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The Personal Futures Planning Project was designed to create a
person-centered planning model in developing and implementing
individually designed transition services for 30 secondary age youths (ages
15 -21) with deaf-blindness in Kentucky. A total of 30 youths and their
families were served by the project over the three years, though six students
were under 15 years of age.

The objectives and the activities of the PFP project included:

I. Providing training and consultation in personal futures planning to
participants and other interested people.
Activity 1: Orientation Training
Activity 2: Individual Meeting

2. Providing consultation in planning and developing services based on
outcomes of the individual's "dreams."
Activity 3: Local ITP Consultation

3. Providing training to specific parents and professionals
assist local teams.
Activity 4: Mentor Team

who could

4. Disseminating the model to other parents and local teams.
Activity 5: Process Manual
Activity 6: Newsletter

5. Developing a method of evaluation of the outcomes.
Activity 7: Outcome Evaluation

The PFP project developed and implemented strategies to increase the
14-)

V.)
involvement of individuals with deaf-blindness into integrated school and
community settings; to help others see the strengths of the individual; and
to encourage active listening to the individual and/or the family. This was
accomplished through developing a futures vision for the life of the person

\.) based on his/her preferences. This process often created a vision that
Csc)

exceeded the capacity of present human service agencies to provide it, and

U.S. DEPARTMENT OF EDUCATION
Office ol Educational Research and Improvement

EDUCATIONAL RESOURCES INFORMATION
CENTER (ERIC)

Cinis document has been reproduced as
received from the person or organization
originating it
Minor changes have been made to improve
reproduction quality

Points of view or opinions stated In thin docu .
went do not necessarily represent official
OERI position or policy

2
BEST COPY AVAILABLE



Personal Futures Planning Project Final Report

thus the process continually challenged participants to collaborate in highly
creative ways to make the vision a reality.

The PFP process required an extended personal commitment by team
members above and beyond the typical efforts made in developing the IEP,
ITP, or other Lndividual plans. In most cases, personal futures planning did
have an impact on the education and the life of the individual after school
(see Evalatuation Section and individual PFP team summaries). The process
appeared to re-focus the efforts of those involved with the individual to
better match their efforts with what he/she wanted. The members of the
team became a source of support for the family. Lastly, as a result of the
process, the individual and/or the family were better able to advocate for the
individual with deaf-blindness.
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IV: Goals and Objectives of the Project

The goal of the Personal Futures Planning Project was to enhance the
community participation, integration and quality of life for 30 transition age
youth with deaf-blindness through the Personal Futures Planning process
with these students, their families, service providers and community
network. The principal objective of the Project was to provide technical
assistance to these local personal futures planning teams to enable them to
envision, plan and provide appropriate, personalized transitional services in
an effort to create and support post-school outcomes reflecting the
integration, independence and productivity of these young adults.

The Project implemented the following objectives in providing
technical assistance to the local teams to enable them to accomplish the
above goal:

1) To provide training and consultation in personal futures planning to
project participants and other interested persons

2) To provide consultation in planning and developing services based on
personal futures plan outcomes

3) To provide training to a core of parents and professionals who can
assist other local teams in utilizing the personal futures planning
model

4) To disseminate the model to other parents and local teams

5) To develop and utilize a method of outcome evaluation regarding
the model and project activities

Each of the participants in the Project were to receive the following
benefits from their involvement:

The development of a vision for his or her "ideal" life upon exiting
school, mapped for and/or with the individual
The development of an I.T.P. to implement steps to make the vision
a reality upon exiting school
Transitional services based on the I.T.P.
A life upon exiting school that approximates the vision

The 30 parents and families participating in the project (estimated 90
individuals total) were to receive the following additional benefits:

Increased status as consumers who have significant input in
defining service outcomes
Strengthened relationships with families, students and other pro-
fessionals and other parents who are working toward a common
vision for the individual

5
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Increased independence in articulating and advocating for their
son or daughter

The 140 educational and the 160 adult service providers participating
in the project were to receive the following benefits:

Redirection of efforts into activities which generate positive support
from parents and families
Strengthened relationships with families, students and other
professionals
Increased confidence and skills in carrying out innovative strategies

Through various dissemination efforts, the potential benefits to other
children and youth not directly involved in the project were to include:

Potential services from a cadre of key professionals in educational
and adult service agencies who have a commitment to the
transitional planning process, based on involvement with the project
Potential services from a cadre of providers who themselves have
raised expectations about adult life for individual youth, a life with
emphasis on preferences, strengths and real consumer choices
rather than skill deficits and limited options
Potential transitional services based on creative strategies which
have been identified by the project (i.e., strategies to help fmd and
develop adult options when few exist currently)
Potentially improved quality of adult life through parent advocacy
fostered by the mentor team

Because of the logistical issues encountered in the Project related to
the recruitment of 30 youths with deaf-blindness between the ages of 15 to
21 and parents to serve as personal futures planning facilitators, the Project
sought and obtained permission to work also with children who were deaf-
blind who were younger school-aged and to utilize parents in the mentor
role whose children were multiply handicapped but not necessarily deaf-
blind. In training done by the PFP Project for the PASSPORTS program at
Seven Counties Services and the Family Connections Project of IHDI, several
parents were trained as PFP facilitators and these parents did provide a
mentorship role for other families in the PFP project by attending PFP
meetings as participants.

Personal Futures Planning Project Final Report
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V: Conceptual Framework for the Project

As stated in the original proposal, students with deaf-blindness are at
great risk for segregated schooling, institutionalization, and limited
opportunities upon graduation. At that time, the 17 individuals ages 22-25
years who had already "aged-out" from the Kentucky Deaf-Blind Registry had
the following situations:

Kentucky Youth Who Have "Aged Out"
1989 data

Ages 22-25 years; N 17

Where the individual lives
3 on his/her own (independent, minimal support)
1 with an alternative family (community lMr:6 program)
2 in a state-operated facility (ICF/MR)
9 with parents, no service
2 unknown, presumably unserved

How the person is occupied during the day
2 in competitive employment
3 in sheltered work programs
2 in a sheltered workshop
3 in a day activity center
3 are unemployed, unserved
4 unknown, presumably unserved

Neither these Kentucky statistics, nor the national trend data, suggest that
students who are deaf-blind are making smooth transitions to an adult life
integrated into the community.

'41dca1 Educational Solution: The ITP Model

With the passage of amendments to P. L. 101-476, and the renaming
of the historic legislation to the Individuals with Disabilities Education Act in
1990, transition planning must be initiated by the school by the time the
student reaches the age of 16. In the development of an Individual
Transition Plan, or ITP, the local education agency takes on the
responsibility of coordinating interagency efforts with various adult service
agencies before the student exists the school program. The ITP, which is to
be developed by this group, outlines the objectives for student skills so that
the student is prepared for the life outside of school.

The ITP should also outline the steps to be taken by representatives of
each agency (appropriate referrals and tests completed, etc.), so that there
is no lag in services when the student exits school. The process also
includes the identification of a "lead agency" for the student upon exiting
school who would be willing to contact and coordinate inter-agency efforts
for adult services.

Personal Futures Planning Project Final Report
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The Personal Futures Planning Project proposal was written in 1989,
prior to the year when the amendments to P. L. 94-142 were written and
passed which required mandated transition planning. In 1989, transition
planning was recommended in Kentucky, but was not mandated. Therefore,
the Personal Futures Planning Project was initiated simultaneously with
extensive efforts in Kentucky to implement the mandated ITP planning
process. This was both positive, but also negative, in that the majority of
schools, adult service providers, and even parents in the first two years of
the project were themselves learning about transition planning and were, at
times, unprepared and unwilling to participate meaningfully in the extra
efforts required by both personal futures planning and the newly required
transition component.

Despite the recognized value of the ITP concept, there are some
inherent weaknesses in the model. First, the model is based on the status
quo: that is. on whatever adult services are available. Transition is viewed as
a "hand-off' between the school and the adult service agencies, with existent
adult services reviewed and selected for the student. The model thus does
not address two major issues in adult services in Kentucky and the United
States today:

1) QUANTITY: the lack of sufficient adult services and the fact of long waiting
lists for what does exist; and

2) QUALITY: a service delivery system which, like most others, is designed to
provide specific programs (e.g., sheltered workshops, supervised apartments)
rather than being designed for an individual person, reflecting his or her
choices and preferences.

Both of these issues are paramount in Kentucky given that the state ranks
47th and 48th in expenditures for adults who are disabled. (reference from
David Braddock, State of the States)

Second, the general approach to transition plamling has little
emphasis on, or impetus for, consumer direction. Of course, parents and
students are invited to participate in the interagency meetings, and their
input is welcome. However, real parent/student direction is not found in
the details of implementation. Even when consumer direction is initially
sought in determining what outcomes will be, parents and students are still
left with making forces choices between extremely limited adult service
options, of which few if any are ideal or even preferred. Such limited and
limiting options may lead to apathy alternating with anger, a situation
similarly found in individuals in the poverty cycle.

Despite the state and local level efforts made in Kentucky, the limited
transitional planning and services which have occurred have not resulted in
adequate outcomes for youth with deaf-blindness as documented by the data
presented earlier. The following are the needs which the Personal Futures
Planning Project was to address:

Personal Futures Planning Project Final Report
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Need for services which reflect real consumer choices, rather than
a forced choice between limited options
Need for creative strategies in finding and developing adult options,
when few exit currently
Need for raising expectations about adult life for individual youth,
emphasizing preferenceR and strengths rather than skill deficits and
limited options
Need for local commitment to the transitional planning process,
especially by families and key professionals in community,
educational and adult service agencies

Personal Futures Planning

The primary focus of the project was to utilize a person-centered
planning model called Personal Futures Planning (PFP) (Covert and Carr,
1988: Mount, 1986) to guide in the development of transition plans for
youth with deaf-blindness. This conceptual framework is illustrated in the
graphic in Appendix V-A which was designed by Paul Bates with Southern
Illinois State Univeroity. The personal futures planning is the cornerstone
upon which the high school curriculum and inter-agency collaboration
should be based in order to maximize the likelihood that transition planning
really leads to something meaningful for the student.

A description of Personal Futures Planning, written by Jane Wells who
was a training consultant to the Project, is included in Appendix V-B. The
key steps include the identification of people who would be willing and able
to commit to the planning process, the development of a personal profile
based on the person's interests, gifts and capacities, and a series of planning
meetings led over time by a person skilled and trained in the he process.
The process demands personal investment by team members and creative
action - a personal futures plan is only as good as the people who come to
the meetings. Such demands are well beyond the mandated participation
for IEP's and, in fact, were in addition to the normal efforts expended in
developing the IEP and ITP.

Personal Futures Planning is not a values-free process. It is based on
the "five accomplishments" as described by John O'Brien in his chapter
entitled "A Guide to Life-Style Planning" (Wilcox & Bellamy, 1987). These
five accomplishments are as follows:

Community presence
Choice
Competence
Respect
Community participation

Personal Futures Planning can be most effective when the person who is the
focus of the planning, or someone who is committed and closely aligned to
that person, desires change in the direction of these accomplishments. If
the person. or his or her family, is satisfied with the current situation, or

Personal Futures Planning Project Final Report
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does not desire change in this direction, then futures planning may not be
effective and, in fact, may elicit fear and hostility from people as their values
conflict with the values of the planning process.

The Project utilized the Personal Futures Planning process as
designed by Beth Mount, Ph.D. and as detailed in the Manual written for the
Project by Dr. Mount. The Associate Project Director and one of the Parent
Coordinators, who was hired on a part-time basis, provided the bulk of the
personal futures planning facilitation for the project over the course of the
three years.

Given the demands of facilitating a personal futures plan are well
beyond the mandated participation for IEP's and ITP's, the assumption was
made that a person outside the school system and the family would have to
initiate the personal futures planning process on behalf of youth with deaf-
blindness. The Personal Futures Planning Project was an initiative of the
Deaf-Blind Intervention Program as the assumption was also made that staff
of this program could not take on the additional responsibilities and
workscope with their resources and staff. Additional resources and
personnel would be required to initiate and sustain such an endeavor.

Integrated Program Collaboration and Effort

In addition to the utilization of personal futures planning, the project
was conceptualized to be an integrated effort of and for person with deaf-
blindness, their parents and families, and the following entities:

Interdisciplinary Human- Development...Institute, Univ. of KY
Deaf-Blind Intervention Program (DBIP), Univ. of KY
KY Department of Education
Kentucky School for the Blind

This person and family-centered focus could not be developed or sustained
without the cooperation and enablement of these organizations as together
they provided administrative, technical, and fiscal support to the Personal
Futures Planning Project. This integrated effort modelled effective inter-
agency collaborat4on and individualized support for this particular project in
numerous ways throughout the project's existence.

The Project also provided leadership and staff involvement in the
development of a shared advisory committee, which subsequently emerged
as the "Expanding Horizons Committee for Youth and Adults with Deaf-
Blindness" with the Deaf-Blind Intervention Program and the Helen Keller
Natior al Center Affiliateship sponsored by the Department of Vocational
Rehabilitation. The concept of working together to develop and share
resources to facilitate personal futures plans as well as systemic change was
a major component in both the design and particularly in the
implementation of the Personal Futures Planning Project. Examples of this
include:

Personal Futures Planning Project Final Report
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The 1991 Family Forum, co-sponsored by the DBIP. the PFP Project,
and the HKNC Affiliate in which funds from two of the projects
enabled people to attend the forum, PFP staff provided the training in
futures planning at the forum, and several personal futures
planning teams for young children and adults who are deaf-blind were
initiated as a direct result;

The development of a joint DBIP and PFP newsletter, "Insight" which
went to people not only on the DBIP registry, but also to people on all
the PFP teams; combining resources enabled a larger newsletter
which could be sent to a larger number of people;

Co-sponsorship of two consumer conference; for youth and adults
who are deaf-blind with the subsequent development of a Kentucky
Chapter of the Association for the Deaf-Blind; staff worked together
from the PFP Project, the DBIP, and the HKNC Afilliateship to garner
funds from outside sources as well as utilizing their resources joJntly
to enable these events;

Co-sponsorship, with the OUTREACH Project and the KY Systems
Change Project, a two-day workshop with Marsha Forest and Jack
Pearpoint in May of 199) ; no single project could have afforded
to do this alone and members from four PFP teams were able to
attend;

Co-sponsorship, with a number of other organizations, of a Summer
Institute on Community Integration in June of 1993 with a strand
on person-centered planning attended by 25 people from across
the state of Kentucky (see Appendix V-C); and

Direct leadership provided by the Associate Project Director in the
development of a Supported Living initiative in Kentucky and direct
work with a Task Force of the Kentucky Disabilities Coalition
to write and advocate for passage of Supported Living legislation
and an appropriation of $1.5 million for the 92-94 biennium budget

This concept of inter-agency collaboration, cooperation and
networking is illustrated as well in the graphic drawn by Beth Mount at the
conference organized at the end of the first year of the Project (see project's
Person-Centered Planning Manual in final appendix of this report). The
commitment and participation of other people with shared values were a
crucial element in the implementation of this Project.

Personal Futures Planning Prqject Final Report
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VI: Description of the Model and Participants

The participants in the Personal Futures Planning Project were
predominantly young adults between the ages of 16-21 years of age who
were deaf-blind and their families. Six of the 30 individuals were school-age
between the ages of 5 and 12 years of age. The model of Personal Futures
Planning was utilized to guide the development of Individualized Transition
Plans and also Individual Education Plans for these students.

Of the thirty participants, the following summarizes their school and
post-school placements at the during and at the end of the project:

Years 1. 2, & 3 End of Year 3

Homebound instruction 5 4
(parents would not consent (1 child died)
to child attending school; 3

only completed profiles and
didn't continue with process)

Residential School with no 7 4
regular education inclusion

Residential school with 1 2
regular education inclusion

Segregated School 3 1

Segregated classroom 9 0
in regular school with no
regular education inclusion

Segregated classroom 2 9
in regular school with
regular education inclusion

Regular class with support services 0 4
Integrated pre-school program 3 0
Transitioned from school 0 4

to the community
Transtion to Helen Keller National 1

Center Rehabilitation facility;
did not work out and returned
to residential facility in late summer

TOTAL 30 29

The Project participants represented a wide range of abilities and
disabilities as is typical of the deaf-blind population. From a deficit
perspective, eighteen of the participants had no formal communication
system, were labelled as severely/profoundly disabled or multiply
handicapped and required extensive systems of support for daily living.
Of the individuals who were over the age of 18, all had been adjudicated and
had full guardians appointed for them.

Personal Futures Planning Project Final Report



9

Five of the individuals were able to communicate either orally or
through sign language, but still required extensive supports to have their
daily needs met and to be safe. The seven remaining individuals had no
significant cognitive limitations, but six had limited social and
environmental experiences. A common charact.eristic of all these
individuals was isolation.

The primary focus of the project was to utilize a person-centei ed
planning model called Personal Futures Planning (PFP) (Covert and Carr,
1988; Mount. 1986) to guide in the development of transition plans for
youth with deaf-blindness. This conceptual framework is illustrated in the
graphic in Appendix V-A which was designed by Paul Bates with Southern
Illinois State University. The personal futures planning is the cornerstone
upon which the high school curriculum and inter-agency collaboration
should be based in order to maximize the likelihood that transition planning
really leads to something meaningful for the student.

A description of Personal Futures Planning, written by Jane Wells who
was a training consultant to the Project, is included in Appendix V-B. The
key steps include the identification of people who would be willing and able
to commit to the planning process, the development of a personal profile
based on the person's interests, gifts and capacities, and a series .of planning
meetings led over time by a person skilled and trained in the process. The
process demands personal investment by team members and creative action
as a personal futures plan is only as good as the people who come to the
meetings and the action which follows.

Personal Futures Planning Project Final Report
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VD: Methodological or Logistical Problems

1. Recruitment of participants who were deaf-blind between the ages
of 15-22

a Only 30 people from this target population were identified
on the deaf-blind registry: when contacted about the Project,
a number of families did not wish to parUcipate;

b. Three families agreed to participate through the profile part
of the personal futures planning process and then decided
not to continue; this took staff time and project resources
which could not be recaptured.

Resolution: Project officer agreed to "lower" the age to include
school age students who were deaf-blind; six
participants were younger than 15; the inclusion of
these younger children was tremendously useful to
the development of a futures planning model by the
staff of the Deaf-Blind Intervention Program for young
children which they have subsequently utilized in
trainings with families of these children.

2. Even with expenses paid, families would not travel to "orientation
meetings." Orientation opportunities were coordinated each year
of the project per the original proposal.

Resolution: Project staff met individually with each potential
participant in their home This required additional
travel and time.

3. Time is a critical factor in the achievement of outcomes in futures
planning teams. Teams which were convened the first year of the
project accomplished more thar those convened the third year.

Resolution: Efforts were made by Project staff to identify
someone on the team who would continue to serve in the
role of facilitator once the Personal Futures Planning
Project was completed; the person identified was always
a professional whose role on the team had been affirmed
through the process and who had the time to commit to
this activity.

.4. Staff spent an average of 10 hours/week simply driving to and
from meetings. Entire days could be spent in travelling to a futures

Personal Futures Planning Project Final Report
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planning meeting and then back home (a number of 12 to 16 hour
days were logged by the two staff who did the futures planning on
the project). The availability of a state car in Louisville was also
determined to be non-existent.

Resolution: The Project Director was able to negotiate a long-term
lease of a state car for the Louisville-based staff for
the last 16 months of the Project. This was extremely
helpful to staff as the car was both reliable and available.

5. The outcomes of the personal futures planning on behalf of the
focus person were highly dependent on the willingness of circle
members, especially parents, to take risks, to experience change, and
to obtain resources to support the dream/vision for the person. The
mere existence of a plan does not guarantee the dream will become a
reality. Project staff were challenged in each planning circle with
numerous obstacles related to these issues (risk-taking, change, and
resources) and experienced success to varying degrees in moving
toward the dream in the majority of situations. Please see the
review written by Beth Mount at the end of Year 2 for further
elaboration and clarification of these issues found in Appendix

6. There were many factors which negatively affected the outcomes or
of the personal futures planning which were beyond the Project's
control. These included:

Health of the person
Health of other key family members
Family circumstances, e.g., divorce, unwillingness of both
parents to participate, children being raised by grandparents
without parental support, etc.
Family dynamics - how family members got along, how
they dealt with the disability of their family member,
and how supported they felt by others
Lack of investment in or commitment to the values
inherent in the personal futures planning process by key people,
i.e., parents, teachers, special education coordinators, rehab
counselors, etc. as applied to the focus person because of the
severity of that person's disability

7. Even with support, no parents whose children were deaf-blind would
agree to be personal futures planning facilitators for other families. In
retrospect, this result is very understandable. PFP facilitation not only
required extensive meeting time; in most instances, PFP
facilitation also required considerable efforts in coordinating the
schedules of the other participants, contacting needed resources, and
long hoprs 'on-the-road'. These demands are doubly difficult for

Personal Futures Planning Project Final Report
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parents with substantial family and child-care commitments, as Is
always the case with parents of children with severe disabilities.

Resolution: Parents did serve in a variety of "mentor roles" on
futures planning teams, but not in the role as facilitators.
Project officer agreed to parents whose children were
multiply disabled serving in this role, and these
parents were quite effective and helpful.

While no parents of children who are deg-blind served in the role of
Personal Fut fires Planning facilitator, the Project did train three parents in
other related projects and provided some support to their involvement.

There are a number of advantages to parents as facilitators:

Parents can often bring perspective to other parents about
possible educational or recreational options. Not only can the
parent facilitator do this for the family of the focus person,
but the parent facilitator can gain new ideas for his/her
own son or daughter;

Building support networks for the parent facilitator, including
both professionals, community members, and other parents/
families with similar needs and challenges;

Meetings lots of 'important' people, which is to say, persons who have
the power to direct and influence service systems for the focal
person, and therefore the facilitator's own son or daughter;

Learning about other programs and services, increasing one's
awareness of what is available in the community, including funding
sources, etc.

If the parent facilitator's child is younger than the focal
person, the parent facilitator may gain valuable information
and perspective about 'what comes next' for his/her own
child; if the parent facilitator's child is older than the focal
person, the facilitator is able to use her knowledge and experiences
about her own child's transition in envisioning and facilitating
dreams and opportunities for the focal person; this may, in
turn, lead to refinements in the dreams for their own son
or daughter.

Even for parents who have attained a balance for their own son or
daughter who have developed at least an approximation to the dream for
their child the role of being a personal futures planning facilitator may not
be possible. Facilitation requires a great deal of time and energy, and these
demands increase with physical distance from the focal person, with the
extent of nec,is of that focal person, and with the extent of community

Personal Futures Planning Project Final Report
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isolation of the focal person's own family

Families who have achieved successful community and educational
integration for their own son or daughter with severe disabilities may have
"little left over" to invest in the needs of their other family members, let
alone the needs of other families In these situations, parents can still play
an invaluable role in the realization of the dream for another family's son or
daughter by serving in the role of parent mentor. In this role, the parent
mentor can share with the focal person's family their experiences and
knowledge in achieving a more positive quality of life for their son or
daughter (e.g., more inclusive education, work, friends, etc.) and how the
focal person may "get there" as well.

A parent mentor offers the focal person's family a chance to share
their fears and dreams with a parent who has had similar experiences, and
who has had success in dealing with many of the same obstacles and
challenges. Parent mentors can say things to the focal person's family that
service providers, and even friends and relatives, cannot - including
exhortations to face current challenges, to realize the future is not going to
go away - in ways which are forceful but not judgemental. They, too, have
been there, and their perspective has much greater credibility and
authenticity.

Personal Futures Planrung Project Final Report

17



14

VIII: Evaluation Findings

The following represents a summary of the project evaluation
activities, carried out under Activity #8: Outcome Activities. As indicated in
the project's Evaluation Plan specified in the original proposal and expanded
in the Year II Continuation Proposal, a multi-tkred evaluation process was
used. Level I evaluation included all teams participating in the project, and
included information from each team's Personal Futures Planningdocument,
the Personal Profile conducted with the family of each focus person, the
TIPS Family Survey Form, .'die Helen Keller Personal Future3 Planning
Baseline Questionnaire, ant: the facilitator log for each team. Level II
evaluation activities included structured telephone interviews with ten of
the PFP teams over the cour7e of the project. Key members of each team
were interviewed twice: the first round of interviews were conducted after
the team had been functioning approximately six months and the second
round near the completion of each team's work. Level
activities were designed to focus more indepth upon six of the teams
identified in Level II. These indepth interviews were to be in-person, and at
Level III, up to five team members were to be interviewed for each team. As
it became apparent during the course of the interview process that the
telephone interviews conducted for Level II were as in-depth (and
sometimes more so) as the 'in-person' interviews for Level III, we collapsed
Levels H and III into a single evaluation level of ten teams. By the end of the
project, 71 interviews had been conducted across the ten teams. Typed
transcripts for each interview averaged 14 pages in length; and the
cumulative transcripts for all ten teams were 1064 pages in length. Finally,
the Level IV evaluation focused on participant observations for the focal
persons in two teams. At this level, we were interested in how that person's
life 'looked', i.e., how Personal Futures Planning had resulted in daily,
observable life changes.

A summary of evaluation findings will be reported for each of these
Levels: Level I, Level (combined), and Level IV. At the end of these
findings, we will discuss the implications of our results, including differing
perceptions of family members and professionals of the PFP process, and
directions for further work using Personal Futures Planning with youth and
young adults with deaf-blindness.

Level I: Evaluation of Project Training Activities and Component Analyses
Conducted with All Teams

The Level I evaluation component included both the evaluation of
general project training and awareness activities (PFP training sessions,
orientation sessions, and annual conferences) as well as an outcome analysis
for all of the teams that participated in the Personal Futures Planning
Project. For the individual student outcome analysis, the following sources
were included in the Level I evaluation: information from each team's
Personal Futures Planning document, the Personal Profile conducted with
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the family of each focus person, the TIPS Family Survey Form, the Helen
Keller Personal Futures Planning Baseline Questionnaire, and the facilitator
log for each team. In this section, each component of the Level I analysis
will be considered in turn.

Evaluation of Project Training/Orientation Seulons and Annual Conferences.
Evaluation summaries of project training activities and conferences that
occurred early during the project have been reported in previous reports
(Year II and III ContinUation Applications). Evaluation summaries of training
activities not yet reported are included in Appendix VIII-A.

The total numbers of persons in attendance at conference training
activities over the course of the project totaled 665. This includes people
trained in three workshops in Indiana, Alabama, and Tennessee The total
number of persons involved in Personal Futures Planning teams included
285, not counting the number of people involved in groups facilitated by
people trained by the Project. The combined total is 950 people. The
original proposal had an objective that 300 educational and service providers
would be involved with the project and 90 individuals and their families
would be involved. The Project well exceeded this objective.

Most significantly, the total number of new Personal Futures Planning
facilitators trained through the project totaled 29 in Kentucky, 4 in Indiana,
2 in Tennesse, and 3 in Alabama for a grand total of 38. To the Project's
knowledge, all but 6 of these people have actually facilitated personal futures
planning teams. For the six people trained but who have not facilitated PFP
groups, all six have incorporated aspects of the planning process into their
work and have 'been involved. as members of teams.

Finally, the project coordinated, in concert with two other projects,
two consumer conferences for youth and adults with deaf-blindness, a direct
result of its efforts to enable young adults with deaf-blindness to become self-
advocates through the Personal Futures Planning Process. This was in
addition to the original workscope as outlined in the proposal. Agenda and
evaluation results from these two conferences are included in Appendix VM-
S.

Evaluation of PFP Documents and the Congruence between the Personal
Futures Plans and Individual Transition Plans.

This component of the evaluation plan was to be conducted by Dr.
Barbara Wilcox. Because of a new appointment for Dr. Wilcox that occurred
late in the project, she was unable to complete this portion of the evaluation
component, and project staff were not able to find a suitable replacement for
her. In addition, due to the 'checklist structure' of the Kentucky
Department of Education's recommended Individual Student Transition
Form and the difference in format and imagery between that instrument and
the typical PFP plan, project staff found that an analysis of the congruence
between the PFP and the ITP would have been problematic at best.
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In order to achieve the intent of this component of the evaluation plan
and to broaden its original scope, project staff contracted with Dr. Beth
Mount, founder of Personal Futures Planning, to interview three of the
project's facilitators concerning their involvement and perception of the
process and its outcomes for four specific focal persons and their teams In
addition, Dr. Mount reviewed the interview transcripts from other members
from these four teams, as well as the Personal Futures Plans developed by
these teams. Her analysis of these interviews and documents are included
in Appendix VIII-C, and provide an in-depth analysis of the processes and
accomplishments for these teams.

Further, in order to determine if the outcomes of the Personal Futures
Planning process (and not just the PFP plans themselves) reflected O'Brien's
five accomplishments of Community Presence, Choice, Competence,
Respect, and Community Participation, project staff have included an
analysis of how the outcomes for each PFP team relate to O'Brien's five
accomplishments. This analysis is included in the individual team
summaries in Appendix VIII-D of this report.

This evaluation component was measured by several of the predictor
statements generated by project staff. In general, these predictor
statements served as indicators of the extent to which the Personal Futures
Planning process resulted in greater levels of integration in school and
community settings for the focal student, greater access to services for the
focal student and his/her family, more options or choices for the focal
student and family, etc. A total of 20 predictor statements were generated
(see Appendix VIII-E for a complete list of the predictor statements and the
cumulative results from the analysis of the predictor statements). Project
staff used data from multiple sources, including the Personal Profiles,
Personal Futures Planning Baseline Questionnaires, facilitator logs,
IEPs/ITPs, etc., to analyze the results of the 20 predictor statements for
each of the participating focal students and their teams. Specifically, three
of the 20 predictor statements addressed this component of the evaluation:

Predictor Statement #8: The IEP/ITP is more reflective of value-
based, peer-centered planning around the themes of the five
accomplishments. This predictor statement was judged as true for
75% (18) of the 24 teanis analyzed, and not true for only 25% (6) of
those teams.

Predictor Statement #16: The family (parents/siblings) of the
student/focal person is helped to visualize a more positive future for
the student/focal person as described in terms of the five
accomplishments. This predictor statement was judged as true for
62.5% (15) of the teams, not true for 16.7% (4) of the teams, and not
applicable or scoreable for 20.8 % (5) of the Lams.
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Predictor Statement #18: The family of the student/focal person is
assisted to look at the future of their son or daughter with regards to
life planning. Again, this statement was judged as true for 62.5% (15)
of the teams, and as not true for 37.5% of the teams.

PFP Participant Satisfaction with PFP Process. Participant satisfaction was
measured in a number of significant ways. First, parent/family satisfaction
was evaluated through two of the predictor statements:

Predictor Statement #7: Parents evidence greater satisfaction for the
school program of their son/daughter. This statement was rated as
true for 66.7% (16) of the teams analyzed, not true for 29.2% (7) of
the teams analyzed, and not applicable or scoreable for 4.2 % (1) team.

Predictor Statement #13: The family of the focal person/ student
experiences less stress as a result of the PFP process. This statement
was rated as true for 70.8% (17) of the teams analyzed, and not true
for 29.2% (7) of the teams.

Family satisfaction with the process was also measured through the Family
TIPS Instrument (Transition Status and Family Satisfaction Form) which was
administered to family members at the start of the PFP process and near its
completion. This instrument asks parents to indicate the status of the
student's residential, day-time, social, and health situations, and their
relative satisfaction with those situations. Significant increases from the pre-
to the post- measure in family satisfaction.ratings were noted in four areas:
the number of friends without disabilities, the number of integrated
activities, and overall social life (all significant at the .01 level of
significance) and for the role of the family in leisure/friend activities
(significant at the .05 level). Differences between pre and post satisfaction
measures for the other items were not significant.

Finally, the project's extensive interviews with parents/guardians and
other team members for ten of the teams directly asked participants to
comment about their satisfaction with the PFP process overall and to what
extent they felt that the specific PFP tasks assigned to members of the team
were evenly distributed among those team members. Again, almost all
respondents felt that the process was valuable for developing and creating a
vision for the future, and at a more 'pragmatic' level, for evenly distributing
the work among the team members and thereby using the personal
expertise and the resources of the full team. The most common points of
dissatisfaction centered on the difficulty of including significant numbers of
nonpaid or nonprofessional team members (i.e., friends, extended family
members, other community persons) for at least some of the teams; the
extent to which at least some parents and/or guardians felt that ultimately
the 'onus' for the change process would fall upon them; and a sense of
frustration that the resources were not always there to make the dreams
happen.
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Perhaps the most difficult element to measure is the satisfaction of the
focal person with the PFP process and outcomes. This is true in that the
majority of the students involved had very limited formal communication
skills, and teams did not always find it even possible to include the focal
person directly in the planning. There are, however, at least two indirect
measures of focal person satisfaction with the process. First, Predictor
Statement #9: The student/focal person has more control and choice-
making in his/her life, indirectly assesses satisfaction through changes in
the degree of personal control over one's life. For 79.2% (19) of the 24
teams, this statement was rated as true; for 16.7% (4) of the teams, the
statement was rated as not true, and for one team, the statmnent was rated
as not applicable or scoreable. Second, as a direct result of the Personal
Futures Planning process, a consumers group of young adults with deaf-
blindness was formed and two annual conferences were held. Again, this
sense of empowerment and a continuing desire to shape one's own future
indicates that for the students in this group, Personal Futures Planning was a
powerful force in how they perceived their own lives.

Personal Profile (initiated with the family and completed with the entire
team, usually at the first meeting). The Personal Profile was not really an
instrument per se, but is part of the Personal Futures Planning process, and
typically included the Relationships, Background (History), and Places Maps,
Personal Preferences, Respect Issues, Communication and Health Issues
Maps as needed, and the Dream Map. This profile was completed for each
participating focal person, and served as one of the baseline measures for
evaluating PFP outcomes, for organizing these outcomes into O'Brien's- five
accomplishments (Community Presence, Choice, Competence, Respect, and
Community Participation), and for rating the truth of each of the predictor
statements for that focal person. Thus the data from this component were
used throughout the other evaluation components to substantiate change.

Professional Attitudes Towards Persons with Severe Disabilities (and
Individuals with Deaf-Blindness) Before and After the PFP Process. Though a
specific attitudinal instrument was not used in a pre/post format, this
evaluation component was indirectly measured in several ways. First.
Predictor Statement #20: Professionals participating in PFP circles have
extended collaborative efforts for persons with disabilities beyond the circle
and the focal person indicated that in nearly half of the teams, participating
professionals had increased their collaborative efforts for other persons with
disabilities as a direct result of participating in the PFP process. This
predictor statement was rated as true for 41.7% (10) of the participating
teams, and rated as not true for 58.3% (14) of the teams. While this
predictor statement does not directly measure professional attitudes, it does
measure changes in professional behaviors, and an increased sense among
participating professionals of what is possible for persons with severe
disabilities.
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Second, a change in professional attitudes can be directly inferred
from the numbers of professional staff who underwent the project's
intensive facilitators' training, so as to inaease their own capacity to
facilitate person-centered planning for individuals with disabilities,
including children and youth with deaf-blindness. A total of 29 persons
were trained as facilitators through the project's efforts, and the majority of
these persons do work in a professional capacity with individuals with
severe disabilities. It should be emphasized that the project's facilitator
training was wholly ,roluntary, and those professionals who undertook this
training did so in a.ddition to their regular job responsibilities.

