T. Romer

From The Editor
John Reiman

A Special Thanks
Vic Baldwin

Hand in Hand Publications from the AFB
Deaf-Blind Project
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"Free To Be Me"
Joann Twitchell

Announcements/Calendar of Events 10

For Your Library 11
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Toy Sculpture Descriptions
Objectives

o To sense the need for, and to utilize space in visual
communication strategies by exploring the ide
of referencing and H H

o To begin to understand the differences between
linear sequential communication such as in Eng-
lish, where meaning relies heavily on word order,
and inflective communication, such as in Ameri-
can Sign Language (ASL), Russian, or Latin, where
affixes are often attached to words to show how
symbols are related regardless of where they are
placed in the sentence.

o To experience the process of agreeing on certain
symbols and rules of communication without us-
ing language.

Materials

o Bags of toys, each containing two identical sets of
five toys, for example, two horses, two fences, two
dice, two airplanes, two snakes.

o Dividers to place between partners. These prevent
partners from seeing each other's toys. Manila
folders or textbooks can be used.

Description
Tell students to form pairs. Give each pair one bag
of toys to divide between them so that each person
will have the same toys as his or her partner. A
divider is placed between the pair before beginning.

This exercise is nonverbal: No vocalizations are al-
lowed; in fact no language is allowed, signed or
spoken. (Deaf and hearing students alike are in-
structed to use no language.) Instead, students are
instructed to use their bodies, faces, gestures, and
space to communicate with their partners. The object
of the exercise is for one person to arrange the toys
in some order or configuration and then to describe
to the partner how to set his or her toys up to look
the same. Demonstrate with a volunteer and answer
questions before asking students to begin.
It is very challenging for students to refrain from
using their natural language during this exercise.
Circling the room to remind them to think of another
way to communicate is a good idea. For example,
hearing students will often decide who goes first by
talking about it. When asked, they can come up with
several alternative ways to establish this: pointing to
themselves and then holding one finger up to signify
first, holding out both hands to the other person
offering them the chance to begin, or pointing alter-
nately to themselves and their partner and shrugging
their shoulders while raising their eyebrows to ask
who should begin.

1 In ASL, referencing refers to setting nonpresent objects, places, and
people in space. Once established, the signer can refer to these
objects and people without identifying them by formal name each
time. Also, referencing means the process of referring to familiar
and established communication. For example, once a symbol for a
toy is set in space, it can be used to show the relationship of
subsequent toys.

2 Communicator's perspective is the idea that all people in the
communication are seeing space from the perspective of the
communicator.
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Once the exercise has begun, students are to continue
taking turns back and forth. Some pairs will have
success from the beginning. Others will never get a
completely replicated sculpture. Some pairs will in-
crease their accuracy with each turn; others will not.
After the exercise is completed, ask the students to
describe their experiences. The discussion that fol-
lows varies with each group and results in many
insights about interpersonal communication skills,
visual versus spoken language, the power of lan-
guage skills and the frustration of losing them.
Many students have commented on the excitement
of successes. When communication is smooth and
they are working in a new medium, they feel thrilled
to be able to get their points across. But when mis-
understandings occur, or accuracy is not complete,
many students resort to blaming the other person.
One student put it best when quoting from an epi-
sode of the television show, M*A*S*H in which the
character BJ comments on Americans, saying, "We
assume that everyone will understand English if only
we speak loudly and slowly enough." It seems easy
to blame the other person when we feel very clear
about our own communication skills and points we
are making. Discussions regarding communication
as a two-way interaction usually ensue here.
Students have brought up the question of whose
responsibility it is when someone doesn't under-
stand. If another person has let us know they are
confused, and we continue with the same tactic of
expression, where does the responsibility lie?

Biindfolded Art Projects
Objectives

O To explore the differences between helping and
deciding for someone else.

O To explore dependency upon another as well as
another's dependency on you.

O To begin to understand tactile methods of commu-
nication.

Materials

O Art supplies; paper, colored markers, glue, glitter,
scissors, yarn, scrap cloth, and stencils.

O Blindfolds.
O Instructions written in bold print on a large piece

of paper (large enough for all to see from their
seats): "Help your partner make something, any-
thing."

Description

Have students form into pairs. One person will be
blindfolded. Explain that they will be blindfolded
before they get any instructions. Only the sighted
people in the room will know what the instructions
are. This will be a silent exercise. No talking or
vocalizations will be allowed. No tactile signing is
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allowed. The students will communicate using ges-
tures, objects, and physical prompts.
After one person puts the blindfold on, hold up the
instructions for all without blindfolds to see and say,
"These are the instructions and here are the materi-
als." Point out the materials.
Once students have completed a picture, sculpture,
or other project, let them take the blindfolds off.
Allow students time to talk with their partners first
and then to talk as a group about this experience.
Ask the following questions to lead the discussion:

1. Did you understand what was expected of
you?

2. Did you know what materials you could
choose from?

3. Did you make what you wanted to make or
did your partner decide for you?

4. How did your partner communicate to you?
5. If you could tell your partner one thing that

was helpful and one thing that was not help-
ful, what would it be?

Explain to the group that this exercise was a set-up.
They don't all have the skills to comfortably provide
tactile information. The point is to think about why
we take over for people when we don't know how to
offer choices. Then discuss some successful strate-
gies students used and offer some information re-
garding tactile methods of communicating: (a) letting
the person know all the materials available by put-
ting each one in his or her hand to explore; (b) letting
the person set the materials down on his or her own
desk or guiding them to do this and leaving materials
where they are (you can't see where they've gone to
when you are blindfolded); (c) making something
yourself with the materials with the blindfolded per-
son's hand placed on top of yours for them to "watch"
tactually what you are doing and then offering them
the materials. Those methods help orient the blind-
folded person to the task and the choices available.

introduction To Sighted Guide
Objectives

To learn some techniques for safely guiding a
person with a visual impairment.

0 To experience the trust it takes to put your physi-
cal safety into someone else's hands.

Materials
0

Description

Depending on the school layout and weather, choose
from two different exercises in sighted guide. For
both give the following rules:
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1 Vision and hearing are distance sensors. They
supply us with information on how to react to
our environment. For this exercise you will be
blindfolded and will not have access to the same
information you are used to getting about your
environment. Because of this no horseplay is al-
lowed. It's very tempting when your friend is
wearing a blindfold to try to tease and taunt
him. Don't. It is disrespectful in the deaf-blind
community to surprise someone in this way.

2. There will be no talking or vocalizations allowed
in this exercise. No tactile sign language or lan-
guage of any kind can be used. Students must
rely on tactile feedback with their partners.

Demonstrate with a volunteer the following tech-
niques:
1. Guide the volunteer's left hand to your right el-

bow. The hand should be cupped around your
elbow with the thumb on the outside of your
arm. It should be a comfortable grip, yet one not
easily broken.

2. Show that when guiding someone you become a
safety block for their body. This means you
must remember that you are now twice as wide
as you normally are. It is your job to protect the
person from objects blocking the path (open
doorways, tables, shelves, tree branches). You
can show this by walking through an aisle be-
tween desks, first alone and then guiding some-
one.

3. Always pause when there is a change in the ter-
rain. You can show this by moving from a car-
peted area to an area of tile, or something similar.

4. Doors and stairways can be very dangerous. Al-
ways take them slowly. Pause before entering or
going up or down. When possible, gently guide
the blindfolded person's hand to the railing of
the stairway, or to the door being opened, to
give him or her as much information as possible
about the route.

5. Pay attention to signals from the person you are
guiding. If he or she is pulling back on your arm
it probably means you need to slow down. The
object of the exercise is for your partner to trust
that you will guide in a safe manner.

After demonstrating these techniques and answering
any questions, begin the exercise. One person in each
pair puts on a blindfold without getting instructions.
After all the blindfolds are in place, hold up a sign
with one of two directions. One option is to walk
outside and pick up a small rock with the partner and
return to the room. Another is to guide the partner
to the water fountain and get a drink. The rock
experience evokes some good discussion because it's
hard to make sense of any meaning and the blind-
folded person gets lost in wondering why they are
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doing this, similar to some students with cognitive
and sensory impairments. These instructions can be
varied to fit the needs of group size, age, and energy
level. Generally, when the students are younger give
very specific instructions such as "Go to the closet
and help your partner get their coat on," or "Walk to
the playground and meet me at the slide." With older
students you may give more open-ended instruc-
tions: "Go outside with your partner and let him or
her explore the environment, trees, and buildings."
When the exercise is completed, allow students time
to talk with the partners and then talk as a group.
Discuss the dependency involved in sighted guide
and what it means to trust someone and be trustwor-
thy as a guide. Also talk about how information was
passed between partners. Students' comments have
addressed the fear of not trusting their partner, won-
dering why everyone else was laughing at them,
noticing the heightening of their other senses, how
long it took to orient themselves, anger at the sighted
partner for not providing enough information, de-
light at trying out a different way to take in the world,
and the awkwardness of trying to make their com-
munication clear to someone tactually. Discussing
the lives of some deaf-blind people we know, or
inviting a deaf-blind adult to speak with the class to
answer questions about how to maneuver in the
world without vision and hearing are excellent ideas.

Non-language Sentences

Objectives

O To experience the task of receiving and expressing
abstract thought without the medium of language.

O To rely on gestures, props, and mime as the pri-
mary modes of communication.

o To begin to track one's own limits and levels of
frustration when message clarity takes more effort
to achieve.

O To begin to understand the notion that concepts
do not equal words.

Materials

O Paper and markers.
o Box of toy props including food items, people,

vehicles, animals, atlas, and a map of the United
States.

o Sets of questions found below. Have enough sets
of questions so each pair of students gets a com-
plete set. Each set consists of four slips of paper,
each with one of the following sets of questions.
One partner of each pair gets slips 1 and 3, the
other gets slips 2 and 4.