Finally, professionals interviewed in Levels II and III indicated that
one of the ripple effects of the PFP process was raising their expectations
not only for the focal person, but for other persons with severe disabilities
with whom they work. Indeed, high professional expectations is one o; the
most critical variables related to any student achievement.

Helen Seller Personal Futures Planning Baseline Questionnaire (pre and post
measure). A fmal instrument used to measure changes in the focal person's
level of participation in home and community activities is the Helen Keller
Personal Futures Planning Baseline Questionnaire, which was administered
by the facilitator to the parent/guardian at the beginning of the PFP process,
and then mailed to and completed independently by the parent/guardian
near the completion of the PFP process. Overall, the cumulative pre/post
changes evidenced by,this instrument are very inconclusive. None of the
items evidenced statistically significant change in either a positive or
negative direction. A 'hand-calculated' analysis revealed that, as a group,
family members rated 19 items as-indicating more positive participation, 8
items as actually indicating less participation, and 4 items as having no
change. It is also interesting to note that in at least one area in which both
the predictor statement analyses and the parent satisfaction survey form
(TIPS) indicated significant positive life changes (i.e., meaningful
relationships with peers) the pre/post baseline questionnaire actually
indicated a (statistically insignificant) decrease. Perhaps the single most
likely reason for this inconsistency lies in the fact that parents filled out this
baseline form initially with the facilitator's assistance, and in the post-
evaluation, filled it out independently and returned it by mail. It should be
noted that, on those Helen Keller questionnaire items in which family
members had actually noted decreases in levels of community and home
participation from the baseline levels, these decreases were not in evidence
in the other measures of life change impact. Since the Helen Keller
Questionnaire is essentially a checklist instrument, these results may
indicate the difficulty in using 'one-shot' checklists more than the status of
changes in the focal person's life resulting from the PFP process.

A second explanation for the discrepancy is that life changes that
professionals judge as significant may not be seen in the same light by family
members. While this explanation is certainly possible, as was noted above,
the two instruments administered to family members to indicate their
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perceptions of life changes (the TIPS Survey and the Helen Keller Baseline
Questionnaire) actually resulted in contradictory family responses with'n
similar items, so these results remain rather puzzling.

Analysis of Predictor Statements. As indicated above, staff constructed a set
of 20 'predictor' statements concerning probable outcomes for each of the
focal persons and their families as a result of their involvement in the
project. The full set of these predictor statements are included in Appendix
VIII-E. 'Using all of the data sources available, project staff then rated each
predictor statement as having occurred (true), not having occurred (false),
or as being not applicable or scoreable. All 20 statements were rated for
each of the project's participating students and teams. The results for a
number of these predictor statements have been included above. In this
section, we summarize the analysis of the 20 predictor statements as a
whole, and highlight some of the predictor statements previously not
mentioned.

Among the most significant findings are the percentages of 'true' or 'yes'
responses for the following items (percentages are calculated in terms of
the numbers of focal students for whom each item is applicable):

Changes for the Student Him/Her Self:

The student has more weekly opportunities for interactions with
nondisabled peers in the school setting: 60.9% true or yes responses.

The student participates in more frequent, systematic community-
based training experiences: 52.6% yes responses.

The student participates in more frequent vocational community-based
training experiences: 52.6% yes responses.

The student participates in a greater number of age-appropriate
activities in the community in non-school hours: 58.3% yes responses.

The student/focal person participates in a greater range of age-
appropriate recreation/leisure activities at home and in the
community: 73.9% yes responses.

The student attends a greater number of integrated classes with
nondisabled peers: 30.4% yes responses.

Changes for the Focal Student's Family:

The family of the focal student has more choices/options: 66.7% yes
responses.
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The family initiates more contact with service providers for the focal
person: 79.2% yes responses.

The family of the student/focal person is helped to gain all medical,
SSI, and/or SSDI financial assistance to which the person is entitled:
78.9% yes responses.

Adult and/or Community Services:

Adult services (vocational rehabilitation, vocational education,
comprehensive care) are contacted as a result of the PFP process:
95.0% yes responses.

Levels Round I and Round n Interviews with Hey Participants from
Ten Teams.

As indicated above, Levels II and III of the Evaluation Plan were collapsed
into a single pool of interviews (some via telephone and some in person)
with key, representative participants from ten of the project's teams. From
three to five members of each team were interviewed through a set of
structured questions developed by Dr. Diane Ferguson (see Appendix VIII-F);
and in all cases, one of the parents or the guardian of the focal person was
included in those interviewed. Each person was interviewed twice (after
the team had been functioning approximately 6 to 8 months) and.then near
the end of the PFP process. A total of 71 interviews were conducted, with
an average transcript length of 14 pages; and a cumulative transcript length
of 1064 pages. All of the interviews were conducted by the same person,
one of the project's Parent Coordinators.

While it is difficult to succintly summarize such a volume of data, there
are at least three functions that these extensive interviews have served.
First, they have provided a rich source for drawing out conclusions about
each of the predictor statements for the ten focal persons involved. Second,
these interviews have provided a confirmation of the impact or life changes
for these focal persons, as seen through the eyes of the different team
persons, and they give evidence of how the various roles of team members
may influence their perceptions of both the changes and the barriers in the
focal person's life. Finally, from the volume of these transcripts emerge
several themes about the continuing issues in the lives of persons with deaf-
blindness and their families. Each of these evaluative roles of the interviews
will be discussed in turn.

First, interview transcripts provided a rich source of information
(along with the facilitator logs, Personal Profile, and TIPS Survey and
Baseline Questionnaire) for rating each of the 20 predictor statements for
the ten focal students whose teams were interviewed. As noted above,
predictor statements were rated as '+' (true), '-' (not true), or NA (not
applicable or scoreable) by project staff for every student who was included
in the project. For the ten students whose teams were interviewed, the
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transcripts thus provided an additional layer of data not available from all
teams, and allowed for a more detailed analysis of impact.

Second, the interviews confirmed significant life changes that had
been noted in other ways, and provided a method for examining how one's
role as a parent, professional, or friend/neighbor/relative may influence
one's perceptions of these changes. Interviews asked team members to
voice how they felt about the life changes (e.g., a student working for the
first time in an after school or summer job, attending a regular high school
for the first time, or speaking out about their own educational program). In
general, professionals viewed such changes more positively than family
members (though this was not always the case); parents and/or guardians
tended to view these changes more cautiously. From their 'long-term'
vantage point, parents wondered if the changes could be maintained, if the
support that had made these changes possible would continue to be there,
and they considered how these changes might affect their lives. These
responses are typical, of course, for all parents; yet they provide insight into
why very positive changes in the life of the persons with deaf-blindness are
not always met with equal enthusiasm by families and professionals.

Third, these transcripts provided voluminous data about continuing
issues in the lives of the focal students and their families. In order to
categorize these interviews into major themes, the project asked an outside
evaluator, Dr. Carol David, to read a subset of the interviews and identify a
probable set of categories for developing an analysis. The nine categories
identified were:

Participation of the focal person at the PFP meetings
Participation in the process by the family and community
Support for the family and/or caregiver
Coordination of school and other programs
Resources with the focal person involved
Resources available for the focal person in the community
Life changes and/or new experiences for the focal person
Empowerment of the focal person and/or family
Ripple effects from the Personal Futures Planning.

Ms. Brenda Pezzarossi conducted an extensive sorting of interview
quotes into these nine categories, and then further coded quotes by family
members, focal persons, and other persons (professional, community
member, facilitator, etc.). Her complete analysis is included- in Appendix
VIII-G.

What follows is a summary of some of the most significant findings and
continuing issues within the above themes.
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Participation of thefocal person at the PkP meetings.

One of the most critical processes in Personal Futures Planning, and
one intrinsically related to O'Brien's five accomplishments, is the
empowerment of the focal person to dream about their own life, to speak
out for themselves, and to make substantial choices. Perhaps the single
greatest issue in Personal Futures Planning for individuals with deaf-
blindness, especially persons with deaf-blindness and additional multiple
disabilities, is that for many of these individuals, communication is
problematic at best; and when students are able to communicate, that
communication has typically extended only to matters of immediate daily
needs and preferences. Thus, for a number of teams, those interviewed
expressed that they did not feel that it was feasible to fully include the focal
person in the actual meetings. However, team members also expressed
regret about that lack of focal person participation, and wondered, in
hindsight, if more could have been done to interpret the individuals'
nonverbal communicative behaviors. For those students who were able to
participate fully in the meetings, other team members noted increased
confidence in those students' ability to speak out and to advocate for their
needs.

The lack of a 'true voice' for the focal person means that this crucial
self-advocacy function falls more to the family or to the facilitator. This, in
itself, may lead to conflict between the facilitator and/or other professionals
and family members as to who speaks most clearly to the needs of the focal
person and to the desirability of a particular 'future'. This tension (which is
certainly not always unhealthy) was in evidence in a number of teams. Yet,
in several of these instances, professionals and parents moved to a more of a
shared vision, with parents recognizing new capabilities in their
son/daughter and professionals acknowledging and addressing the long-
standing obstacles in the lives of the focal persons and their families.

Long-Term Family Support

Several important themes emerged around this category. First, family
structural changes outside of the life of the focal student can have a profound
affect on the family's reaction to and capacity to respond to the needs of the
focal student. Siblings going off to college or getting married, close family
friends who used to provide support developing health problems
themselves, can significantly affect the capacity of the family. A second
prevalent theme is the social isolation of the parents/caregivers themselves
(as distinct from the social isolation of the focal student). Parents may have
even rejected overtures from other relatives or community members on the
basis that they should be able to care for their own son or daughter; or they
may feel that since they have cared so long for their son or daughter's ,needs
themselves, they don't really need anyone else now. Some parents seemed
to accept their sense of isolation passively; others reflected more anger.
Another parent who had sought outside help, had seen positive outcomes,
and been relieved still felt somewha.t ambivalent: "When it gets back down
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to the nitty gritty, it all falls back onto the shoulders of the parents." A
third, related theme around family support is the concern of the long-term
future of those parents and caregivers who are aging. Parents or guardians
reflected the difficulty of managing important changes in their life of their
son or daughter as they themselves age, concerns of who will care for their
child when they are no longer able, and of the exhaustion that comes from
fighting life-long battles to provide for the needs of their child. Clearly,
parents were thinking beyond the Personal Futures Planning process; as
they welcomed the positive 'changes in the life of their son or daughter and
expressed relief that 'everything was 'no longer falling to them', they voiced
concerns of the future and the permanency of those positive changes.

PFP as a Coordination Tool

A 'ripple' effect of Personal Futures Planning that emerged from the
data is the value of this process in assisting parents through the myriad of
services and systems with which they must interact, and the value of PFP as
an 'organizer' for coordinating these services. Parents continually voiced
their frustrations with dealing with multiple services, with long-standing
battles over particular services, and with no one having the big picture' of
their son or daughter's life. Parents and professionals both noted that the
Personal Futures Planning Process often provided the first real opportunity
for those persons integrally involved with the focal person's life to sit down
and plan together and to understand what each was doing. One professional
observed that the frequency of Personal Futures Planning meetings allowed
for the resolution of long-standing problems that otherwise might have gone
unresolved until the next annual IEP or ITP meeting. At the same time,
facilitators indicated th t much of this coordination necessarily fell to them,
and that this role was both complex and time-consuming. Nevertheless, it is
unlikely that complex service systems would have been coordinated around
that student's needs - or at a more basic level, if new services would have
been successfully accessed - without the Personal Futures Planning process.
This is born out by at least two of the predictor statements: the family of the
student is helped to gain all medical, SSI, and/or SSDI financial assistance
to which tne person is entitled (true for 78.9% of the teams for which this
situation was applicable): and adult services are contacted as a result of the
PFP process (true for 95.0% of the teams for which this statement is
applicable).

Level IV - Participant observation of the focal person's life - to be conducted
in the third year of the project:

The people chosen to be involved in this phase of the project began
the futures planning process in the first year of the Project. Summaries of
these observations are included in Appendix VIII-H. These observations
were conducted as part of the Project's involvement with these particular
individuals and were not "set-up" for purposes of this observation. In other
words, these observations were made in the context of getting to know the
person's situation better and in implementing steps from the action plan.
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This was a conscious decision on the part of Project staff for two reasons:

1) A belief that telling people that someone was coming to observe as
part of the evaluation component of the Project would create a false
set of circumstances; and

2) Adding an additional trip for this purpose did not seem a wise
use of Project resources.

For both individuals who were part of this final level of evaluation, increased
amounts of community presence and participation (e.g., for one student,
working for the first time in a community job and interacting effectively
with coworkers; for the second student, interacting with nonhandicapped
age-pezrs in regular high school classes and meaningfully participating in
course projects) were observed. As noted in the observation reports
included in Appendix VIII-H, this was consistent with their personal futures
plan and resulted from the advocacy and technical assistance provided
through the PFP process.
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1) The Associate Project Coordinator Served on Supported Living Task
Force and provided leadership for the development (wrote portions of
the legislation) and passage of Supported Living Legislation
(HB 447) which was funded at a modest amount( in collaboration
with the Kentucky Disabilities Coalition); was appointed to
the State Supr.orted Living Council and served as Chairperson
from 10/92 to 10/93; without this resource, dreams developed
by teams would not have resources to implement them; see
Appendix IX-A for legislation;

2) In collaboration with Beth Mount, Ph.D., the developer of
Personal Futures Planning, the Project has developed a
Manual and a training model which has been used in training
both professionals and parents in Kentucky, Alabama, Tennessee,
and Indiana; the training manual was sent to the original
Project Officer; training was also provided to three State-wide
projects (PASSPORTS, Family Connections and the Bluegrass IMPACT
program) which were funded by the KY Developmental Disabilities
Planning Council and resulted in a number.of other futures
planning teams (at least 20) being initiated in Kentucky in addition
to those initiated by the PFP Project. The manual is enclosed as the
final appendix in this report.

3) Louisville-based Parent Coordinator provided impetus and technical
assistance to the development of a School to Work Transition
Program at Kentucky School for the Blind; and

4) Lexington-based Parent Coordinator provided leadership and
organization to the development of "Parents Confronting Dual
Sensory Impairments," a new state-wide support grorp for parents
of children who are deaf-blind; assisted in the group applying
for and receiving a grant to provide computers for 30 families
who have children who are deaf-blind as well as additional
resources for their newsletter (see Appendix IX B for newsletters
not previously provided with continuation grants).

Leveraging resources

1) In collaboration with the Deaf-Blind Intervention Program and
the Helen Keller National Center Affiliateship, wrote and
received a grant from the KY Developmental Disabilities Planning
Council for the first consumer conference; used these funds to
leverage funds from TRACES and TAC (two national projects)
which paid for speakers and other resources for this event;
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2 ) Wrote and presented request to KY Developmental Disabilities
Planning Council for two young adults with deaf-blindness
to attend the first National Conference on Deaf-Blindness in
ten years (requested approved);

4) For the second consumer conference, obtained funding from the
Kentucky Disabilities Training Network (KY DD Planning Council
funds) and the Center for Accessible Living to enable consumers
to attend and to pay for interpreting expenses;

4) In concert with the Helen Keller National Center, facilitated
the training of a KY team of four people including a parent, at
Personal FutureF Planning training in Atlanta (the project paid the air
fare and partial expenses for one person to attend who was targeted as
one of the project's additional facilitators) with Beth Mount and teams
from nine other states;

5) Collaboration across numerous agencies (Comprehensive care centers,
Vocational Rehabilitation, Home Health agencies, Protection
and Advocacy) resulted in greater individualized program planning
and allocation of resources for some PFP participants or the
accessing of opportunities available in the community (e.g., summer
job at a day care center)

6) Assisted in leveraging $1.5 million for the initiation of the
Supported Living Program in Kentucky, which is serving
several individuals who are deaf-blind and provides hope
for thousands of children and adults in Kentucky with
severe disabilities;

Consumer Impact

I ) For students who are deaf-blind, the efforts of their futures
planning groups have resulted in:

More meaningful involvement on the part of the person and
family members in decision-making which has led to both family
and person empowerment;

Increased Inclusion in regular education classes and activities;

Investment in vocational training and job development in
integrated settings;

Accessing existing services (Dept. of Vocational Rehabilitation,
SSI, Home and Community-Based Waiver, AIS/MR services,
Supported Living resources, etc.) to support the person's
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presence and participation in their home communities at
present and after high school;

Additional educational services, i.e., vision/hearing itinerant
services, orientation/mobility, school to work transition
programs, augmentative communication devices and
functional assessments usually related to communication;

Effective inter-agency collaboration on behalf of persons
who are deaf-blind, in which agencies have demonstrated
flexibility and commitment, over time, to work toward
a desirable future for the individual;

2) Families have stated in interviews, which are part of the evaluation
process, that they (in most cases) have felt more supported and
empowered to act on behalf of child; consumers who are
themselves active participants have shown personal growth
and increased self-confidence;

3) The initiation of the KY Chapter of the Association for the
Deaf-Blind (see Appendix IX -B for their mission statement) and

4) The involvement of the Helen Keller National Center Technical
Assistance Center in the development of a transition planning
focus specifically for students who are deaf-blind (Kentucky is
one of eight states chosen to participate) which will continue
the futures planning process for at least 3 students; appointment
to the Kentucky Inter-Agency Transition Council of the State
Coordinator for the Deaf-Blind Intervention Program, which will
bring the needs of the students to the attention to numerous
administrators of state agencies; and

5) The development of a training workshop and materials by
the Deaf-Blind Intervention Project, entitled "Reach for the
Stars" for families with young children who are deaf-blind.

Implications of the Project:

1) Futures planning for children with disabilities, especially those
with severe disabffities, needs to start when the children are
young; by the time a child reaches transition age, parents'
attitudes are often very set, they may be worn out, and it is more
difficult to imagine a positive future for their son or daughter;

2) Despite the existence of the transition planning mandate in
IDEA, there is tremendous variation in the quality of its
implementation across school districts, particularly for students with
deaf-blindness; some districts are actively involved in planning for

Personal Futures Planning Project Final Report
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these students, some are passively involved, and some are uninvolved;

3) Transition planning must include more than referring people
to adult agencies or even having a "case opened:" because of
the tremendous demand on limited resources, coordination
of people who can commit these resources toward a vision
is essential and typically requires more time and energy than
most teachers have available to them; this implies the need
for someone in addition to the teacher to help coordinate the
transition planning who is knowledgeable about the ways of
the adult service system;

4) The futures planning effort was most effective in the
following situations:

Facilitator lived in the same community as the
focal person and was familiar with the local resources;

People committed to the focal person wanted
change in that person's life in a direction consistent
with the values of futures planning;

At least two years were invested in the process;

The parent(s) or person'was/were willing to ask other
people to the meetings in addition to service providers;

Refreshments were provided at the meetings and people
felt a sense of community and fellowship with one
another;

The student's teacher and an adult service provider
were both committed to the futures planning process; and

The facilitator felt supported in his/her role by the
futures planning group.

5) In many groups, there was still work remaining to be done, even
though the three years of the Project had been completed. We
did not have one group where "natural leadership" emerged
within the group where someone else would take on the role
except in instances where one of the members, usually a
professional, was trained by the project as a faciltitator. The
project raised several "moral dilemmas" about starting some-
thing that really never ends - which may explain why some
parents felt limited benefit from their involvement they
will still be there even when projects such as these have
ended.
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Appendices for Conceptual Framework
(Section V)

A: Conceptual Relationship Between Personal Futures Pbmning
and Transition II/sinning (diagram designed by Dr. Paul Bates,

consultant to the project)

B: Personal Futures Planning Description (developed by Jane Wells,
consultant to the project)

C: Summer Institute on Community Integration
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Appendix V-A

Conceptual Relationship Between Personal Futures Planning and
Transition Plimning (diagram desived by Dr. Paul Bates,

consultant to the project)
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Appendix V-B

Personal Futures Planning Description (developed by Jane Wells,
consultant to the project)



Personal Futures Planning

Introduction

Personal Futures Planning is a process that focuseson the capacities and strengths of an individual in order to
create a vision of a desirable future. Personal Futures Planning involves much more than the development of a
written plan; it. is an ongoing problem solving process. Desired changes come about through the efforts of a
small group of people who voluntarily agree to meet over time for mutual support, brainstorming and
strategizing. This circle of support is committed to taking action to ensure that changes will be accomplished
for the individual.

Personal Futures Planning differs radically from typical human service planning. Traditional planning
meetings tend to focus on deficits and problems. Too often team meetings are held because there is a crisis, a
problem is about to become a crisis, or the crisis has justended and it's time to assess the damage. In some
instances, team members get together because an outside source has determined that it is time to do so; if the
rules say the team needs to meet, then the teammeets. Rarely do people come together because they want to;
people attend because it is required. Meetings, regardless of who is on the team or why the meeting is bcing
held, are usually not described as positive, energizing, or exciting.

Personal Futures Planning, however, is a process that builds on capacity rather than on deficits; people who
have participated describe it not only as "fun" but also as "empowering, exciting, and life-changing." People
participating in Futures Planning come together to discover an individual's gifts, talents, and interests in
order to create a shared vision of a more desirable future. Participation is voluntarily; Futures Planning is not
likely to succeed if it is imposedon a group of people who have no personal investment in the outcome.

Personal Futures Planning is a process built on inclusion, and special care is taken to include the person whoselife is being focused upon. The process is guided by a skilled facilitator who works to ensure that each
participant is given an equal opportunity to contribute. People participate as equals; each person's
contribution is valued and an important part of the process. Because the process focuses on discovery rather
than documentation, participants are not required to bring "paperwork" (such as case files, annual reviews,
social histories, or monthly data summaries) to the meetings.

Although Personal Futures Planning has most often been discussed in the context of individuals with
developmental disabilities, the process could be useful to anyone with a committed desire for change.
Personal Futures Planning can be used f. ) plan with people of any age or life situation. It can be useful for very
young children and their families, as well as with older people facing major life-style changes related to the
need for assistance or support.

Developing the Personal Profile

The first step in Futures Planning is to create a personal profile through a group "interview," sometimes
referred to as a capacity search. The participants include the individual whose life is being focused upon
(the "focus person"), a few other people who care about and know the person well, and a facilitator. Because
the profile is based on personal kmowledge of the individual, it is important for those who spend the most
time with the person on a daily basis to participate in the interview. The facilitator is a neutral, ur.biased
individual who is trained in Personal Futures Planning. The role of the facilitator is to lead the group
through the process, assure that everyone has an equal opportunity to participate, to handle conflict if

iThis summary was prepared by Jane Wells, Creative Community Options, 4209 Oakmede Lane, White Bear Lake MN
55110, 612-426-9263. It is based on materials from a variety of sources, including It's Never Too Early, It's Never Too Late
(Mount and Zwernik), Framework for Accomplishment (O'Brien and Lyle O'Brien), and unpublished materials by Beth
Mount and Connie Lyle O'Brien.
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make a commitment to action on behalf of the individual. There are seven basic steps to developing a
Personal Futures Plan:

Review the personal profile. As the facilitator reviews the profile, the group has the opportunity to
make additional comments and observations.

Review trends in the environment. Trends in the environment are ongoing events that are likely to
have an effect on the person either in a positive or negative way. They may be specific to the
individual or part of the larger environment.

Finding desirable images of the future. The group begins to share their ideas about the future.
Through brainstorming about where the person might live, job possibilities, friends, and opportunities
for fun and relaxation, the group begins to form a vision of a future. It is essential that the group be
encouraged to think creatively and imaginatively and not limit their ideas to only what is known
now. Ideas are shared until something concrete emerges and the group agrees on the practicality of
the envisioned future.

Identifying obstacles and opportunities. While the group is describing images of the future, the
facilitator clusters ideas together in major areas. There are typically one to three such clusters,
usually around home, work or school, community activities, and relationships. The group decides
which area of life is the most important to work on first and then begins identify both obstacles and
opportunities that may be encountered in making the visiona reality.

Identifying strategies. Making the vision a reality requires action. The strategies are action steps for
implementation; they need to be both specific and concrete. Membersof the group should be able to
recognize each strategy as something that is possible to accomplish in a short period of time. Global
statements, such as "investigate alternative living arrangements," are likely to produce few results.
StTategies such as "contact Mary Beth Peterson to schedule a time to visit her agency and learn about
what they are doing to support people where they live" are concrete, specific, and more likely to
result in action.

Getting started. The group identifies up to five action steps they will commit to completing within a
short period of time. It is essential that these first steps be ones that can happen quickly and that
the group meets again soon to move ahead. Before the meeting adjourns, individuals volunteer to
complete one or two specific action steps and set a time to meet again. Unless at least a few members
of the group will voluntarily agree to continue meeting over time, the likelihood of positive change is
minimal.

Identifying the need for system change. Focusing on the gifts and capacity of an individual often
leads to a new understanding of the limitations of the existing service system. If the group members
feel that the plan cannot be implemented because of problems with "the system," the likelihood of
positive change for the focus person is decreased. In order to get past this tendency to "freeze" at the
thought of dealing with systems issues, the group concludes the Futures Planning meeting by making a
list of these issues. During the follow-along meetings, group members can begin to develop strategies
for changing organizational structures.

Perhaps the most important part of Personal Futures Planning happens after the plan is developed. Real
change comes about because people who care are willing to commit their time and energy. This network of
personal support can be a group of friends, neighbors, family members,and others who care about the focus
person. When these individuals are deeply rooted in the community, this kind ofgroup is called a "circle of
support." If the people who are willing to commit voluntarily to the focus person are generally human service
workers and other professionals, the group is called a "person-centered team." Regardless of its composition,
the network of support is a key element to making the vision real.



Implementation Issues

In our work with Personal Futures Planning, we have learned a variety of things:

Participants have consistently reported that the process is empowering. Because the process is guided
by a neutral, skilled facilitator, participants report that they felt that someone was really listening
to them and that what they said actually did matter.

In addition, the process provides a way for people to explore complex issues in a non-threatening
situation. The presences of a third party as the facilitator helps to break down any existing "turf"
issues.

Because Personal Futures Planning is focused on discovery, the wisdom of the group is highly valued.
One person cannot know everything there is to know about a person. Each person's contribution is
valued.

The use of the wall charts, symbols, colors, and maps to represent the thinking of the group provides
an excellent "equalizer." Individuals with disabilities who would not be expected to sit through a
meeting become engaged and sometimes enchanted by watching the facilitator use markers to write on
paper taped to the wall. It is so much out of our ordinary experience that people become engaged in
the process beyond their own, or others, expectations.

There are a number of components of the Futures Planning process that may be similar in content to the
development of Individual Services Plans, Individual Habilitation Plans, Individualized Education
Plans; and other mandated written materials.

Personal Futures Planning is a process that encourages participants to think creatively, lends itself to
a great deal of flexibility, and may be seen as easily "adaptable" to meet the needs of a yariety of
situations.

Personal Futures Planning cannot be successfully imposed on the "system;" success depends on the
voluntary commitment of the participants. Futures Planning is not a panacea.

Because of the "user-friendly" nature of Personal FuturesPlanning, there may be a tendency to use only what
is most appealing from the process, or to change the format to fit a particular situation. However, the
likelihood of positive long-term results is related to a number of factors. Those who have worked with
Personal Futures Planning over time have come to realize that it is more than the sum of its parts. The
"power" of the process is directly related to its roots as a search for capacity, its holistic approach to life
planning, and the energy that is generated by the ongoing circles of support. Taking the process apart and
using only what fits a particular situation significantly diminishes the effectiveness of Personal Futures
Planning.

Futures Planning is first and foremost an ongoing problem-solving process. It is not an assessment. It is not the
basis for a new set of forms to fill out. It cannot successfully be super-imposed on top of bureaucratic
requirements. It may at times conflict with standard operating procedures. It will challenge people to think
in a different way about the needs of persons with disabilities and the ways that the system responds. It
takes time and energy and a willingness to go the extra mile. It can open new doors to new possibilities. And
for some people, it could make all the difference in the world.
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A Network of Support that Nurtures Support Circles

In addition to the 20 circles we directly or indirectly support, we also collaborate
with a growing network of people to sponsor workshops, produce publications and
newsletters, and learn together ways to stimulate and implement our ideals. As a result
of this network, we are developing a collective vision that nurtures the personal visions
of individuals and families, and the dreams and experience of individuals then informs
and influences the collective vision. The following graphic summarizes the emerging
leadership of these overlapping networks.
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Appendix V-C

Summer Institute on Community Integration
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Appendices for Evaluation Findings (Section
VIII)

A: Evaluation Summaries of Project Training Activities

B: Consumer Conference Agendas and Evaluation Summaries

C: Update and Reflections on the Kentucky Personal Futures
Planning Project at the End of Year ll (written by Dr. Beth Mount,

consultant to the project)

D: Individual PFP Team Summaries of Accomplishments

E: Predictor Statements and Summary of Results

F: Structured Interview Questions for Rounds I and ll

G: Interview Perspectives of Family Members and Other
Participants

H: Participant Observation Summaries



Appendix 1711I-A

Evaluation Sununaries of Project Training Activities
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Thursdaya May 2L 1992

8:30 am
Derby B

9:00 am

9:45 am

or. taini
, ..

7

Registration/Coffee

Welcome, Introductions & Overview of the Personal
&tures Planning Project

Carolyn Wheeler
Associate Project Director
Personal Ntures Planning Project
IHDI/University of Kentucky

.

. .

OVerview of Persons with Dual Sensory Impairments

Marie Ruf
Transition Specialist
Deaf-Blind Intervention Program
University of Kentucky

10:30 am Break

10:45 am Overview of Personal Futures Planning as One Tool
For Change - Values and Assumptions

Jane Wells
Creative Community Options
Minneapolis, MN
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Personal Ritures Planning
:Facilitator Training ,

:,!Thurc4clay, May 214;1992,T,,
2

...

12:00 pm Lunch
Holidome

" .1:15 pm

2:00 pm
Derby B

3:00 pm

3:15 pm

.% ..11"...
'Sit"

'11. s:.' :f.t

Examplest Of. EierSOnal FiitZirwePliffs%:; The Challengeand the Opportunity
.

.

Cindi Vaughn and Hope Leet DittmeierPersonal &tures OUTREACH Project
Planning Project REACH of Louisville, Inc.

The Personal Profile - Building Capacity
1.) Relationship Map -whoare the people in

this person's life?

2) Places -Where does this person spend
his/her time?

3) Background -,What are the important life
events, accomplishments, celebrations?

Jane Wells & small group work

Break

4) Personal Preferences -What activities, people,
opportunities motivate, encourage, are important
to the person (whatworks) and what are activitizz,
people, things, etc. to avoid?

5) Dreams Map: Hopes and Fears - How do people
feel about the opportunities and obstacles theysee to making things happen?
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;

' rc.., ,

6) Optional Maps:
Choices

, -;
Skllls/ Giftd-& Contributions

Hope Leet Dittiieler & s nail *group Work

4:30 pm Break

6:30 pm Communication Map
Genuine Risk

7:00 pm

8:30 pm

Carolyn Wheeler & Marie Ruf

Creating a Vision of the Future

Jane Wells & small group work

Adjourn for the day

5
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!Stthtèd9:00 am The, Plannin

641
Maintaining omenturn

Jane Wells & Hops Leet Dittmeier

10:15 am Break

10:30 am

12:00 pm
Holidome

1:00 pm

3:00 5m

3:15 pm

4:00 pm

4:30 pm

Role Play of an Initial Planning Meeting and
Feedback

Lunch

Transition Planningin KentUcky

Ron Harrison "& BethMaguire
State-wide Training and Facilitation Project
IHDI/University of Kentucky

Break

Integrating the Personal EV:arcs Planning into
the IEP/ITP Process

Carolyn Wheeler & Cindi Vaughn

Personal Ritures Planning Project and Facilitators'
Roles and Responsibilities

Adjourn

BEST COPY MARIE
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FACILITATOR'S TRAINING
PARTICIPANT TRAINING

MAY 21-22, 1992

caNFERENCE ORGANIZATION
1. Comfort of setting and services of hotel 3.67
2. Communication concerning event 4.44
3. Number of participants involved 4.82

PROGRAM
1. Relevance of the topic in your work 5.0
2. Usefulness of information presented 4.94
3. Format of workshop 4.61
4. Use of audio-visual materials 424
5. Amount of material covered 4.72
6. Hand-out material 4.71

7. Likelihood that I will perform my job differently 4.75

In your opinion, what were the most valuable aspects of the workshop?

Role play
I was encouraged to hear that our agency is really on the right track. I appreciate knowing that the

human services department is viewing our families the way we do.
Philosophy of program as presented by a variety of people. Opportunities to work through (or

observe) process number of times & situations.
Examples were great - I think the role play worked well. Cindi's example this afternoon was great

too.
All
How to plan a future for my child.
Demonstration, hand-outs & notebook.
Actually going through a PFP with a group.
The information received from participants from other agencies etc. that could be passed along to the

group.

Drawing maps.
Small group work was helpful. I enjoyed hearing personal experiences of what did & didn't work with

PFP. Background info on communication issues with person with dual sensory impairments was
helpful.

The hands on experience to "practice". The variety of experienced people who were at the event &
able to give input & ideas.

Quality of presenters. Knowledge of program/workshop organizers. Small group & application
exercises/opportunities.

Mixture of lecture & small group format. As usual, very well done! I learn things each time I hear
this information presented. Thanks for inviting me.

That the person was viewed holistically past, present, future. That the wants and needs of person
came first. That the person was not made to "fit" into "existing" services but services were made
to "fit" the person. That the focus is individualized. That a meaningful life is wanted be all - is
deserved to be had by all. That persons with disabilities can have a meaningful life and their future
as well as present life situations can be rewarding and fulfilling. That a network of friends and
relatives are extremely important to enhance life experiences and provide support.

Becoining familiar with the process. Learning about people needing services.
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In your opinion, what could have improved the quality of the workshop?

Handout on material discussed by Jane Wells on System Centered/Person Centered, etc.
Maybe a less hectic time of year (May apply only to me).
A lithe more structure. Maybe being assigned to a group & staying with them throughout the event.
I thought the group activities were excellent. Maybe increase that component of your training

program.
Better facility.
Had more time.