First Slip:

1. How do you get to school in the morning?
2. What is your favorite kind of pizza?
3. Where would your ideal vacation be?
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4. Is your house one or two stories?
5. What is your favorite T.V. show?

Second Slip:

1. Have you ever been to Paradise Lodge on Mt.
Rainier?

2. What do you think is humankind's worst
problem?

3. What kind of car do you drive?
4. Do you know how to sew?
5. Do you know how to change a tire?

Third Slip

1. What is your favorite sport?
2. Where did you go on your last vacation?
3. Do you have a garden?
4. Where was your father born?
5. Are you taller than either of your parents?

Fourth Slip

1. Where do you live now?
2. Where did you live five years ago?
3. What is your favorite ethnic food? (Chinese,

Thai, Italian)
4. Do you have any pets? If yes, what are they?
5. What is your favorite holiday?

Description
Write the following directions on the board and read
them to your students:
Find out from your partner the answers to the follow-
ing questions. Do not use any language. You may
draw, use props, natural gestures, and mime. Explain
the word "language" to mean all agreed-upon sym-
bols. Nothing from the typewriter keyboard can be
used, and no symbols for woman or man. Arrows
and pictures are the only symbols allowed when
drawing.
Demonstrate with a volunteer using the question
"What is your favorite color?" Point to yourself and
then line the markers up on the table (standing them
upright so all the class can see them). Begin with the
first marker in line, pick it up and raise both hands
in a thumbs-up sign. Kiss the marker and hold it
high. Proceed to the second marker and give it a look
of approval as well as a thumbs-up. The third marker
gets a so-so hand movement (hand palm face down,
open five fingers, rotate right downward movement
and left downward moment from the wrist). To the
fourth marker give a look of "could care less" by
shrugging your shoulders and using facial expres-
sions. Pick up the fifth marker and throw it on the
floor with a distasteful look on your face. Then
gather all the markers together and hand them to

your partner with a shrug of your shoulders and
raised eyebrows while pointing to them.
Remind the class of the instructions and add no
talking to the list. Ask them how you got your partner
to answer your question. They usually respond by
noting that first you showed them your own favorite
color then you asked for theirs. Then proceed with
the exercise. Each partner takes turns asking the
questions from his or her slips.
After completing as many questions as they can,
allow students to talk with their partners followed by
a group discussion. The group discussion involves
topics such as how your life experience affects your
answers. For example in the question, "Have you
ever been to Paradise Lodge on Mt. Rainier?," some
people who had never known about the site on the
mountain thought they were being asked if they had
been camping in the mountains before. Discuss the
need for concrete tools with which to communicate,
and how students started with the concrete and
moved into abstract thoughts. Also discuss the idea
of first setting up the concept and then making the
point. In other words, first let your partner know you
are talking about colors and the idea of favorite, then
ask their opinion. Touch on the frustrations felt
when we know what we mean and then expect the
other person to understand us when we think we are
being clear. This quickly leads us into discussing
blame and how communications break down. The
discussion is not closed to any one theme, as this
exercise brings up all kinds of comments and
thoughts to explore.
Last, demonstrate one way to conquer the question
often perceived as the hardest, "What do you think is
humankind's worst problem?" Explain that for a
long time people thought this question too challeng-
ing to ask until one student proved otherwise. He
drew five circles on the board representing faces,
with two eyes and straight line mouths. He drew
vertical lines between each of the faces, to indicate
that each was a separate category. He then pointed
to the first face and acted out an airplane flying
overhead and dropping a bomb, then drew a mush-
room cloud on the board. He walked over to the first
face and drew four tears coming out of its eye. He
then pointed to the second face and acted out a ter-
rorist hijacking (using another student as "hostage"),
and pointed on the map to the Middle East where a
hijacking had recently occurred. He walked to the
second face and drew two tears. After pointing to the
third face, he mimed being a malnourished baby with
protruding belly, who eventually dies. He pointed
all over the world and drew numbers of children on
the board to signify the enormity of this occurrence.
He walked to the third face and drew three tears on
the board. He walked to the fourth face, pointed and
then drew and acted out many trees being cut down
by bulldozers, factories dumping waste and killing
fish, and many buildings covering the earth, crossing
out the trees and animals as each building went up.
He then walked back to the fourth face and drew
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three tears. Then he pointed back to the first face and
held his hands over his heart and made a pained face,
pointing to the four tears and to himself.
Then he handed the chalk to his partner, pointed to
all four faces and to the fifth space which was left
blank for a new idea, shrugged his shoulders and
pointed to his partner.

SUMMARY

All four of these exercises are used to get students to
think about communication in a wider range of mo-
dalities and to let them know they have the capacity
to communicate in depth without the use of words or
signs. Encourage students to continue these exer-
cises, or to try them with friends or family members,
to make blindfolds and practice eating or getting
dressed while wearing them. Books written by Fred
Gywnne (1970; 1976) illustrate beautifully the impor-
tance of clarifying your concept instead of relying on
words and are excellent for continuing discussion on
the role of language and communication in our rela-
tionships. His books The King Who Rained and A
Chocolate Moose for Dinner are about a young girl's
misunderstanding of the words used in the world
around her.
Another suggestion is to invite adults who are deaf-
blind as role models to the classroom. We have found
that this gives students an understanding greater
then any exercise we have tried. Although the stu-
dents who are developmentally delayed differ in
cognitive process and life experience from those who
are not developmentally delayed, they share the
losses of vision and hearing. Adults who are deaf-
blind can offer the most useful and complete infor-
mation about methods, modalities, strategies and
considerations regarding the dual sensory impair-
ment of deaf-blindness. They also can provide for the
students a model of what is possible. After meeting
an adult role model students could more easily envi-
sion a full and meaningful life for someone who is
deaf-blind.
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Prof The Editor
John Reiman

As I move to the steward's role with this issue of
Deaf-Blind Perspectives, I bring to friends, colleagues,
and other readers of this publication my wishes for a
fulfilling and abundant new year. Before proceeding
with some thoughts on our future, I wish to acknow-
ledge the extraordinary contributions to the evolu-
tion of this publication made by its first Executive
Editor, Bud Fredericks. Bud's sagacious counsel and
inspired leadership launched Deaf-Blind Perspectives
and carried it forward. Were I not to have the luxury
of a biweekly Scrabble game with the now retired Dr.
Fredericks to discuss life and the world, I would feel
terribly deprived of contact with a mentor and friend.
I envision the task ahead of us at Deaf-Blind Perspec-
tives as challenging in three ways. First, I believe that
the changing role of government in the lives of all
Americans, not only those who are deaf-blind, com-
pels us in this field to search out and define our
mutual interests. In order to mount a common de-
fense against governmental withdrawal of funding,
this publication must present a cross-section of per-
spectives of all those who are deaf-blind, and, at the
same time, it must not present some artificially ho-
mogenized picture. By learning to understand our
different needs and interests and by acting as much
as possible as one faction, we can stop competing for
the constantly diminishing piece of budgetary pie
allocated to people who are deaf-blind, their families,
and the professionals who serve them. By working
together for common needs, all will benefit.
Our second challenge at Deaf-Blind Perspectives, is to
involve more people who are deaf-blind and their
families as contributors to the publication. Nonwrit-
ers need not feel intimidated. Our editors welcome
the opportunity to take otherwise acceptable (use-
ful/relevant to the readership) pieces of writin , and
adapt them to fit the style and structure of Deaf -Blind
Perspective's.

Our third challenge is to achieve overall balance in
the type of material we present. Our goal, even if not
in every issue, will be to blend the academic with the
anecdotal, the light with the heavy, the practical with
the philosophical, and the emotional with the logical.
I invite the readers of Deaf-Blind Perspectives to tell me
and our extraordinary Managing Editor, Bruce Bull,
about your likes, dislikes and hopes for the future of
Deaf-Blind Perspectives. Since we genuinely want to
hear from you we have included a survey in this
issue. We would appreciate your taking the time to
complete and return it to us.



Reader Survey
Dear Friend:
We always enjoy hearing from you. Many of you write, others phone or fax. We hope everyone will respond to this
questionnaire. Your views and ideas matter to us. Knowing your interests will help decide what goes into Deaf-Blind
Perspectives. Subscribers who receive Deaf-Blind Perspectives in alternative formats are especially encouraged to provide us
feedback.
Please use this survey to express opinions about the publication, its contents, and what you would like to see in the future.
We do ask some background questions about you; these are optional. It's always nice to know more about our friends, but
your privacy is even more important.
In advance, thanks for helping us improve.
Bruce Bull
Managing Editor

Tell Us What You Think About Deaf-Blind Perspectives

1. How would you describe your reading of Deaf-Blind Perspectives?
I read it cover to cover, every issue
I skim each issue reading a few articles
I rarely find the time to read the newsletter

. How would you rank your interest in these types of features?
(Also, please circle the three most important to you)

very strong strong fair minimal

a. Content/how-to articles
b. Descriptions of research projects/quantitative pieces
c. Personal stories and opinion pieces
d. Updates on policy/advocacy work 0 0
e. Calendar of Events
f. For Your Library 0

3. Would you be interested in a "Letters to the Editor" feature? Why or Why not?

4. What other features would you favor?

5. What specific issues are of greatest interest to you?

6. Compared to similar publications you receive, how is our format?
O much better about the same not as good

7. How would you like to see the publication improved?



8. What are your main sources of information in the field of deaf-blindness?
(check no more than three, please)

Deaf-Blind Perspectives parent group(s)
professional journals conferences
newsletters networking
Internet, Deafblind Forum, and/or other on-line services
other

9. How important is Deaf-Blind Perspectives to you in terms of keeping you informed about the field
and its work?

very important somewhat important not important

10. Would you prefer to download your copy of Deaf-Blind Perspectives electronically?
yes no

11. Would you be interested in writing an article for Deaf-Blind Perspectives?
yes no If yes, on what topic(s)?

12. Have you ever shared Deaf-Blind Perspectives? If yes, with whom?
friends colleagues your library

other:

13. What format do you receive?
Braille Large Print

14. Does the format meet your needs?
yes no

Regular Print ASCII

15. What suggestions would you offer to improve the format?

Tell Us About Yourself
16. During the last 12 months have you written a letter to indicate an opinion? If yes, to whom?

to a newspaper
to an elected official

During the last 12 months have you made a telephone call to voice an opinion? If yes, to whom?
to a newspaper, television, or radio
to an elected official

17. How did you first learn about Deaf-Blind Perspectives?
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18. On occasion, would you be interested in being a reviewer of manuscripts for Deaf-Blind Perspectives?
Yes. If yes, include your address below. List preferred content areas.
No

19 Which category best describes you?
Mark appropriate categories (3 max.)

Person or parent of person who is disabled Regular education (non Spec.-Ed.)
0 Special education (e.g., teacher, aide) Therapist (e.g., OT/PT/speech)
0 Administration (e.g., Dept. of Ed., project director) Teacher trainer
0 Service provider (e.g., social worker, group home) Government personnel

Technical assistance provider Medical professional
0 Higher education teacher/researcher Other

20. Please share any other information or suggestions that you would like the Deaf-Blind Perspectives
staff to receive.

Thank You!!

Name (optional)

Address (optional)

Telephone (optional)

E-Mail (optional)
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A Sp dal] Thanks
Alot of very uncertain things are going on in the

United States Congress. Most federal budgets are not
yet approved and some categories of funding are ear-
marked to be eliminated. The fate of funding for the
Deaf-Blind Programs is also not clear but at least they
are still on the table for consideration. The fact that they
have survived this long can be attributed to several
factors such as lobbying by parents, pressure from
organizations, and a history of an effective program.
However, the single most important factor has been the
relentless presence of the National Coalition on Deaf-
Blindness, specifically, Joe McNulty, Director of the
Helen Keller National Center and Mike Collins, of the
Perkins School for the Blind. they have hardly missed
a single meeting in Washington, D.C. when the deaf-
blind funding was being discussed. They have not
used an "in your face" approach but by their mere
presence (Joe has been practically commuting) they
have been "in their space". Everyone connected with
this field owe Joe and Mike a great deal of gratitude and
we need to take the time to applaud them.

Hand in Hand [ ubHcatof s fro
the AF1 De,..f lind Proiect

The following promotional information on Hand in Hand
was submitted to Deaf-Blind Perspectives by American
Foundation for the Blind (Deaf-Blind Perspectives dissemi-
nates, free of charge, descriptive information on the prod-
ucts of relevant federal projects).ED.

Three unique books and a videotape of essential
materials for anyone who works with someone who
is deaf-blind are the final result of the AFB Deaf-Blind
project. This four-year federally sponsored project,
conducted by the American Foundation for the Blind,
was charged with developing self-study and in-serv-
ice training materials to fill the existing gap in infor-
mation and resources for teachers who work with
deaf-blind children and youths. Under the rubric
Hand in Hand: Essential for Communication and Orien-
tation and Mobility for Your Students Who Are Deaf-
Blind, project staff and editor Kathleen Mary
Huebner, Jeanne Glidden Prickett, Therese Ra-
falowski Welch, and Elga Joffee focus on providing
information and instructional strategies in commu-
nication and orientation and mobility (0 & M) be-
cause these are the two areas most influenced by the
presence of combined hearing and vision losses.
To ensure that the project was as broad as possible in
scope, a national consortium with representatives
from the major national service organizations con-
cerned with the field of deaf-blindness offered guid-
ance and worked with the project staff in developing
objectives and principles. More than 30 expert
authors contributed to the final publications, and
many more reviewed the materials. A national field
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test of the draft materials was conducted by more
than 120 teachers and other service providers in 46
states.
The guiding principles for all the Hand in Hand ma-
terials reflect contemporary thought on the educa-
tion of students who are deaf-blind. Primary, is the
understanding that all individuals who are deaf-
blind can learn, communicate, and move with pur-
pose. Therefore, the aim of all the Hand in Hand
materials is to help teachers maximize students' de-
velopment of skills to foster their independence. In
addition, the materials emphasize the inclusion of
families, including the student himself or herself, as
well as all members of the educational team in deliv-
ering effective and successful services.
The following four Hand in Hand components can be
used together as a comprehensive training program
for teachers and other personnel or independently to
educate staff, family, and community members.
Hand in Hand: Essentials of Communication and
Orientation and Mobility for Your Students Who Are
Deaf-Blind--A two-volume self-study text provid-
ing a comprehensive curriculum that explains how
students who are deaf-blind learn and provides prac-
tical strategies for teaching, focusing on essential
communication and 0 & M skills. Self-study ques-
tions and answers, wide margins for note-taking,
technical appendixes, sample forms, glossary, and an
extensive resource section maximize its usefulness as
a learning and resource tool.
Hand in Hand: It Can Be Done!An engaging one-
hour video introduction to working with students
who are deaf-blind, starring deaf-blind children and
young adults as well as their families and teachers.
It provides a graphic illustration of many of the prin-
ciples and concepts in the self-study text. It is avail-
able in closed-captioned and audiodescribed
versions.
Hand in Hand: Selected Reprints and Annotated
Bibliography on Working with Students Who Are
Deaf-BlindA two-part volume, starting with a col-
lection of 27 classic articles on working with young-
sters who are deaf-blind that supplement the
self-study text. The second half is a bibliography
consolidating in one easy-to-use list, descriptions of
invaluable print and audiovisual resources for teach-
ers and families.
Hand in Hand: Essentials of Communication and
Orientation and Mobility for Your Students Who Are
Deaf-Blind: A Trainer's ManualA step-by-step
guide to using the Hand-in-Hand materials for in-
service training. This manual provides sample blue-
prints for workshops; hints for working with adult
learners; and an overview of and sample forms for
needs assessment and evaluation of workshops.
The Hand in Hand materials are available from the
American Foundation for the Blind. For prices or to
order call (718) 502-7647. For more information on
the AFB Deaf-Blind Project, call (212) 502-7653.
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-LAN K Fact Sheets

The National Information Clearinghouse On Chil-
dren Who Are Deaf-Blind disseminates information
through two primary methods. These are referred to
by the project as reactive and proactive. Reactive,
refers to the information provided consumers who
contact DB-LINK with specific requests. Proactive
dissemination refers to information gathered, for-
matted, and distributed in large quantities to con-
sumers and potential consumers.
In addition to DB-LINK's contributions to Deaf-Blind
Perspectives, DB-LINK has developed a number of
fact sheets over the last year. Below is a short de-
scription of each of these. If you are interested in
receiving one or more please contact DB-LINK. Ad-
ditional fact sheets are being developed. These too
will be announced in Deaf-Blind Perspectives.

DB-LINK
345 N. Monmouth Ave
Monmouth, OR 97361
Voice: (800) 438-9376
TTY: (800) 854-7013

Overview On Deaf-Blindness
by Barbara Miles

This overview provides fundamental information on
deaf-blindness. Topics include causes, challenges,
communication, orientation and mobility, education,
transition, and family issues. The fact sheet is written
for all audiences, especially parents, and profession-
als new to the field. Agency resources are listed and
selected readings are referenced. (6 pages)

Recreation and Leisure
by Lauren Lieberman

Everyone benefits from recreation and this fact sheet
shares practical information on how to get people
who are deaf-blind with cognitive disabilities in-
volved with recreational activities. The focus is on
recreational activities for pre-adolescent children
through adult. Included are the steps required to
develop a recreational plan. Examples of recreation
activities with different people who are deaf-blind.
A listing of national organizations and additional
readings is included. (6 pages)
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Communication Interactions:
It Takes Two

Adapted from the original written by
Kathleen Stremel

This fact sheet provides an overview of how to inter-
act with children who are deaf-blind. Examples of
different communication opportunities are pro-
vided. Additional resources are listed. (4 pages)

Receptive Communication:
How Children Understand Your

Messages to Them
Adapted from the original written by

Rebecca Wilson

Deaf-blind children communicate through a variety
of receptive communication modes. This fact sheet
helps the reader design a program that will assist the
deaf-blind child, especially the child with additional
disabilities, move up the ladder of communication
complexity. Additional tips are given for sending
messages and the expectations for the child's re-
sponse. Additional readings are included. (5 pages)

Expressive Communication:
How Children Send Their Messages

to You
Adapted from the original written by

Kathleen Stremel

This fact sheet provides information on the nature of
expressive communication and the value of such
communication. The continuum of expressive com-
munication modes is described with examples of
behaviors often modeled by children who are deaf-
blind. The progressive nature of communication is
discussed and considered via sensory, motor, and
cognitive development. Suggested readings and ad-
ditional resources are listed. (6 pages)

DB-LINK Family Resource Directory
A Developing List of National

Resources
Produced in cooperation with the National Family
Association for Deaf-Blind, this is a directory of serv-
ices written for families of children who are deaf-
blind. National resources are described and contact
information provided. Precut postcards and rolodex
cards are included. (Due to printing costs, limited
numbers of this publication are available. We ask
that requests come only from families and direct
service professionals.)
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"Rose To De IM ID

Joann Twitchell
Joann is the parent of two children with Usher syndrome.
The names of participants and cities have been changed to
respect the privacy of participants. ED.