Evening sessions probably are a challenge for many.
The setfing was the most distracting (temperature/noise).
The only part of the presentation that was slow was the role play. I felt I knew the piece fairly well

by the second day.
It was excellent

If you are going to be a facilitator with the Project, do you feel reasonably prepared for this role? If not,
what kinds of information/preparation do you need?

Yes
Yes
Somewhat!
Reasonably. Would benefit form same quick phone contacts to review before each step/mtg., etc.
Yes, but I'm not familiar with IEP meetings but this may prove to be an advantage.
Yes. I'll let you know.
Yes. It's been very helpful.
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Appendix

Consumer Conference Agendas and Evaluation Summaries
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Expanding Horizons
April 24 - 26, 1992

Holiday Inn Hurstbourne Lane
Louisville, Kentucky

Sponsored By:

Helen Keller National Center Mfiliateship
University of Kentucky Deaf Blind Intervention Program

Personal Futures Planning Project



Friday, April 24. 1992

6:30 p.m.
Parlor C

7:00 p.m.
Parlor C

7:15 p.m.

EXPANDING HORIZONS
April 24 - 26, 1992

Holiday Inn Hurstbourne
Louisville, Kentucky

AGENDA

Registration

Welcome and Introductions

Janis Friend
Helen Keller National Center Affiliateship
Department of Vocational Rehabilitation

Marie Rut
Deaf-Blind Intervention Program
University of Kentucky

Dale Snellen
Deaf-Blind Transition Subcommittee
University of Kentucky

Art Roehrig
National Academy
Gallaudet University
Washington. D.C.

9:00 p.m. Pizza Party
Presidential Suite



Saturday. April 25, 1992

9:30 a.m. Do We Want A Support Group?
Presidential Suite

Kathleen Monroe
Coordinator of Information and Referral
Retinitis Pigmentosa Foundation

10:30 a.m. Break

10:45 a.m. Do We Want A Support Group?
Presidential Suite (continued)

12:00 p.m. Ltmch

1:00 p.m. Personal Futures Planning:
Presidential Suite One Way to Expand Personal Horizons

1:30 p.m.
Presidential Suite

Carolyn Wheeler
Personal Futures Planning Project
University of Kentucky

Dale Snellen
Deaf-Blind Transition Subcommittee
University of Kentucky

An Adventurer in Washington
A Report on the National Conference on

Deaf-Blindness

Dale Snellen
Deaf-Blind Transition Subcommittee
University of Kentucky

2:00 p.m. Helen Keller National Center and Resources
Presidential Suite

Monika McJannet-Werner
Southeast Regional Representative
Helen Keller National Center
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2:30 p.m. Kentucky Helen Keller Affiliateship
Presidential Suite Deaf-Blind Transition Subcommittee

Janis Friend
Helen Keller National Center Affiliateship
Department of Vocational Rehabilitation

Marie Ruf
Deaf-Blind Intervention Program
University of Kentucky

3:00 p.m. Free Thne

Dinner (On your own)

7:00 p.m. Make Your Own Sundae
Presidential Suite

Sunday, April 26, 1992

9:00 a.m.
Parlor C

Breakfast

10:00 a.m. What I Need To Know About
Retinitis Pigmentosa

Steven J. Lichtenstein, M.D.
Louisville Children's Eye Specialists. P.S.C.
Louisville, Kentucky

11:30 a.m. Evaluation of the Weekend and Good-byes

HAVE A SAFE TRIP HOME!
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EXPANDING HORIZONS
PRESENTER'S

Art Roehrig
National Academy
Gallaudet University
800 Florida Avenue NE
Washington. DC 20002-3625

Janis Friend
Department of Vocational Rehabilitation
627 W Fourth Street
Lexington. KY 40517

Dale Snellen
1419 Tollview Road
Shephe:dsville. KY 40165

Carolyn Wheeler
Personal Future's Planning Project
c/o Kentucky School for the Blind
1867 Frankfort Avenue
Louisville, KY 40206

Monika McJannet Werner, Regional Representative
Helen Keller National Center
1065 Virginia Avenue Suite 104
Atlanta, GA 30354

Steven J. Lichtenstein. MD
Gray Street Medical
210 Gray Street
Louisville. KY 40202

Kathleen Monroe
Coordinator of Information and Referral
Retinitis Pigrnentosa Foundation
1401 Mount Royal Avenue
4th Floor
Baltimore. MD 21217

Marie Ruf
Deaf Blind Intervention Program
c/o Kentucky School for the Blind
1867 Frankfort Avenue
Louisville. KY 40206



FUNDING:

SPECIAL THANKS FOR:

Helen Keller National Center
Technicai Assistance Center
Sands Point, NY

TRACES
Atlanta, GA

Kentucky Developmental Disabilities Planning Council

Interdisciplinary Human Development Institute

Deaf Blind Intervention Program

DONATIONS: Steven J. Lichtenstein M.D.

Parent's Confronting Dual Sensory Impairments

Pepsi. Louisville, KY

Nita Kauffman. Graphics
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TRACES SUMMATIVE EVALUATION REPORT

CONSUMER SUPPORT AND ADVOCACY CONFERENCE

April 247-26, 1992

Report submitted
Jennifer Leatherby

R7!port submitted by:
Anita C. Bridds, Ph.D.

South Central Reclional Coordinator
TRACES Project
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SC-630-KY

PROGRAM DESCRIPTION

TITLE OF TA: Consumer support and advocacy conference

FOCUS OF TA (unit of analysis): system components

KEY SERVICE BEING ADDRESSED: 307.11 (a)(2)(i) Provide special
education and related services, as well as vocational and
transitional services, to children with deaf-blindness....

ADMINIS-ATIVE LEVEL BEING ADDPESSED: state

OTHERS CONTRIBUTING TO PROVISION OF THE TA: Deaf-Blind Project,
Personal Futures Planning Project, HKNC-TAC, Helen Keller

AffiliatIrship.

TA FORM:Jr: meeting/retreat

Vls:Tr: .-lne two day meeting i- _Duls.ille, KY April 2I-2S, 1992

CONSULTANT: Art Roehrir

R--CIa'I=NTS: 5 individuals wit!-. '..:sne's syndrome

TA CONTENT: Characteristics of Usher's syndrome

GOAL: To facilitate development of a consumer support and
advocacy network.

OBjECT::=S:

1. To pr-pvide information on characteristics of Usher's syndrome
(both sensory and psychological/emotional).

2. To f:.cilitate discussion on .:uture options and dreams for

i7ants.

3. Tr, development o: a sLtpport and advoi-acy ni=twork
f.7:7

4. development of 4tn .2.(tion Plan for the clroup.

68
lEST COPY MIAPABLE



EVALUATION MEASURES

A Meetino Satisfaction Form (developed by the Kentucky OBIP)
was administered to six participants as a measure of consumer
satisfaction. The TA Evaluation Form was completed by the
Project transition consultant as a measure of consumer
satisfaction.

RcSULTS

Six participants completed a Meeting Satisfaction form as a
measure f consumer satisfaction. The overall mean score was 3.8
on a scale of 1-4. Comments indicated that recipients were
aenerally satisfied with the retreat. The Deaf-Blind
Intervention Project transition consultant completed the
technical assistance evaluation form as a measure of consumer
satisfaction. The overall mean score was 5.0 on a scalfa of 1-5.
Comment: in-'iaatad that the recipient was well satisfied with the
se( vice= provided.

DISCUsSI:N

T!---s,re was .s perived need in Kentue!:y to facilitate
development f a ansumer support and advocacy network for
indiaiduale wiTh deaf-blindness. It was felt that this could
best te aacampahed by beeinning with individuals with Usher's
yndrome. Therefore, over the wee!:end of April 24-26, 1992 a

,aa helf in '-auisville, Kentuc!ci. The stated objectivea
wera.: to learn more about Usher's Syndrome, 2) to meet a
cansultant from Gallaudet University who has.Usher's Syndrome, 3)
to learn about the Peasonal Futures Planaing Project in Kentucky,
and tO di-:asa beainning a suppert eraup.

iadividuala with Usher's Syndrome met with the
consultant and other interested participants (i.e., staff from
th Kentaaky Deaf-Slind :ntervention Project, the Personal
Futures 7---''lanning Project, and the Helen Keller Affiliateship)
from Friday .,,vening until sunday noon. The format of the meeting

ternatd b,:-:twc.,en formal presentations and semi-c7tructured times
to .7ocialize and network.

Lf:...7.n from th;s_result7 of the datzl, the recipients
f:It 2')r:re"...: were informative and provided them with

.s.b.:ut Usher's Syndrome that will help them in the
3eer.al also e:T:ressed a desire to help share this

inr.:,rmatl.I.n. It is hoped that this 1-1; began a process which can
tt-,e to assist these consumers

in r n .1n; ne-l.d(?d Action Plans.

BEST COPY AVAILABLE
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MEETING SATISFACTION SUMMARY
(per Kentucky Deaf-Blind Pr.:,jPct)

7A4: 3C-60-KY
Site: Louisville, KY
Date:. April 24-26, 19'?2

Topic: Usher's Consumer Conference

mAn
agree disagree rating

1. Did the training meet your expect.itions?
range: 4 1

number: 5 1

2. Were the speakers well prepared, informative, and
under,=tAnding of your needs?

range: 4 3 1 4.0
number: 6

3. Ha= your knoWledge of Usher's Syndrome increased because of
this workshopT'

range: 4 3 1 4.0
number: 6

4. What is your reaction to the information you received at this
wr_.,r!:s!-..:p (will sh.ars with others, good to know, will never use
this information)?

range:
number:

4
5

1

5
. Do J.:1u 4::!--.1L !:.:-;i-= :nfor;n.ltion will help you in the futur,,.?

range: 4 3 I.. 4.0
number: 5

:S. Was this sessioh too advanced, about right, or too elementary?
range: 4 -, 2 1 3.0

..number: ._)

TOTAL OV-7F:ALL MEAN =

TOTAL N = 6

BEST COPY AVARAKE
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MEETING SATISFACTION SUMMARY
(per Kentucky Deaf-Blind Projinct)

Y

S:to: Louisville, KY
DRfe: April 24-26, 1992
Tcpic: li=hr's Consumer Conference

aaree
1. Did the training meet your =xpe-tations?

range: 4
number: 5 1

disagree

2. Were the speakers well prepared, informative, and
understa-,ding of your needs?

range:
number:.

1

man
rating

3. Ha= vo!:r knr,wledge=, of Usher's Syndr-pme increased because of
this wor;..sh.Dp?

range:
number:

4. What your reaction to the information you received at this
will shar,,.- with others, good to know, will never use

inftienn)?
range:

number:
4

1

2 1 1-1 W

5. Do yoL ..'::.nk ::::-;is information will help you in the futurr,?
range: d

3 ._. 1 4.0
num'-,er: S

6. Was session too advanced, about right, or tr-. ,,-JI,=.if=nt.=try?
range: 4 1 3.0

number:

TOTAL OVr.:7-'ALL MEAN =. 3.S

TOTAL N = 6

BEST COPY AVAILABLE
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TEC.HNICAL ASSISTANCE EVALUATION FrZIPM
SUMMARY DATA

TA#: SC-630-KY
TA Site: Louisville, KY
Date: April 24-26, 1992
Consultant: Art Roehria

Agree Disagree Mean

A. The TA objective was met and the out.:ome achieved.
range: = 4

number:
2 1 5.0

B. The TA provider was prepare:1 tc. :5eli./er the TA.
=

' 3 1range: - .., - - 5.0
.

number: _

C. The TA provider possea:ef
to 2eliver the

number:

D. The TA provider kP,pt
intended objectiwz.

range:
number:

ne:essary expertise

2 1 5.0

'::us TP cm thr,

4 1 5.0

E. -hi= TA was delivered at a cesiratle time during
the project year.

, .: -:, ' 1 5.0ranae: _ _, -

number: :

F. Overall, project ==t,I.ff we!: sat'sfied with
the TA provided.

range: 5.0

numter:

TCTAL OVERALL MEAN = 5.0

TOTAL N = 1

REST CMPY 1111/111 Art E
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TA EVALUATION COMMENTS:

2. Any additional TA riL,:edz id.2ntififzd'7' No.

Not at this time, but this has led to an on-going consumer
support network and more TA may be identified in the future.

3. Would you recommend this TA provider to another project with
-the same designated objective? Definitely.

4. Anything you wish had been done differently? No.

It was perfect!

PEST COPY AVAII API F
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SC-620-KY
TA EVALUATION COMMENTS:

2. Any additional TA needs identified-' No.

Not at this time, but this has led to an on-aoina consumer
support network and more TA may be identified in the future.

3. Would you recommend this TA provider to another project with
the same desianated objective? Definitely.

4. Anythind you wish had been done differently? No.

It was perfect!

PFST COPY AVAILABLE
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2nd Annual
Expanding Horizons

Conference
July 30 - August 1, 1993

Kavanaugh Life Enrichment Center
Crestwood, Kentucky

Sponsored By:
* Helen Keller National Center Affiliateship

* University of Kentucky Deaf Blind Intervention Program
*Personal Futures Planning Project

* TRACES (Teaching Research Assistance to Children
Experiencing Sensory Impairments)

* Developmental Disabilities Planning Council
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Expanding Horizons
July 30 August 1, 1993

Kavanaugh Center
Crestwood, Kentucky

Friday, July 30, 1993

4:00 pm
Foeman Lodge

6:00 pm
Dining Hall

Registration in Robertson Room

Dinner

7:00 pm Opening Session
Robertson Room Dr. Jeffrey Bohrman, President
Foeman Lodge American Association of the Deaf-Blind

8:30 - ???? Social
Robertson Room
Foeman Lodge

Saturday, July 31, 1993

8:30 am
Dining Hall

9:30 am
Robertson Room
Foeman Lodge

Breakfast

What is AADB7
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Saturday., July 31. 1993. continued

10:30 am

10:45 am

12:00 pm
Dining Hall

1:00 pm
Robertson Room
Foeman Lodge

3:00 pm

6:00 pm
Dining Hall

7:30 pm ????
Robertson Room
Foeman Lodge

Break

How to set up a State Chapter of AADB

Lunch

What I Need to Know About Retinitis
Pigmentosa & Other Eye Conditions

Swimming/Free Time

Dinner

Games and Social

Sunday, August 1, 1993

8:30 am

9:30 am
Robertson Room
Foeman Lodge

10:45 am

11:15 am

Breakfast

Working session about starting a KY Chapter
of The American Association of the Deaf-
Blind

Evaluation & Wrap-up

Check-out (no lunch provided)
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Appendix VIII-C

Update and Reflections on the Kentucky Personal Futures Planning
Project at the End of Year 11 (written by Dr. Beth Mount, consultant

to the project)
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Update and Reflections on the
Kentucky Personal Futures Project
at the end of Grant Year Two: October, 1992

By Beth Mount

Overview: This report summarizes my impressions and reflections
on the Kentucky Personal Futures Project based on phone interviews
with the three project facilitators and a review of many of the
journal notes and futures .plans of people involved in the project.

Project staff are now directly or indirectly involved in the
personal futures plans of 24 people, while the three facilitators are
directly involved in about half (a total of 13) of these situations. My
impressions of project outcomes are based on informal accounts of
change in the lives of these 13 people.

This report reflects the pattern of responses in Year two the
diversity of ways that facilitators are responding to the interests
of the people and their families, the current challenges to the
project staff, and the capacity of project staff to manage the
tensions caused by the complexity of this work.

Background

This overview is loosely tied to "An Analysis of the Strengths
and Challenges to the Personal Futures Planning Project," a
summary of my impressions of the first year of project
development. In this analysis, I identified the strengths of the
Kentucky Project, as well as the challenges to the project as it
develops, and I also provided a number of specific recommendations.

In year one, the focus of the grant was personal change in the
lives of the young people with developmental disabilities. Project
staff spent lots of time getting to know the people and their
families, bringing together interested people, and developing visions
for the future and plans for implementation. Jamie's plan helps
remind us of the focus of her futures plan during year one (Figure 1).

In year two, Project staff continue to meet the challenges
identified in year one. Their on-going responsiveness to the
mandates created by each personal futures plan reveals a
fascinating pattern of investments that extend far beyond changing
the lives of the focus people.

1992 Reflections: Page 1
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Figure One

A POSITIVE FUTURE FOR JANE
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Benefits of the project in Year Two:

The stories of change in Year two of the grant reveal not only
minor and major changes in the lives of the focus people, but also
significant changes in the supports available to families, changes in
local school systems, changes in community attitudes and
perceptions, and increased organizational change and flexibility. An
update of the developments in Jamie's life helps to illustrate the
complexity of changes required to implement her ideals.

AN UPDATE OF JAMIE'S LIFE IN 1992

Jamie dreamed of working, but no one really believed in her capacity to work.
Without the intervention of the futures planning process, she would have finished school
at the School for the Deaf, and then graduated to her grandmother's living room. As a
result of the planning process, Jamie obtained a job at K Mart working in the stock
room, tagging and hanging clothes and other items. She makes minimum wage, and is
thrilled with her work; a strong example of personal change that clearly matches the
preferences she and others expressed as a result of the planning process.

Jamie's grandmother, who lives with the threatening question, "What's going to
happen to Jamie when I die?' has been supported to go through the complex guardianship
process. A member of Jamie's support group agreed to be the successor guardian, and
the grandmother put her house into a life estate for Jamie. Jamie's support group
provided the emotional and technical support to help the grandmother negotiate these
complex issues. Project staff worked very hard to provide life planning and personal
support to the family as a whole.

During this process, Jamie's teacher at school expressed an interest in learning
to be a job coach, and she began to leave her traditional role in the classroom to learn
new roles and skills. Project staff worked with the teacher and the school system to help
her renegotiate her role outside of the classroom.

Several weeks after Jamie began her job at K Marl, a number of fellow
employees from K Mart attended a sign language class offered by the School for the Deaf.
They voluntarily attended this class based on their interest in learning to communicate
with Jamie. Jamie's personal future is clearly changing the attitudes and perceptions of
people in the larger community.

Finally, as a result of the grant, project staff were able to hire an independent
job developer who could see beyond the limited stereotypes and preconceptions of the
people who had little vision for Jamie. This job developer imagined a challenging job and
design one to fit Jamie. The capacity to hire an independent job developer sets a
precedent for additional potential changes in the system. The VA counselor also accepted
a functional assessment from the job developer in order to open the case. These
developments are examples of organizational change and flexibility.

1992 Reflections: Page 3

81



Multiple sources of change

Jamie's life illustrates that real change in the lives of the
focus person depends greatly on influencing the agenda's of many
other people. For example, the changes reported in the lives of 12
people indicate that staff have responded in a variety of ways to
consider the needs of families, and negotiate the interests of many
people. The following section describes benefits to the focus
people, families, communities and schools, and increased
organizational capacity and flexibility.

Benefits to the Focus People

The benefits of the project to the focus people must be
weighed in comparison to where people Wbuld be without the
intervention of the grant. The focus people involved in this grant are
most at risk of segregation and institutionalization because of the
complexity of their disability. Most focus people have been in
totally segregated school programs for all of their school life, and
most people live at home and are completely dependant on their
mothers or other family care givers for total support. Many of the
primary care givers have health problems, and they live with the
chronic fear and fatigue of. the question, ."How long can I provide the
day to day support needed by my child, and what will happen to them
if anything happens to me?"

Without the intervention of this project, the focus people will
finish their student careers in totally segregated classrooms, and
they will remain lonely and disconnected from the larger community.
They will have very limited options when they graduate, and
consequentiy place even more demands for care and support on their
already depleted parents, Some people do not even have even the
most basic adaptive equipment and communication systems that
enable them to relate to others. Just having an image of the future
that offers an alternative to these bleak outcomes is a critical
outcome of the project.

Project staff have worked to develop a vision for the future
that includes many areas of life, and they have instilled a hopeful
attitude that they can make some things happen for people. They
have responded immediately by working on short term ideas while
maintaining a long term vision. The benefits to the focus people
include the following:

1992 Reflections: Page 4
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Examples of Benefits to the Focus People:

New Opportunities for Work Experience

Sean was not even considered to have the skills needed to attend the sheltered
workshop. He obtained a summer job making minimum wage at a local rest stop. While
his job only lasted 3 weeks, people learned a lot about potential job opportunities and
supports needed for Sean.

Jamie obtained a job at K Mart tagging and hanging items in the stock room.

Jason may become involved in the school to work program.

Eric is exploring job options as an alternative to the sheltered workshop.

Stephanie has a part-time job at a day care center,.

For the first time in his life, Jayson is having experiences in the community
with someone other than his mother. He is going to community settings ten hours a week
with an escort whom he really likes. He has been introduced to lots of new people.

Increased Mobility and Communication

Jayson, Jason and James are obtaining new communication systems and devices.

Increased numbers of family and community members are having the change to
see Tommy differently, and learn to relate to him. He has a new wardrobe that gives him
a chance to be cool.

Michael spent his lifetime up to now in bed. He is getting a new wheelchair, and
possibly a placement in school.

Darrah Joe is expressing her dreams and preferences for the first time. People
have taken the time to listen and communicate with her and it has clarified her cognitive
potential and gifts to many other people.

Opportunities to Develop Friendships at School

Sean went to the high school prom with his cousin.

Twenty five high school students in Jackie's high school took a sign language
course, and now more kids communicate with him. He eats lunch with the football team.
Two students from the high school have joined his support circle.

Stephanie is involved in regular education classrooms for home ec, and art. She
is going to dance classes at the community collage.

For the first time, Jason attends regular education classes in the high school for
half of his day.

Kelly auditioned to attend the high school for drama and the performing arts,
which she now attends for half her day.

1992 Reflections: Page 5
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Benefits and Additional Support to Famines

The tension of working toward personal change for the focus
person while balancing the needs and concerns of families is
expressed in the summary of challenges faced during year one:

"Family attitudes can be difficult sometimes. We have high ideals we want to
work for and we can feel the tension between these high ideals and the day to day realities
families face; the stress, the rejection, the isolation, the responsibility, and the fears
they live with. Also, because of their history with negative service systems as well as
their isolation, they may have poor or negative predictions about the future, they may
overprotect their children, and be afraid of taking risks, or they may trust in and
promote segregated options which differ from the hopes we have for people. How do we
manage these tensions?"

Staff were challenged in year one to find a "common ground"
with families where the work of change could begin. Staff were
faced with the difficult tension of working toward an ideal while
working with families AND professionals who missed opportunities
to see people differently, consequently, they had very different
expectations for the future of these children.

In Year Two, project staff are finding a variety of ways to
respond to the concerns of parents, primarily by assisting mothers
to meet some of their own needs. It seems essential that staff. work
as much or even more with moms on whom the focus people are
completely dependent. When these mom's feel someone listening to
them with respect and representing their interests, then they are
more likely to have the trust and energy needed to work with staff
to support more challenging experiences and situations for their
children.

It seems that staff are finding a balance in working toward a
personal future for the focus people and listening to and supporting
parents. This is a delicate balance. In the past, professionals in
human services thought they knew what was best for people and
basically controlled families and focus people with their demands.
Person-centered work does not just reverse this power trip to say,
"the families and focus people now know best and now control
workers with their demands." Person-centered work attempts to
shift the pattern of power-over to a relationship of power-with
people in which people involved develop common agendas and work
together to affect both day to day realities and long term futures.

1992 Reflections: Page 6

E4



This alternative "power with" relationship is complex because
it challenges all parties to iisten to each other, respect differences,
and find a mutual meeting place that expresses the interests and
values of everyone involved. The effectiveness of a "power-with"
relationship depends on trust, mutual respect, compromise, and
negotiation which is hard work. I think staff have resisted the
tendency to over-power parents with their ideals by taking the time,
interest, and concern to walk with parents through their own
dilemmas. This does not mean that staff should be "blank slates" on
which parents write demands, but that there is healthy respect for
the needs of parents in addition to idealistic hopes for the children.
The following examples indicate many efforts to respond to parents:

Examples of Benefits to Families

What will happen to my child if something happens to me?

Jamie's grandmother has been assisted through the guardianship process to
become Jamie's guardian and arrange her will to put her house in a life estate for Jamie.
A member of her support circle agreed to be the successor guardian if anything should
happen. This rigorous process required many decisions and members of the support
circle assisted in many ways.

Jackie's mom has multiple health problems and has to take him with her when
she is hospitalized. She was assisted to "jump the waiting list" for the AISMR program
which provides her with additional respite care now, and residential support in the
event that she could no longer care for Jackie.

Tommy was about to be institutionalized because his family was completely
exhausted by the total care required. They are working to jump the 200 person waiting
list for the AISMR program so that they will nave more respite care and additional
assurances if anything happened to them. They have obtained some immediate respite
relief, and a summer support program that provides assistance five days a week during
the summer months.

Personal and respite support to primary care persons:

Jayson's mom has benefited from her own support circle which has helped her
find part-time work, and look into buying a home. Her meetings are a refuge for many
people who benefit by talking about the issues and challenges in their own life.

Stephanie moved to a group home in the community, and her mother had the
energy to work really hard to create a classroom for her in the local high school.

Michael's parents are looking into the possibility of purchasing a home after a
life time of renting a home in a very rural, isolated setting.

Jason's mom was not to sure about the idea of school inclusion. She was linked to
another parent who has already negotiated the complexities and fears of such a decision
and found a lot of encouragement from this mom.

1992 Ref leti?3ns: Page 7



Changes in Community and Public School Attitudes and
Perceptions

During Year One, project staff were also challenged to compose
and maintain effective support circles, and to develop and
strengthen relationships in the local community. Building
relationships was challenging because many of the focus people lack
the tangible and immediate forms of relating such as eye contact,
language, and other basic sensory responses. Project staff were
challenged to invent many ways for people to cross these
communication barriers. The following examples indicate changes in
the attitudes and perceptions of community members the deepening
and strengthening of new and existing relationships.

Benefits in Developing and Strengthening Relationships

Jamie's school teacher wanted to leave the classroom to learn to be a job coach. A
large number of employees from K Mart, where Jamie is employed attended a community
sign language course to increase their capacity to communicate with Jamie.

Jackie's success in high school is due to the collaboration between the high school
teachers and the teachers in the deaf community. 25 high school students went to sign
language course to improve their ability to communicate with him. Two students joined
his support circle.

Jason's mom has a strong and powerful support circle of community members
and professionals who are also nurtured by the support circle. A growing number of
people have a deep appreciation of the issues and concerns of the family.

Sean's circle has included about 20 aunts and uncles and members of the church.
A growing number of people are involved in thinking about the complex challenges to
supporting his future.

Stepanie's mom helped create a new classroom in the high school for her, and
increased a general awareness and openness to the needs of her daughter throughout the
school district. Stephanie has the potential for friendships now that she is in the school.

Tommy's deaf-blind teacher is much more involved with his family and has
really helped them see him differently and communicate more. There is a strong sense of
community in meetings and family and church members are trying to get the Governor to
intervene for needed supports. Tommy's dad is now president of a parent support group.

More people are involved in exploring school placement for Michael.

Other children are learning Jason's communication system. His 6-C coordinator
is determined to support real integration for him.

Eric's circle is now determined that he will not go to a sheltered workshop, and
they have become staunch advocates for him in favor of supported work.

1992 Reflections: Page 8
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Organizational Change

In Year One, the project was challenged to find ways to link the
scarce resources connected with innovation to the requirements of
people with intense needs for support. The project was also
challenged to find and develop adult service agencies that are
committed to change.

Year Two reveals a pattern of increased organizational
flexibility and change by increasing the level of collaboration
between various providers such as VR counselors, high school
teachers, deaf-blind teachers, and MR case workers and program
directors. The project is promoting innovation by directly paying for
independent job coaches. Project staff have also facilitated
communication and functionai vocational evaluations that were
previously non-existent.

Significant organizational changes just take time, and the
small examples of innovation in year two will hopefully establish
expectations for organizational change leading to larger scale
change and innovation in the future.

Summary of Benefits During Year Two

The dreams and ideas developed during year one of the grant
are taking shape during year two. The focus people are having new
work experiences and new opportunities to develop relationships in
public schools. Some people are benefiting from new communication
systems and increased mobility. The focus people are being
empowered to define their interests and work toward alternative
futures. These experiences provide a striking contrast to the bleak
futures facing people prior to the beginning of the grant.

Families are being empowered to speak out and to ask for help.
The most striking benefits in year two are the ways that mothers
are getting direct support and assistance in order to maintain and
strengthen their capacity to shape the future of their children.
It appears that most families feel that more people are helping them
negotiate the complexities of their life and therefore, they have the
emotional support and energy to expect more for their children.

As a result of the project, the transition and IEP planning
process is much more functional and mearringful, and resources of

1992 Reflections: Page 9
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the system are being used creatively to support new ideas.
Professionals are collaborating and going out of their way to work
together. The gatherings and meetings are relaxed, voluntary, and
people seem invested and willing to be creative.

The project is driving the way people think about planning in
general. Increasing numbers of people are interested in person-
centered planning and individualized supports. The individual
futures of the focus people are strengthening the case for
individualized supports for people with compleX needs in Kentucky.

Challenges to Staff in Year Two

The developments in year two invite new challenges. Staff ,are
challenged to balance the needs of parents with their ideals for the
focus people, they continue to confront the powerful stereotypes and
biases that reinforce segregation, and they are searching for ways
to define personal boundaries for this work.

It seems that some individual dreams feel blocked because
parents and/or professionals are willing to settle for less. Familiar
segregated options still dominate people's thinking. Supportive
living or supportive work options are just beginning ta ..happen in
Kentucky, so there are few models to point to, especially for the
people who need intensive support. It seems hard to find the most
constructive ways to influence people's values.

Staff are facing these tensions by taking the time to develop
constructive, trusting relationships with other professionals and
families. Responding to families and finding a middle ground with
professionals may seem to "slow down" the outcomes in the lives of
the focus people, but building these relationships lays the
foundation for powerful change in the future.

The outcomes of many support circle projects reveal that
significant benefits for the focus people do not occur until the third
year of our work together. While this rate of change can feel
painfully slow, the significant changes in people's lives during the
first two years set the stage for greater change in the future.

Staff struggle with their fear that they overwhelm care people
with big ideals that immobilized them. Consequently, they are taking
the time to listen to parents and respond to their concerns, while

1992 Reflections: Page 10

88



also promoting idealistic options for their children. These dilemmas
are not simple either/or situations--"do we listen to parents, or
push for ideals for the children; do we work on long-term, big
dreams, or day to day realities?" The challenge to staff and parents
is to find inclusive strategies that balance investments in all these
areas. There are many examples in year two that indicate that staff
are using their judgement to find such a balance.

Another pressing challenge in year two relates to the issue of
establishing personal boundaries for this work. This question
challenges staff as they get more personally and emotionally
involved with families while they seek to maintain a personal life.

Setting personal boundaries with support circles is an
agonizing challenge. We are effective when we let down the barriers
that distance professionals and people, and when we open ourselves
to the pain and complexity of people's lives. When we work this
way, we are at risk of losing a personal center from which we are
effective, renewed and sustained over time. We can become broken
down by needs and complexity that render us helpless.

The issue of personal boundaries does not lend itself to
eitt'er/or solutions--"Am I detached, or involved, is this a job, or my
personal life." Traditional job descriptions prescribed external
boundaries and reinforced a simple either/or response--"I am
detached and this is my job." Person-centered work supports a more
flexible response in which we can be personally involved and
affected while maintaining a self that can respond with both
empathy and optimism. We can love people and become friends arid
also respond to our own families and personal needs. We have to
find an internal thermostat for involvement instead of a job
description that prescribes our activity. This requires a lot of inner
awareness, and the support of others. This is another challenge
that staff are processing and finding individual ways to manage.

The complexity of thes3 challenges leads us to a discussion of
the supports that seem essential to people who want to do this
work. The dilemmas of year two require time for reflection,
personal support, and the personal strength to maintain a vision and
respond to multiple interests, agendas, and demands.
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The Supports that Sustain People To Do this Work

Person-centered work requires commitment and integrity by
the people who offer their support. It seems that effective workers
have both inner qualities and attitudes that sustain them over time,
as well as concrete strategies for self-renewal. We cannot instill
the inner qualities needed, we can only nurture them and invite their
growth over time. We can invest in support strategies that
encourage the personal strength that effective people who do this
work seem to have.

This project benefits from the involvement of three
facilitators who share a calling to do this work. The calling may be
expressed differently for each person, but their collective calling
reflects an optimistic attitude that communicates these powerful
messages:

"This work is the right thing to do--it has act validity, even if you don't
accomplish what you set out to do. It is a good fit for me personally--to align myself
with oppressed people and use my values training, my direct service experience, and my
administrative experience and connections to help build a better life for people."

'This work has meaning to a lot of other people I care for and respect. I am part
of cadre of people.who are all shaping a movement. We can look to a lot of things that
hwe changed, and believe we are on the right track.'

"This is a calling for me. It is part of my faith. I believe there is a tie that binds
us that is larger than ourselves. It certainly helps when people share faith and a sense
of optimism. I have a gift of helping people, of seeing the best in others and encouraging
them. I believe there is a plan for my life, so there must be a plan for others. It is part
of my path to clarify the path in others. I have a strong belief that when people work
together that positive results are possible. I'm not easily discouraged by failure--I see
failure as a lesson."

"This work is about people being real, families being really able to say what they
want, what's important to them, and our being honest, more real and genuine. I really
love people. I love being in their homes, getting with people where they are and being
humble so I can hear them. This work is not about changing people, it is about
relationship. Who am I to say what they need? It is up to me to listen to them and learn.
I feel a social responsibility to respond. The only logical reason for being here is to find
ways to live here together better. "

Clearly, the internal beliefs and qualities of the facilitators
bring a dimension to the work in which mysterious and powerful
change is possible. One of the unspoken benefits of the project is
the way that these positive qualities have been strengthened in the
facilitators and in the lives of the people, and that little by little,
faith and hope displace the fear and despair that challenges people.
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The facilitators are supported in concrete ways through their
friendship, mutual respect, and history of cooperation and team
work. It seems essential for people involved in this work to have
the time to process their struggles and conflicts and to trust each
other enough to process deep feelings, the experiences that feel like
failures, and other challenges. It seems almost impossible to do
this work alone, or in an environment of low trust or
misunderstanding.

Conclusion

The following comments summarize the challenges to project
staff at the end of year one:

In the coming years they will be challenged to find a common ground with parents
and professionals who are struggling with day to day realities and other limitations.
They will need to find many creative ways to build relationships in support circles and
in local communities. They will also face the difficult task of linking service dollars and
policy to their vision.

There is certainly ample evidence to indicate that staff are
meeting these challenges and paving the way for even more
significant changes in the lives of the focus people and their
families. Their efforts to be responsive to mothers is one of the
most impressive outcomes of year two, while adding another level
of complexity and additional challenges to the project as a whole.