Usher Syndrome Family Weekend

2:57 a.m. Sunday Morning -

I've been awake for 45 minutes. My brain is running
full power trying to sort and file the information and
feelings it has experienced the past 2 days.

Family introduction session - Interpreters dressed in
black. Do Marie and Alan want to use an FM
trainer? Sure. OK. (They wear one every day at
school "They are used to the staring people" How
do I know that? - no one stares at me but my child
is part of me and I also feel the stares.)

I feel the tenseness in the air as we wait for our turn
to stand and introduce our family. Debbie and
Bethany are first. I still can't believe we are both
from Chicago and have to come to Tampa to meet.
Bethany is confident as she signs. Each family
stands. Some parents sign. Some kids sign. All
interpreters sign - oops, brain says "not true." Some
whisper Spanish. Barbara waves to Gretchen from
the side. It's been 20 minutes. Time for interpreters
to switch. Tag in. Tag out.

Marie is antsy. She is dying to get up and tell the
room who she is! Gretchen picks up on it. So much
non-verbal communication going on in the room.
"Who wants to be next?" Marie's hand is dancing on
the air. "Marie would you like to go?" Her head bobs
up and own - YES! YES! She flits up to front and
center stage. The atmosphere in the room is ...
hmm ... what's a good word ... accepting. Marie is
feeling "FREE TO BE HERSELF. Free to be me."
(It's a catchy phrase, but I wonder if it's true for me?)
She's 11 years old. Will this group let me be who I
am?

Parent meeting. The kids and teenagers are in
separate groups in other rooms. I had to coax Marie
and Bethany away form the T.V. to go to their
meeting. "It's gonna be boring MOM!" "No, I saw
paper and markers on the table it looks fun!" "OK."

The paper and markers look fun to me. Parent
meeting - "It's gonna be boring." I coax myself to go.
I'm late Doug is saving me a seat. I sit down in
defiance with my arms folded across my chest. Will
this group let me be me? Do they know how I feel?
If they don't nobody does! I listen. It sounds
familiar. One dad is explaining his personality. "I tell
Alisha -Come on honey, we can do this - we can do
anything." That sounds like Doug.

9
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Debbie is talking. Telling them she didn't want to
come. She didn't want to see what her daughter
would become. She didn't want to see blindness.
That sounds familiar to me. The unknown is better
left unknown. Right?

Gretchen asks "What were your feelings about
coming to this conference?" Did she really want to
know how I felt? Well, here goes - what the heck -
I'll tell the truth. I blurt out "I didn't want to come."
"Can you tell us why, Joann?" "Yeah because they
have parent meetings and ask you to tell how you
feel." As the room erupts into a little laughter I feel
my tension being released into a room of
understanding people. I felt understood. I was
FREE to Be Me.

Break for lunch. Alan is eating with Steven and his
Mom and Dad. Alan is amazing. He seems to be
soaking it all in. No communication barrier is gonna
stop him. I watch Julie with her tactual interpreter -
Is that what he's called? Anyway, she's talking with
someone. She looks so ..."normal". Her hair's
combed, her clothes match - better than mine she
doesn't look deaf-blind. She looks . . . like Julie. I

hear someone behind me saying "Who is that up
there." I look up to the 8th floor and see 4 pairs of
legs dangling through the railing. Those crazy
teenagers! I look closer - It's 2 teenagers, an
interpreter, and ... Grandpa Mac! He is crazy!
Doug says, "That's my Father for you." Now no one
wonders why Doug and Marie are like they are. Mac
is "Free to Be Me."

Hey backup - Did I just call that girl, "an interpreter?"
That sounds like what Marie and Alan hear at school.
"They get called, 'the kids with the hearing aids'." I'm
sure the "interpreter" has a name. Why are they
here anyway? Is the money good? Is there a
fantastic story behind the black shirt and dancing
fingers? Yes, I'm sure of it.

The communication process is so alive here. I watch
Seth sign. Boy it could be dangerous to stand too
close to him while he's talking. His personality jumps
and stops and fly's through his fingers - through his
whole body. It's such a contrast to .. . say . . .

Blake. He stands, pauses, and then the signs gently
flow out. Almost like he's singing. It's beautiful to
watch the communication. To watch the
differentness. The sameness. I look at Marie and
Bethany and my brain says: Different . . . Same . . .

Different . . . Same.

I watch Curtis and Alan and Steven communicate
with paper and pencil. Some sign, some voice -
different. All love Ninetendo - same. Different.
Same. It's good to be different. It's good to be the
same. It's good to be . . . FREE TO BE ME!
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Ann I)uncements

0-lleDen KeDOer Art Show

This is a call for art for the Helen Keller Art Show
"Washington National Cathedral Exhibit" sponsored
by Very Special Arts Alabama and CEC Division on
Visual Handicaps. This invitation is for visually im-
paired, blind, or deaf-blind youth to submit artwork
from their school system. Students may select the
preferred art medium. The contest is open to school
children of all ages. Each school system may submit
up to seven pieces of art. Winning entries will be
displayed at the National Cathedral from March 7
through May 27,1996. At the conclusion of the tour
of the exhibit, the artwork will be on exhibit at the
Helen Keller Festival in Tuscumbia, Alabama, June
1996, and in senate or congressional offices.
Entries to be submitted by February 1,1996.
For entry forms, contact:
Division on Visual Handicaps
Box 4107
Lubbock, TX 79409-1071

Free Onformation Packet
The Foundation Fighting Blindness is a national re-
search organization that studies retinal degenerative
diseases, including retinitis pigmentosa (RP) and
Usher syndrome. Children with Usher syndrome are
born with varying degrees of deafness and later de-
velop RPa degenerative disease that begins with
night blindness and progresses to a loss of peripheral
vision
To request a free packet that answers commonly
asked questions and provides updates on the latest
research please call the Foundation at:
(800) 683-5555 or
TDD (800) 683-5551

Ca eI dew Of Events
Perkins National Deaf-Blind Training Project
Schedule of Summer Institutes for 1996
Topic: Strategies to Support the Inclusion of Learners who
are Deaf-Blind in Schools and Communities
Sponsoring University
Florida State University
Michigan State University
San Diego State University
University of Washington

Dates

June 23-27
June 23-27
July 14-18
July 21-25

All courses will be offered for graduate credit from
the sponsoring university. For further information
please contact your state Coordinator of Deaf-Blind
Services or the Perkins National Deaf-Blind Training
Project, (617) 972-7226.
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1996 American Association of the Deaf-Blind
Convention
The 1996 AADB Convention will be held on the
campus of the University of Tulsa, Tulsa, Oklahoma
June 15-21 and hosted by the Oklahoma Deaf-Blind
Sooners. The theme of for this convention is "Deaf-
Blind People Can..." and will include workshops that
show what the deaf-blind participants can do
(dream, plan, work, etc.).
Contact:
AADB
814 Thayer Ave.
Silver Spring, MD 20910
Voice (800) 735-2258 II Y: (301) 588-6545
Fax: (301) 588-8705
E-mail: ydch5849@uct.uct.edu

Association for Education and Rehabilitation of the
Blind and Visually Impaired 6th International
Conference

St. Louis, Missouri is the site of AER's 6th Interna-
tional Conference to be held July 20-24 at the Adams
Mark Hotel. Included in the topics are; assessment of
infants, mobility techniques for older persons who
are blind, career counseling, family intervention, lit-
eracy issues of school age children, and the latest
trends in technology.
Contact:
AER
206 N Washington St. Ste 320
Alexandria, VA 22314
(703) 548-1884

5th Canadian Conference on Deafblindness
Held May 8-11 at the University of British Columbia
in Vancouver, B.C., Canada, this conference offers
session speakers from all over the world and in-
cludes a variety of sessions with four full day Satur-
day sessions. These events provide the opportunity
for an intense learning experience with four six-hour
workshops which require preregistration within the
general registration. The conference features five
keynote addresses and over 50 concurrent workshop
and poster sessions.
For information and registration packet contact:
Conference on Deafblindness 1996
Secretariat
UBC Conference Centre
5961 Student Union Blvd
Vancouver, BC Canada V6T 2C9
V /TDD: (604) 822-1050
Fax: (604) 822-1069
E-Mail: registration@abrock.housing.ubc.ca
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For Your Lbrary
Unless otherwise noted, the following information
may be obtained by contacting DB-LINK at:
Voice: (800)438-9367 TTY: (800) 854-7013

Accessing Programs for Infants, Toddlers, and Pre-
schoolers with Disabilities 1992. (A Parent's Guide,
Update May 1992)
The article was written to help families learn how to get
help for their young children with special needs. Answers
are provided for the most commonly asked questions
about early intervention services for children ages birth
through 2 years old and special education and related
services for children ages 3 through 5 years old.

Communication Systems and Routines: A Decision-
Making Process
Stremel, Kathleen; Molden, Vanessa; Leister, Chrissy;
Matthews, Jimmie; Wilson, Rebecca; Goodall, deVergne;
Holston, Jan. University of Southern Mississippi, [19901

The ultimate goal for children with any type of disability
in the area of communication development is to assist the
child, through social interactions and environmental ar-
rangements, to be able to communicate in the most effec-
tive way possible, with a variety of people, and in a wide
variety of social situations and environments. Knowing
where to begin, the direction to take, anticipating some
detours along the way, and knowing when when one has
arrived are be based on a decision-making process. This
manual covers the teaching of communicative behaviors,
receptive communication and expressive communication,
for children with vision, hearing and motor impairments
via this decision-making process. Includes diagrams,
charts, examples, and an Individualized Family Service
Plan.

Dancing Cheek to Cheek : Nurturing Beginning So-
cial, Play and Language Interactions
Meyers, Laura; Lansk7, Pamela. Los Angeles: Blind
Children's Center, [1592133 pages

This booklet is based on the research findings of a four-year
study of ten babies with severe visual impairment. They
had differing diagnoses, resulting in varying degrees of
cognitive and motor disabilities. The goal of the research
was to find techniques that parents and babies can use to
successfully bypass some of the obstacles to the develop-
ment of social, play, and language skills that are the result
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of lack of vision. Includes listings of activities that were
successful and those that were not. This booklet may be
ordered from the Blind Children's Center, 4120 Marathon
Street, P. 0. Box 29159, Los Angeles, CA 90029-0159, or by
calling (213) 664-2153, (800) 222-3566,.

Interaction and Play
Matthews, Jimmie. Hattiesburg, MS: University of
Southern Mississippi, 1992. (Adapt-A-Strategy Booklet Series)
10 pages

Discusses interactions with people and objects at the re-
flexive and intentional behavior stages and encouraging
social interaction through play.

Positioning and Handling
Yates, Cynthia. Hattiesburg, MS: University of Southern
Mississippi, 1992. (Adapt-A-Strategy Booklet Series) 10 pages

Covers basic information about infant positioning and
handling to develop motor skills. For availability informa-
tion call:
University of Southern Mississippi, (601) 266-5135.

Guiding Principles for Interaction with Young Chil-
dren who are Deaf-Blind
Anthony, Tanni; Greeley, J.; Gleason, Debbie. Revised. 1994.
2 pages

Eight suggestions for successfully interacting with young
children who are deaf-blind. Suggestions for using toys
and types of toys to use are included.

Handbook for Parents of Deaf-blind Children
Esche, Jeanne; Griffin, Carol. Lansing, MI: Michigan
School for the Blind, 1989 (revised) 25 pages

The handbook deals with basic information for parents to
use in raising a child who is deaf-blind and answers many
questions relating to parents and family. The goal is to
help parents feel more confident in assisting with the
growth and development of their deaf-blind child. Con-
tains information about mannerisms, sitting, standing,
walking, eating, dressing, toilet training, discipline,
speech/language, auditory experiences, play and toys,
and glasses and hearing aids. Available from DB-LINK.

Key Indicators of Quality Early Intervention Pro-
grams
Chen, Deborah; Haney, Michele. Northridge, CA:
California State University, 1994. Length: 2

This is a list of indicators based on a review of current
literature on effective practices in early intervention. It
reflect the unique learning needs of infants who are deaf-
blind as well as the priorities of their families. Included is
a model for promoting learning through active interaction.
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RsflecUons, Co yen ias, A Su gesUons
Bud Fredericks

Ihave a need to explain why I am writing this article. A number of months ago, I decided to retire from
Teaching Research and have since done so. When I made this decision, which also removed me from the
editorship of this publication, Bruce Bull, the managing editor, asked if I would consider writing an article
reflecting on the 25 years that I worked in the deaf-blind field. I foolishly agreed to do so. I even let one
edition of Deaf-Blind Perspectives slip by without submitting anything, thinking that Bruce was merely
being polite to an old guy who was leaving and that he would soon forget that he made the offer.
Unfortunately he did not, and as he badgered me unmercifully for the written material, I realized it was
not just a polite request. And so, here are my reflections.

My introduction to the deaf-blind educational world occurred in 1970 when Vic Baldwin and I were
approached by the Northwest Regional Deaf-Blind Center to consult with their classroom programs,
which were all housed in the Vancouver School for the Blind in the state of Washington. We had
previously developed an effective classroom model for children with severe disabilities, and so we were
asked to adapt that model for the children being served by the Northwest Regional Center. That was my
introduction to the system that supported deaf-blind programs, and over the ensuing years, I directed
early childhood, school age, and vocational projects for children and youth who are deaf-blind.

The deaf-blind world has changed significantly since 1970. At that time all educational programs were
provided by regional centers, and most instruction occurred within residential or institutional settings.
The passage of Public Law 94-142 was still a number of years away, and so if parents chose not to send
their child to an institutional setting, they maintained him or her at home.

Yet the regional centers were not oblivious to the needs of these parents. On the contrary, many of them
conducted extensive training sessions and published much material for the benefit of parents who were
keeping their children at home. I was reminded of this during the recent Deaf-Blind Symposium when I
was given the task of reviewing the literature regarding parent involvement. In the early seventies there
was a plethora of publications designed for parents. It is interesting to note that more material for parents
of children who are deaf-blind was written prior to the passage of the public law that empowered parents

in the educational system than immediately thereafter.
In fact, only recently has there re-emerged a focus on
the needs of parents of children who are deaf-blind.

The regional centers were the strongholds for deaf-
blind education for a number of years, but in those early
years, two factors stood out. We have already men-
tioned the firstthat not all children who were deaf-
blind were educated. Even with the passage of PL
94-142, it was a number of years before all children
found their way to a classroom.

The second factor was that the number of children who
were identified as deaf-blind was not very accurate.
Although some regions engaged in extensive outreach
activities, these were sporadic and uneven, often ne-
glecting some of the more remote states.'

And so, things have changed significantly in these past
25 years. Under the leadership of Dr. Victor Baldwin,
the accuracy of the deaf-blind count has improved tre-
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mendously (U.S. Department of Education, 1995).
The only disputable area now focuses on whether
certain children who function as though they are
deaf and blind and upon whom accurate assess-
ments cannot be made should be included in the
annual census.

Over the past 15 years there have been significant
changes in the education of children who are deaf-
blind. No longer, except in the Northeast and two
states in the North Central area, do regional centers
exist. Instead, developing, maintaining, monitor-
ing, and improving educational services has be-
come a state function, as well it should. Moreover,
each state has, through federal fiat, a person who
is responsible for ensuring that such education is
adequately delivered within the state. Just as with
the deaf-blind regions in former times, however,
there is currently wide variation among the states
as to the quality of the educational services pro-
vided.

Children who are deaf-blind are no longer primar-
ily educated in residential or institutional settings.
Instead, they are found primarily in public school
settings throughout the country. They are included
in early childhood classes, are found in a variety of
educational environments within the public
school, and are generally provided transition serv-
ices from school to adulthood.

Spring 1996

Some things do not change. In 1970, the primary
need in many locations was for educators who
were trained to provide quality services for chil-
dren who were deaf-blind. That need persists in
many locations today. Despite the fact that some
very excellent curricular materials have been de-
veloped, despite the fact that we continually im-
prove the quality of our technical assistance and
inservice training, and despite the fact that more
trained educational staff are available than ever
before, we still have significant shortages of staff
who are trained to work with children and youth
who are deaf-blind. These shortages exist primar-
ily because students who are deaf-blind are scat-
tered throughout the educational systems of our
country.

There are those professionals today who maintain
that this problem of population scatter could be
solved if we reinstituted centers where students
who are deaf-blind could be congregated and edu-
cated. Given the distribution of children and youth
who are deaf-blind, this would mean a return to
institutional settings, albeit I believe that those
who make these proposals envision a different
type of institutional setting, one that is smaller and
serves a smaller region.

Certainly, if that is what parents want, then we
should consider it. However, Fredericks, Ford, and
Rafalowski-Welch, (1995) recently completed a
survey of parents throughout the United States
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More than 900 usable responses were obtained.
Approximately 50% of these parents indicated that
they wanted their child who was deaf-blind to be
included in a regular educational setting. That
number seems to be increasing as parents are ex-
posed to additional information about how such
inclusion can be effectively accomplished. These
data represent about 10% of the parent population.
If they constitute a representative sample, then for
at least half the deaf-blind population the concept
of a return to center education is no longer viable.

If I were to pinpoint the one concept, event, move-
ment, or trend in the last 25 years that most signifi-
cantly affects deaf-blind education, other than the
passage of PL 94-142 and PL 99-457, I believe it
would be this strong advocacy for inclusion. This
advocacy has had two results: More children who
are deaf-blind are being included in public school
settings, and many of these students are totally
included in regular education classrooms.

Strong advocacy for in-
clusion has also re-
sulted, however, in
some divisiveness
within parent groups
and among profession-
als. Many parents vehe-
mently oppose the
inclusion of their child
while others are strong
advocates. Professionals seem to be arrayed along
a continuum. At one extreme are the proponents
of full inclusion. At the other end of the spectrum
are professionals who favor more segregated set-
tings. Between these two extremes professionals
take a variety of stances that usually entail partial
inclusion with certain conditions or supports.

I have two concerns and several suggestions about
what is occurring in the inclusionary movement. I
strongly oppose the inclusion of students who are
deaf-blind (or other students with disabilities) un-
less there is a well-coordinated system of support
that ensures quality education for the student. I
believe that, for inclusion to be effective for stu-
dents who are deaf-blind, one must ensure that a
system of continual communication is available
with peers and staff throughout the school day.
The use of a paraprofessional interpreter-tutor in
all educational settings for students who are deaf-
blind is proposed as a way to achieve that system
of continual communication (Ford & Fredericks,
1994, 1995; Greenfield, Ford, & Fredericks, 1995).

My second concern about the inclusionary move-
ment is the paucity of good research about its
effectiveness. Social interaction with peers is usu-

ally cited as the primary benefit of inclusion, and
that certainly is very important. However, where
are the data that demonstrate that inclusion is the
best type of placement for the child's acquisition of
knowledge and skills? For that matter, where are
the data that demonstrate a segregated setting is
preferable for learning to occur?

In the Fredericks, Ford and Rafalowski-Welch sur-
vey, (1995) 50% of the parents favored inclusion.
However, 39.9% of the parents favored their child
being educated in a residential setting or a separate
special education classroom. The wishes of these
parents must also be honored, and advocacy for
quality services for them should be comparable to
the advocacy generated by inclusionary propo-
nents.