Given that there are virtually no models in the country of
effective transition planning for people with dual-sensory
impairments, the Kentucky project continues to reveal both the
challenges and complexities of planning a community future for this
group of people, as well as creative approaches to responding to and
voicing the interests, needs, and dreams of people and their mothers
who would otherwise live in isolation and silence.
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In Wilcox, B. & Bellamy, G.T. (1987). A com rehensive guide to the
activities catalog: An alternatiVe curricu um for youth ancF
adults with severe disabilities. Baltimore: Paul Brookes.

Table 11.1. Questions to describe lik-styie outcomes

Community presence
.

What community settings does the person use regularly (daily. weekly, occasionally)?
To which of these places does the person go alone? as part of a group of two or three? as part of a larger

group?
Does the person have any significant problem using any of these places?
What other community settings would it be in the person's interest to use,or to use more indepen-

dently? ga,

What would it take to increase the mnnber of community settings the person uses completely?
(Consider changes 'in the person's skills, changes in available assistance, negotiating changes in the
setting, or changes in serrice patterns.)

Choice
Wbat decisions are regularly made by the person?
What decisions are made for the person by others? For which of these could decision making be

transferred to the person himself or herself?
What are the person's strongest interests and preferences that make him or her unique?
Wnat would it take to increase the number. variety, and importance of the decisions the person makes?
What would it take :o increase others' knowledge of the person's interests and preferences?

Competence

What skills could the person develop that would offer the most opportunity for increased preSence.
choice, respect, and participation?

What strategies for instruction and assistance have been most effective for the person?
Are there more efficient strategies than instruction, such as environmental modification or provision

of addizional personal assistance?
Are there any health-related threats to the person's continuing development? How can these be

managed effectively with minimal elisruption of good quality life experien:es?
What would it take to increase the person's competence in more valued activities?

Respect

What are the valued community roles the person occupies and what percentage of time is spent in
each?

Which community roles offer the person the best opportunity to express individual gifts and talents?
What would it take to increase the amount of time the person spends in a valued community role? in

roles that express the person best?
What images and ideas about a desirable future are available to the person?
Does the person display any characteristics that reinforce stereotyped perceptions of people with

severe handicaps?
Are there any characteristics of the person's environment that reinforce stereotyped perceptions of

people with severe handicaps? (Consider the images projected by activities, schedules, expec-
tations, and the way the person is spoken to or about.)

What would it take to decrease the stigma the person experiences?

Community participation
With whom does the person spend the most time on a daily and weekly basis? How many of these

people are other clients/students in the same program? How many are program staff? How many axe
people without apparent handicaps?

Are there other important people in the person's social network with whom the person spends time
occasionally?

Who are the person's friends and allies? Who knows the person intimately? Who will act as an alvocate
for his or her interests?

What would it take to provide better support for the person's present network of relationships?
What would it take to develop more friends or allies?
What would it take to increase the number of nonhandicapped people, including age-peers. who know

and spend time w ith the person as an individual'

O'BftEs
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Appendix VIII-E

Predictor Statements and Summary of Results
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.Throupb vartvation In Perponal Futurew Planninn, tbe
tollowing predittor statements should resuit tor the tocal
person (student), his/her family, or other involved Circle
Members

PREDICTOR STATEMENTS:

1) The student attends a greater number of integrated
classes with nondisabled peers (for students who are
being served in a regular high school setting).
(STRONG)

2) The students has more weekly opportunities for
interactions with nondisabled peers in the school
setting as measured by: a) eating lunch at the same
table with nondisabied peers; b) participating in
regular school breaks, homerooms, assemblies, etc,;
c) participation in other schooi activities
(extracurricular activities, school sports events,
etc.).
(STRONG)

3) The student participates in more frequent,
systematic community-based instruction in general
community settings (as measured in minutes per week
in systematic CBI).
(STRONG)

4) The student participates in more frequent
community-based vocational training experiences
(as measured in minutes or times per week).
(STRONG)

DATA SOURCES

IEP; TIPS Survey;
Facilitators Log;
Parent Interview

IEP; TIPS Survey;
Facilitators Log;
Parent Interview

IEP; TIPS Survey;
Facilitators Log;
Parent Interview

IEP; TIPS Survey;
Facilitators Log;
Parent Interview

5) There are more persons (both typical peers and staff) Facilitators Log;

in the school setting who are have been trained Parent Interview
specifically in the use of that student's communication
system.
(MEDIUM)

6) The student participates in a oreater number of
age-appropriate activities in the community in
non-school hours: a) with nondisabled peers;
b) with extended family members and friends.
(MEDIUM)

7) Parents evidence greater satisfaction with the overall
school program for their son/daughter.
(MEDIUM)

8) The IEP/ITP is more reflective of va:ue-based,
person-centered planning arounc the :nemes of the
"five accomplishments".
(MEDIUM)

TIPS Survey;
Facilitators Log;
Parent Interview

TIPS Survey;
Parent Interview

IEP and/or 1TP;
Analysis of IEP/
1TP by B. Wilcox
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9) The student/focal person has more control and
choice-making in hls/her life.
(MEDIUM)

10) The student/focal person participates in a greater
range of age-appropriate recreation/leisure activities
at home and in the community.
(MEDIUM)

11) The transition-age student has a written ITP.
(MEDIUM)

12) The IEP for the transition-age students will Include
a "statement of the needed transition services for
students beginning no later than age 16 and annually
thereafter, including a statement of the interagency
responsibilities Jr linkages or both before the student
leaves the school setting.
(STRONG)

13) The family (parent/siblings) of the student/focal
person experiences less stress as a result of the
PFP process.
(MEDIUM)

Helen Keller
Baseline Quest.;
Parent Interview

TIPS Survey;
Parent Survey

ITP

IEP/ITP

Parent Interview

14) The family (parent/siblings) of the student/focal Parent Interview
person has more cholces/options In their own lives TIPS Survey
as evidenced by the actual number of persons upon whom
the family can rely to do what they had previously -

been responsible for doing for the student/focal
person; and by more "fun" things In their own lives.
(MEDIUM)

15) Empowerment: the family initiates more contacts with
service providers for the focal person.
(WEAK)

16) The family (parent/siblings) of the student/focal
person is helped to visualize a more positive future
for the student/focal person as described in terms of
the "five accomplishments°.
(STRONG)

Parent Interview
Facilitator Log

Parent Interview
Personal Futures
Plan

17) The family of the student/focal person is helped to Facilitators Log
gain all medical, SSI, and/or SSDI financial assistance Parent Interview
to which the person is entitled.
(MEDIUM)

18) The family of the student/focal person is assisted to Facilitators Log
look at the future of their son/daughter with regards Parent Interview
to life planning (i.e., wills, trusts, and/or
guardianships).
(MEDIUM)
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19) Adults services (vocational rehabilitation, vocational Facilitators Log
education, comprehensive care) are contacted as Parent Interview
a result of the PFP process.
(STRONG)

20) Professionals participating in PFP circles have Interviews with
extended collaborative efforts for persons with Other Circle
disabilities beyond the circle and the focal person. Members
(WEAK)
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PREDICTOR STATEMENTS

1. The student attends a greater number of integrated classes with
nondisabled peers.

Frequency % Valid %
Yes 7 29.2 30.4
No 16 66.7 69.6
NA 1 4.2

2. The student has more weekly opportunities for interactions with
nondisabled peers in the school setting as measured by ...

Frequency % Valid %
Yes 14 58.3 60.9
No 9 37.5 39.1
NA 1 4.2

3. The student participates in more frequent,systematic
community-based vocational training experiences

Frequency % Valid %
Yes 8 33.3 61.5
No 5 20.8 38.5
NA 11 45.8

4. The student participates in more frequent community-based
vocational training experiences.

Frequency % Valid %
Yes 10 41.7 52.6
No 9 37.5 47.4
NA 5 20.8

5. There are more persons (both typical peers and staff) in the
school setting who have been trained specifically in the use of
that student's communication system.

Frequency % Valid %
Yes 11 45.8 61.1
No 7 29.2 38.9
NA 6 25.0

6. The student participates in a greater number of age-appropriate
activities in the community in non-school hours...

Frequency % Valid %
Yes 14 58.3 58.3
No 10 41.7 41.7
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7. Parents evidence greater satisfaction for school program of
son/daughter.

Frequency % Valid %
Yes 16 66.7 69.6
No 7 29.2 30.4
NA 1 4.2

8. The IEP/ITP is more reflective of value-based, peer-centered
planning around the themes of five accomplishments.

Frequency % Valid %
Yes 18 75.0 75.0
No 6 25.0 25.0

9. The student/focal person has more control and choice-making
in his/her"life.

Frequency % Valid %
Yes 19 79.2 82.6
No 4 16.7 17.4
NA 1 4.2

10. The student/focal person participates in a greater range of age-
appropriate recreation/leisure activities at home and in community.

Frequency % Valid %
Yes 17 70.8 73.9
No 6 25.0 26.1
NA 1 4.2

11. The Transition-age student has a written ITP.

Frequency % Valid %
Yes 18 75.0 81.8
No 4 16.7 18.2
NA 2 8.3

12. The IEP for the transition-age student will include a state-
ment of needed transition services...

Frequency % Valid %
Yes 19 79.2 90.5
No 2 8.3 9.5
NA 3 12.5

13. The family of the focal person/student experiences less stress
as a result of the PFP process.

Frequency % Valid %
Yes 17 70.8 70.8
No 7 29.2 29.2

14. The family of student/focal person has more choices/options...

Frequency % Valid %
Yes 16 66.7 66.7
No 8 33.3 33.3
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15. Empowerment: the family initiates more contact with
service,providers for the focal person.

Frequency % Valid %
Yes 19 79.2 79.2
No 5 20.8 20.8

16. The family (parents/siblings) of the student/focal person is
helped to visualize a more positive future for the student/focal
person as described in terms of the five accomplishments.

Frequency % Valid %
Yes 15 62.5 78.9
No 4 16.7 21.1
NA 5 20.8

17. The family of the
medical, SSI, and/or
is entitled.

student/focal person is helped to gain all
SSDI financial assistance to which the person

Frequency % Valid %
Yes 15 62.5 7&.9
No 4 16.7 21.1
NA 5 20.8

18. The family of the student/focal person is assisted to look tt
the future of their son/daughter with regards to life planning.

Frequency % Valid %
Yes 15 62.5 62.5
No 9 37.5 37.8

19. Adult services (vocational rehabilitation, vocational education,
comprehensive care) are contracted as a result of the PFP process.

Frequency % Valid %
Yes 19 79.2 95.0
No 1 4.2 .5.0

NA 4 16.7

20. Professionals participating in PFP circles have extended col-
laborative efforts for persons with disabilities beyond the circle
and the focal person.

Frequency % Valid %
Yes 10 41.7 41.7
No 14 58.3 58.3
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tippendix VIII-F

Structured Interview Questions for Rounds I and II
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PFP Project: Family Member Interview Guide

Date: Which family member(s):

Time of interview:
Location of interview:

Individual: Length of interview:

SETUP: Interview family members either individually or together. Try to make sure that you subsequent
interviews involve the same, or at least some of the same family members.

Identify yourself as working with the Personal Futures Planning Project and remind the family member
that you want to talk about their thoughts.and reactions to the planning process and results. Remind
them thaL your interview will take about an hour or so and that they can stop or reschedule at any time.
Ask their permission to tape the conversation, reassuring them that only you will hear the tape and that
it will be transcribed using pseudonyms.

INITIAL INTERVIEW: EXPECTATIONS

Let's talk about how you get involved in the project.

Probes:

Flow did you hear about the PFP Project?

Had you ever heard of futures planning before? Had any experiences with it?

Why did you decide to get involved?

What did you expect would happen when you got involved in the project?

INITIAL INTERVIEW: PROCESS

So. Let's talk about how the futures planning went.

How was it like what you expected?

How were the arrangements for the first meeting made? was that okay with you? could it have
been better for you in somc way?

Were there any parts of the meeting that you especially liked? didn't like? wish had happen
different ly?

How did (person's name] seem to feel about the meeting? was his/hcr involvement in the
meeting okay with you? how might it have been better?

What are two or three adjectives that you rnight use to haracterize the meeting?'
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INMAL INTERVIEW: MEETING OUTCOME'S

Let's talk about the actual plans that were made.

What did you think of them? were thcy things you hadn't thought about before? tried before?

How did you feel about the way the group strategized about the plans? were the ideas
reasonable and likely to get done from your point of view?

How did you feel about the tasks that were outlined? did they seem to be reasonably distributed
among the people present? did you feel like the "righr people accepted the appropriate task?

How about your tasks? enough? too many? possible for you? do you need any other assistance
or support to go ahead with them.

INITIAL INTERVIEW: CLOSURE

Suppose I come back in two months, or three months, what would I see in [individual's name] life that
will be different?

What will be different in your life?

Do you have any suggestions for us about the futures planning project?

Would you be willing to talk with us again?

SUBSEQUENT INTERVIEW: SUMMARY UPDATE

Let's see. Last time we talked, some of the things you and thc group had planned were: [summarize
some of the tasks and strategies from the previous meeting].

Catch me up. What's been happening?

9dentify which tasks and strategies implemented. Probe for those not mentioned.

*Identify why tasks and strategies not tried were dropped, if possible.

'For those tasks and strategies 'in progress; try to determine thcir status and make notes about
whether or not the interviewee thinks the status is reasonable or things are being unduly delayed
or dragged out..
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PFP Project: Other Participants Interview Guide

Date: Who/Relationship:

Time of interview:
Location of interview:

Individual: Length of interview:

SETUP: Interview other participants either individually or together. In at least some situations, try to
interview all the other participants in the futures planning meeting. In others, try to interview those
members that strike thc facilitator as "ker in some way. Finally, try to either interview other participants
at different times in the PFP proccss, or try to select a few groups to interview some members several
times so that you get a picture of how other participants feel about the outcomes and ripple effects of the
PFP process.

Identify yourself as working with the Personal Futures Planning Project and remind the family member
that you want to talk about their thoughts and reactions to the planning process and results. Remind
them that your interview will take about an hour or so and that they can stop or reschedule at any time.
Ask their permission to tape the conversation, reassuring them that only you will hear the tape and that
it will be transcribed using pseudonyms.

INITIAL INTERVIEW: EXPECTATIONS

Let's talk about how you get involved in the project.

Probes:

How did you hear about the PFP Project?

Had you ever heard of futures planning before? Had any experiences with it?

Why did you decide to get involved?

What did you expect would happen when you got involved in the project?

INITIAL INTERVIEW: PROCESS

So. Let's talk about how the futures planning went.

How was it like what you expected?

How were the arrangements for the first meeting made? was that okay with you? could it have
been better for you in some way?

Were there any parts of .the meeting that you especially liked? didn't like? wish had happen
differently?

How did [person's namel seem to feel about the meeting? was his/her involvement in the
meeting okay with you? how might it have been better?

What are two or three adjectives that you might use to characterize the meeting?
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INITIAL INTERVIEW: MEETING OUTCOMES

Let's talk about the actual plans that were made.

What did you think of them? were they things you hadn't thought about before? tried before?

How did you feel about the way the group strategized about the plans? were the idcas
reasonable and likely to get done from your point of view?

How did you feel about the tasks that wer e. outlined? did they seem to bc reasonably distributed
among the people present? did you feel like the "right` people accepted the appropriate task?

How about your tasks? enough? too many? possible for you? do you need any-other assistance
or support to go ahead with them.

INITIAL INTERVIEW: CLOSURE

Suppose I come back in two months, or three months, what would I sec in [individual's name] life that
will be different?

What will be different in your life?

Do you have any suggestions for us about the futures planning project?

Would you be willing to talk with us again?

SUBSEQUENT INTERVIEW: SUMMARY UPDATE

Let's see. Last time we talked, some of the things you and the group had planned were: [summarize
some of the tasks and strategies from the previous meeting].

Catch me up. What's been happening?

*Identify which tasks and strategies implemented. Probe for those not mentioned.

'Identify why tasks and strategics not tried were dropped, if possible.

'For those tasks and strategies In progress,- try to determine their status and make notes about
whether or not the interviewee thinks the status is reasonable or things are being unduly delayed
or dragged out.
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SUBSEQUENT INTERVIEW: OUTCOMES

Talk to me about lindividual's name} life right now. How has it changed?

Are these changes okay with you?

Did the changes turn out like you had imagined?

During the futures planning meeting we talked about different aspects of [individual's name] life
including:

home life
work life
financial security
health/fitness
fun and friends
community membership and involvement

How are you feeling now about these aspects of [name]'s life?

How are your feeling about your role in (namers life? too much? okay? not enough?

Are there things that you think need to be re-planned? have you talked to the PFP facilitator
about your concerns?

SUBSEQUENT INTERVIEW: RIPPLE EFFECTS

Sometimes things occur that the planning process doesn't even anticipate. Have there been any of these
kinds of changes in [flamers life that didn't even come up at the meeting?

What about your life? or others who were at the meeting?

Can you think of things that have happened because of the PFP meeting that net one could have
guessed? -

SUBSEQUENT INTERVIEW: CLOSURE

Suppose I come back in two months, or three months, what would I see in [individual's name] life that
will be different?

What will be different in your life?

Do you have any suggestions for us about the futures planning project?

Would you be willing to talk with us again?

A1uck0eArGui4PFP
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SUBSEOUENT INTERVIEW: OUTCOMES

Talk to me about Eindividual's name) life right now. How has it changed?

Arc these changes okay with you?

Did the changes turn out like you had imagined?

During the futures planning meeting we talked about different aspects of [individual's name] life
including:

home life
work life
financial security
health/fitness
fun and friends
community membership and involvement

How are you feeling now about these aspects of [namel's life?

How are your feeling about your role in Enamel's life? too much? okay? not enough?

Are there things that you think need to be re-planned? have you talked to the PFP facilitator
about your concerns?

SUBSEQUENT INTERVIEW: RIPPLE EFFECTS

Sometimes things occur that the planning process doesn't even anticipate. Have there been any of these
kinds of changes in Enamel's life that didn't even come up at the meeting?

What about your life? or others who were at the meeting?

Can you think of things that have happened because of the PFP meeting that not one could have
guessed?

SUBSEQUENT INTERVIEW: CLOSURE

Suppose I come back in two months, or three months, what would I see in [individual's name] life that
will be different?

What will be different in your life?

Do you have any suggestions for us about the futures planning project?

Would you be willing to talk with us again?

Mucifiam4GutPIT
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Personal Futures Planning
for Transition Age Youth

with Dual Sensory Impairments
Interview Perspectives of Family Members

and Other Participants

by Brenda M. Pezzarossi
Interdisciplinary Human Development Institute

University of Kentucky

Introduction

Overview
This final evaluation component report summarizes this

interviewer's interpretative analysis formed in the duration of a three year
Personal Futures Planning Project grant. The formation of personal
futures planning teams, surrounding thirty transition age young adults,
listed on Kentucky's state deaf/blind registry, was the purpose of the
Personal Futures Planning Project, Interdisciplinary Human Development
Institute, University of Kentucky. Telephone and in-person interviews,
conducted by this interviewer, included a sampling of family members and
many other participants after each planning team was in progress. The
following is a documentation of the results of a qualitative analysis
interpretation by this interviewer.

History
By the end of the third year of the project, seventy one interviews

had been coordinated, set up, conducted, taped, and transcribed by this
interviewer. Interviews, after being transcribed into written format,
averaged fourteen type-written pages. Transcriptions, audio taped from
standardized interview questions, averaged over one hundred pages for
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PERSONAL FUTURES PLANNING PROJECT EVALUATION COMPONENT INTERVIEW ANALYSIS 2

each of the ten teams interviewed. The final volume of material for the
evaluation component of the Personal Futures Planning meetings data was
one thousand and sixty four pages of documented information which was
used in the final qualitative analySis.

This report reflects the continuation of the last two years of the
Personal Futures Planning Project, during which the majority of the
interviews were conducted. Each team surrounded the focal person from
one family; each team must have already met several times before
interviews were conducted. Therefore, family members and participants
were not usually contacted by this interviewer until the second year of the
project. The majority of the first rounds of interviews were conducted from
October of '91 through September of '92. The consecutive second rounds
were conducted from approximately six months to one year later, with the
majority taking place from October of '92 through August of '93.

Purpose
The purpose of qualitative research is to come to understand the

experience from the perspective of the individual involved (Biklen &
Mose ly, 1988). For this analysis, ten teams agreed to participate in the
interview process after the formation of their Personal Futures Planning
teams. Using qualitative research techniques, this interviewer conducted
family member interviews in order to learn of the experiences and
perspectives of families, whose transition age children -Nere deaf/blind
(dual sensory impaired). Interviews with other participants were
conducted with the same question format in order to find out the
perspectives of facilitators, neighbors, community members, and
professionals. Team members interviewed initially were, for the most
part, on Personal Futures Planning teams which had been formed, were
already meeting regularly, and were actively involved in the process. In
order to better evaluate the Outcomes of forming the Personal Futures
Planning teams around individuals with dual sensory impairments, this
interviewer set up individual meetings.
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PERSONAL FUTURES PLANNING PROJECT EVALUATION COMPONENT INTERVIEW ANALYSIS 3

Method

The final evaluation component of the Personal Futures Planning
Project falls under the research best known as qualitative analysis
techniques. Qualitative research methods study perspectives. The
techniques used in qualitative research are not efficient ways to produce
predictive, generalizable statements about how to better control designated
outcomes (Ferguson , Ferguson, & Jones). Rather, this technique can
document the patterns of people's lives and reveal how research subjects
construct meaning around these patterns. The participants' own
interpretations of their lives assume a prominent place. Qualitative data
take the form of narrative rather than numbers. Qualitative methods are
labor intensive because in order to accumulate valid data, the researcher
must gain the informants' trust and understand the individuals' lives
(Biklen & Moseley, 1988). This study did use "qualitative" techniques to
inteview a select group of family members and other participants who were
members of the Personal Futures Project teams.

Participants
Participants from ten teams were contacted for private interviews at

the convenience of those being interviewed. Each participant was
interviewed two times in the interest of more accurate accounts, based on
the interviewer's familiarity, with the families and the process involved.
Rationale for conducting two interviews with each participant centered
around establishing a baseline of the need for changes and eliminating
extraneous variables in order to gauge which outcomes could be attributed
solely to the personal futures planning process. Conducting the first
interview soon after a few team meetings had been conducted was thought
to be one way to better evaluate outcomes which could be directly
attributed to the personal futures planning meetings.

Ten teams, perceived to be a fair sampling of the teams, were
selected by project staff members to represent the totality of teams formed
by the project. Actual participants interviewed ranged in number from
three to six, with most teams having four or five members interviewed.

1993 FINAL REPORT: PFP Qualitative Analysis, Brenda Pezzarossi, IHDI, University of Kentucky, Lexington, KY

142



PERSONAL FUTURES PLANNING PROJECT EVALUATION COMPONENT INTERVIEW ANALYSIS 4

The types of people interviewed ranged from the actual facilitators
employed by the project to volunteers who were long time friends of the
family. Others who agreed to be interviewed were siblings, vocational
rehabilitation counselors, employment consultants, school admissions
coordinators, itinerant hearing and vision teachers, parents, grandparents
and guardians. The focal person, using an interpreter, was interviewed for
one of the teams and a pastor and his wife agreed to be questioned for
another team.

Data Gathering Procedures
The names of specific team members were given to this interviewer,

after being determined by the facilitators as ready for a first interview to
proceed. As part of the evaluation component, this interviewer was
instructed to contact specific team members for their interview
participation. Team members were called by telephone in order to set up
and conduct taped audio interviews. When contacted, each participant was
asked about scheduling a convenient time for either a telephone or in
person interview. Many participants, especially those who were paid
providers of services, were very difficult to schedule and often had to be
contacted repeatedly before being able to set up an interview. For the
parents and guardians contacted, almost all were called at night and/or on
weekends. Of the ten teams, for which parents were to be interviewed, all
agreed to the initial interview upon the first telephone contact.

In order to acquire a working knowledge of the expertise required to
conduct the interviews, this interviewer conducted initial interviews with
three parents. During the latter part of the first year of the project, when a
few teams had been formed, this interviewer used differing interview
techniques to determine the best method for the most accurate data
collection. Contacts with these three parents consisted of interviews with
note taking conducted in person and without a tape recorder, by telephone
using a computer for dictation, and in person using a tape recorder. Two
of these original interviews were not used in the evaluation component of
the final report. An interview guide format was set up on a computer
template for repeated use. Depending upon the size of the transcript, the
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PERSONAL FUTURES PLANNING PROJECT EVALUATION COMPONENT INTERVIEW ANALYSIS 5

reproducible form of the interview guide was able to be expanded to any
length. Verbatim tapes and transcriptions were determined to be the most
accurate method of recording data, both in person and by telephone.

An "interview guide" formulated by Dr. Diane Ferguson, a
consultant to the project, was constructed for the greatest degree of
freedom in the comments of those interviewed (see appendix). Some of
these original questions were later reformulated by this interviewer, after
being field tested with three practice interviews. A family member guide
along with a guide for the other participants, including two sets of open-
ended questions, were used. Round one questions focused more on the
process of the Personal Futures Planning meetings and the expectations of
family members and other participants. Round two questions detailed
specific outcomes and summarized other participants' involvement in the
life of the focal person and family.

Some of the major issues discussed in the first round interviews are
listed on the interview format in Table 1. Second round interview topics
followed a more open ended format, which allowed for more general
answers with less structure in the questions. The setup for questions for
both round one and round two were described in this identification process
as given below.

Table 1
Interview Topics

Interview Format for Round I and Round II

ROUND ONE INTERVIEWS

Specific Expectations
Meeting Process

Meeting Outcomes
Permission Request

(followup interview)

ROUND TWO INTERVIEWS

Outcomes
Summary Update

Ripple Effects
Closure Suggestions
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PERSONAL FUTURES PLANNING PROJECT EVALUATION COMPONENT INTERVIEW ANALYSIS 6

In order to retrieve as much relevent information as possible from
the many interactions of participants involved with the personal futures
planning process, interviews took place in an informal manner. The most
difficult interview to conduct, transcribe, and interpret was conducted with
one of the focal persons who needed an interpreter. This particular focal
person had great difficulty with the abstract quality of many of the open
ended questions which had been constructed and standardized prior to the
interview.

Data were collected over a period of about one year and ten months,
primarily through the use of in-depth, semi-structured interviews. Many
respondents took this as an opportunity to share their history of
involvement with the focal person, as well. Most interviews lasted at least
one and one half hours. In duration, they were from two hours and twenty
minutes for one grandparent/guardian to the most brief interview which
was completed in fourteen minutes with one facilitator.

All of the interviews were conducted by the author. The actual
interview guide consisted of prompts to elicit the identification of the
interviewer, a description of the interview process, and the pursuit of
receiving permission to tape the conversation. The interview setup was
designed as follows:

Interview Setup
The setup of the interviews included instructions concerning the taping
procedure. The title and job description of the interviewer, background,
and purpose of the interviews were given. The interviewer asked
permission to tape the conversation and offered reassurance that only
project staff would hear the tape unless their story would be used for the
hisight Newsletter. If their story was to be used for publication, the
participants would be contacted by telephone and read the entire dictated
interview and asked to give verbal permission for the printing of their
interview. During the 'in person' interviews, each participant was given
full control of the tape recorder; the interviewer demonstrated the pause
button, and encouraged participants to pause when answers to questions
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PERSONAL FUTURES PLANNING PROJECT EVALUATION COMPONENT INTERVIEW ANALYSIS 7

became uncomfortable. The participant was also told that any part of the
interview could be reviewed and erased if unsuitable to the participant at
that time. Participants, interviewed 'in person', also had a copy of the
questions to follow throughout the interview, if so desired.

Data Analysis Procedure
Other than one team, whose interviews consisted of first round

interviews only, all the other major family members, other participants,
and focal persons, where appropriate, were involved in both first and
second round interviews. All discussions were recorded on tape and
verbatim transcriptions were developed. In order to determine categories,
two of the first teams interviewed with participant's comments from the
entire team, including first and second rounds, were transcribed by this
interviewer. These two completed teams were given to Dr. Carol David,
an outside consultant, who noted nine themes which emerged. With these
nine categories in mind, each transcription was scanned by this interviewer
for reflective quotes, which appeared to match each of the nine categories.
Table 1 includes the nine categories which emerged from the interviews.

Table 2
CATEGORIES FROM INTERVIEWS
Organized into Nine Emerging Patterns

1. Participation of the focal person at PFP meetings.
2. Participation in the process by the family and community.
3. Support for the family and/or caregiver.
4. Coordination of school and other programs.
5. Resources with the focal person involved.
6. Resources available for the focal person in the community.
7. Life changes and/or new experiences for the focal person.
8. Empowerment of the focal person and/or family.
9. Ripple effects from the Personal Futures Planning.
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PERSONAL FUTURES PLANNING PROJECT EVALUATION COMPONENT INTERVIEW ANALYSIS 8

Using the old fashioned cutting and pasting technique to locate each
matching category, verbatim quotes were highlighted using color coded
markers. Appropriate color coded descriptions were placed on numerous
5X7 note cards which were used for each participant and for each
category. The previously transcribed verbatim quotes were attached to the
cards under each of the appropriate headings for the nine categories.
These quotes were grouped under categories across the span of the many
participants' comments derived from the ten teams interviewed. These
quotes were then either separated by category title, focal person, family
member, other participant. Initials of the focal persons involved were
placed on each card. Pseudonym names, to safeguard confidential
information, were selected for use in the publication of the final report.

Table 3

PFP PARTICIPANT DESCRIPTIONS

Pseudonym Gender
AGE
(beginning PFP)

1. Jack Andrew male 18
2. Sam Marshall male 20
3. Jake Stephens male 18
4. Joe Burton male 21
5. Jeff Bradshaw male 17
6. Terry Sweeney male 14
7. Jennifer Russell female 16
8. Sharon Green female 17
9. Sally Hall female 18
10. Donna Jean Lane female 16

INTERVIEW(S) Home/School
First Second Arrangements

91 92
91 93
91 92
91 92
91 92
92 93
92 93
92 93
92 (-)
93 93

Source: Personal Futures Planning Project, PFP Evaluation Component Interview(s), (1993), Brenda Pezzarossl,
Parent Coordinator, Interdisciplinary Human Development Institute, University of Kentucky, Lexington, Kentucky.

home/local high school
institution
state school for the blind
home
home/high school
home/middle school
home/high school
group home/high school
state school for the blind
state school for the deaf
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PERSONAL FUTURES PLANNING PROJECT EVALUATION COMPONENT INTERVIEW ANALYSIS 9

Dqta Analysis Procedure. Themes, selected after quotes were placed on
tiotecards, appeared repetitively throughout the volumes of interview data.
Each of the nine categories was listed on a separate card upon which
applicable quotes from the various participants were placed. Two methods
of organizing the quotes into easily recognizable themes were used.

1.) Quotes arranged by themes. The quotes were arranged by the
themes and grouped under the appropriate category. These quotes
appeared the most frequently across all the teams and were arranged
under a particular theme irrespective of the focal person or the team
from which it was derived. These examples appear throughout the
quotes centered around one particular focal person's team and
immediately following the interpretative description of each
category.

2.) Quotes arranged by focal person's team. The quotes were
arranged by the focal person's team and grouped onto each card.
These quotes, which centered about one particular focal person's
team, were selected to fit the most prevalent themes of one
category. An example for each team was listed under the most
appropriate category. These examples appear throughout the
following interpretative descriptions after each theme for each
category.

Results

CATEGORY I: Partkipation of Focal Person at the PFP Meetings

Several themes warranted the most attention in the observations of
the focal person's participation in the Personal Futures Planning process.
The value of inclusion in the meetings, communication related to
participation, and the effects of the severity of the disability upon
participation in the planning process were equally represented.
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THEMES
Of the Focal Person's Participation

1. The Value of Inclusion
2. Communication
3. Severity of the Disability

10

The value of inclusion was viewed differently for several participants
involved. Many prefaced their remarks with, "I am not sure." Some felt
it would have been nice to include the focal person, while others were not
sure how much the focal person would understand. One professional with
the state's Deaf/Blind Intervention Program recognized that the inclusion
opportunity had already passed and commented.

Maybe we should have made a more conscious
effort of asking him questions about specific
things and used his motor communication so he
could express himself more.

Communication, which was constantly mentioned in the interviews,
was seen as the major block toward any focal person's ability to be able to
participate in the family, school, meetings, or the community. His mother
commented about one meeting held at Jake Stephen's home, "He doesn't
communicate . . . he just greeted people and went on back to his room."
Concerning a meeting held at the school for Jake, his vision teacher made
her own observation. "1 think a lot of things in the communication area are
confusing to him." One parent explained why her son did not attend a
meeting held where he lived. "Because of his sensory impairment, he isn't
able to communicate with you."

The severity of the disability was interconnected with communication
and cognition. "She's not capable of judging right or wrong . . . people
have to make all these decisions for her." Participation of the focal person
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appeared to hinge upon the focal person's level of comprehension for some
of participants interviewed. One service provider related the severity of
the disability to the focal person's participation.

Due to the severity of his disability, he isn't able to
provide direct input other than through demeaner and
gestures and those kinds of things.

CATEGORY II: Participation in the PFP Process by Community
Members and Family

Closely related to the focal person's participation in the personal
futures planning meetings was the participation process involving the
family and the community. Most apparent in the themes of the quotes
were those which dealt with the involvement needed from friends,
including peers, activities, and simply more people included in the life of
the person with the disability. While mentioned the most as an area of
need, this area was also listed as one in which the least amount of success
was achieved. "We talked about more socialization for Jake, such as
getting him out more to basketball games . . . I don't think that ever got off
the ground."

THEMES
In the Process of Participation by Family/Community

1. Positive Involvement
2. Experiences in Problem-Solving
3. Involvement from Friends

Problem solving experiences were constant themes in the interviews,
since the end result of a better quality life for the focal person was often
the goal of Personal Futures Planning meetings. However, many times
there was no road map to follow about how to arrive at that particular
outcome. "The planning was . . . to have him assimilate into our
community as best he could, and we didn't know in what direction it was
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THEMES: PFP PARTICIPATION
Observations of Focal Persons' Participation

Sample Quotes

VALUE OF INCLUSION AT PFP MEETINGS

"I am not sure how much he would understand of what is going on; but, I am
not sure those are reasons to include or exclude him. I think a lot of things in
the communication area are confusing to him." . . . vision prograin director

"Maybe we should have made a more conscious effort of asking him questions
about specific things and used his motor communication so he could express
himself more." . . Deaf-Blind Intervention program director.

"I know he is deaf and blind; but, I think it would have been nice to have
someone to interpret to him what was going on." . . . case manager.