Too often parents are presented limited options.
Professionals who favor one type of educational
placement over another frequently portray to par-
ents only the benefits of their preferred form of

education. School districts
often offer parents only
those options that are cur-
rently available, seldom
discussing the estab-
lishment of a new alterna-
tive. Consequently, parents
make decisions for their
children based on limited
information as it is filtered

to them by well-meaning professionals or budget-
bound school systems.

In 1970, the regional centers had few alternatives
to offer because other options had not yet been
developed. Today, we have the potential of a wide
range of educational possibilities. Parents should
be made knowledgeable about all of them so that
they can intelligently choose what they think will
be best for their child. They should not be per-
suaded by a professional's preference or limited by
a school district's failure to present a full array of
options. I believe that one of the functions of the
307.11 grantee with support from TRACES, TAC,
and DB-LINK is to ensure that parents are pre-
sented with an unbiased portrayal of the educa-
tional options that should be available. This must
include a description of the benefits and disadvan-
tages of each option.

The 1970 regional centers recognized the need for
active involvement with parents. They made what
they considered to be significant efforts to assist
parents. They developed curricular materials and
conducted workshops for parents. Although many
307.11 grantees do conduct workshops for parents,
I believe they are not much improved over those

"T[ have two concerns and sev-
eral suggestions about what is
occurring in the inclusionary
movement."
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offered in the early 1970s. I believe that a major
portion of our technical assistance efforts should
be focused on parents. Family support services
should receive equal status with the training of
school-based personnel. Families should be helped
to develop strong parental organizations in each
state so that they can become viable partners with
professionals to effect systems change.

I am confident that the latter statement is some
form of governmental or bureaucratic heresy.
When I once suggested to a prominent division
head within the United States Department of Edu-
cation the need for
TRACES to provide
proactive support for the
establishment and main-
tenance of statewide deaf-
blind parent
organizations, I was im-
mediately informed that
TRACES could not do
such a thing because the
federal government was
already funding parent organizations in each of
the states.

Being a parent of a person with disabilities, I am
undoubtedly biased, but I believe that parents are
the key to the successful improvement of services
to children who are deaf-blind. This is historically
true for other disability groups, such as mental
retardation, traumatic brain injury, and, most re-
cently, emotional disturbance. Parents are tradi-
tionally more committed advocates and become
especially effective when teamed with empathetic
professionals. Parents can better influence legisla-
tors; and through networking, they can spread
those changes throughout the country.

Let me illustrate the effectiveness of parents with
legislators. A number of years ago prior to' the
federal passage of PL 99-457, which provided early
intervention services for children with disabilities,
a number of us in Oregon were anxious to have
state legislation that would provide early child-
hood services for all children with disabilities. For
two sessions of the legislature, professionals pre-
sented research data that indicated the benefits of
early childhood education and many parents with
their children with disabilities appeared before the
same legislative committees asking for the passage
of such legislation. For two sessions of the legisla-
ture, we failed. As the third session of the legisla-
ture approached, we once again marshalled our
forces and were arranging for even more parents
to testify. A few days before the scheduled testi-
mony, I received a phone call from the chair of the
legislative committee. He said in effect, "Let me
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assure you that during this session of the legisla-
ture we will pass the early childhood legislation.
Please do not bring all those parents with their
children to testify any more. They have us con-
vinced."

Technical assistance is about creating change. In
the disability arena it is parent-professional part-
nerships that have created the greatest changes. At
the local public school level, these partnerships
have allowed children to be included in public
schools which previously adamantly rejected
them. At the state level these partnerships have

rewritten policy that ensures ade-
quate education for children who
are disabled. At the national
level, laws such as PL 94-142, PL
99-457, and the Americans for
Disabilities Act were achieved be-
cause of close parent-consumer-
professional partnerships.
Therefore, if parent-professional
partnerships are the vehicles that
have created the most significant

changes in the disability world, it seems logical
that any technical assistance effort that seeks to
effect change needs to include parents. And they
should be included in the whole processfrom
planning through implementation.

As previously indicated, I recognize that many
307.11 grantees, often in cooperation with
TRACES, orchestrate workshops for parents, con-
duct summer camp experiences, and provide indi-
vidual assistance for selected parents. But TRACES
evaluation data indicate that the bulk of both
TRACES and 307.11 technical assistance focuses on
teachers and other professional staff. I suggest that
parents should be included in these training ses-
sions. I believe that 307.11 advisory boards should
consist primarily of families of children who are
deaf-blind. And finally, I believe that statewide
deaf-blind parent organizations should be devel-
oped in every state and that 307.11 grantees should
be in active partnership with those organizations,
offering assistance as necessary.

We have come a long way since 1970. We have
more and better trained professionals; we have a
wider array of service delivery options; and we
have both a national clearinghouse and a national
system of technical assistance.

We still have a long road to travel. In my opinion,
we need more professionals trained to serve chil-
dren who are deaf-blind; we need each child in
school to have an interpreter-tutor; we need a sys-
tem of advocacy that ensures that the current con-
gressional threats and failures to increase funding

"Family support services
should receive equal
status with the training of
school based personnel."
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to match the growth of population and inflation
will never again occur. The path we have to travel
to achieve these goals can be shortened and made
smoother if we recognize and put into practice the
primacy of parents in selecting the place and
method of educating their child. In addition, we
need to build strong parent-professional partner-
ships that are vigorously supported by dynamic
parent organizations in each state.
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AdapUng Gam s9 Sporrts5 and
RecreaUon ffor ChiAdven and
MuKs hp airs of Hnd

Lauren J. Lieberman
SUNY Brockport

With the loss of sight and hearing, an individ-
ual's sensory input and experiences are reduced
and overall development may be delayed. As a
result, limits or predetermined expectations are
sometimes placed on individuals who are deaf-
blind by parents, professionals, agencies, and peo-
ple who are deaf-blind themselves. This is equally
true regarding recreational activities. Creative ad-
aptations can alter recreation activities and pro-
grams so they will meet unique needs and provide
fun and healthy exercise for all who participate.
The purpose of this article is to encourage parents,
teachers, professionals, therapists, and consum-
ers, to set up and adapt recreation activities and
programs to meet the needs of all children and
adults.
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rtant RuDes
As for any other child or adult, the expectations for
the person who is deaf-blind should be high. To
provide every opportunity for the person who is
deaf-blind to meet these high expectations, there
are some important rules of thumb to follow when
developing and adapting activities.

Utilize the concept of Ecological Task Analysis
(Davis & Burton, 1991). Ecological Task Analy-
sis suggests that aspects of motor performance
emerge from the constraints of the performer,
the environment, and the task. Manipulating
one or more of these three constraints will move
the individual towards success. Participants
should be afforded the opportunity to use a
variety of equipment, and be given choices
about how to optimally perform the desired
activity. This will allow the individual, when
possible, to have input on the type and extent
of adaptations made.

Link movement to language (Van Dijk, 1966).
Once the child knows the movement and what
it is called, he or she has the potential to execute
the skill independently.

Remember that partial participation is better
than no participation (Block, 1992). Even mod-
erate, significant, or total physical assistance to
participate in an activity, is better than no par-
ticipation at all. The person assisting can be a
peer, sibling, teacher, or volunteer.

Always begin with the smallest amount of as-
sistance that will ensure desired performance
and success (Lieberman, 1995). Then, assistance
and adaptations should naturally be faded out
as the person begins to exhibit more inde-
pendence.

Monitor adaptations as necessary to ensure
success.

Refer to the activity by its common name. If
several adaptations have been made to the
game of golf (e.g., using a different ball, a
different club, and targeting holes closer to-
gether) it should still be referred to as golf. If we
call activities different names because they dif-
fer from the original version, then individuals
who are deaf-blind will not have the satisfac-
tion of knowing that they can really play golf
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and may miss opportunities to converse about,
and participate in, the activity with others who
refer to it by its common name.

Modify activities in a way that enables students
without disabilities to assume the impairment
of the individual with a disability (Winnick,
1978). For example, simulating a visual impair-
ment or participating in activities in a wheel-
chair, will increase the sensitivity of
individuals without disabilities: Teachers will
better adapt activities for their students, peer
tutors will better understand how they need to
work with the student who is deaf-blind, and
same age-peers will better understand why
each activity is adapted.

Adapting Activiti s
The following issues need to be considered when
making adaptations:

The Individual
> Involve the individual in derermining

adaptations
> How does the person ambulate?
> Is the activity age appropriate?
> What are the individual's characteristics, pref-

erences, and behaviors?
> What are the individual's favorite activities?

The Activity
> Playing Area or Environment

>> Make the area larger or smaller

>> Make visible boundaries

>> Lower the height of goals

>> Orient the individual to the activity area

> Playing Object
Make the object bigger or smaller

Make it softer or harder

Make it audible or bright

Change the texture of the object

Make the object heavier or lighter

Increase the size of the target

>>

>>

>>

>>

>>

>>

The Game
> Change the rules of the game
> Change the objective of the game
> Increase the tactile cues

6
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> Add guidance or a leader
> Change the number of players
> Increase chances
> Decrease time of activity or add rest periods
> Reduce repetitions or slow the pace

The Players
> Change the role of the players
> Limit or add responsibility
> Modify demands on the student
> Decrease competition

Other Considerations
> What can you do to make the student more

successful?
> Will the individual achieve success with mi-

nor adaptations?
> Will the child have success with no adapta-

tions?

> How can you add a cognitive component to
the game?

> How can you ensure peers or siblings will
also enjoy the activity?