COMMUNICATION AND PFP PARTICIPATION

"He doesn't communicate, but you can look at his facial expressions and tell
how he feels. If he has a glum look on his face then I know he wants to leave
the room. He just greeted the people and went on back to his room."
. . . mother.

"Because of his sensory impairment, he isn't able to communicate with you."
. . . mother.

SEVERITY OF THE DISABILITY AND PFP PARTICIPATION

"I'm not sure that he could (participate). I think the decisions that we made for
him, I feel like we felt they were best and I feel like if all those things were
carried through and accomplished that it would be for his benefit."
. . . friend of the family.

"Due to the severity of his disability, he isn't able to provide direct input other
than through demeaner and gestures and those kinds of things, so he hasn't been
able to provide input." . . . Helen Keller Affiliateship service provider.

"She's not capable of judging right or wrong or danger or not danger, you
know, going in and out. People have to make all these decisions for her."
. . . mother.

Source: Personal Futures Planning Project, PFP Evaluation Component Interviews(s), (1993),
Brenda Pezzarossi, Parent Coordinator, Interdisciplinary Human Development Institute,
University of Kentucky, Lexington, Kentucky.
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PFP PARTICIPATION
by Focal Person

Sample Quotes

rSome people put things on the wall saying nice things about me. Every time,
it was like a contest . . . to the interpreter and I would get . . . my eyes would
really hurt. I would get . . . I wouldn't know what they were talking about, a
little bit." . . . focal person

"She got frustrated because her eyes would get tired and the interpreter would
keep going on with everything that was going on." . . . interview interpreter.

FACILITATOR

"Sally still has a real hard time in being confident in voicing what she wants,
but like I said, over the last year or so that has become. . . she has become
more confident and I am pleased with that, but at the first meeting, she just had
a lot of fear." . . . facilitator.

PROFESSIONALS AND OTHER PARTICIPANTS

"I know it was really hard on them (Sally and her mother). I guess I felt in an
awkward position in being the first one to have to present the idea to them that
Sally is eighteen and these are things we need to look at because mother was
totally unprepared for that. It was a painful growing process, I think, but I
think everyone did really well. Sally CIO's; aivng very quickly, I think, in terms
of trying to figure out, "What does this mean for me?" Mother wasn't able to
come along quite that quickly. In the end, I think everyone has grown a lot."
. . . school admissions coordinator

Source: Personal Futures Planning Project, PFP Evaluation Component Interviews(s), (1993), Brenda Pezzarossl,

Parent Coordinator, Interdisciplinary Human Development Institute, Universtty of Kentucky, Lexington, Kentucky.
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THEMES: PFP PARTICIPATION
Observations of Family and Community Participation

Sample Quotis

POSITIVE INVOLVEMENT

"Sharon moved into our group home in June of 1992 and since then she has adjusted very
well, as far as she has made a lot of friends, you know at the home." . . . case manager.

"I feel like that any time they have needed us we have been glad to have helped them out and
will continue to do so. It's just that you feel so limited. You feel like you're doing it for the
family because I don't think, as far as I feel, Terry ever knows anything about it, really."

. . . pastor.

EXPERIENCES IN PROBLEM-SOLVING

"I took Joe out one day myself and we got out on the sidewalk and he was afraid and he
became very, very difficult to know how to support. He was screaming and hitting his head
real hard and biting himself and refused to move and wouldn't do anything. It was the first
time I really understood that this is not as simple as just introducing somebody new to him."
. . . facilitator/neighbor.

"The planning was simply to help Jeff as nest we could and develop his potential as best we
could and to have him assimilate into our community as best he could, and we didn't know in
what direction it was going to go." . . . high school biology teacher.

INVOLVEMENT NEEDED FROM FRIENDS

"Jake doesn't have much of a social life and we all agree that he should get out more with his
peers, deaf and blind children like himself, or just deaf children or just blind children
whichever, instead of just staying home." . . . mother.

"My friend came and a young lady who grew up with Jenny and was her friend for all those
years. She used to be her friend. We don't ever see her anymore except to babysit for me if
she comes home. She grew up and is going to college and working and dating. Jenny won't
be able to do that ever. Jenny didn't grow up. She is still Jenny." . . . guardian/grandmother.

"We talked about more socialization for Jake, such as getting him out more to basketball
games or even paying somebody to accompany him to certain activities. I don't think that ever
got off the ground. I guess that is one aspect we really didn't address as much."
. . . hearing itinerant teacher.

"I just wish there had been, there could be more people involved and that there would have
been more consistent involvement from his peers." . . . Deaf Blind Intervention specialist

Source: Personal Futures Planning Project, PFP Evaluation Component Interviews(s), (1993),
Brenda Pezzarossi, Parent Coordinator, Interdisciplinary Human Development Institute,
University of Kentucky, Lexington, Kentucky.
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PFP PARTICIPATION
by Family Members and Community

Sample Quotes

FAMILIES

"At Sam's first meeting, we had family members and friends. That gave us a
big range of ideas that parents alone would not have come up with."
. . . mother.

"It almost seems like maybe it could be more of a harm to someone simply
because they have now gotten all of these people involved in their life and . . .

some of them have fallen through. There has been a lack of commitment from
the family as well as other members in school also". . . case manager

FACILITATOR

"My expectations were that we would be able to get some of his vast, extended
family more involved in his life. The expectations formed more after I heard
more about his story and what had happened in the past year or two. I had
hoped we would be able to get the family more involved." . . . facilitator.

PROFESSIONALS AND OTHER PARTICIPANTS

"Just thinking of future planning, I did expect the extensive planning that was
laid out on paper. I did expect there would be more of a commitment. It
seemed like the people that had been involved in the planning. . . it seemed to
be really good and adequate; but, I felt that there was a lack of committment."
. . . case manager

Source: Personal Futures Planning Project, PFP Evaluation Component Interviews(s), (1993), Brenda Pezzarossi,

Parent Coordinator, Interdisdplinary Human Development Institute, University of Kentucky, Lexington, Kentucky.
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going to go." An experienced facilitator commented, "It was the first time
I really understood that this is not as simple as just introducing somebody
new to him." One aspect of Personal Futures Planning was the problem
solving required to integrate persons with the most severe, multiple
disabilities into participatory activities in the community.

CATEGORY III: Support for the Family and/or Caregiver

The third category and most frequently mentioned quotes fell into the
category which represented the support for the family and/or caregiver. It
included the themes listed below:

THEMES
In Support of Family/Caregiver

1. Family Support that Feels like Support
2. Family Structural Changes
3. Social Isolation of Parents/Caregivers
4. Transition Process Changes
5. Aging of Parents/Caregivers
6. Positive Professional Views

One parent humorously checked her pulse and said, "What is family
support? Perhaps the best answer is what it is not. Family support is not
support until it feels like family support." Several parents, whose
transition age young people, were involved in personal futures planning
had their own ideas of family support. Jack Andrew's mother valued
having someone who would just simply listen. Knowing someone was
close by, who could stay with their family member, while routine chores
were done ranked high on the list of support by another parent. Since one
of the outcomes of Terry Sweeney's personal futures planning meetings
was a nurse, his mother identified the end result of their family support.
She said, "I'm just not as tired as I was before."

1993 FINAL REPORT: PFP Qualitative Analysis, Brenda Pezzarossi, [HUI, University of Kentucky, Lexington, KY

155



17

Section A

THEMES: PFP FAMILY SUPPORT
Observations of Support for the Family and/or Caregiver

Sample Quotes

FA ILY STRUCTURE CHANGES: EFFECT UPON FAMILY

"I got married and moved out of the house. That was the most hectic thing and the most fun.
I don't get to see him as much as I used to, and I do miss him a lot." . . . sister.

tI

can
did have a few friends that used to keep Jamie. They're having health problems now and
't anymore." . . . guardian/grandmother.

"Sine
to the

e his brother's been home from college, he helps me out with him. Like if I want to go
store, his brother will watch him." . . . mother.

SOCIAL ISOLATION OF PARENTS/CAREGIVERS

"Close friends, I guess I'm a different kind of person from other people, I've found I don't
need them. . . the less you visit, the longer you'll stay friends. So that is me. I took that to
heart. I don't have coffee with anybody." . . . mother

"No one has pa
and I want her to

id me for nineteen years to take care of my child and I do it because I love her
be happy and I want the best for her." . . . mother.

"I don't involve my relatives in anything that concerns my personal life. They're not
interested! I feel that they know Jake is here and if they were interested, I wouldn't have to
ask them." . . . mother

"I really haven't needed anyone to come. I haven't asked anyone to come. I feel that if I can't
do it and I'm his mother, then how can I expect other outside people to do it? That's the way
I've always felt." . . . mother

"I'm doing quite a bit, help ing around the house, moving Terry around. I'll stay at home
while she's (wife) out shopp ing, or stay with him." . . . father.

"A lot of things I have had to
me, so it sort of relieved me of
down to the nitty gritty, it all fal

do before on my own, other people started doing it for
some of it, really; but basically, when it gets back

s back onto the shoulders of the parents." . . . mother

Source: Personal Futures Planning Project, PFP Evaluation Component Interviews(s), (1993), Brenda Pezzarossi,

Parent Coordinator, Interdisciplinary Human Development Institute, University of Kentucky, Lexington, Kentucky,
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Section B

THEMES: PFP FAMILY SUPPORT
Observations of Support for the Family and/or Caregiver

Sample Quotes

TRANSITION PROCESS: CHANGES DUE TO FOCAL PERSON'S TRANSITION

"She (her mother) said, "I just felt like you were all hitting me with so much at one time and I
have done this and I have done that." . . . school admissions coordinator.

"Some of them were . . . people who take care of a handicapped person that are doing it for a
job, it's different than a person that has raised them and given birth to them. There's a
different kind of intent on working than doing It because you love them." . . . mother

"It was obvious that Mom was not real comfortable and I think she was beginning to get on the
defensive a little bit and get somewhat upset, not quite understanding about it." . . . school
admissions coordinator.

AGING PARENTS AND CAREGIVERS

"I had a hard time getting her in there. I don't want to have to go through that again because I
am getting too old. I am too old to go through all of that.". . . guardian/grandmother.

"Any meeting, like the meetings with the school system, I am exhausted when I leave.
You are emotionally exhausted just trying to hold it together, trying to get done what you're
supposed to get done." . . . mother.

"You wonder what will happen to Terry when my mother and father aren't around any
longer." . . . sister

"You have someone else to do the foot wcrk for you, some of the phone calling. As a
parent, you don't have the emotional strength to do it all. All you can do, especially if
your child is still at home, is take care of the day to day needs you child requires."

. . . mother.

"All these meetings are just very stressful. It is just because you have to go back and
relive all the things that have happened to your child. You do become emotional about
it." . . . mother.

"So now it is just Grandma. Now it is just she and I and she doesn't have any brothers or
sisters. That makes a difference." . . . guardian/grandmother.

Source: Personal Futures Planning Project, PFP Evaluation Component Interviews(s), (1993),
Brenda Pezzarossi, Parent Coordinator, Interdisciplinary Human Development Institute,

University of Kentucky, Lexington, Kentucky.
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Section C

THEMES: PFP FAMILY SUPPORT
Observations of Support for the Family and/or Caregiver

Sample Quotes

POSITIVE SUPPORT: PROFESSIONAL VIEWS

"Donna Jean has very good support from her family and her parents. Her parents are really
supportive and that helps a great deal." . . . vocational evaluator

"I would think that . . . the group, Jenny, her grandmother, and I will have figured out . . .

what the support will look like and it will be happening." . . . employment consultant.

"She (his mother) is a very shy individual and it is hard for us to get her out and get her going.
I think my team has shown her so many things Jeff has learned." . . . high school teacher.

"I feel Sam is fortunate to have so many people to support him and the family support,
as well, which a lot of our other residents here do not have." . . . case manage-

FAMILY SUPPORT THAT FEELS LIKE "SUPPORT"

"I'm not as tired like I was before. I've got respite and I've got a nurse to help me
more with him. I'm just not as tired as I was before." . . . mother.

"We've been friends for five or six years now and they live real close, so if she needs
to run to the store or something, I have to pop over and sit with Jack."
. . . friend of mother

"They know any time that they need us . . . for such minor things like taking him to
the doctor or picking him up at school. We feel good hbout our involvement."

. . . pastor.

" Many times after a meeting, we'd talk. If she wants advice, I am the type ofperson
that would state my opinion, whatever I thought was in Jack's best interest."
. . . friend of mother.

Source: Personal Futures Planning Project, PFP Evaluation Component Interviews(s), (1993), Brenda Pezzarossi,

Parent Coordinator, Interdisciplinary Human Development Institute, University of Kentucky, Lexington, Kentucky.
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SUPPORT
For the Family and/or Caregiver

Sample Quotes

FAMILY MEMBER

"I feel like when they are here, I have God's hand in my hand. I feel like they
listen to me and there is no criticism and they really go out of their way for me.
They really want to get somewhere for Joe and for themselves, too. They want
to accomplish it both ways. I think they protect me and Joe. They made me feel
like it was okay to cry when I did. I didn't feel alone. When I cry with family,
it is just like . . . well, what are we going to do? We are to see what we can
do." . . . mother.

FACILITATOR/NEIGHBOR

"I have become friends with Joe's mother and she is not necessarily a person that
I would have had the chance to become friends with, otherwise. I appreciate the
opportunity to meet her. She is a different person than a lot of my friends are.
She is an amazing woman. I have a lot of respect for her and I have learned a lot
from her about being positive in the face of adversity, about being a gentle
person, not being angry, about just hard work and being humble. All this sounds
corny, I know, but honestly she is a woman that I look to for strength because I
just think she is an amazing lady. I also enjoy them." . . . facilitator/neighbor.

PROFESSIONALS AND OTHER PARTICIPANTS

"There were so few people involved with Joe and in Joe's family's life, outside
of the school system. When Joe exited school, there was the fear that with life
outside of the school system, the people who could be involved in Joe's life
would be extremely limited. All th 3 people participating were professionals with
the exception of the parents of the young man."

. . Deaf-Blind Intervention Program transition specialist.

"I think some things that we didn't expect was the difference it made in Joe's
mother's life, in that it has given her the courage to go out and do some things
that she lacked either the courage or means to do previously, such as taking
driving lessons to get her driver's license and to start looking at some training for
herself with maybe some work potential in her future. . . things that she couldn't
even consider before, due to her commitment to Joe and the time that he required
in her caring for him."
. . . Helen Keller Affiliateship vocational rehabilitation service provider.

Source: Personal Futures Planning Project, PFP Evaluation Component InteMew(s), (1993), Brenda Pezzarossi,

Parent Coordinator, Interdisciplinary Human Development Institute, University of Kentucky, Lexington, Kentucky.
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Transition of the young adult with the disability is not the only
change which can have an effect upon the family and the caregiver.
Changes in the structure of the family itself can be due to other life events
which occur routinely in most other families. Terry Sweeney's sister got
married and moved out of town, which meant the family lost their main
contact for Terry to be able to attc,nd any after-school events. Since all
friends of Jenny's guardian are getting older and having health problems,
they can no longer be available to offer respite. Mrs. Burton cherished the
time Joe's brother could help her out with Joe when he was home from
college; but, when he left again it made the adjustment more difficult.
Whether a family member is disabled or not, changes do occur in the
structure of all families. However, coping with the routine along with the
unexpected may cause a reaction similar to the one made to her daughter's
school admission coordinator by Sharon Green's mother.

I just felt like you were all hitting me with so much
at one time and I have done this and I have done
that.

Social isolation of parents and caregivers of young people with more
severe disabilities appeared time and time again in the quotes from the
interviews. Some parents seemed tc have passively accepted their plight of
being alone. "I really haven't needed anyone to come." Other parents
reacted to the isolation with a passive sort of anger. "No one has paid me
for nineteen years to take care of my child." A question asked by one
parent seemed typify her own contribution to the social isolation she felt.
"I feel that if I can't do it and I'm his mother, then how can I expect other
outside people to do it?" Another parent who had sought outside help, had
seen positive outcomes, and been relieved still felt somewhat isolated.
"When it gets back down to the nitty gritty, it all falls back onto the
shoulders of the parents."

Professionals' views of family support leaned more toward generic
statements of the focal person's support in comparison with others for
whom they were responsible. "Sam is fortunate to have so many people to

1993 FINAL REPORT: PFP Qualitative Analysis, Brenda Pezzarossi, IHDI, University of Kentucky, Lexington, KY
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support him and the family support, as well, which a lot of our other
residents here do not have." From this professional's perspective, the
notion of family support was relative when compared to the lack of support
some people on her case load at the institution experienced throughout their
life time.

Service providers, often with large case loads, wondered why other
people with whom they worked could not receive the support of the
personal futures planning process for their lives. "There is another student
in Jake's class that I work with, who is trainable mentally handicapped and
also hearing impaired, but not visually impaired. She isn't as high
functioning as Jake and would benefit tremendously from something like
this. . . . I asked my supervisor because I wondered how Jake was chosen
for this. She thought it was strictly for deaf and blind children." A
service, without being limited to one specific type of disability, appeared to
be the foundation for comments by many professionals. Most
professionals, who shared huge case loads, wanted the same support
process for all people with disabilities with whom they were involved.

CATEGORY IV: Coordination of Schools and Other Programs

The theme titles below exemplify the issues involved in the
coordination of schools and other programs.

THEMES
In the Coordination of Schools and Other Programs

1. The Magnitude of Programs
2. Coordinated Programs: The Need for Enhancement
3. Weariness of Efforts of Other Participants
4, Family Fatigue and Resignation in Coordination

The magnitude of the service system seemed to cause the greatest
desire for a concerted effort to produce coordinated end products for the
focal persons involved in the planning meetings: The themes, noted in the

1993 FINAL REPORT: PFP Qualitative Analysis, Brenda Pezzarossi, IHD1, University of Kentucky, Lexington, KY
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THEMES: PFP COORDINATION
Observations of Coordination of School and Other Programs

Sample Quotes

THE MAGNITUDE OF PROGRAMS

"Maybe somehow. . . you'll just have to list everybody who is involved, but then it
gets so big and confusing." . . . itinerant hearing teacher.

"The channels you go through, that kind of amazes me. Some things are federal, some
things are state programs. . . just the different places you go. It's just kind of
overwhelming, all the different agencies." . . . high school teacher.

"My concern is . . . do I use both programs or is it just if he's in a new program, he
don't get the other ',ny more? I'd just like to know where I stand when he's offered
these programs." . . . mother.

"I still didn't know what to expect in terms of how the meeting would be conducted
because what we did was combine it with her IEP and her IITP meeting. . . not
knowing how all of that was going to fit together and tie in together." . . . school
admissions coordinator.

A STRONG NEED TO PRODUCE COORDINATED PROGRAMS

"I think things will be changed a lot for her and I think that it's going to take a
coordinating effort to make everything work." . . . vocational evaluator

"The same school personnel who earlier had expressed some really sincere reservations
about whether it was even reasonable to proceed, gave me names . . . to contact."
. . . employment consultant.

"It is extraordinarily difficult to coordinate meetings across professionals and families,
all of whom have very busy schedules, so I think that is where I feel that I take on a
disproportionate amount of tasks, which probably isn't tnie." . . . facilitator

Source: Personal Futures Planning Project, PFP Evaluation Component Interviews(s), (1993),
Brenda Pezzarossi, Parent Coordinator, Interdisciplinary Human Development Institute,
University of Kentucky, Lexington, Kentucky.
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Section 13

THEMES: PEP COORDINATION
Observations of Coordination of School and Other Programs

Sample Quotes

WEARINESS OF EEFORTS IN COORDINATION: OTHER PARTICIPANU

"I mean we've been around and around with those people to get him physical therapy
and it just doesn't seem to be working." . . . sister

I have worked with systems to demand that they provide an adequate education for
Jenny, simply because there was nothing here and the child needed more."
. . . friend of grandmother.

"When we get to the school issues, I felt that a lot of the weight and burden for all of
that figuring out fell on me . . . and that is not to take an ego investment. I felt very
alone when it came to strategizing about how do we get this thing to work."
. . . facilitator.

FAMILY FATIGUE AND RESIGNATION IN COORDINATION

"1 talked to the therapist once. Every time I tried to talk to her about the wheelchair
. . . seems like she kept turning me off." . . . mother

"I could do it, but it'd be real hard on me. I'll have to get her ready . . . be on call to
pick her up." . . . guardian/grandmother.

"I spend all day Monday making long distance phone calls to find out what is going on.
It makes it kind of hard to find out whose job is what, what my job still is."
. . . mother.

"I think . . . they were things I had thought about, but realized they were not in my
reach to be able to do. You think about this is what you would like for your child and
this is what you want, but you just don't have the capability of pulling it all together."
. . . mother

Source: Personal Futures Planning Project, PFP Evaluation Component Interviews(s), (1993),
Brenda Pezzarossi, Parent Coordinator, Interdisciplinary Human Development Institute,
University of Kentucky, Lexington, Kentucky.
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COORDINATION
SCHOOL AND OTHER PROGRAMS

Sample Quotes
i

FAMILY MEMBER

o "When he was at the other school, they would always discuss and ask what I
wanted for the future for Jake. I'd always say, "whatever comes, 'whatever
happens . . . we'll just take one day at a time. You can't plan on a whole lot
for the future because it might not go right. We mostly just plan 'one day at a
time' and see how that works out and we go on from there." . . . mother.

PROFESSIONALS

"My expectation was that there would be family members and professionals and
that this would occur in either a neutral location or a place like the family's
home or something along that line, but it turned out to be very different because
all of the people Mom invited were professionals. She was the only
nonprofessional attending the meeting. The meeting was held at a segregated
facility." . . . Deaf Blind Intervention Program.

OTHER PARTICIPANTS

"I know he gets speech therapy at KSB, but he also gets speech therapy one day
a week through the public school and one wasn't aware that the other one was
doing therapy. Even with speech, it would have been nice if maybe the speech
goals could have been similar. My language goals should be similar to her
language goals. We should be reinforcing and be working somewhat on the
same thing." . . . itinerant hearing teacher. (In discussing improved
coordination through the Personal Futures Planning process.)

"I have a lot more confidence in the outcome than if it is only once a year.
When it is only once a year, you say, "Well, so & so didn't do her part, or this
was a dead end, or we couldn't follow through on that because of ta da."
Where as, this way, (in the PFP process) you know that in another six weeks or
so that you are going to be meeting again and it is going to be right out there
again on the table and you can get right on it." . . . vision program coordinator
(In discussing improved coordination through the Personal Futures Planning
process.)

Source: Personal Futures Planning Project, PFP Evaluation Component IntervIew(s), (1993), Brenda Pezzarossi,

Parent Coordinator, Interdisciplinary Human Development Institute, University of Kentucky, Lexington, Kentucky.
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observations which dealt with the coordination of schools and other
programs, appeared to cause the greatest degree of weariness among both
parents and professionals. The size of the service systems and their
programs were confusing to parents and professionals as well. This was
summarized best by a regular education high school teacher.

The channels you go through, that kind of amazes me. Some
things are federal, some things are state programs, just the
different places you go. It's just kind of overwhelming, all the
differera agencies.

Joe Burton's mother, who recently received supported living
services for her son as a result of being involved in the Personal Futures
Planning process, expressed confusion over the many programs which
involved Joe. "Do I use both programs or is it just if he's in a new
program, he don't get the other any more?" The itinerant hearing teacher
for Jake Stephens thought everybody should be listed for the school
meetings. "You'll just have to list everybody -who is involved, but then it
gets so big and confusing." Since she did not understand at the beginning
how everything was going to fit together and tie in together, a state school
coordinator commented:

I still didn't know what to expect in terms of how
the meeting would be conducted because what we
did was combine it with her IEP (Individual
Education Program) and her IITP (Individual
Interagency Transition Plan) meeting.

A sense of parents and professionals working together on the same
level was noted in the interviews when both expressed similar degrees of
exhaustion in dealing with the coordination of the myriad levels of service
systems. "I have worked with systems to demand that they provide an
adequate education for Jenny." was a comment from a long-time friend of
the grandmother for Jenny Russell who advocated a long time ago to make
a difference in Jenny's school program. One personal futures planning
facilitator expressed her feeling of isolation when it came to strategizing
how to get something to work. "When we get to the school issues, I felt

1993 FINAL REPORT: PFP Qualitative Analysis, Brenda Pezzarossi, IHD1, University of Kcntucky, Lexington, KY
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that a lot of the weight and burden for all of that figuring out fell on me."
While some parents and professionals may have noticed an increase in
their tasks, most personal futures planning meetings enabled a greater
coordination of services to work in the best interests of the focal person.

CATFGORY V: Resources with the Focal Person Involved

Community acceptance, independence, and activities available for
the focal person were all themes found within the category of resources
with the focal person involved. These themes are found below:

THEMES
Observations of Resources with the Focal Person Involved

1. Community Acceptance of Focal Person
2. Independence of Focal Person
3. Activities Available for the Focal Person

While members of the personal futures planning teams worked to
make resources available for the focal person of the team for which they
were a part, community acceptance did not occur spontaneously.
Resource development of providers with job titles such as a 'leisure
companion' and/or 'recreational therapist' were created as a vehicle for
social involvement for several of the focal persons. However, funding for
paid service providers continued to be a problem which limited available
resources. When the focal person was able to become more involved in
school and community resources, just the act of getting involved did have
some positive benefits upon their independence.

CATEGORY VI: Resources Available for the Focal Person
in the Community

Resources in the community fell into four themes such as supported
living, supported employment, availability, facilitators and service

1993 FINAL REPORT: PFP Qualitative Analysis, Brenda Pezzarossi, IHDI, University ofKentucky, Lexington, KY
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THEMES: PFP RESOURCES
Observations of Resources with the Focal Person Involved

Sample Quotes

COMMUNITY ACCEPTANCE OF FOCAL PERSON

"He had some old friends from years ago that are in college now. That's the first place they
go is to go in and visit Jeff. He's developed a pretty wide circle of friends out at the high
school." . . . high school teacher

"She has a lot of community outings and going, doing things like the swimming and stuff, but
as far as being 1. tepted or considered a part of the community, I don't think she has that yet."
. . . mother

"To me, it looks like a little seizure when he snatches his head. You're out in thestreet and
people see that with this big tall man and they have a tendency to be a little leary or afraid of
him. This is the reaction you get from people and I am sure Sam feels some of this."

. . . family relative

INDEPENDENCE OF FOCAL PERSON

"On Wednesdays, we do community based education where the teacher (for the mentally
handicapped) takes them down to the public libray and checks out books, ride the TARK, work
with bus fares, must know where to get on and off. I meet them on Wednesdays at the gallery,
a shopping mall downtown and work on ordering food, counting money. Jake is becoming
more independent." . . . hearing itinerant teacher.

"Sally had been through a lot of meetings about one thing or another. Getting her auditory
trainer, she had to meet with peop1e. The neatest thing is that Sally realized that she could do
some of these things she had wanted to do." . . . school admissions coordinator

ACTIVITIES AVAILABLE

"There's a recreational therapist that come in and takes her (Sharon) out swimming and takes
her to the park and takes her bowling, stuff like that that's fun." . . . mother

"They take him (Terry) out at school. Once a week they go around maybe to a restaurant or a
store. They take them different places to get them a Coke or take them shopping." . . . father

"He's out just in the mornings, like Monday, Tuesday from 9:00 AM to 1:00 PM, and then
Wednesday, Thursday from 9:00 AM to 11:30 AM. for his leisure service. After that, he's
with me, looking after my mother, shopping. I mean he goes everywhere with me."

. . . mother

"On a Sunday morning when he's in church, I always make a point to speak with him as
though he understood everything that was going on." . . pastor's wife

Source: Personal Futures Planning Project, PFP Evaluation Component Interviews(s), (1993), Brenda Pezzarossi,

Parent Coordinator, Interdisciplinary Human Development Institute, University of Kentucky, Lexington, Kentucky.
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RESOURCES
Involving the Focal Person

Sample Quotes

FAMILY MEMBER

"She has very few just friends. Her people around her are mainly people that
do stuff for her. Sharon has not made that bond with a friend. I mean, she's
very friendly with everybody, but as far as having somebody that comes to see
her just because they're her friend or just because they like her or they've met
her at school and they've formed a bond, she doesn't have that. It's the people
that work with her, it's family, you know." . . . mother.

PROFESSIONALS

"She's involved with all the activities they has:re there (group home) we do. She
has a YMCA membership. She goes out on recreation through our program
once a week. She's involved in any of the extra activities that we might have.
If we have dances or picnics, Special Olympics, you know all that, she's
involved with through us. I think that's increased even more since she's moved
into the group home as well." . . . case manager.

OTHER PARTICIPANTS

"She lives in the group home setting and she does have access to other young
people in that setting and I understand that she gets along with them quite well.
She does have other persons who visit her room and she does interact with
people in the group home situation. I understand she's participating in her
school fairly actively and I think that's good. I also understand they're doing
cOmmunity based programming with Sharon at school and I think that's good. I
think she participates in other community activities through the group home
situation on a regular basis, as well." . . . educational consultant

Source: Personal Futures Planning Project, PFP Evaluation Component Interview(s), (1993),
Brenda Pezzarossi, Parent Coordinator, Interdisciplinary Human Development Institute,
University of Kentucky, Lexington, Kertucky.
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THEMES: PFP RESOURCES
Observations of Resources Available for the Focal Person in the Community

Sample Quotes

SUPPORTED LIVING ARRANGEMENTS: MORE NEEDED FOR FOCAL PERSONS

"The dream has to do with him living outside the facility. I think that is reasonable for Sam.
I don't know that it is possible given the limitations of resources." . . . facilitator

"I know several years ago when the father thought they might have to put Terry in a home,
I know he would just cry because he didn't want to put him somewhere. If her (his mother's)
back gives out I don't know what will happen." . . . pastor's wife.

"The long range goal for my son is to have him living outside of the institution in a supported
living situation. I know I can not do that alone." . . . mother

SUPPORTED EMPLOYMENT: MORE NEEDED FOR PEOPLE FOR FOCAL PERSONS

"Sally did get employment this summer working with young children in a day care. She did
get counseling." . . . school admissions coordinator

"I want Jack to be as productive as he can in his future. I don't want him just sitting around
watching T.V. for the rest of his life. I won't always be here to take care of Jack."

. . . mother

"I hope that we can have Sam, if not out in an apartment out of the institution, then definitely
out looking into some area sites for him and also a job for employment" . . . case manager

FUTURE CONCERNS OF AVAILABILITY OF RESOURCES

"I know she's very concerned about Jack's future. As she is, as we are getting older, I think
that is a big concern." . . . teacher friend of mother

"I just hope, I just worry about her. That is what is wrong with me now. What is going to
happen to Jennifer after I am gone? I know it willl be a group home or something like that,
but I want someone to love her." . . . grandmother/guardian

MORE PFP FACILITATORS AND/OR HUMAN SERVICE PROVIDERS NEEDED

"I have looked high and low for help and for people to come in and break it down step by step
into what they expect of Joe. It was so discouraging for six years, but now I feel he has a
future." . . . mother

"It is good to get other people's ideas because you (as a parent) are limited in how you see
(your child) because of your limited resources." . . . mother

Source: Personal Futures Planning Project, PFP Evaluation Component IntervIews(s), (1993), Brenda Pezzarossi,

Parent Coordinator, Interdisciplinary Human Development Institute, University of Kentucky, Lexington, Kentucky.

169



31

RESOURCES
Available for the Focal Person in the Community

Sample Quotes

FAMILY MEMBER

"He don't understand commands or what to do. She (Goodwill) told me he'll
always have to have custodial care. That's just the way she put it. You know,
they closed the book on him in vocational rehabilitation. There's nothing more
they can do. Okay now, Joe gets out four days a week. The leisure therapist
drops me off at school and Joe goes to restaurants, . . . museums, . . . the zoo.
I'm trying to get him in a swimming program and I'm looking for a fitness club
or another place if it's open in the morning." . . . mother.

FACILITATOR/NEIGHBOR

"Clearly, no one expected Joe to be out in the community three days a week. I
think the process yields wonderful surprises that happen and that's been true with
Joe. Nobody ever dreamed that Joe's parents would be as supportive of him
being out in the community and cared for by other people as they are now. The
clincher of it all was that they now want other people to be involved in Joe's life
and see other people being able to care for him and participate in making that
happen" . . . facilitator/neighbor.

OTHER PARTICIPANTS

"There was a supported living application filled out and Joe was approved. We
had the meeting that we brain stormed about different activities and we met with
the gentleman . . . who will be Joe's companion and instructor. We also had a
communication evaluation done on Joe which was something the group wanted to
have done which made various suggestions to add to his communication which
would help facilitate communication with his companion and family and
something on which to base some instruction that could be done with him in
communication." . . . Helen Keller Affiliateship service provider.

"It took months and months and months of trying out different people in Joe's life
before the right match was found. My little part . . . was to provide some funds
to renumerate those people. The team worked together to write a supported living
proposal and it was all based on the work we'd done in locating a companion and
embedding him in Joe's life. To make a long story short, the supported living
council liked what had been put together and provided perpetual funding for the
companion to stay in Joe's life." . . . comprehensive care system provider.

Source: Personal Futures Planning Project, PFP Evaluation Component Interview(s), (1993),Brenda Pezzarossi, Parent Coordinator, Interdisciplinary Human Development Institute,
University of Kentucky, Lexington, Kentucky.
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providers. Below are the themes listed for the category of resources
available for the focal person in the community.

THEMES
Observations of Resources Available for the Focal Person in Community

1. Supported Living Arrangements
2. Supported Employment Availabilty
3. Future Concerns of Availability of Resources
4. PFP Facilitators and/or Service Providers Needed

The greatest need for resources of young adults, as they transitioned
out of high school, was for support to be able to live in their own
community. Being supported in employment in order for young adults to
become contributing members of society was also important. Parents'
comments centered around the concern of what would happen to their
children after they could take care of them no longer. Since most parents
never before had a plan for the future of their child, more Personal Futures
Planning facilitators and/or more human service providers trained to
continue to help parents plan futures were seen as necessary for outcomcs
to endure.

CATEGORY VII: Life Changes and/or New Experiences

School objectives, adult service goals, and community plans, which
included supported employment and supported living were all themes
observed in the life changes and new experiences categories of the
interviews .

THEMES
Of Life Changes and/or New Experiences

1. School Objectives 4. Supported Employment
2. Adult Service Goals 5. Supported Living
3. Community Plans

1993 FINAL REPORT: PFP Qualitative Analysis, Brenda Pezzarossi, IHD1, University of Kentucky, Lexington, KY
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THEMES: PFP LIFE CHANGES/NEW EXPERIENCES
Observations of Life Changes and New Experiences for the Focal Person

Sample Quotes

SCHOOL OBJECTIVES

"We were determined to increase his [Jeff] circle of friends, make him more aware of his
surroundings, more comfortable. He's more mobile now and both of those have been done."