Examples
Eddie is a 15-year-old boy with Congenital Ru-
bella. When asked what he wanted to do for rec-
reation, he said he wanted to learn how to ride a
unicycle. Despite our apprehension, we set up a
program for him. The activity was age appropriate
and matched his ability level. By using a guide
wire and physical assistance for support, he
learned how to ride, and within 3 months he was
riding the unicycle independently.

Cory is a 17-year-old Deaf woman with a visual
impairment, and cerebral palsy. She uses a wheel-
chair for ambulation, and has travel vision with
corrective lenses. Cory lives in an environment
which has long winters. Cory was introduced to
cross-country skiing by her high school physical
education teacher. She sat in a sled, and used
cut-off poles for propulsion. She was given occa-
sional directional cues by her teacher or a friend in
order to cross-country ski successfully. When she
moved to a group home which offered cross-coun-
try skiing 'every week, Cory became involved be-
cause she knew she could ski with minor
adaptations. She now skis regularly with her
friends and family.

Margo is a teenager who is visually impaired and
deaf. She wanted to play softball with her brother

44



Dell, Blind Perspectives

and their friends. They discovered that by placing
large orange cones at each base, placing a bright
red line of tape from one base to another, and
allowing Margo to bat off a tee, she was success-
fully included in the game. These adaptations
were developed over time as needed.

Glenn is a 16-year-old boy who is deaf, visually
impaired, and mentally retarded. Glenn attends
his local high school. His physical education
teacher found a wonderful way to adapt volleyball
and at the same time increase the excitement for
the other children. The ball used was a beach ball
which is brighter and slower than a volleyball. The
kids were permitted to hit the ball up to three
times, let the ball bounce twice, catch it if they
needed, walk to pass the ball, and have no limit on
how many people touched the ball. Points were
scored if the other team hit the ball under the net,
out, or if the ball bounced more than two times or
rolled. All the kids loved it and the volleys were
so long they were out of breath at the end of each
point. Although many adaptations were made to
the game, they still called it volleyball.

Janet is a 12-year-old girl who is deaf-blind, has
hemiplegic cerebral palsy and is ambulatory. She
wanted to get involved in her neighborhood
hockey games which are always played in her
cul-de-sac with her peers from school. Her older
brother wanted her to be involved, so together they
discovered what would work. They played with a
frisbee which was brighter and slower than the ball
they were previously using. The frisbee had to be
touched by each player before they could score
(which enabled all the children to be active partici-
pants). Janet had a buddy who physically assisted
her and communicated to her where the frisbee
was. When Janet was hitting the frisbee, the other
team had to count to five before defending her.
The game was a big hit and soon they even made
a frisbee hockey club! Through partial participa-
tion, Janet was an active member of her team.

Dereck is an 11-year-old boy who is deaf-blind and
has ADHD. The kids on the playground always
played kickball and he really wanted to play. A
student-teacher found out what it took to include
Dereck. The kids had a choice to kick from a pitch
or to kick a stationary ball. Dereck kicked the
stationary ball and a friend guided him around all
the bases. The friend who was guiding Dereck let
him know through sign when to kick the ball,
when to run, and when he passed each base.
Whenever anyone kicked the ball the kids in the
outfield retrieved the ball, lined up front to back
and passed it over and under until the entire team
touched the ball. When it arrived at the last child,
that child yelled "stop." The person who was run-
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ning stopped and counted how many bases he
touched. If he made it to third, then he made three
points for his team, if she ran around two times all
the way to home plate then eight points were
earned. This continued until each person on the
team had a chance to kick, then the teams switched.
Dereck and his peers loved this game because there
were no outs and it was an individual as well as
team oriented game.

Chris is a 6-year-old boy who is deaf-blind. His
kindergarten class often plays twister for a sociali-
zation and body awareness activity. Chris's
teacher called DB-LINK (The National Informa-
tion Clearinghouse On Children Who Are Deaf-
Blind) and they gave her a great idea. She took a
donated queen-sized sheet and traced rows of cir-
cles, squares, triangles, hearts, and stars. On top of
the shapes she traced glue, and on top of the glue
she sprinkled different colored glitter for different
shapes. She made a spinner to match the tactile
twister game and even brailled it so Chris could be
the caller. The interpreter signed the commands to
Chris, and voiced when he was the caller. The kids
in the class loved it and were further challenged
not only to know the colors but also the shapes
during the game!

Jake is a 7-year-old boy with Congenital Rubella
and cognitive disabilities. His inclusive first grade
class was working on locomotion, directionality,
and color identification. His physical education
teacher decided to play the game Bell Balloon Bash
(Lieberman & Cowart, in press). Jake chose his
own colored balloon which had bells inside. He
was shown different locomotor skills by a peer to
get to the balloon which was a visible 10-12 feet
away. When he arrived at the balloon he was
shown how to kick it using verbal and physical
assistance. He then, with continued verbal and
physical assistance, chased the balloon using dif-
ferent locomotor skills. He was given feedback by
the teacher immediately following appropriate
performance (McInnes & Treffry, 1982). Jake con-
tinued this activity throughout the unit and slowly
decreased his need for physical assistance.

AdaptatIons Wovici
We need to let people know about adaptations that
work. As we tell success stories, we raise others'
expectations, and help them learn how to adapt
recreational activities to people who are deaf-blind
or have multiple disabilities.

For example: Eddie Martinez who is deaf-blind
was a star in the Eastern Athletic Association for
the Blind track and swim meets; Riley Ford is
successfully included in elementary physical edu-
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cation in Idaho; Gabriel Labossier is deaf-blind and
has been actively involved in cross country skiing,
biking, and track activities; Harry Cordellos is a
successful water skier and is blind; Tricia Zorn is
blind and has won medals for swimming at the
paralympic games in Seoul, Korea; Kelly Butter-
worth is deaf and was on the US downhill team for
the World Games for the Deaf in Finland; and
Dacia Hirsch is a World Class horseback rider.

It is also important to share the recreational suc-
cesses of the individuals in your school, neighbor-
hood, or home. Make a video, write an article for
the school newspaper, send your story to Deaf-
Blind Perspectives, or make an announcement on
your local radio station. Successful participation
in recreation, sport, and physical education is pos-
sible and that needs to be known!
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Recreational Resources F
Your Library

Block, M.E. (1994). A teacher's guide to including students with
disabilities in regular physical education. Baltimore: Paul H.
Brookes.

Ideas for assessment, programming, and inclusion techniques of chil-
dren in preschools, and elementary, and secondary schools.

Dell, S., & McNerney, P. (1992). Art and games: Sensational
experiences for students with deaf-blindness. East
Providence, RI: Meeting Street Center.
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An innovative book that offers art, interaction, and movement activi-
ties.

Kasser, S.L. (1995). Inclusive games: Movement fun for
everyone. Champaign, IL: Human Kinetics.

Many games and activities for inclusive settings. Geared toward
individuals with any disability.

Lieberman, L.J., & Cowart, J.F. (in press). Games for people
with sensory impairments: strategies for including
individuals of all ages. Champaign, IL: Human Kinetics.

Games, sports, and activities that can be immediately played by any
individual. Adaptations for individuals who are blind, deaf, deaf-
blind, or multiply disabled. Includes how to play goal ball and beep
baseball.

Lieberman, L.J., & Downs, S.B. (1995). Physical education for
students who are deaf-blind: A tutorial. Brazilian
International Journal of Adapted Physical Education and
Recreation. a 127-143.

Teaching techniques, strategies for participation, instruction on how to
set up peer tutoring, and motor and fitness assessment ideas.

Lieberman, L.J. (1993). Project S.I.M.P.L.E.: .Activities for
individuals with sensory impairments and multihandicaps.
In S. Grosse, & D. Thompson (Eds.) Play and recreation for
individuals with disabilities: Practical pointers. Reston, (pp.
80-88). VA: AAHPERD.

Includes pictures as well as providing teaching strategies for these
activities.

Smith, T.B. (1994). Guidelines: Practical tips for working and
socializing with deaf-blind people. Burtonsville, MD: Sign
Media Inc.

Gives ideas on the types of recreational activities often preferred by
individuals who are deaf-blind.

NFA B is Making a ifference
Mary O'Donnell, President

The Board of Directors of NFADB (National
Family Association for Deaf-Blind) continues to
work toward our 1995-96 organizational goal of
strengthening our foundation, organization, and
performance. Training for our board members is
a centerpiece at each of our meetings and enables
us to maximize personnel and resources. Time
management, motivating parent groups, and ad-
vocacy are this year's topics.

We have developed and refined the "Regional Di-
rector's Handbook" into a useful tool. It contains
a wealth of information and resources which will
enable the regional directors to be more efficient
and effective in serving the people in their regions.
Our "Policies and Procedures Manual" provides
the structure and guidelines NFADB needs for a
smooth operation. Both manuals will continue to
be "works in progress."

We are also in the process of developing a compre-
hensive database that will connect parents to other
parents and to professionals to facilitate quick and
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smart attention to an issue and/or need. And
throughout the fiscal year beginning Oct. 1, 1996
NFADB will be collaborating more formally with
DB-LINK to share and disseminate information,
specifically to families.

NFADB continues our close affiliation with the
National Coalition on Deaf-Blindness. Together
we have made an enormous impact on the course
of legislative action in Washington. Under the
leadership of the NFADB Legislative Committee,
our Board and membership have successfully in-
formed our Congressional representatives of the
unique impacts of deaf-blindness and of the spe-
cific needs of our family members. Our member-
ship and friends have responded in large numbers.
The results have been so positive that we will
continue to expand the network of folks who will
respond in short order to any issues on deaf-blind-
ness. We are grateful to Coalition members for
their efforts on behalf of our children.