. . . high school teacher.

"It's like when he Pack] went from the middle school to high school . . . we saw that it did
work very well with the couple of classes." . . . teacher friend of mother.

ADULT SERVICE GOALS

"It's better for him to have a community resource developer to take him out in the community
and they'd (the task force and Supported Living) pay for that. I know who he's with and I
know where he's going, and he's getting out and I'm getting out, too." . . . mother

"Some of them I didn't think would get done because if it depended upon my resources and
what I could get done, then it wouldn't; but, you have this pool of people to pull from and to
help you do the work. Most of the goals for Sam have been accomplished." . . . mother
(Goals included such things as relatives visiting, a sununer job, and training at HKNC,
Helen Keller National Center)

COMMUNITY PLANS

"She [Sharon] moved into a group home. She's going to a different school . . . in a summer
program, attends an adult day program. She's got recreation, swimming at the Y, a music
therapist once a week, and she gets music." . . . mother

"The auditory trainer is a major benefit to him [Jake] and something that had not been fully
explored. Now it will help his expressive communication. He will become more ofan
independent traveler and feel more comfortable about going out." . . . hearing teacher.

SUPPORTED EMPLOYMENT.

"They did a wonderful job up there by getting her [Jenny] a job and getting the meetings,
getting everybody together; but, it's not their fault that it didn't work out and it's not the fault
of the people that attended." . . . grandmother/guardian

SUPPORTED LIVING

"In Joe's life, I think the changes are pretty well stated. More involvement, more life outside
the home, more independence from his family, these kinds of things." . . . vocational
rehabilitation counselor.

Source: Personal Futures Planning Project, PFP Evaluation Component Interviews(s), (1993), Brenda Pezzarossi,

Parent Coordinator, Interdisciplinary Human Development Institute, Universtty of Kentucky, Lexington, Kentucky.

172



LIFE CHANGES/NEW EXPERIENCES
Sample Quotes

FAMILIES

34

"Before we had these kind of meetings, we didn't have any hope that there
could be a productive future for Jack." . . . mother.

PROFESSIONALS

"I hoped that Jack would have been out of the middle school very quickly after
we started convening and that there would be a lot of people that felt the same
way about that so that could happen. The only thing I don't like is that we can't
get more people involved, the more people you can assign duties to which
means that more's going to get done." . . . Deaf-Blind Intervention program.
(In discussing the amount of time i, took for Jack to move from the age
inappropriate middle school placement to the high school.)

OTHER PARTICIPANTS

"I think with some of the plans, it's just a bit hard to tell sometimes. You just
have to get in there and try a little bit. It's just like when he went from the
middle school to high school, I think we wanted that for him, but we didn't
know exactly how that transition would work. I think we saw that it did work
very well with the couple of classes he did take last year over there."
. . . teacher friend of mother.

"People would come up to his mother and make the statement that they've seen
a lot of changes in him and that they've felt the situation was good for him and
there were professional people. These people were like the occupational
therapists and people who could just see that the fellowship and everything was
a good environment for Jack and they just made comments to such."

. . . long time friend of the family.

Source: Personal Futnres Planning Project, PFP Evaluation Component Interview(s), (1993), Brenda Pezzarossi,

Parent Coordinator, Interdisciplinary Human Development Institute, University of Kentucky, Lexington, Kentucky.

173



PERSONAL FUTURES PLANNING PROJECT EVALUATION COMPONENT INTERVIEW ANALYSIS 35

According to team members interviewed, increasing friends,
mobility, personal advocacy, and integration were the greatest needs for
which school objectives had been established and, in most cases, these met
with a moderate degree of success. However, adult service and
community plans were more nebulous and less striking in the finality of
specific goals accomplished. Since adult and community systems cover the
span of the rest of the focal person's life after his/her exit from school at
age twenty-one, these plans will need to be addressed over the focal
person's life-span.

Many participants interviewed hoped the changes and experiences
which had occurred through personal futures planning would continue.
Most participants, especially parents, stated that they would continue to
need support and assistance to facilitate life changes for the focal person.
Sam Marshall's mother said it this way.

It is not all straightened out. That is what we're working on.
No, it is just like you go from on thing to another. Then,
there is a nice quiet period and you rest. Then, you get all
geared up for the next thing.

CATEGORY VIII: Empowerment of the Focal Person and/or Family

As a category exemplifying outcomes of forming personal futures
teams around focal persons, empowerment was a very difficult, yet
potentially significant outcome.

THEMES
Empowerment: Focal Person and/or Family

I. Parents and Caregivers Speak Out
2. Parent/Caregiver Advocacy on Behalf of Child
3. Advocacy on Behalf of Focal Persons
4. Self Advocacy in the Focal Person

1993 FINAL REPORT: PFP Qualitative Analysis, Brenda Pezzarossi, IHDI, University of Kentucky. Lexington, KY
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THEMES: PFP EMPOWERMENT
Observations of Empowerment of Focal Person and Family

Sample Quotes

PARENTS/CAREGIVERS SPEAK OUT

"Being outspoken is better than standing back waiting and listening." . . . mother

"Well, after awhile you get tired of getting run over, too. If you get run over enough,
you start fighting back." . . . father

PARENT/CAREGIVER ADVOCACY ON BEHALF OF THEIR CHILD

"The mother met with the people in the central office . . . and things were back in
force as we had originally planned." . . . friend of family.

"We were one of the first. . . everybody else was learning from us . . . learning from
our mistakes and how to handle the situation to get what they needed for their handicapped
child." . . . father.

"I'm getting somewhere. You have to work for your answers, you've got to work for
your rewards. You really do. It's hard work, but you can do it." . . . mother

ADVOCACY ON BEHALF OF FOCAL PERSONS

"I have spent a great deal of time over the past year and a half advocating for Sam, so I
guess I have an advocacy relationship." . . . facilitator.

"I didn't agree with everything. I spoke up, but I don't know at which meeting, about
it." . . . guardian/grandmother.

SELF ADVOCACY IN THE FOCAL PERSON

"They're telling her you have to go here and you have to go now and she is telling
them, "I don't want to go here and I'm not going to go here. If we're going to go, you're
going to have to make me go." . . . mother:

"This is a new experience for her to be able to voice what she wants and voice some
things in trying to make decisions. She has come a long way since the first meeting."

. . . facilitator

"She hasn't been given choices. . . I think people are still making choices and they're
still wanting Sharon to do what they want her to do. It's not what she wants to
do." . . . mother.

"That is one of the main reasons that we Lave gotten into this is to learn better ways to
communicate with him." . . . high school teacher

Source: Personal Futures Planning Project, PFP Evaluation Component Interviews(s), (1993), Brenda Pezzarossi,

Parent Coordinator, Interdisciplinary Human Development Institute, University of Kentucky, Lexington, Kentucky.
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EMPOWERMENT
PFP FOCAL PERSON/FAMILY

Sample Quotes

FAMILY MEMBER

"I've been pretty independent all my life and I hate to ask people to do things
for me. I know now, all they can do is say no and it might hurt my feelings;
but, it's not for me, it's for Jack." . . . mother.

PROFESSIONALS

"I had been working with Jack about a year before and had gotten to know his
mother and knew what some of her concerns were, and I had some concerns
about Jack's school placement, and so I saw this as an opportunity to really try
to make some changes in his life, so I guess that's the reason I wanted to be
involved." . . . Deaf Blind Intervention Program. (/n discussing the role of the
PFP process in empowering the mother to voice her concerns with the school
system.)

OTHER PARTICIPANTS

"It is my understanding that his mother did go talk to some people at the central
office about some of the things that were supposed to be done and that had been
carried out for a short period of time, but had sort of deviated back to the old
method. After she met with people in the central office, I understood that those
were back in full force as we had originally planned." . . . long time friend of
the family.

"I just think we have to always keep in mind and we need to reach out for the
ultimate and top of everything. . . using common sense through it all, too."
. . . retired teacher friend of mother.

Source: Personal Futures Planning Project, PFP Evaluation Component Interview(s), (1993), Brenda Pezzarossi,

Parent Coordinator, interdisciplinary Human Development Institute, University of Kentucky, Lexington, Kentucky.
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One parent, the mother of Sam Marshall, had grown tired of the all
the efforts required in making a life for her son and for herself. She
expressed her feelings about empowerment in this way:

I don't have a problem with allowing other people
to do things for me. I don't ever want to get to the
point where I just wear myself out. I have been to
that point before where I have almost been totally
worn out. So I don't have a problem with allowing
other people to do anything for me. You know, I
have learned that lesson.

Feeling enough power to have the confidence to make their own
choices is one outcome of encouragement and support to focal persons and
their families. Personal Futures Planning kinds of empowerment were
evident in the interviews because of the social circles formed for
encouragement of the focal person and family. Advocacy by parents and
caregivers on behalf of their child, advocacy by others on behalf of the
focal person, and self advocacy exhibited by the focal person were all
themes running through the empowerment category.

Becoming a self advocate, the last type of empowerment, is
recognized as the highest form for which all should strive. This self
advocacy was not only found in one of the most capable young adults
interviewed, but also in a young lady with some of the most severe and
challenging disabilities. After her uaughter's move to a group home, this
exemplary form of self advocacy was noticed by Sharon Green's mother.

I think people are still making Merl choices and it's
not what Sharon wants to do. She sits down and
refuses to get up. You have to keep talking to her
and you have to physically get her up. She can be
pretty stubborn when she wants to be. .

1993 FINAL REPORT: PFP Qualitative Analysis, Brenda Pezzarosai, IHD1, University of Kentucky, Lexington, KY
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CATEGORY IX: Ripple Effects

Although ripple effects were noted by family members, the greatest
number of benefits, mentioned in the interviews, was with professionals
who had been either facilitators or members of the planning teams. Ripple
effects of the Personal Futures Planning Project were divided into five
main themds.

THEMES
Observations of Ripple Effects

1. Attitude Changes about Disabilities
2. Referrals to Help Others with Disabilities
3. Financial Gains and/or Opportunities for Families
4. Benefits to Professionals and Team Members
5. Future Careers in the Helping Professions

Observations of attitude changes were made mostly by professionals
working in the field. Unusual themes, found in the quotes, included
financial gains for families, referrals of team members to assist other
persons with disabilities, and the future career possibilities for people
involved in the process. Due to the lasting impact the focal person
appeared to have upon the young people with whom they came in contact,
either as peer tutors or as a members of the Personal Futures Planning
teams, this last career theme was the most futuristic benefit of all.

Summary
The number of quotes about the participation of the focal person in

the actual meetings and the quotes about participation in the process by the
family and the community were closely related. Support for the family and
caregiver was linked in many ways because of the complexity of services
involving coordination of the school and other programs. Resources, both
for the focal person and in the community, were constrained by very
limited formal resources , in most communities. Since empowerment
depended upon so many variables, it was a difficult category to attribute

1993 FINAL REPORT: PFP Qualitative Analysis, Brenda Pezzarossi, IHDL University of Kentucky, Lexington, KY
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THEMES: PFP RIPPLE E1414ECTS
Observations of Ripple Effects of PFP Meetings

Sample Quotes
ATTITUDE CHANGES

"The process has helped people think about Jenny in other ways." . . . employment consultant.

"It taught me. . . there is a whole world outside that this person is a part of and how to include
them in it as another human being and not to treat them as an invalid." . . . family relative

"I don't think that up until this time anybody had ever thought about Sam in this way. I think
it was radical . . . I think that for his mother." . . , facilititator.

REFERRALS TO HELP OTHERS WITH DISABILITIES

"Our brother's youngest granddaughter . . . sounds a lot like Terry. I thought of this program
because they have helped Terry so much." . . . pastor's wife.

"We've had something similar for another student who is not deaf/blind just because of her
needs and I feel much better about the plan." . . . vision program director

FINANCIAL GAINS AND/OR NEW OPPORTUNITIES FOR FAMILIES

"A lot of Terry's health care costs have gone down." . . . sister

"Sharon's mom now sometimes works as a parent consultant to other parents" . . . consultant

BENEFITS TO PROFESSIONALS AND TEAM MEMBERS

"Its raised my expectations . . . for a lot of the other kids I work with and I think seeing the
positive effects of his inclusion . . . carries over." . . . Deaf/Blind Intervention specialist

"They're neighbors, they're friends. I'm not sure when I first got involved that I expected to
have an on-going friendship with them." . . . facilitator/neighbor.

"I'm helping families secure really significant things that can make a difference in their lives,
and without this process, I don't see it." . . . comprehensive care employee.

"It would . . . to my caseload . . . distribute responsibilities so I do not have to put extensive
time and energies into the entire family." . . . Deaf/Blind Intervention specialist.

FUTURE CAREERS IN HELPING PROFESSIONS

"One young lady attended one meeting and has kind of carried this with her . . . as a
springboard for other things." . . . vocational rehabilitation counselor.

"The peer tutors. We added two peer tutors during the year and I think it has opened their
eyes and broadened their horizons a great deal." . . . high school teacher

Source: Personal Futures Planning Project, PFP Evaluation Component Interviews(s), (1993), Brenda Pezzarossi,

Parent Coordinator, Interdisciplinary Human Development Institute, University of Kentucky, Lexington, Kentucky.
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RIPPLE EFFECTS
Sample Quotes

FAMILY MEMBER

"Through this, we have met a lot of caring people. It makes us seem more
apart of something instead of having to go through this by ourselves. We don't
have to be alone." . . . mother.

PROFESSIONAL

"One of the nice things about my involvement with him is that it has been more
frequent than with many of the kids I'm involved with and it has raised my
expectations for him and hopefully for a lot of the other kids I work with. I

think that seeing the positive effects of his inclusion, I hope that carries over,
because I am a person that has had reservations about the inclusion of some kids
and I hope that the things I've learned from working with Jack carry over to
some of the other kids I work with." . . . Deaf-Blind Intervention project.

OTHER PARTICIPANTS

"You know I see them doing more things together as a family. With the school,
I'm assuming that a Jot of the things that we had decided prior to next year will
be in force." . . . teacher friend of the mother.

"I will always remain a friend of that family and I'll always be considered a
supportive person in any way I can help him or the goals that are for his mother
and to be supportive to her and her family." . . . long time friend of the family.

Source: Personal Futures Planning Project, PFP Evaluation Component Interview(s), (1993),
Brenda Pezzarossi, Parent Coordinator, Interdisciplinary Human Development Institute,
University of Kentucky, Lexington, Kentucky.
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solely to the personal futures meetings. Finally,- ripple effects were seen in
a great variety of themes as a result of the Personal Futures Planning
Project.

Nine major categories were gleaned from the interviews of family
members and other participants included in the Personal Futures Planning
Project. Those interviewed nearly always gave a history of the
circumstances surrounding the focal person with whom they were
involved. When placed into the volumes of interview transcriptions, this
history was sometimes difficult to decipher from the current 'events in the
life of the focal person. With parents, the past seemed to be 'only a step
away' from the Personal Futures Planning progress of the present. While
wondering about the future of her twenty-one year old son living
elsewhere, outside of an institution, one parent talked about the past.

You know you want to do it, but you are not sure yoa
want to take that chance. There is always the chance that
it is not going to work. You don't want to feel like then
you'll have to start all over again.

Conclusion
It is appropriate to conclude this exploration of interpretations with a

comment from one of the parents involved in the three year Personal
Futures Planning Project. There were life changes and new experiences
with all the family members and focal persons sampled in areas such as
inclusion, communication, transition, family support, advocacy, supported
employment, coordination of schools, and other resources. However,
underlying these many positive outcomes were pervasive fears of the
future. Sam Marshall's mother expressed it this way.

Our children are not going to be here for just two or three
years and it is not going to be just our children. Every day
there are new clients to serve . . . new families to serve. As
parents, we get older and we are not abk to do everything
that we think we would like to do forour child. We are going
to need the assistance for our child's entire We or find people
who can do that if something might happen to us.

1993 FINAL REPORT: PFP Qualitative Analysis, Brenda Pezzsrossi, IHDI, University of Kentucky, Lexington, KY
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The conflict that families often felt was not so much that they
disagree with the process of the planning meetings to dream and design a
future for their family member. It was more often than not due to the
implications these future plans had for their own lives. For them, the
struggle would never be over. For many of. these families, there was
always the apprehension that the future would negate the successes they
had achieved. This represents the continual struggle of parents,
professionals and community members in maintaining and enhancing the
life outcomes of youth with dual sensory impairments.

1993 FINAL REPORT: PFP Qualitative Analysis, Brenda Pezzarossi, II-IDI, University of Kentucky, Lexington, KY
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Appendix VIII - H

Participant Observation Background For Jason:

Jason was 18 years old when the Personal Futures Planning process
began with Jason and his family. The profile information and first meetings
were held in the spring of 1991. At that time. Jason was placed in a severe-
profound handicapped, self-contained classroom housed in the middle
school. Jason had been in this classroom since returning from the

at the age of 12.

In April of 1991, the Associate Project Director observed the following
in Jason's classroom over a period of two hours:

"Jason sat in his wheelchair with one of the teaching assistants sitting
next to him. There was no instruction which took place during this time.
Jason initiated communication with the assistant by reaching out to touch
her and also vocalizing. There were four other students in the classroom
with one special education teacher and another aide (3 adults and 5
students). While there, one of the teaching assistants took two of the
students to the libraty and returned. There were no non-handicapped
students who served in the role of peer tutors and there were no
opportunities for interactions with non-handicapped students other than at
lunch time."

By the fall of 1991, Jason was enrolled in the home economics class at
the high school which was located next door to the middle school. The
Associate Project Director observed March of 1992, the following in his
home economics class:

"Jason was seated in his wheelchair at a table with three other
students. All of the other students in the classroom were young women.
They wefe talking with Jason prior to class starting, and he was smiling and
maintaining eye contact with them, especially Julie, one of the students
whom I had been told had taken a particular interest in Jason. Julie is an
attractive young lady who is a senior and will be graduating in the spring.
She planned to attend the training which was to take place
that afternoon on Jason's communication system.

The class for the day was hi lecture format. Jason was given paper and
a pen by one of his peers, and he did make marks on the paper while they
were taking notes. I was told by his home economics teacher that during
activity oriented classes she attempts to include Jason, as much as possible,
in the activity. He sets the table, hands things to other students out of the
dishwasher, receives hand over hand assistance in food preparation lessons,
and is asked his preference if there is one when the students have prepared
several different kinds of food and there is a choice.

While welcoming Jason into their class, it did seem as though he was
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treated in somewhat of a childish fashion by the other students. A more
age appropriate view of Jason might be encouraged if he were in the high
school all day, as opposed to only one class period."

Milton Tyree, who provided technical assistance to the PFP Project
around the issue of work for Jason, visited the high school in 1993. The
attached "Initial Work Considerations" paper which he wrote reflects some
of these issues. He also observed in Jason's classroom and many of the same
issues which the Associate Project Director observed in April of 1991 were
still there. This illustrates the limitations of the Personal Futures Planning
process when key people, such as the teacher, do not "buy into" or commit
to the dream or vision.

Extensive technical support was provided both the PFP Project and
the Deaf-Blind Intervention Program to the teacher, but the observations
would indicate that little was implemented even though many of these
objectives were included on the Jason's IEP. Jennifer Leatherby, the State
Coordinator of the Deaf-Blind Intervention Program, provided extensive
technical assistance to Jason's special education teacher and wrote his IEP
objectives, in concert with his Mother, for two of the three years of the
Project. Problems continued to be encountered with implementation
issues, as illustrated in the letter written to his teacher following a day she
spent observing Jason in his school program.

Participant Observation Background For Jamie:

When the Personal Futures Planning process was initiated with Jamie,
she attended school during the week at the in
a self-contained "multi-handicapped" classroom and iived on campus. Jamie
lived in a dormitory by herself with house parents and had no meaningful
interaction with other deaf students on campus. She was picked up on
Friday afternoon by her Grandmother and they travelled back to
where they lived. This is about an hour's drive each way.

Jamie was one of five students in this class. There was no community-
based instruction or vocational training in the community in integrated
environments. Jamie did wrap silverware in the school's cafeteria and
occasionally went to the .. and did piece
work when there was work.

Copies from Milton Tyree's observations of Jamie in her classroom in a
letter to . on 11/22/91 and notes from his involvement as an
Employment Consultant in helping staff at find her a job in the
community are attached. Mr. Tyree provided extensive technical assitanceto the in the areas of job development and job
coaching as staff there had never iniatiated this kind of activity on behalf of
their high school aged students. The observations would indicate that
positive interactions were occurring on the job site where Jamie was
employed and that positive benefits had resulted from this effort.
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Initial Work Considerations
for Jason

compiled by Milton Tyree
5/26/93

I. Background In January, I met Jason and began spending time
with him in order to help think about how he will spend his day
following high school graduation. Even thought Jason still has some time
remaining in school, now is not too soon to be planning for the future.
Current efforts. including Jason's Personal Futures Planning group and
his Supported Living arrangement. will Islay a critical role in fostering
positive post-school r?alities. Indeed, without such concerted planning
efforts, people having disabilities such as Jason's often find themselves
with little to do following graduation. (In other words, unless we do
something, things won't "just happen") Essentially, I will serve in
conjunction with positive efforts that have been initiated on Jason's
behalf.

In order to get to know something about Jason's life, I have (I) visited
with Jason and his family in their home; (2) observed Jason's school
program at . including his classes at the high
school; and (3) worked in conjunction with on developing a
trial for Jason as an office aide at the high school.

My primary responsibility involves generating "work" ideas for Jason.
Some type of employment or work is realistic to consider for Jason.
However, Jason needs to be appreciated and known for more than his
productive capacity since his ability to""produce" (at least in the
traditional sense) is not a particular area of strength. Therefore,
questions related to how Jason will spend his day must extend beyond
issues of work. I am beginning with this question: What is it that will
pi:0_1de JascA2
belonging and acceptance within his community? Of the many aspects
involved in answering this question, I will focus on types of people, place
and activity characteristics that seem to be a good fit for Jason. (Issues
of work and employment are subsumed here.)

II. People Considerations - Many have commented on Jason's desire to
imitate the actions of others. Since Jason is going to imitate what it is
that he observes, it is especially important the Jason have_good role
models. These role models need to be competent in areas of life that
Jason needs to learn. Additionally, models need to be people with whom
Jason will identify (as well as people who will identify with Jason). For
example, next year Jason will learn about being a high school senior. So
it is essential that he be involved with other high school seniors in the
context of senior activities including (a) classes that can be suitably
adapted for his involvement, and (b) other senior stuff like class
meetings, preparing for graduatioh, etc. (Recalling that Jason can imitate
both enhancing behaviors as well a the unfavorable kind, Jason needs to
spend time with seniors who are competent in modeling positive
conduct.) Likewise, for other-than-school associations (including work),
it is imoortant that Jason be with Deoole who are in the same general
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2age range as Jason and who have skill and interest in what they areAging. For instance, Jason will learn to take pride in his work when heworks with others who are conscientious about their work. Insummary, I suspect that Jason has a great deal to learn about hisidentity as a young adult. The "models" with whom Jason spends timewill either help him learn about adulthood or prevent him fromlearning about this important aspect of his life._

Jason needs to be understootancUie negds to spend time with peoplewho want to understand him. Two interrelated aspects of understandingare important here: (I) Jason needs people who will understand that theessence of his personhood is not consumed within his disability. In otherwords, Jason's disability is one part of his identity, but there are manyother important aspects about him as a person. For instance, Jason is ayoung adult and as such he needs to be taken seriously. Establishingunderstanding and balanced relationships is often difficult, becausemany people have not known a person who has a, disability outside ofthe role of "their helper". (Of course being a helper is fine, but being theone who is always "the helped" is not so positive.) (2) Jason wants tounderstand communication from others. (He taught himself to read lips.)And, he wants others to understand him. (He has learned a few signsand symbols for communicating.) Yet clear communication with Jason isnot easy. There are a couple of relevant "people implications" here,Jason needs to be with people who want to take the time tocommunicate with him (in terms of being under-stood and understandingJason). Also, the number of people Jason spends time with (for instancein a job) should be manageable. If Jason works with a few people (atleast initially), then it is more likely that these people will invest thetime to learn about communicating with Jason. On the other hand, if heworks with too many people initially, then he may get lost in theshuffle with no one really taking time to converse with him. Onerelated note of responsibility for Jason (and the rest of us) to figure out:Many people seem to know Jason and will say "Hi" when passing by.However, Jason does not acknowledge their greeting. (Perhaps he cannotsee them well enough to read their lips in addition to being unable tohear.) At any rate, he needs a way to communicate HI and BYE as Ibelieve that this will significantly affect others getting to know him.
Finally, Jason's "status" within school and community (the way that heis perceived by others and self) will be significantly influenced by thesocial standing of people with whom he associates. Therefore, Jasonshould spend time with people who are valued for their character,competence, personality, etc. In other word, if Jason spends time withpeople who others want to know, then this will increase the likelihoodthat more people will get to know Jason in a positive way.

III. Activity Considerations - We might begin by asking the followingquestions: How do other high school seniors and young adults inspend time? Which of ihese activities makes sense for Jason?What types of adaptations and/or supports may be needed for Jason tobe involved in a meaningful way?
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We will not
want to exclude Jason from involvement in an activity just because his
involvement looks somewhat different from typical involvement. On the
other hand, Jason's involvement must look and be "real". (It should not
seem to be contrived or as though Jason is "just hanging around".) For
example, if Jason is in the role of employee, then he needs to be
working. If he is in the role of a student then he needs to be receiving
instruction and learning. But if Jason is "just there" (physically
present) with no planning or supports for his genuine involvement, then
he will be in the role of "a project". (Cf the many roles that may be
beneficial for Jason, being someone's project is not one of them.)

In addition to considering tasks that are typical for young adults of
similar age, we need to consider the public perception of the tasks that
Jason is performing. In other words, Jason needs to do things that
would be seen by the public at large as desirable in contrast to being
involved in tasks that would convey beliefs such as, "I wouldn't want to
do that, but it's OK for him."

Some degree of interdependence should be built into Jason's work tasks.
We need not be so concerned about Jason working independently if he is
working on tasks that are interrelated or part of the tasks that others
are performing. (This is consistent with the previous recommendation
that Jason work initially with a small group/team of people.) Team
work will promote Jason being known by others, while providing good
work models, and alleviating the need for long-term external support
(i.e, "job coaching").

Jason will do best with objective jobs that have clear parameters -
where the task is clearly done or it is clearly not done. This is so that
Jason Can see what it is that he is accomplishing. For instance Jason
liked sorting silverware in the classroom. However, Jason would have
been less successful if he had been asked to perform tasks such as
washing the silverware or wiping tables since these jobs have a much
broader range of correctness. One related point to consider is that the
"realness" of tasks will affect Jason's perception of self as well as
affecting the perceptions of others. For example, sorting silverware that
needs to be sorted is far preferable to sorting silverware will be mixed
-up again and sorted the next day as a work sample. (A related note
about Jason's satisfaction with completion of work: Jason takes pride in
a job well done. However, he seems to be quite dependent on the praise
of others. If Jason is presented with tasks where he can see his
accomplishment, I believe that he can find increasing levels of intrinsic
satisfaction from completing work and rely less on the opinions of
others.)

It is important that tasks and activities presented to Jason have a
suitable level of intensity and challenge. Jason will loose interest in an
activity that is too easy (one that. can be learned in 10 minutes) or one
that is too difficult (a task where he cannot reach success in a
reasonable period of time). Also, Jason needs to have opportunities for
learg progressively more difficult tasks (e.g., job advancements).
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Some obvious considerations specific to Jason's disability include a lackof emphasis on mobility although some mobility is desirable for exercise.Likewise the tasks should not depend on academic demands yet somesuch requirements (e.g., recognition of letters/symbols, and perhapscounting) will provide a functional way for Jason to further hisacademic skills. Work or tasks that focus on the need for a high degreeof fine motor control should be avoided. Finally, care must be taken toknow that activities will be safe given Jason's visual, hearing andmobility limitations.

Of course, Jason's areas of interest will Drovide some guidance for whatit is that he should be doing. However, I suspect that Jason will likedoing tasks and activities that are carefully selected and structured forhis involvement and success. In other words, there are a lot of activitiesthat Jason can potentially enjoy that are not part of his currentexperience.

IV. Place Considerations - The places that other meet Jason willinfluence their perception and expectations for him. As with activities,places he spends time should be perceived as desirable and should alsofit Jason's identity as a young man. For example, since Jason is alreadyvulnerable to being seen as younger than he is, it is especially importantthat he attend the high school. The more Jason is treated as beingyounger than his age, the more he will conform to these expectationsand act younger than his age - which will in turn confirm othersnegative expectations and perpetuate his dependence, and on and on..."Place" is only one part of the formula, yet it is an important part interms of increasing possibilities for people to know Jason in a positiveway.

Obviously, Dlaces of work or other community activities need to beaccessible and safe for Jason.

V. What's Next? Planners need to "fine-tune" the characteriatics in thiae cr_s ncithen see k Deople. places and activities that mat ht e desiredcharacteristics. For example what types of work, or affiliations in theStanton area offer opportunities for genuine (not contrived) involvement?What types of places for volunteer work or employment will likely havesmall teams of workers, and jobs that are interrelated? How might wefoster ways for people to look beyond Jason's disability and get to knowhim as a person? What will supports and adaptations look like?
Of course, plans will change as Jason grows, and we will not always beright the first time. What it is that we must do is always work withthe best information available to us ir. order to establish a sense ofpurposefulness and belonging for Jasc r. within the community.
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September 2, 1993

Dear Brenda,

Thank you for allowing me to spend a day with you last week. I realize it

was hectic with school just beginning. Throughout the course of the day, I

made some notes of suggestions that would perhaps facilitate Jason's
inclusion into the classes he is attending. have listed those below as well

as an explanation of how to use the Meyer Johnson pictures I have
included. Margarita has asked that I observe Jason's classes again when I

come for the meeting on the 2'7th of September. I will probably be there

late in the morning. I would appreciate it if you would let the principal

know I am coming.

SUGGESTIONS:

1) DYCEM: This summer Angie started using dycem to secure things

for Jason on a table top. She used it during mealtimes to secure his

bowl and glass and during his job at the library to secure books to

the table he was cleaning. I have enclosed a catalog where you can

order Dycem. Also, Angie used a substitute material that is used by

Recreational Vehicle (R.V.) owners to secure dishes in place when
the R.V. is in motion.

2) S CURE PAPERS BY TAPING THEM TO TABLE: During art

class or any class where Jason will be writing, I would suggest that

you se,:ure his papers to the desk by taping them. The dycem may

work in this regard as well.
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3) BULLETIN D: Due to the

fact that Jason does drool quite a bit, I would suggest that you allow

him to produce some of his artwork on the bulletin or chalk board.

This would reduce the likelihood that he would dampen his paper

with drool. said that the next activity they will be doing is

painting. I would suggest that you use chart paper and tape it to the

wall or board and allow Jason to paint on it in that manner.

4) ACILFE.,...EaxingsgulaggL.1 still see things being done

too much for Jason. Given the fact that Jason may not be able to do

all parts of the class lesson, it is important to consider set-up and

clean-up activities as opportunities for instruction. Jason should be

given the opportunity to retrieve and return his own materials

instead of someone doing those things for him. Doing those things

gives him the opportunity to practice many of his IEP objectives

such as wheeling his wheelchair, using bilateral coordination, and

focusing on objects. In addition, I think you can build in clean-up

activities that involve your other students in the class routine more.
For example, if the art class is making a project that requires
throwing away trash at the end or cleaning paintbrushes, perhaps

Jason or Daniel or another student who has finished their work early

could assist with that clean-up. Jason is a very capable young man,

as I am sure you are aware, and should be allowed to do as many

things for himself as possible. He takes great pride in these
responsibilities. Further, an observation Milton has made relates to

this matter. Often, when Jason completes an activity on his own,

everyone claps for him. This is not necessarily age-appropriate and

also does not teach Jason that the completion of an activity is what

should be motivating. (I hope I am making sense on this point.)

5) SEPARATE STUDENTS: While this suggestion relates to other

students in you class other than just Jason, I think it is a valid point.

Part of the goal of inclusion of stbdents with disabilities is that

natural supports. emerge through the student's participation in

regular classes. When your students are all sitting at the same table

(e.g. Art Class), it does not give other students the opportunity to get

to know your students. Placing one at each table might result in one

of the students without disabilities offering assistance to one of your

students. It might be possible,as the year goes on, that your staff

may be able to leave for brief breaks if natural supports present

themselves. I also really believe that your students will be less
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dependent on you and your staff if you are not in sight during some
of these classes.

6) WRIST BANDS FOR DROOLING: I have suggested for some time
to try athletic wristbands as a method for Jason to wipe his drool.
While I can't verify it, I would suggest that Jason's drooling may be
a deterent to interactions between he and his peers. It has worked
successfully with other students I know.

7) PICTURE COMMUNICATION SYSTEM: All three of Jason's
communiceon objectives on his IEP center around the combined use
of picture symbols and sign. If you re-read
language evaluation you will note that she felt that pictures should be
used receptively and expressively with Jason. I think that unless
they stay with him at all times, they will not be used. I spoke with
Margarita about getting Jason pencils and a notebook like the rest of
the students. She said she would get him a backpack just for school
supplies. Jason's communication binder should stay in there at all
times. I have included pictures that relate to all of the clas.ses that
Jason will be involved with this year. The pictures should be used in
combination with speech to: tell Jason what he will be doing in
class that day; to give him instructions of what to do to prepare
for class (e.g. show pictures of paintbrush and paper to indicate that
he needs to retrieve those from his tray in Art class); and to allow
him to express what he wants (e.g. In lunch, you may not get
his drink and expect him to request it through his communication
system). These are important foundations of Jason's IEP and are
high priorities for Margarita. I will be anxious to see how he is
doing with this system when I come later in the month.

If you questions about any of these suggestions, please do not hesitate to
contact me at

Sincerely,

Jennifer Leatherby
Coordi nator, Deaf-B lind
Intervent; sn Program

cc: Margarita



Observation by Milton Tyree
Jason

February 3. 1993

(time frames are approximations)

8:45 - 9:20 Middle School special ed. class - watch video in
classroom with other class members - cannot hear audio portion -
attention to video minimal

9:20 - 10:20 Home Ec. class at . High School with Vicky,
classroom aide - involved in same activity as other class members
(cutting, pinning and sewing patterns) - Vicky assisted Jason with all
sewing hand-over-hand - Jason sat with 2 other students from his
special ed. class when students sat at tables - interaction with other
students minimal but friendly

10:20 11:20 Art class at High School with Vicky - involved
in different activity than other students (Jason played with "Etch-o-
Sketch" while other students worked on clay carvings) - Jason shared a
table with (only) 2 other students from his PCMS special ed. class (and
Vicky) - interaction with c.ther students minimal but friendly

11:20 12:30 lunch at PCMS classroom (other students ate lunch at
10:20) - Watched news with classmates

12:30 12:40 sit in class activity dealing with current events

12:40 2:00 sat on mat with Allison, a classmate - both had wooden blocks
others watched Sesame Street and did desk work

2:00 2:30 (on my request to see a work-type task) Brenda gave Jason
silverware to sort and towels to fold while other students observed

Saw physical integration, but nothing done to support social integration;
issue of age-appropriate activities.

Because so little was going on, day was tedious and seemed very long.
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Milton Tyree
Employment Consulting

November 22, 1991

Dear Mr.

I want to thank you, Robin, Sherry, and Patsy, for your hospitality
during my visit to . on 10/30. The day was most enjoyable, and I
appreciate the ideas and insights offered about Jaime's future.

The information below is a summary of planning impressions based on
my visit and our meeting last week with Nancy, Carolyn and Marie. I

hope that these considerations can serve as a starting point for planning
when we get together at on 12/6.

Jaime's Schedule

8:10 9:00 reading group (language experience copying from board,
group reading, individualized signing of phrases an a work
sheet)

9:00 - 9:15 make codl-aid with other class members (structured group
activity)

9:15 10:15 workshop (stuff envcdopes, count a set of envelopes using a
jig, and count the number of completed sets using a
counter)

10:15 - 10:4 0 drink cool aid - break
10:4 0 - 10:50 vacuum classroom
10:50 11:15 make Halloween cards
11:15 - 11:30 walk to lunch
11:30 1:30 lunch in cafeteria
12:30 1:30 clean tables and carts in cafeteria

1:30 2:00 game in cafeteria (not observed)
2:00 3:00 gym class
3:00 5:00 watch TV in dorm (not observed)
5:00 6:00 dinner in cafeteria (not observed)
6:00 ? dorm - watch TV go for walks, etc. (not observed)

Information & Imoressions (based on observation & Interviews)

Jaime knows many signs, but rarely initiates communication with
others. Also, she seldom acknowledges the other students in her class, and
is more likely to interact with adults.

Jaime occasionally communicates (frustration?) by "yelling".

She was friendly, and patient with visitors.
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Jaime is attentive to detail in her work (e.g. placement of salt and pepper
shakers on cafeteria tables). "She will do work perfectly when she knows
what to do."

She has a good memory.

Jaime learns well by watching others and modeling their actions.

She needed a great deal of guidance in order to vacuum. (Perhaps Jaime
will do better with more objective sorts of tasks which are easier to
define and structure. i.e., Cleaning tasks require varying degrees of
discrimination and decision-making. Vacuuming/sweeping are probably
among the most difficult in this regard. "Where do I start?" Where do I
stop?" "When is it clean (enough)?" Also, Jaime's visual impairment may
further complicate performance of judgement in cleaning tasks.)

She wiped off tables and carts with minimal guidance. [Even though this
is a cleaning task, it is much more "objective" than vacuuming. i.e., The
task involves wiping a relatively small defined area (table or cart) with a
"marked area". (It's wet or it's not))

Jaime did not maintain any significant level of engagement with the
envelope work sample. (Possibly because real work (as above) is
preferable to work samples.]

Jaime "cut out" and folded her Halloween card without assistance. (She
decided/inferred "the next step" and had good fine motor control.]

Jaime and the other students in her class are (generally) not accepted by
other students. [Possibly this is due to the deaf students'
vulnerability to being perceived as "mentally retarded" simply because
they are deaf; their fear that the association with students who are
mentally retarded will intensify this vulnerability; and their
understanding that people who are mentally retarded are perceived very
negatively by people in our society.]

Needs

CHALLENGING WORK Jaime needs work which will have an appropriate
level of stimulation, intensity and demand (not too easy and not too
difficult). The presentation of challenging work will also communicate to
Jairne that others have high expectations for her achievement.

HIGH EXPECTATIONS As "products" of today's society, we all have a
relatively limited range of experience related to positive societal
involvement of people who are mentally retarded. Unfortunately, our
lack of positive "reference points" will significantly impact the services
and "realities" ey:perienced by the individuals we serve. Creativity and
high expectations are crit:cal: To a large degree, that which we expect to
happen, probably will.



3

INTRINSICALLY MEANINGFUL TASKS/WORK - This is an aspect of work
which will effect Jaime's personal sense of achievement, pride, and
getting something (perceived by self) to be significant accomplished.

TASKS/WORK WHICH MATCHES JAIME'S PERSONAL COMPETENCIES, AND
INTERESTS - Jaime has many abilities and interests. It is our job to help
her refine and discover related skills and think of ways for skill
application in jobs. For example, since Jaime is attentive to detail
(quality), but may have difficulty with pace (production), work tasks will
need to be those where quality is more important than production. Since
Jaime has developed few academic skills, the job will not be one which
emphasizes such skills. (However, it need not be a job which totally
avoids the need for academic skills. A job is an excellent place to acquire
"functional academic" skills.) Also, Jaime's 'likes" need to be considered:
Since Jaime likes clothes, may she like working in a stockroom
pricing/labeling/steaming clothes?

BEING "UNDERSTOOD" Of course Jaime has the need (which we all have)
for acceptance and accepting environments. Jaime needs to be in places
where she will be appreciated for "who she is". (e.g. Jaime needs places
which will be challenging and which will foster her growth and
development. But, she also needs places which do not feel compelled to
"change" her and places which will treat her with respect not make
her a "project", etc.)

Also, Jaime's need to communicate is relevant here: We all understand the
disappointment and frustration which is experienced wheh we are
"misunderstood". (We become angry, depressed, perhaps "act out", and
maybe even become physically ill.) Now, we might consider what it is
like to be mentally retarded (and therefore, immediately misv.nderstood
by most members of society) in addition to having limited comrhunication
(with a limited number of people who understand sign). Since
communication will be a problem for Jaime and co-workers, the ideal job
will possibly have a relatively small, stable work force (e.g., 6-8
immediate co-workers in the business or "department") so that these
people can get to know Jairne, and learn her method of communication.
At least initially the job would not deal with the public, but would involve
close interaction with the co-workers, perhaps a business which uses a
"team approach",

GOOD MODELS Since Jaime learns well by modeling others, the Ideal job
will have at least one other person who does the same job as Jaime, at
the same time, and in the same vicinity. A sort of "self-fulfilling
prophecy" will significantly influences Jaime's achievements and self-
expectations. For example, if Jaime is surrounded by other individuals
having competency impairments, then the (external and internal)
expectation is that she will be (or become) incompetent. On the other
hand, if Jaime works along-side competent workers and is expected to
become a competent worker herself, then the odds of such occurring are
greatly increased

INCREASED OPPORTUNITIES FOR OF SOCIAL INTEGRATION - In addition to
the advantages of social integration regarding modeling, Jaime can benefit.
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greatly from increased opportunities to know non-disabled people. Also,
non-disabled people benefit greatly from opportunities to know Jaime.

STRUCTURE - Since Jaime does not like change and since she has limited
work (job) experience, an ideal job will be a structured job, with an
objective starting/finishing point, specific quantity/quality standards, etc.
(A job where the work "comes to Jaime" rather than a job where Jaime
needs to initiate work.) Also, since Jaime is not accustomed to
requirements of working long periods on a task, the ideal job will begin
with 2-4 hours of work a day with the opportunity to work more hours.

WORK WHICH IS PERCEIVED TO BE IMPORTANT BY TEE LARGER SOCIETY -
Adults in our society are expected to work. Other than individuals of the
"wealthy/leisure class", those who do not work are viewed as burdens of
society, lazy, or incompetent and therefore are not likely to be readily
welcomed. Also, one's type of work (employment status) will significantly
effects one's status in society, and will to a large degree determine one's
treatment by other members of society. Therefore, to the extent possible,
we must seek work for Jaime which will be positively perceived by
others. (Note: This is not to deny the virtue & value nor the pride &
challenge which may be derived from jobs which are perceived by the
"public at large" to be undesirable jobs. Rather, the issue here is this: the
systematic relegation of people with disabilities to jobs which the majority
of community members do not want will perpetuate prevailing negative
attitudes. e.g., That's all "they" can do. 'They're" happy to do it.
That's all "they" deserve.)

DEVELOPMENT OF HER IDENTITY AS A YOUNG WOMAN - Jaime needs as
many activities/associations as possible which will promote her seeing
herself (ard others seeing her) as a young woman. This will significantly
influence Jaime's potential for positive life opportunities. Most important,
this will help Jaime to understand "who she is" and hopefully avoid
confusion over her identity. (i.e., "Am I an adult or a child?")

INDIVIDUALIZED PLANNING As an individual who has many and complex
needs, Jaime will often "fall between the cracks" in regard to having her
needs met by available human services. (This is not intended as an
indictment of human services, but rather as a consideration for effective
planning of Jaime's future.) "A clean sheet of paper" is indicated. This
approach may likely use existing services; however, the plan for Jaime
must be developed first. This way Jaime (and those providing the
service) will have an increased chance for success. In other words, it is
suggested that prospective human service providers be approached in this
manner, "This is what Jaime needs. Will you work with us?" As opposed
to this approach, "We need help. What da you do?"

On the 6th I would like you, Robin, Nancy, Sherry, and Patsy to
respond to these considerations, and then I wculd like for us to think about a
framework for planning. As we discussed in the meeting last Friday,
perhaps it will make sense to look at establishing a job during a portion of
the day in during this school year. (Regardless of Jaime's school
assignment next year, it seems to be a gcod :dea for Jaime to begin working
with the support of those who know her best. Then if appropriate supports
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are developed for Jaime within . schools, there will already
be an established foundation for work supports. i.e., "What will this look
like in the real world?")

I look forward to meeting with you, other personnel, Nancy (and
possibly Marie .) at 1:00 on 12/6. Of course, I will be pleased to talk to
you (and others) prior to then. Just give me a call.

cc: Nancy
Robin
Sherry
Patsy
Marie
Carolyn
Mary

Sincerely,
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Patti for their analysis and for guidance regarding
relevant communication/training strategies. (K-Mart staff are
planning on providing the majority of tasks training for Jamie.)

8122192 Confirmation letter sent to K-Mart - copies to and
. Also, I called Frank and Patti. We will meet at

prior to going to K-Mart on the llth (z 12:15).

9/11/92 Patti , Frank and I went to K-Mart where we met with
Kim .- to plan for a positive introduction for Jamie.
Functional sorts of communication were discussed. We decided
that the best way for Jamie to understand the job during her
introduction on Monday, will be for her to be introduced to Kim,
Anita, and Ideana and then perform a short work task.

We determined that an aide from the tranSition program (Sherrie
or Patsy) Frank, and I will accompany Jamie on her interview.
Sherrie of Patsy will provide initial assistance by helping Jamie
learning her job primarily by assisting other K-Mart personnel in
knowing Jamie and in knowing the best ways to organize
instruction for her.

After Jamie's interview/introduction, the aide, and I will
stay to work for a period of time in order to perform the types of
tasks that Jamie will be doing. Also, Patti will come to
K-Mart following Jamie's interview to practice the job as well.
The three of us will determine the best ways to Jamie to do the
clothes-hanging tasks.

9/14/92 Jamie's interview and introduction went very well. Kim show ed
Jamie the apparel receiving area and showed her how to hang
women's sweaters. (Jamie liked the sweaters, but was not
distracted from doing the work.) Jamie was quite comfortable
with Kim and I believe that she will enjoy working here. Robin
did an excellent job of encouraging Kim and Jamie to work
together. I believe that Robin will do an excellrmt job of
facilitating training for Jamie.

We agreed that Jamie will begin next Monday and will work
from 1:00 to 3:00 M-F. Robin completed necessary personnel work
for K-Mart so that Jamie get on the payroll. Frank took
Jamie back to . Robin and I stayed to work on the job to
organize instruction for Jamie next week. Patti joined
us shortly thereafter.

9/1 5/9 2 I sent a letter to Mrs. describing the effect of Jamie's
wages on her SSI check. (copy to Robin)
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9/24/92 I called Robin to learn how Jamie's job is progressing and to see if
I might visit this afternoon. She said that Jamie is working very
well with Ideana and Anita. Ideana seems to be taking a
particular interest in Jamie. Apparently, Robin has been
successful in fostering a good working relationship between Jamie
and her peers. Robin win plan on cutting her time on-sight in
half next week. (This is fine with Jamie and K-Mart.)

The only problem which was noted involved Jamie working in
the stock room with Robin folding towels and placing the towels
on shelves. This task was apparently awkward for Jamie and
she "hollered" for the first time.

Later when I visited, Jamie was taking stock to the floor with
Anita. (The apparel shipment had not come in, so Jamie was
reassigned.) I watched for a while as they worked together
putting up purses. Very impressive - Jamie is working hard,
seems very happy (never quit smiling) and she looks great in the
IC-Mart smock and name tag. Also, I lee,..rned that a number of K-
mart employees are taking sign classes at . Robin continues to
be an great encourager and has very high expectations for Jamie.

I must admit that Jamie has exceeded my expectations given her
accomplishments in short period of time which she has worked at
K-Mart. She will be paid this Friday and I believe that some
clothes have already been set aside for a discount purchase.
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92 RS BR 1018/GA

GENERAL ASSEMBLY
COMMONWEALTH OF KENTUCKY

REGULAR SESSION 1992

HOUSE BILL NO. 447

TUESDAY:MARCH 17,.1492

The following bill was reported t) the Senate from the House and

ordered to be printed.
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AN A2T relating to supported living services for

persons with a disability.

De it enac,- 0' 1111### ".

of Kentucky:

1 SECTION 1. A NEW SECTION OF KRS CHAPTER 210 IS

2 CREATED TO READ AS FOLLOWS:

3 As used in Sections 1 to 6_ of this Act. unless the

4 context otherwise requires:

5 (1) "Mental impairment" includes mental retardation,

6 organic brain syndrome, emotional or mental illness. and

7 specific learning disabilities:

8 (2) "Person with a disability" means someone with a

9 physical or mental impairment and includes individuals who

10 have a record or history of an impairment. or are regarde

11 as having a physical or mental impairment that

12 substantially limits one (1) or more major life activities;

13 ialf_Plvsical impairment" means any physiological

14 disorder ox corrective, cosmetic disfigurement. or an

15 anatomical loss affecting one (1) or more of the following

16 body systems: neurological, musculo-skeletal. special

17 sens

18 cardiovascular. reproductive, digestive. oenito-urinarv,

19 bemic and IrmPhatic. skin and endocrine:

20 (4) "Substantial _limitation_ of a major life

. #

-1-
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1 Activity"

2

.3

4

5

6

7

8

9

10

11

92 RS BR 1018/GA
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includes limiting such things

0- . I.
as walking.

(5) "Supported living" means a broad category of

highly flexible. individualized serviCAS designed and

coordinated in such_a manner as to provide the necessary

assistance to do the following:

1

5- . "

.

1

which is typical of those living arran.-n-nts in which

persons without disabilities reside:

(b) Encourage the individual's integrated

12 participation in the community with persons who are

13 members of the general citizenry:

14 (c) Promote the individual's rights and autonomy:

15 (d) Enhance the individual's skills and competences

16 in_aiaing_in_thessuoralinitaLAnd
17 (e) Enable the individual's acceptance in the

18 community by promoting home ownership or leasing

19

20

21

22

23

arrangements in the name of th

individual's family or guardian:

(6) "Supported living"

following housing arrangements:

" I

does

individual or the

not include the

24 situation which physically or socially isolates people

25 with disabilities from general citizens of the community;

26 ibi__Co.nalagate. living models such as any housing



1

2 enclave within an integrated setting:

3 (c) Any model whexe the individual- as an adult,

4 does not have maximum control of _the home environment

5 commensurate with the individual's disabilities: and

6 (d) Any single living unit where more than three 13)

7

8

9

10

11

12

13

14

15

16

17

18

19

20

21

22

23

24

25

26 (9) "Regional Supported Living Council" means____a

# .

(7) "Supported living council" means a supported

V .4141 '0 II 8 10

the commissioner of the Jaepartment for Mental Health and

Mental Retardation Services to approve_ individual

supported living plans:

(8) "Supported living services" include, but are not

limited to:

(a) Supported living community resource developers:

(b). Homemaker services:

(c) Personal care services:

(d) In-home training and home management assistance:

(e) Start-up grantsi

(f) Monthly stipends:

(g) Transportation:

(h) Home modifications:

(i) Adaptive and therapeutic equipment: and

(j) An individual plan 4K an independent and trained

faCilitator; and

-3-
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1

2

3

4

5

6

7

8

9

10

11 services and the executive director of the Kentucky

12 Housing Corporation or their designees shall be ex-officio

13 Menber.S,

14 (b) Eight (8) of the members shall be volunteers and

15 shall be appointed by the Governor from a list of nominees

16 in the following manner:

17 1. Three C3) Qf the apvointed members shall

18 represent family members of persons with a disability. One

19 (1)_member shall be selected from each'pf three (3) lists

20 containing two (2) nominees 'submitted by each of the

21

22 Retarded Citizens. the Association for Persons with Severe

23 Handicaps., and the Mental Health Coalition:

24 2. One (1) of the appointed members_shall ruresent

25 family members of persons with a disability who reside in

f III IP III

92 RS BR 1018/GA
HB 447

of this Act.

SECTION 2. A NEW SECTION OF KRS CHAPTER 210 IS

CREATED TO READ AS FOLLOWS:

(1) There is hereby created the State Supported

Living:: Council for services to persons with a Adsabilitv

and their families.

(2) (a) The State Sul:molted Living Council shall be

composed of ten (10) members, The commissioner of the

Department for Mental Health and Mental Retardation

I
9

.1 I II"10 11'1 . S. 11



1 devel2VReatal_ALLSAbilities. The nominee shall be_laigclad

2 from a list containing two (2) nominees submitted bY eacil

3 of the fallawinc associations; _Concerned Parents of

4 Hazelwood, Parents and Relatives of Oakwood Facility and

5 Concerned Parents of Outwood:

6 3. Two (2) of the appointed members shall be persons

7

8 containing two (11_ _nominees submitted 12Y each of the

9

10 Attendant Care. the Kentucky Association for Retarded

11 Citizens. the Mental Health Coalition and the Kentucky

12 Coalition for People with Handicaps:

13 4. One (1) of the appointed members shall represent

14 professionals and Providers of services to persons with a

15 disability. The nominee shall _be selected from a list

16 containing two (2) nominees submitted by each of the

17 following associations: the Kentucky Association of

I II it I .

18

19

20

21

22

23

24

25

26

Private Residential Resources and the Kentucky Association

on Mental Retardation: and

5. One (1) of the auointed members shall represent

advocates for Persons with a disability. The nominee shall

be selected from a list containing two (2) nomimaga

submitted by'each of the following entities: the Division

of Protection and Advocacy and the Kent=hy Developmental

Disabilities Planning Cpuncil,

. -U0- u.

-5-
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1

2 malLiMull of two (Z) consecutive terms. The Governoi shall

3

4

5

6

7

8

9

10

11

12

13

14

15

16

17

18

19

20

21

22

23

24

25

26

f H.

92 RS BR 1018/GA
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f V. -

prescribed in subsection (2) of this section.

(4) The Department fox Mental Health and Mental

Retardation Services shall provide staff_ assistance to the

State Supported Living Council.

(5) The chairman of the State -Supported Living

Council shall be elected from among the members. h

majority of the members shall constitute a quorum.

(6) The State Supoorted Living Council shall meet as

often as necessary but no less freauently than every other

month.

SECTION 3. A NEW SECTION OF KRS CHAPTER 210 IS

CREATED TO READ AS FOLLOWS:

f Os

members of the State Supported Living Council. the council

shall recommend to the Department for Mental Health and

Mental Retardation Services:

(a) A budget and priorities_for fund_allocations for

supported living services for persons with disabilities

within the Commonwealth:

- t
accordance with Sections 1 tQL6 of this Act._

I

-6-
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1 (1) of this section shall be effective UPOP the members'

2 I! G.

3 date of this Act, at which time the Provisions of

4 subsection (2) of Section 4 of this Act Shall apply.

5 (3) The State SuPported Living Council shall be

6 responsible forl.

7 II 41 II I. I .

8 saLvices available under Sections 1 to 6_of this Act:

9

10

(b) Reviewirm, approving., and recommending

11 services submitted _LW the consumers and providers of

12 supported living services to a reaional community mental

13 health-mental retardation board:

-* 14 (c) Encouraaing the creation of new providers of

15 supported livina services; and

16

17

9 -

It- . 9 - I *

18 14) The State Supported Living Council shall not

19 impose an individual service plan on any applicant who

20 objects to the plan.

21 (5) The State Supported Living Council may recommend

22 necessary administrative regulations under KES Chapter 13A

23 to carry out the purpases of Sections l'to 6 of this Act.

24 SECTION 4. A NEW SECTION OF KRS CHAPTER 210 IS

25 CREATED TO READ AS FOLLOWS:

26 (1) There aLe helebv created fourteen (14) reai9rial

-7-
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1

2

3

4

5

6

7

8

9

10

11

12

13

14

15

16

17

18

19

20

21
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9

I

* 1 9

9 9 . II 9

II II

the Governor. The jnethod of submission of the list of

nominees. .composition. and the representation of the

regional supported living council shall be the same as for

the appointed members of the State Supported Livina

Council.

9' 0.0 99 1 9-

effective date ofrjA,saat_andAygz.y_ysartharsaLtgx_L_sach
regional supported living council shall have the authority

and duty to review1 approve. and recommend expenditures

for individual plans for supported living services

submitted by any person with a disability and eligible

9

community mental health-mental retardation board.

(3) No individual service plan shall be imposed by a

regional supported living council on any person with a

disability who obiects to the plan.

SECTION 5. A NEW SECTION OF KRS CHAPTER 210 IS

22 CREATED TO READ AS FOLLOWS:

23

24

25 resident of Kentucky is eligible for supported living

(1) Only a person with a disability who is a

. S., S t-1 . 9

26 services. The person maytg,ay_tngwj,th af_amj,ay_m_ednjie_r_,_
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1

2 eligible for services.

3

4 to apply for supported living services may design and

5 request a set of services in the amount. kinth frequency

6 and duration which is

7

8 supported living under Section 1 of this Act.

9 (3) Payments for supported_ living servicez may be

10 made directly to the person with a disability to enable

11 the person to purchase a service. or to the guardian of

12 the person with a disability or to the local ,kervice

13 provider or to any combination of these parties.

14 (4) A licente shall not be required for any

15 supported living housing arrangement provided on a

16 contractural basis.

17 SECTION 6. A NEW SECTION OF KRS CHAPTER 210 IS

18 CREATED TO READ AS FOLLOWS:

19 (1) The Department for Mental Health and Mental

20 Retardation Services in cooperation with

21 supported Living Services Cbuncil shall establish

22 .16.

23

24

25 standards is to ensure that a person with a disability

26 receives supported aLykag5&12.7icazAwanngathat.

:1

7h AO cin it:to/yr+
HB 447

a

f - -I*
dependent

I

upon the

5" 5-

person's

I

-4

the State

I

-40-11-1

defined in Section 1 of this Act. The purpose of these

-9-
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2

3

4

5

6

7

8

9

10

11

12

13 elsewhere for services:

14

15 lamemaker services,, live-in roommates or staff. community

16 agiumalsuz,DgighttarA.,Lamily. and friends in the

17 developmept of a supported living plan:

18 (f) Well planned and proactive opportunities to

19 determine the kinds and amounts of support desired. with

20 the meaningful participation of the individual, the

21

22 friends, and professionals: and

23

II W
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- I 1 -

quality of that person's

promote the following:

(a) Control over

disability lives:

(b) Opportunities to jaemaingiully_p_aitigivAtg_in

where

life. These standards shall

and with whom_ a person with a

activities in the

citizenry:

(c) Enhancement_ of

and dental care:

(d) Flexible

community with members of th. meneral

health through

services

- I

that thang.e

II

an-going medical

as the person's

S

(e) Use of generic options such as home health aids,

24

25

26

(g) Home ownership Or leasing

- 010 S. .5

with the home

familv, or to a landlord to whoM rent is Paid.

f



1

2

3

" I . - 1

I 11 . g - I

agampria±g,the_p_mapaaeid_px_raralat_mmidem,

4 (3) The individual suppgrted living plan shall

5 -

6 with a disability in the following eight (8) areas:

7 ia) Choice and options:

8 (b) Personal income:

9 (c) Housing:

10 (d) Health:

11 (e) Safety:

12 (f) Appearance and hygiene:

13

14 . (h) Activities.

15 (4) The Department for Mental Health and Mental

16 Retardation in concert with the State Supported Living

17 Council shall promulgate administrative regulations under

18 KRS Chapter 13A. if necessary. to establish the methods of

19 monitoring the quality of service delivery.
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CABINET FOR HUMAN RESOURCES
COMMONWEALTH OF KENTUCKY
FRANKFORT, KENTUCKY 40621

CONTACT: Kim Saylor (502) 564-6786
or Brad Hughes (502) 564-7130
Oifice of Communications

OUNIMMIWIWALHMTKAND
MEICALR ggplamsGives People with Disabilities More Living Arrangement Options
A. Equal Oppormity Employer. WIF/H

FRANKFORT. Ky. (April 2, 1993) -- Kentucky's supported living program is

giving 93 Kentuckians with disabilities the opportunity to live with their

families or independently in their communities.

The recently implemented program enables people with disabilities to stay

in their communities by getting flexible services, such as home

modifications, equipment and personal care.

"This is another option for people with disabilities, so they can have

more choices about how and where they live their lives," said Dennis Boyd,

commissioner of the Department for Mental Health.and Mental Retardation.

"This program covers a wide range of services that can be tailored to the

individual and it is open to anyone who qualifies under the Americans With

Disabilities Act as having a disability. Like other Kentuckians, people

with disabilities should have as many choices about how they live their

lives as possible," he said.

In 1992, the Kentucky General Assembly provided $1.5 million during the

1992-94 biennium to implement the Supported Living Bill and establish the

State Supported Living Council. During the first application phase in

November and December last year, 178 Kentuckians applied for funds. New

applications are currently being accepted until April 16.

People who were not approved for money during the first application phase

will be considered along with new requests.

"Our first obligation is to serve the first group of applicants and then

other people may be helped if money permits," said Doug Riddell of the

Division of Mental Retardation. "At this point, we don't know how much

money . ill be left after we take care of the first group of people."
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Riddell said about a fourth of the approved applications are for one-time

expensesr such as home modificatIons, equipment and furniture. Other

applications are for recurring costs, such as a personal care assistant or

in-home training. The most common requests were for respite care, therapy

and equipment.

"The council tries to distribute the money across the state and to people

with various disabilities. The money is not limited to people with mental

retardation or developmental disabilities, but covers other disabilities as

well," Riddell sakd.

Among the applications, funds were requested to assist people with mental

retardation, head injuries, multiple sclerosis, cerebral palsy, Alzheimer's

disease, developmental disabilities and mental illness, and people who are

blind and deaf.

Eligibility for funds is determined by the State Supported Living

Council, which is composed of 10 people across Kentucky with various

backgrounds. Funds can be given to a Kentuckian with a disability, a family

member or guardian of a person with a disability living in Kentucky or an

agency that wants to provide supported living services. Eligibility is not

based on income.

"we have seen by the first application response that these serviCes are

needed in our communities and many people can benefit from them. Deciding

who receives funding is very difficult, but knowing that people who need

these services are out there may help us secure more funding in the future."

Riddell said. "This program not only helps the person with a disability,

but also the family."

To find out more about supported living or to get an application, contact

your local Mental Health and Mental Retardation Center or the Division for

Mental Retardation in Ffankfort at (502) 564-7700.

(30)
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OFFICE OF THE SECRETARY

STATEWIDE AND PRESS ROW

CABINET FOR HUMAN RESOURCES

cOMMONWEALTH OF KENTUCKY

FRANKFORT 40621

CONThOT: Ricki Clark (502) 564-6766
or Brad Hughes (502) 564-7130
Office of Communications

New Law Assists Kentuckians with Disabilities To Live Independently

FRANKFORT, Ky. (July 17, 1992) -- Kentuckians with disabilities can now

receive support services which will allow them to live independently or to

continue to live with their family and also be assured that those services

will be quality ones.

House Bill 447 -- The Supported Living Bill -- allows for flexible

services to persons with disabilities and their families to enable the

person to live independently and be integrated into the community.

"The glory of this new law is its flexibilxty; various services that

individuals need in order for them to live in the place of their choice can

now be made available," said Dennis Boyd, commissioner of the Department for

Mental Health and Mental Retardation Services.

"For instance, many persons with disabilities can live alone or with

their family if they have personal care services or if their home is

modified to fit a wheelchair or if transportation is provided," said Boyd.

"This legislation will allow money to be spent in areas that enable a

disabled person to live alone or with up to two other people."

The General Assembly provided $500,000 during the first year of the

biennium and $1 million the second year to implement the new law.

The legislation also establishes a State Supported Living Council

which will set up standards to assure quality of services to Kentuckians

with disabilities.

"Not only will this population receive needed support but the services

rendered will be caliber services that empower the person to exercise choice

and improve the quality of life," said Boyd.

(over)
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"By choice, I mean these individuals, along with their family members

and the state.council, will play a major role in deciding what support

services they receive and where they live and with whom," he said.

Doug Riddell of the Division of Mental Retardation said supported

living is a lifesaver.

"Parents of people with disabilities want their offspring to find a

safe place to live, especially as the parents get older. They want their

children to remain or become a real part of a community, to have a real

chance of being like everyone else and supported living is a way to do just

that.

"It's important to point out that this financial support cannot assist

any housing situation which isolates people with disabilities from the

general public or groups more than three people with disabilities in a

single residence.

"The goal is to integrate persons with disabilities into the community

and enhance the individual's skills in living on his or her own or with

their families," said Riddell.

The state already provides residentia...-related services for Kentuckians

with disabilities such as daily and periodic supervision, group homes and

in-home support services like personal care and training in social and

self-help skills. Supported living services will pick up where these

services leave off.

"Money appropriated for supported living will pay for services that

cannot be gotten through other programs," said Riddell. "We are excited to

be able to offer such assistance.

"Kentuckians with disabilities have the same right to live

independently as Kentuckians without disabilities."
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FRANKFORT, Ky. (April 2, 1993) -- Kentucky's supported living program is

giving 93 Kentuckians with disabilities the opportunity to live with their

families or independently in their communities.

The recently implemented program enables people with disabilities to stay

in their communities by getting flexible services, such as home

modifications, equipment and personal care.

"This is another option for people with disabilities, so they can have

more choices about how and where they live their lives," said Dennis Boyd,

commissioner of the Department for Mental Health and Mental Retardation.

"This program covers a wide range of services that can be tailored to the

individual and it is open to anyone who qualifies under-the Americans With

Disabilities Act as having a disability. Like other Kentuckians, people

with disabilities should have as many choices about how they live their

lives as possible," he said.

In 1992, the Kentucky General Assembly provided $1.5 million during the

1992-94 biennium to implement the Supported Living Bill and establish the

State Supported Living Council. During the first application phase in

November and December last year, 178 Kentuckians applied for funds. New

applications are currently being accepted until April 16.

People who were not approved for money during the first application phase

will be considered along with new requests.

"our first obligation is to serve the first group of applicants and then

other people may be helped if money permits," said Doug Riddell of the

Division of Mental Retardation. "At this point, we don't know how much

money will be left after we take care of the first group of people."
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Riddell said about a fourth of the approved applications are for one-time

expenses, such as home modifications, equipment and furniture. Other

applications are for recurring costs, such as a rersonal care assistant or

in-home training. The most common requests were for respite care, therapy

and equipment.

"The council tries to distribute the money across the state and to people

with various disabilities. The money is not limited to people with mental

retardation or developmental disabilities, but covers other disabilities as

well," Riddell said.

Among the applications, funds were requested to assist people with mental

retardation, head injuries, multiple sclerosis, cerebral palsy, Alzheimer's

disease, developmental disabilities and mental illness, and people who are

blind and deaf.

Eligibility for funds is determined by the State Supported Living

Council, which is composed of 10 people across Kentucky with various

backgrounds. Funds can be given to a Kentuckian with a disability, a family

member or guardian of a person with a disability living in Kentucky or an

agency that wants to provide supported living services. Eligibility is not

based on income.

"We have seen by the first application response that these serviCes are

needed in our communities and many people can benefit from them. Deciding

who receives funding is very difficult, but knowing that people who need

these services are out there may help us secure more funding in the future."

Riddell said. "This program not only helps the person with a disability,

but also the family."

To find out more about supported living or to get an application, contact

your local Mental Health and Mental Retardation center or the Division for

Mental Retardation in Frankfort at (502) 564-7700.
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New Law Assists Kentuckians with Disabilities To Live Independently

FRANKFORT, Ky. (July 17, 1992) -- Kentuckians with disabilities can now

receive support services which will allow them to live independently or to

continue to live with their family and also be assured that those services

will be quality ones.

House Bill 44 The Supported Living Bill -- allows for flexible

services to persons with disabilities and their families to enable the

person to live independently and be integrated into the community.

"The glory of this new law is its flexibility; various services that

individuals need in order for them to live in the place of their choice can

now be made available," said Dennis Boyd, commissioner of the Department for

Mental Health and Mental Retardation Services.

"For instance, many persons with disabilities can live alone or with

their family if they have personal care services or if their home is

modified to fit a wheelchair or if transportation is provided," said Boyd.

"This legislation will allow money to be spent in areas that enable a

disabled person to live alone or with up to two other people."

The General Assembly provided $500,000 during the first year of the

biennium and $1 million the second year to implement the new law.

The legislation also establishes a State Supported Living Council

which will set up standards to assure quality of services to Kentuckians

with disabilities.

"Not only will this population receive needed support but the services

rendered will be caliber services that empower the person to exercise choice

and improve the quality ot life," said Boyd.

(over)
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"By choice, I mean these individuals, along with their family members

and the state.council, will play a major role in deciding what support

services they receive and where they live and with whom," he said.

Doug Riddell of the Division of Mental Retardation said supported

living is a lifesaver.

"Parents of people with disabilities want their offspring to find a

safe place to live, especially as the parents get older. They want their

children to remain or become a real part of a community, to have a real

chance of being like everyone else and supported living is a way to do just

that.

"It's important to point out that this financial support cannot assist

any housing situation which isolates people with disabilities from the

general public or groups more than three people with disabilities in a

single residence.

"The goal is to integrate persons with disabilities into the community

and enhance the individual's skills in living on his or her own or with

their families," said Riddell.