The success and scope of our outreach and efforts
on behalf of our children are enhanced by the
response of our members and the growth of the
Association. Our ultimate goal is to reach every
family with a member who is deaf-blind so that we
may support each other's fulfillment of dreams.
We are especially proud of our trio-annual news-
letter News From Advocates for Deaf-Blind. We will
continue to provide information on issues that
families should be thinking about.

NFADB hopes to continue to make positive contri-
butions to the quality of family life. Our regional
directors and Executive Committee members are
making efforts to attend conferences, regional
meetings and parent association meetingswher-
ever parents arein every state to offer NFADB
support and assistance. We welcome the opportu-
nity to work with and for you.

NFADB
111 Middle Neck Rd
Sands Point, NY 11050-1299
(800) 255-0411 ext. 275
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CaDanderr Evanyas

Communication Intervention for Children with
Disabilities
July 22-24,1996
Seattle, WA

This workshop is designed for teachers and
speech-language pathologists who provide or de-
sign communication instruction for nonverbal
children with severe and multiple disabilities.
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Alexandra Slade
WA State Univ. Portland Projects
1818 S.E. Division St.
Portland, OR 97202

(503) 232-9154 (V)
(503) 232-6423 (Fax)
slade@vancouver.wsu.edu

VISIONS 1996: Foundation for Fighting
Blindness Biannual Conference
August 17-20,1996
Washington, DC
This year's theme "Commitment to a Cure" will
recognize the 25 years of dedication to find cures
for retinal degenerative diseases

Foundation for Fighting Blindness
Executive Plaza I, Ste 800
11350 McCormick Rd
Hunt Valley, MD 21031-1014
(800) 683-5555

Partners at Work: Advancing Options and
Independence
26th Southeast Regional Institute on Deafness
November 2-5,1996
Nashville, TN
Information will be presented on advanced and
innovative programs, products and services avail-
able to foster the options and independence of
individuals who are deaf, deaf-blind, or hard of
hearing.

Sherri Rademacher
Tennessee Council for the Hearing Impaired
400 Deaderick St. 11th Floor
Nashville, TN 37248-6300
(615) 313-4911 (V/TTY)
(615) 741-6508 (Fax)

Coming of Age: Celebrating 30 Years of
Professionalism
1997 Biennial ADARA Conference
May 20-24,1997
Milwaukee, Wisconsin
Five days of workshops and mini-seminars will be
conducted by professionals exploring current is-
sues of awareness, access, education, employment,
mental health and other areas related to deaf, hard
of hearing, and deaf-blind issues.

Sue Kay Bailey
Independence First
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600 W. Virginia St.
Milwaukee, WI 53204

(414) 291-7520 (V)
(414) 291-7525 (TTY)

4th IAEDB European Conference on
Deafblindness: Discovering the Wor(l)d
Together
July 19-24, 1997
Madrid, Spain
Conference includes plenary sessions, workshops,
9th European Usher Syndrome Study Group, Fam-
ily camp, exhibition, and social activities.

4th European Conference Secretary
Modulo de Sordociegos
C.R.E. Antonio V. Mosquete (ONCE)
Paseo de la Habane, 208
28036 Madrid (ESPANA)

(34) (1) 3 45 36 97 (ext. 237)
(34) (1) 3 50 79 72 (Fax)
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When RethMs Mgmentosa and
Rearang Loss H.appen Together('

Cheryl Kennedy
University of Pittsburgh

On March 5, 1996 the video teleconference
"When Retinitis Pigmentosa and Hearing Loss
Happen Together: Meeting Educational Needs,"
was broadcast from the Distance Learning Center
of the Pennsylvania Instructional Support System.
The purpose of the video teleconference was to
increase understanding of the characteristics of
learners with Retinitis Pigmentosa occurring si-
multaneously with hearing loss, and to increase
awareness of educational strategies and adapta-
tions for students with Usher Syndrome. Planning
and implementation of the teleconference was a
follow-up activity for the Northeastern and North
Central Regional TRACES Project 1995, "Usher
Syndrome Planning Meeting."
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Over eighty educators, adult service providers,
consumers, and families viewed the teleconfer-
ence. In addition to Pennsylvania, fourteen other
states also viewed the conference via satellite. The
Pennsylvania Deaf-Blind Project offered onsite
conference participants additional technical assis-
tance (e.g., onsite consultation, workshops for
teams of service providers). Out-of-state down-
link site participants were advised to contact their
state or multistate Deaf-Blind Project personnel to
request follow-up technical assistance.

Copies of the teleconference are available on video
from the Distance Learning Center of the instruc-
tional Support System of Pennsylvania. Contact
Jill Bortmess at (412) 961-0294. The cost of the
videotape for out-of-state residents is $25.00 and
$12.00 for Pennsylvania residents.

Update on Utah's FundlIng scoff
Sendoes ChHdren WM]
IDua Sensovy lImpahments

Paddi Henderson
TRACES Western Region

.._.. he Fall 1995 issue of Deaf-Blind Perspectives dis-
cussed the development of the Utah State Plan for
Services to Children and Youth with Dual Sensory
Impairments and Their Families. Since the publi-
cation of the article, the Utah State Board of Edu-
cation made a request for $925,000 from the 1996
Utah State Legislature to implement the services.

The Utah legislature, after a great deal of testimony
from parents and professionals, displayed its sup-
port for specific categorical deaf-blind services by
providing a total of $800,000 ($200,000 in ongoing
and $600,000 in one-time funds) to implement the
State Plan. The State Plan will begin full imple-
mentation in July 1996. The funds will be used to:

1. Provide technical assistance via individual con-
sultation to Utah's children and youth who are
deaf-blind, their families, and their service provid-
ers.

2. Establish an extraordinary cost pool to assist
local school districts to provide costly, specialized
services which are deemed necessary and appro-
priate for an individual's IEP. These services may
include, but are not limited to interveners, aug-
mentative equipment, increased classroom assis-
tance, and specialized instruction.

TRACES (Teaching Research Assistance to Children Experiencing Sensory Impairments) is funded through Cooperative Agreement No. H025C30001 by the
U.S. Department of Special Education, OSERS, Special Education Programs. The opinions and policies expressed by TRACES do not necessarily reflect those
of the U.S. Department of Education.
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In the Winter 1995/1996
of beafBlind:Peripectives
there was a :readership,:
survey. Please ,returri
surveys by June 30;1996:
AsuMmary of theiesults
will be included' in the
next issue.
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Mternst ConnectIons
The following projects are pleased to announce
their World Wide Web sites. If your deaf-blind
project has a site on the Web and you would like
to announce it in Deaf-Blind Perspectives, contact
Randy Klumph (klumphr@fstr.wosc.osshe.edu).

Deaf-Blind Perspectives
www.tr.wosc.osshe.edu/tr/dbp

Current issue online, previous issues (ascii) avail-
able via ftp.

TRACES Project Home Page
www.tr.wosc.osshe.edu/traces

DB-LINK Home Page
www.tr.wosc.osshe.edu/dblink

Fact sheets, selected bibliographies, Family Re-
source Guide, and more.

Teaching Research Division Home Page
www.tr.wosc.osshe.edu

Contains e-mail links for Teaching Research fac-
ulty and staff and publications list.

aT

STRIKE

GOLD!
Hiring a person who
is deaf-blind can be
so rewarding . . .
some might call it a
golden opportunity

How would you like to find employees who can take on challenges that would overwhelm

the average person? Employees who will be loyal to your company, dedicated to their jobs,

and rarely miss a day at work? If so, call us at the Helen Keller National Center at

1-800-255-0411, ext. 270. We'll be happy to tell you about the impressive

achievements of competent, qualified employees who just happen to be deaf-blind.

Share Helen Keller's Vision
Helen Keller National Center for Deaf-Blind Youths and Adults*

111 Middle Neck Road, Sands Point, NY 11050

Regional Offices: Atlanta Boston Chicago Dallas Denver Kansas City Los Angeles

New York Seattle Washington, DC

Design: MK 114 Fifth Avenue, New York NY 10011*Operated by Helen Keller Services for the Blind.

11

49



\AltDeafiBliild Perspectives

I enjoyed this issue of Deaf-Blind Perspectives but I am not on your mailing list. Please send future
issues to the address below.

I've moved! Please send future issues of Deaf-Blind Perspectives to my current address.

I'm buried in interesting publications! Please remove my name from your mailing list.

Name: Agency:

Street: City: State: Zip:
Comments

Mark appropriate categories (3 max.)
Person or parent of person who is disabled Regular education (non Spec.-Ed.)
Special education (e.g., teacher, aide) 0 Therapist (e.g., OT/PT/speech)
Administration (e.g., Dept. of Ed., project director) 0 Teacher trainer
Service provider (e.g., social worker, group home) Government personnel
Technical assistance provider Medical professional

0 Higher education teacher/researcher 0 Other

Please send my copy in:
Grade 2 braille Large print

Standard print 0 ASCII

Mail to: Deaf-Blind Perspectives Teaching Research Division
345 N. Monmouth Ave. Monmouth, OR 97361 or call
Randy Klumph (503) 838-8885, TTY (503) 838-8821,

fax: (503) 838-8150, E-mail: klumphr@fstr.wosc.osshe.edu

All issues of Deaf-Blind Perspectives are available on the Internet at www.tr.wosc.osshe.edu/tr/dbp 0596

Deaf-Blind Perspectives is a free publication, published three times a year by the Teaching Research Division of Western Oregon State College. The
positions expressed in this newsletter are those of the author(s) and do not necessarily reflect the position of the Teaching Research Division or
the U.S. Department of Education.

Deaf-Blind Perspectives
Teaching Research Division
Western Oregon State College
345 N. Monmouth Ave.
Monmouth, OR 97361

Forwarding & Return Potage Guaranteed,
Address Correction Requested
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