The state already provides residential-related services for Kentuckians

with disabilities such as daily and periodic supervision, group homes and

in-home support services like personal care and training in social and

self-help skills. Supported living services will pick up where these

services leave off.

"Money appropriated for supported living will pay for services that

cannot be gotten through other programs," said Riddell. "We are excited to

be able to offer such assistance.

"Kentuckians with disabilities have the same right to live

independently as Kentuckians without disabilities."
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National Deaf-Blind
Bulletin Board

Available to Kentuckians
Using a computer, modem, and communications software,
anyone can now call SpecialNet, a national computer
access reached by subscription by calling 1-800-927-3000.
The fee for private membership is a $35.00 setup fee and
an annual fee of S25.00 plus any long distance charges. If
you only call toll free numbers, there are no additional
charges; however, you will also need the gadgets
mentioned in the opening line before you initiate this
process.

Since the third week of January, personnel with the above
hook-ups have been able to beein interactive
communications by asking for announcements, training,
collaboration, resources, and reviews across many state
deaf-blind projects and federal sponsoring and operating
agencies. The bulletin board is titled DEAFBLIND and
you may sign on by placing "che" in front of the board
title. The new board is sponsored by TRACES in Oregon
with the editor located at the California Deaf-Blind
Services.

On a more local level, at U.K.'s Interdisciplinary Human
Development Institute, we have been able to add this new
bulletin board to the weekly readings done by the
(MSRRC) MidSouth Reaional Resource Center. We can
then access the readines through our own Macintosh
computer and relay to you any thing of interest. Please
contact Brenda Pezzarossi for more information at 1-800-
365-1258 or 606-272-1992 or 606-257-3586.

The following quote was used by Mike Meyers.
Ohio's advocate for persons with significant
disabilities living "on their own- at a Supported
Living Workshop held in Lexington. KY.:

"the sin in NOT in setting the goal too
high and missing, but in setting it too low
and hitting." by Jesse Jackson

RALLY TO SUPPORT PROGRAMS
FOR INFANTS AND TODDLERS WITH

DISABILITIES IN KENTUCKY

On Tuesday, February 25 at I:30 p.m. there will
be a rally in Frankfort to support infant toddler
programs for children with disabilities in
Kentucky. Parents who support the idea of early
intervention are urged to attend. The rally will be
on the Capitol steps on Capital Avenue in
Frankfort. (The rain-out location is the Capitol
Rotunda.) The purpose of the rally is to raise
legislators' awareness of the importance of infant
toddler programs and to support funding during
the next fiscal year, in the amount of $10 million,
to continue these programs. If your child
benefitted from such programs. this is a
wonderful opportunity to let others know hoW
important such programs were to you and your
child. If you are unable to attend, please contact
your legislator and let them know how important
these services are. You can reach them at: 1-
800-372-7181. Leave a message with whomever
answers and tell them how you feel. YOUR
INPUT MAKES THE DIFFERENCE!!!!

Parent Testimony In.pacts
Professionals

and Other Parents
The following speech is taken from the testimony
given to the Deaf-Blind Intervention Project's
Parent Advisory Board Meeting on January 15,
1992 at the Breckinridge Inn in Louisville, Ky.

Continued on-Page 2
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'Hello, I'm Sharon Cole, the one that sent the
letter out inviting you all to join us here today.
The reason for this meeting is to begin organizing
a state wide support system for and by parents
and/or family members who have deaf and blind
sons and daughters. I'm sure that most of you
have experienced difficulty and frustration in
coping with the problems facing us and our deaf-
blind child.

We, as parents are no different than any other
parent in wanting the best for our children. Who
knows better than us, as parents, what our
childrens' needs are? We do have many needs!
Needs such as identifying and reaching out to
families, particularly those in rural areas with
small children. There is the need for resources
and training to assist with stress management, the
need for training to develop advocacy and
leadership skills. There is the need for accessible
and current information, including medical,
respite care, and financial assistance. There is a
great need for increased employment and
community living options for those with the
greatest disabilities. There is also the need for
sharing our concerns and experiences with each
other and the need for sharing the expertise of
those who have succeeded.

If we do not address these needs while our
children are still young and in the school system,
our child will fall through the cracks, and many
do any way due to lack of public awareness,
knowledge, and communication skills. People
with vision and/or hearing loss have been very
neglected. We need to make the public aware
that such disabilities exist and that we have needs
to be met. We can't do this alone! We can't
expect the professionals to do this alone. We
need to work as partners with professionals
towards becoming a more powerful source in
establishing services to improve the quality life
for our sons and daughters.

I'd like to share with you my personal testimony
of what life was like when I learned of my
daughter Kelly's disability. Kelly was three
years old when she started having ear infections.
Her father and I had just recently divorced, and it
seemed that when we divorced he just
disappeared from our lives. I was receiving
some financial assistance from the State. Kelly
had a medical card which really didn't seem to do
any good. When she had an ear infection I'd

have to take her to the emergency room because
there weren't any doctors in Owensboro who
would see her with a medical card. We fought
with ear infections off and on for quite some
time.

Then 1 remarried and my husbands' insurance
would not cover stepchildren. I could not get
insurance for Kelly after we learned that she had
asthma and this hearing disability. We were very
fortunate to meet Dr. Cohen at the hearing clinic
in Louisville. He sympathized with us and he
knew that Kelly had a permanent and progressive
hearing loss. He fought very hard to get her into
the proeram with the Commission for
Handicapped Children. We were very fortunate
in being accepted into this program and we made
some very good friends there. Three ladies, who
worked for the Commison, seemed to fall in
love with Kelly and they became very close
personal friends of ours over the years.

During this time I had developed ulcers, my new
marriage was on the rocks, and I had a nervous
breakdown and was hospitalized. Then, when 1
could see that Kelly was functioning. . . she
would turn the television set on. She would
enjoy watching T.V. even thou2h she couldn't
hear anything and she was still enjoying life. I

decided it was time that I overcome some of my
problems and started enjoying life again also.

We were on the road to recovery, I thought, until
Kelly was diaenosed with Ushers Syndrome at
the age of 10. They called me at home and told
me that Kelly needed to be seen in Louisville. It
was a month before we would get an
appointment. I knew something was wrong, but
they really didn't want to tell me. Being the kind
of person I am. I wouldn't let them hang up until
they would tell me what it was that they
suspected. They did tell me that they thought
Kelly would lose her sight, but I was not allowed
to tell Kelly because they hadn't made this
diagnosis and didn't want to upset her. I had to
go for a month pretending that nothing was
wrong. Kelly knew me well enough to know
that something was wrong. We came to
Louisville, had the tests done, and the diagnosis
was correct. Kelly had Ushers Syndrome.

They thought that I should send her away to the
Kentucky School for the Deaf for her education.
This was very difficult for me. I could not send
Kelly and she did not want to go in the

Continued on Page 3
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beginning. Then. she made the decision on her
own to go. She was there for two years. Greg
Whittington. a psychologist at the U.L. School
of Medicine, stayed in touch with Kelly to let her
know he cared after she went away to school.
However, we had problems at the School for the
Deaf. They knew that Kelly had Ushers, but
they were not allowed to talk about it. They had
never informed the teachers or anyone else there
that Kelly had Ushers. She had many accidents
there.

During this time I got a call from Marie Ruf, with
the Deaf-Blind Intervention Project, who was a
life saver at this point. There were times when
Kelly was first diagnosed with Ushers that I even
considered suicide. Then I thought that I

couldn't do something like this and leave my
daughter behind. I thought that maybe it would
be best if neitlytr Kelly nor myself either one
lived... that we couldn't have much of a life and
I couldn't enjoy seeing Kelly suffer.

Kelly, again, made me realize that this is not the
way it should be. She was a very happy little
girl. Kelly loved life. She enjoyed life to the
fullest. We were on our way to recovery again.
Marie had made me understand. I had mentioned
to her about .. . death. She made me realize that
I had to think of Kelly as dead ...the Kelly that I
had wanted was dead. and I had another Kelly
and we should go on from there. She got me
involved in this Kentucky Deaf-Blind Program.

Since then Kelly and I have grown a lot. Kelly
appreciates me caring enough about her to be
involved. She knows that standing here in front
of your telling all of these things is very difficult
for me. She appreciates that I am here telling you
about our experiences and hoping that other
parents who are going through the same
difficulties will finally realize that life does 20 on
and that we can still have a quality life."

PROJECT UPDATE:
Personal Futures Planning for

Individuals with Deaf-Blindness

A process manual is in the final stages of development
with the assistance of Beth Mount, Ph.D., New York,
who is nationally recognized for her efforts in helping
individuals and families plan quality future,:

Dr. Barbara \A 'Lox. indiana University, is assisting the
project in the oatuation of the P.F.P.'s (Personal Futures
Plans) de.. elope,: Ltiu far and the impact these p:ans have
on student's I.E.? . epecially transition services.

Orientation train.n:!.. tnroutth a combination of approaches
has reactied 4 111 persons. Appro imately half or 195 of
these persons ha% e directly participated in PFP teams and
have applied their knowledge in acuviues of direct benefit
to the participants in this project. Personal Futures
Planning team meetines have been facilitated with nine
teams. Seven of these teams. presently functioning, have
received local consultation in the development of the IEP,
especially the transition aspect. A minimum of two
consultants has been used for five of these seven teams.
Consultants are chosen on the basis of their expertise in
specific areas of the Personal Futures Plans.

As a part of th: parent mentoring aspect. we have
contacted and set up parent alliances when possible. For
example. one parent agreed to share her vision with
another family who had never seen persons with
significant disabilities working in the community. A
skeptical family member was able to ask questions and
visit community work places which included persons with
disabilities. Chanees ift values h.)cad on being exposed
to more integrated community settings, helped this family
to believe that their youne adult could have a quality life
in a positive location in the community for his future.

.4D
MARK YOUR CALENDARS!!!

The (now) Annual Family Forum for families of children
with dual sensory impairments will be August 14-16 at
the Kavanaugh Center in Crestwood Kentucky (35 miles
from Louisville): All families of children with dual
sensory impairments are invited to this wonderful weekend
of fun and learning.. Expenses are paid for each family to
attend through the Hilton/Perkins National Program.
Watch for additional information in the next issue of
Insight.
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RESOURCES FOR PARENTS
-

=ASSESSMNT FOR CHILDREN WITH
DISABILITIES - Kaye Langer ;6061257-4644. Pat Berchne
.,06257-1254.

ACCESS for link with services for developmental
M.R. Nelda Stephans. (606)233-0444.

ADVOCATE FOR DEAF-BLIND PERSONS - Cherry
Kinc (502)839-7556.

COMMISSION ON THE DEAF AND HEARING
IMPAIRED - William Rogers 1-800-382-2907.
CONSULTATION FOR ATTENTION DEFICIT
DISORDERED CHILDREN, Bobbie Burchan (606)257-
7371.

DIRECTIONS - information abc ut services for the disabled.
Karen Stone & Dawn Jacobs, Parents: 1-800-234-0497.

INFANT TODDLER PROGRAM for infor. birth -

years. Marge Allen (502)564-7700.

KY COALITION FOR PEOPLE WITH HANDICAPS -

Ann Hancock (502)875-1871. Gail Lincoln (606)784-7580.

KY. SPECIAL PARENT INVOLVEMENT NETWORK
- KY-SPIN Paulette Logsdon. parent information 1-800-
525-SPIN or (502)589-4717.

KY TALKING BOOK LIBRARY for service information
1-800-372-2968.

NATIONAL ASSOCIATION FOR PARENTS OF THE
VISUALLY IMPAIRED. Beloit. Wisconsin Barbara
Auletta 1-800-562-6265.

NATIONAL PARENT NETWORK ON DISABILITY
(NPND), Alexandria. Virginia. Help to apply, in behalf of
your child, for Supplemental Security Income (703)684-
6763.

PAWS WITH A CAUSE - newest unfunded model program
to train companion dogs for disabled, Kim Rosenberg
(606)873-4271.

PRESCHOOL - KY DEPT OF ED for ages 3 - 5 Debbie
Schumacher, (502)564-4970.

PROTECTION & ADVOCACY - Help with legal rights of
disabled children and adults 1-800-372-2988.

SKI-HI Help for parents with young hearing impaircd
children Andy Hensley (606)357-7939.

. 4110 fi! 110 11 410

PARENT IMRECTORY

Included within this issue of INSIGHT is a
directory of parents who have children with dual
sensory impairments and have consented to
having their names and numbers disseminated to
all families with children on the Deaf/Blind
Registry. Take a few moments to glance thmugh
it and locate other families in your area. Perhaps,
you may want to contact these families if you
have concerns or issues that you need to discuss
with another family.

© CRISIS LINE

NEW! HELP! TOLL FREE!

Cal! 1-800-365-3586 and "call forwarding" will
take your call directly into the home of another
parent who may or may not be in crisis also. We
probably will not have the answers, but we have
most likely had a similar crisis.

*Beware! The following is an advertisement.

Attention! All Parents
In Attendance At

Last Year's Family Forum

For those of you who, along with you son or daughter
attended our Otter Creek Family Forum, we have a 10
minutc video treat for you.

If your son or daughter participated and you would like a
copy of this event on VHS for eternity, Brenda Pezzarossi
is able to make copies of the original "Spontaneous
Integrated Adapted Kickball Game" that occurred on
Saturday evening at Otter Creek's Family Forum.

Send $5.00 along with your name and address to Brenda
Pezzarossi, 3428 Crimson King Ct., Lexington, KY
40517, who is willing to make copies of the tape, at your
expense, of course. You may contact Brenda at 606-272-
1992 at home or 1-800-365-1258 or 606-257-3586 at
work.
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FYI CORNER

Deaf Blind Intervention Program
Jennifer Leatherby
UK Special Education Department
229 Taylor Education Building
Lexington. KY 40506-0001
k606) 257-7909

Diane Haynes,Sandi Baker, and Marie Ruf
1867 Frankfort Avenue
Louisville, KY 40206
(502)897-1583

Helen Keller Affiliateship
Jams Friend
Dept of Vocational Rehabilitation
627 W 4th St
Lexington, KY 40408
(606)255-1431

Systems Change Project
Dr. Harold Kleinert or
Jacque Farmer
UK Interdisciplinary Human Development
114 Mineral Industries Building
Lexington. KY 40506-0051
(606)257-3045 *

Amy Reber
Associate Director
501 Farrell Drive
Covington, KY 41011
(606)331-7742 (wk) - (513)231-8454 (hm)

Personal Futures Planning Project
Carolyn Wheeler or
Cynthia Vaughn, Parent Coordinator
1867 Frankfort Avenue
Louisville, KY 40206
(502)894-9366

Brenda Pezzarossi, Parent Coordinator
UK Human Development Institute
114 Mineral Industries Building
Lexington. KY 40506-0051
(606)257-3586 or (606)272-1992

*Answering machines located on these phones.

The Monitors Came!
The Monitors are Corning Again!

The United States Department of Education. Office of
Special Education and Rehabilitative Services (OSERS),
is responsible for visiting each state approximately once
every five years to "monitor" whether or not the state
education agency is meeting the requirements of federal
law. A part of this process is to invite parents and
disability/advocacy organizations to make comments that
will alert the federal monitors to issues concerning
implementation in their state.

Kentucky's two public meetings, held in Bowling Green
and Lexington, were well atixnded in spite of severe
weather warnings on the evenings of January 14 and 15.
Many parents, representing a multitude of groups for
persons with disabilities, were in attendance at the federal
monitoring meetings. The OSERS staff person, Dr.
Gregory Corr, 202-732-1027, seemed to value parent
participation, and was extremely interested in the
comments.

Protection and Advocacy, 1-800-372-2988, submitted the
largest written documentation of noncompliance which
addressed issues of "no school" with no services for school
age children with special needs, "homebound" with
minimal services for children with special health care
needs, and instruction time being less for children with
disabilities than for.regular students.

Parents addressed many other educational issues, which
occur even though P.L. 94-142 was enacted in 1975 and
IDEA is the new law of the land. Concerns of parents,
taken from federal oral testimony, are listed below:

* Children with disabilities being placed in one
location because of administrative convenience,
rather than their educational needs.

Lack of training of principals, teachers, and
guidance counselors in integration and equal
rights leads to outright discriminatory practices
against children with disabilities in many school
systems.

Children with disabilities being placed in "what
is available" rather than basing the placement on
the individual child's educational goals and
objectives.

Regular classroom modifications or adaptations
not being offered to ensurc success for the child
with disabilities in the least restrictive-
environment.
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Related services such as occupational therapy.
physical therapy not being provided, not
considered educationally relevant, and not being
placed on the IEP.

School systems continued refusal of parental
requests for IEP goals or services.

Parents not being encouraged, or actively
discouraged, by the school system to be actively
involved in writing Individualized Education
Plans for their son or daughter.

The lack of mandatory Interagency Individual
Transition Planning for students with disabilities
after they reach age 14.

The lack of Assistive Technology services for
students with documented communication needs
for these services.

Proper implementation of school services
depending upon parent contacting P & A;
consequently, unequal service delivery for
students with disabilities across the state, across
districts, across local systems, and even among
students in the same local school system.

During the week of February 24, 1992, the monitors will
be making on-site visits to five local school districts in
Kentucky. Results will return to Kentucky in the form of
a report which will reflect the issues and comments
brought to the attention of the monitors by the parents
throughout the state. Parents and children with special
needs will begin to notice some positive ..nanges.

Parents, your comments may be sent directly to:

Dr. Gregory Corr
Office of Special Education Programs

US Department of Education
400 Maryland Avenue, SW

Washington, DC 20202-2722
Tel: 202-732-1027

5411111111111111.
P iter vrailarSO

ATTENTION!!!

YOU MA Y RECEIVE A COPY OF T H E
AMERICAN DISABILITIES ACT FROM
THE AMERICAN PRINTING HOUSE FOR
THE BLIND BY CALLING 502-897-1583.

NEEDS ASSESSMENT

Attached is a needs assessment that has been
developed for parents to let us know what
information you need regarding your
son/daughter's disability. Please take a few
moments to complete this needs assessment and
return it in the postage paid envelope that is
included. The intent of the newsletter is to assist
families in attending existing trainings specific to
your needs. Information from the Needs
Assessment may also be used to plan this year's
Family Forum.

TOLL FREE NUMBER

The Kentucky Support Network for parents
confronting dual sensory impairments now has
its own 800#. The new phone line is located in
Jennifer Leatherby's office at U.K. There is. an
answering service on the line, so if Jennifer is
unavailable, please leave a message and she will
return your call. Feel free to leave messages for
other staff of the Deaf/Blind Intervention
Program on this number, as well. The number is
1-800-999-4910.
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CALENDAR OF EVENTS

If you want to know more about the CONFERENCES
listed, please call the contact person listed below.

2119 - 2/21: Social Role Valorization Workshop in
the awareness of life's value, Lake Cumberland Leadership
Training Center, Carrie Stith 606-257-5389.

3/1 - 3/6: PASSING, A week long workshop of
training to evaluate services for persons with disabilities,
contact Carrie Stith, 606-257-5389.

3/13 - 3/15: Parent/Professional Conference, S20 due
to NKCES (Northern Kentucky Cooperative for
Educational Services), Holiday Inn, Erlanger, KY.
Contact 606-525-8121, Sandy Teeters, 3573 Ridgewood
Dr, Erlanger, KY, 41018. THE DEAF/BLIND
INTERVENTION PROGRAM CAN PAY
EXPENSES FOR PARENTS TO ATTEND
THIS CONFERENCE contact Jennifer Leatherby 1-
800-999-4910.

3/21 - 3/25: National conference on Deaf Blindness,
Washington, D.C., contact Jennifer Leatherby 1-800-999-
4910.

3/26 - 3/28: State of Kentucky C.E.C. (Council for
Exceptional Children) Conference, contact Linda Elford,
Campbell County Schools 606-635-2173.

4/24 - 4/26: Consumer Conference Adolescents and
Young Adults with Ushers Syndrome, Holiday Inn at
Hurstborne Lane in Louisville, KY. for additional
information, contact Marie Ruf 502-897-1583 or Janis
Friend at 606-255-1431 ext. 373. 4/25: (in conjunction
with Consumer Conference) Parent Advisory Board
Meeting 1:00 to 3:00 p.m.

5/15: Consumer Workshop, Cincinnati, Ohio: contact
Patty Conway, ext. 7475 at Support Services for the
Deaf, Vocational Rehabilitation, 1-800-372-7172.

8/14 - 8/16: Family Forum, Kavenaugh Center,
Crestwood, KY, contact Jennifer Leatherby 1-800-999-
4910 or 606-257-7909.

Usher's Syndrome
Toll Free Information Resource

Usher's Syndrome is an inherited disorder characterized by
hearing loss, present at birth or shortly thereafter, and a
progressive loss of vision. The loss of vision is caused
by (RP) retinitis pigmentosa, a degeneration of the retina.
The retina lines the inside of the eye and acts like the film
in a camera, receiving and processing what you see.

Many people with Usher's syndrome are born with
profound deafness, while others have a mild bearing loss.
In the overwhelming majority of patients, it appears that
the hearing loss usually does not progress. One of the
earliest visual symptoms is difficulty seeing at night and
in dimly lit places. Later there is a loss of side vision,
resulting in "tunnel vision". The visual symptoms of RP
generally worsen over a period of years. Usher's
Syndrome is often diagnosed in children and young adults.
By then, the individual has been dealing with the hearing
loss for some time.. Some may experience complete loss
of sight later in life; however, many retain at least some
residual vision, but have "legal blindness".

While there is currently no way to halt the degeneration of
the retina or to restore normal hearing, some individuals
with Usher's benefit from cochlear implants. Individuals
should consult a neuro-otologist to defernti= whether or
not they are candidates for this procedure. Those who
have any degree of usable hearing with hearing aids are
typically not candidates for the cochlear implant.

An accurate diagnosis of the hearing and vision loss is
important. It should include audiometric tests, as well as
special electrodiagnostic tests of retinal function, visual
field and a thorough ophthalmological examination. A
person with Usher's Syndrome can learn to cope with the
vision problems by using a wide variety of low vision
aids, reading machines, sunglasses, and talking computers.
Dealing with the hearing loss may involve Im:ning sign
language or other communication skills and using hearing
aids.

Information about Usher's Syndrome and resources for
individuals with hearing and vision losses can be obtained
from:
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R. P. Foundation
1401 Mt Royal Ave., 4th Floor

Baltimore, MD 21217
1-800-683-5555 or 410-225-9409 (TDD)

PEST COPY AVAILABLE
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Brothers and Sisters

Hints for Parents

The presence of a child with a disability in the
family does not necessarily have a negative effec:
on siblings. This is according to Dr. Peggy Ogle
and Dr. Thomas H. Powell in their book titled
Brothers and Sisters. Children adjust well to the
extra responsibilities and inconveniences that can
occur when there is a child with a disability in the
family, if given the opportunity to live in an
open, honest and nurturing atmosphere. In fact..
there is some evidence that siblings of children
with disabilities who have been raised in an
understanding environment demonstrate greater
maturity, sensitivity, and resilience than the
general population. Many eventually enter
helping professions like medicine, teaching. and
counseling.

Here are some suggestions for supporting
siblings:

I. Encourage brothers and sisters to observe
their sibling with a disability in therapy or
special education class.

2. Don't oVerindulge siblings without
disabilities in order to make up for the
fact that they have a sibling with a
disability.

3. Don't expect children to accept adult
roles, particularly in caring for the child
with a disability.

4. Set reasonable expectations for all of the
children in the family and don't expect the
children without disabilities to excel in
order to compensate for the child with a
disability.

5. Expect sibling rivalry. . . there will be
jealousy and that is normal.

6. Do your best to integrate the whole family
into activities early such as church,
sports, music groups, and civic
organizations.

7. Don't imply that children without
disabilities have a lifetime responsibility
to care for their brother or sister with a

8. Network with another famil) who has a
child with disabilities and whose siblings
you admire.

For information, write to the following:

Siblings Understanding Needs (SUN)
Department of Pediatrics
University of Texas, Medical Branrh.
Galveston, TX 77550

Siblings for Significant Change
823 United Nations Plaza, Room 808
New York, NY 10017

Sibling Information Network
Department of Educational Psychology
Box U-64 University of Connecticut
Storrs, CT 06268

This newsletter is supported, in part, by
the Hilton I Perkins National Program of
Perkins School for the Blind, Watertown,
Massachusetts. The Hilton 1 Perkins
Nat4onal Program is funded by a grant
from the Conrad N. Hilton Foundation
of Los Angeles, California.

The following quote, which can apply to all
persons with significant disabilities, was taken
from a book written by a native Kentuckian:

"No joy runs ckeper than the feeling that I
have helped a youth stand on his own
two feet, to have courage and self
reliance, and to find himself when he did
not know who he was or.. . . . where he
was going." by Jesse Stuart

PEST COPY AVAILARLE 232

MINCII:=21111111a.



AMEN/MOW

Volume 3 Number 2 Jennifer Leatherby, Editor Summer 1992
Brenda Pezzarossi, Parent Coordinator

It's Fathers Day!

More Fathering When You
Are The Father of a Child

with Disabilities
What is it like to be the father of a child with
disabilities? Is this experience different because
you are male? Why is it so demanding? What
feelings are associated with drastic changes?
Why is it so difficult? These questions can only
be answered individually by each father and are
probably different for each, but history and
society have made many experiences more
difficult

The ways men approach the demands of
parenting has changed incredibly during the past
20 years. Fathers Ire now present in the birthing
room and during delivery on a routine basis. The
family breadwinner was once the only role of the
father. Roles of fathers, once limited, now
extend to child caretaking tasks and
responsibilities. Glenn Dearing must constantly
balance his full-time job with his wife, Linda's
job so someone can stay home to keep Chad, one
of the youngest children on the state's Deaf/Blind
census. Increasing numbers of men are choosing
to stay at home while their wives pursue full-time
employment.

Society instills in almost all men the notion that
they must be strong, in-control, protective,
competitive, rational, and be able to solve all
problems. Their stories differ, but all share the
theme of the strong man's craving to feel more
dominant. We still read about it in the newspaper
story lives of sports heros like Magic Johnson,
and Muhammad Ali, and the late Lyle Alzado.

There may be nothing inherently evil about the
role of the male as strong man, however it does
not work well when you have a child with a
disability. Research indicates that the divorce
rate hovers around 85 percent when the family
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must cope with chronic disability of any kind.
The pressure of concealing pain and weakness
ultimately crushes the soul of even the strongest
man Dads can no longer protect their family
from problems or control outcomes. A father's
self-sufficiency often means they do not know
what to do with the powerful feelings that rage
inside them.

The intense stress in the family of a child with a
disability can leave a father depressed, weak,
guilty, powerless, and very angry. A father's
self esteem may be at risk. The man's dreams of
namesake, ego fulfillment, athletic, and career
achievement, are all threatened. Even fathers
who are quite uninvolved with their children will
feel the loss more profoundly than men two
generations ago.

The needs of all family members are in balance
with each other. These needs are complicated,
interdependent, and in constant change. Having
a child with a disability changes the balance and
places extreme constant pressure on thefamily.
Communication becomes strained and finances
may be reduced. Outside help and even
assistance from relatives may be limited. All
family members may feel isolated and neglected.
Research indicates that fathers of children with
disabilities have universal feelings of failure and
guilt. For many men, it is difficult to accept the
reality of the situation. Men who may have
gotten pleasure from athletics, may be
embarrassed by their child's physical appearance
or lack of development.

Miny fathers of children with disabilities are
discovering they don't need to be limited by what
they "should" be. They gain an understanding of
the importance of bonding with all their children.
Cheryl, the daughtei of Ruldolph Spinks,
believes that her close relationship with her father
is due, in part, to her brother's severely
handicapping condition.

Some men still have limitcd perceptions of the
roles they can play regarding their children.

Continued on Page 2
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Continued from Page 1
However, these roles take on new meaning if the
child has a chronic illness or a disability. Bob
Moore, whose 10 year old son has Cerebral
Palsy, mental retardation, and chronic health-care
needs, has redirected his life into making
legislative changes. Being the father of a child
with disabilities may dramatically change your
philosophy of life if you choose to recognize its
value. A father may choose to accept the realities
of the problems at hand, and become an active
problem-solver for their child's needs.

Changes are made, but not without stress and
confusion. Men are being confronted with
inadequate role models, a lack of child-rearing
information and education, and a set of values
needing change. Fathering is an old game, now
played with new rules. When you are the father
of a child with disabilities, there has to be more
fathering. The fathers that stick with this really
find the true meaning of being a father.
Congratulations, fathers!

Advice from Famous People

"The greatest thing a parent can give their child is
freedom. . . . "Stevie Wonder

"While they were saying among themselves, 'it
can not be done, it was done'. . . "Helen
Keller

"Keep your face to the sunshine and you won't
see the shadows. . . "Helen Keller

"Every human being has undeniable rights,
which respected, render happiness possible the
right to live his own life as far as may be, to
choose his own creed, to develop his capabilities.
. . "Helen Keller

4 OD
REMEMBER...

MARK YOUR CALENDARS!!!

The Annual Family Forum for families of children with
&al sensory impairments will be August 14-16 at the
Kavanaugh Center in Crestwood, Kentucky (35 miles
from Louisville). All families of children with dual
sensory impairments ate invited to this wonderful weekend
of fun and learning. Expenses are paid for each family to
attend through the Hilton/Perkins National Program. See
enclosed registration form and return it as
soon as possible.
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Different Is Good%

by Brenda and Arby's

After buying a soft drink last week, I had one of
my rare profound thoughts. Apparently, the
Arby's high corporate executives must now be
the parents of a child with disabilities.

Arby's new plastic cups say, "DIFFERENT IS
GOOD". They count the ways you can eat
different fast foods. They ask, 'How to be
different'? Their plastic cup lingo says, 'burgers
are the same - Arby's is different. Hey! Different
is Good!'

As the parent of a child who is viewed as
different, maybe I should go into advertising.
There is certainly a need to sell my product to the
public schools, where my child needs to be
successful at learning differently.

Businesses definitely have a long way to go
before my product can be equally employable.

Continued on Page 3
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Maybe I need to sell my product, with a catchy
slogan, to the business world, where this
aspiring young adult will need to be viewed
differently. Let's advertise. Hey! Different is
Good! Who has the patent for this? Don't we?
We were different first!

Excerpts from A Personal
Futures Planning Project Interview

conducted by Brenda Pezzarossi

Words of Wisdom
by Sylvia Shacklette

"To tell about James, it'd be a long story. It'd be
a book. I think I could write a couple of books,
a book on nursing and a book on this. People
should really know what 'supposedly educated
professionals' say to parents when they
have a handicapped child. They might not do it
now, but I know they have done it before."

"I've been told things like, 'He's retardedr, 'Put
him in a home.', 'He'll never be able to put his
clothes on.' 'He'll never be able to tie his shoes.'
'He'll never be able to do anything.' 'He'll just
be a vegetable."You'll get a check for him, so
you shouldn't worry about trying to educate him
and send him to school.'

"I've been through all kinds of stuff like that,
from the time he was a little baby, by and from
educated, professional people."

"I'll never forget when he was a little eighteen
month old baby, sitting in the middle of the floor,
playing . . . with whatever he could touch
because he couldn't see anything then either.
One of them told me and I'll never forget it (she
was going to be a professor at the University of
Louisville) and she said, 'Oh, Oh, he's retarded!'
James couldn't see or he couldn't hear and he
was sitting in the middle of the floor. What is he
going to do? Get up and write a book? I

thought, 'this woman is crazy!' She didn't even
touch him, didn't examine him or nothing. . .

just told me he's retarded. 'He's going to have
to be put in a home. He will never do this and
he'll never do that.'"

"If you take a child who is not retarded and put
him in an environment. .. with only children
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who are retarded, he is going to do just what the
other children doing. I said, 'no, James is not
retarded! He is a deaf and blind child.' I want to
forget about it. I just want to forget about it. At
least, that's the way I feel!"

"We've always tried to treat James just like
anybody else. He's not handicapped to us and
he isn't handicapped to himself, because he
doesn't know it any different. When he needed a
spanking, he got it. When he needed to sit in a
corner, he got it ...just like the other children.
didn't make different care or treatment for him.
Because of that, he is like he is."

"I don't feel that I could do any more, any better
than what I have already done. I brought him
along doing things when they told me he was a
vegetable. There is nothing anyone can say
about what I did for him because I have already
done it. . . me alone. What I do for him or what
I do with him is a continuation of what I have
have been doing. There are no extras. It is just
what I have been doing all along."

"James doesn't communicate, but you can look at
his facial expressions and tell how he feels. If he
has a glum look on his face then I know he wants
to leave the roorh. If you're going to go with
me, you have to accept James. I never let
anybody say a 'poor little this or poor little that'
about him. When he can't go, I say, 'This time
we'll watch it on television, pop some popcorn,
and make some punch and maybe next time you
can go.' James understands. He is very
independent. That's a good way to raise him, as
independently as possible."

"When I was younger and kind of shy, I

wouldn't speak out. But now, I don't care what
it is.. . if he has a fingernail broken and I don't
know how it happened I say, 'Hey, come here,
James got his fingernail broken, could you tell
me how this happened?' Being outspoken is
better than standing back waiting and listening."

"It's a lot bettcr now. They're doing a good job
with him. Now he is just leaping! I want what
is best for James. Whatever comes, whatever
happens . . . we'll just take one day at a time.
You can not plan on a whole lot for the future
because it might not go right. We mostly just
plan 'one day at a time' and see how that works
out and we go on from there."
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Personal Futures Planning Meetings

(Some of Sy Ma's thoughts)

"Each time we go, they (the meetings) get better
and better. All his teachers are there and
everyone who works with James is there. We
just have good meetings. I can't find any fault
with them right now at all. It couldn't be any
better. We enjoy each others' company. We all
get along.

Concerning other meetings, very few meetings
are pleasant. You dread going and you dread
being there and you're glad to leave. With our
futures meetings, we all communicate with each
other. There is something "alike" there. You
have to be there to feel it and see it to know
what's going on. It is just nice and I look
forward to going to them. I look forward to
seeing all the teachers and greeting each other. It
is just pleasant.

We suggest different things that we feel will be
beneficial to James. They are written on the
board and we either agree or disagree with them.
We all finally agree on them; if we don't agree
then they're erased off. We don't plan a whole
lot of things. It is just a fcw things at a time that
we feel James can accomplish.

Each person has their own thing that they do.
They communicate between each other about
what you are doing and what they are doing and
what I am doing. so that everyone knows what
everyone else is doing. Let them continue
working as they are with me because I think it is
beautiful."

Selected Parent Quotes

"Parents are the first teachers of their children."

"Parents are the long lasting resource and the
only consistent persons who continually have
their child's interest at heart throughout their
lifetime."

"Carry a brief case, have a list of questions and
dress like you are going to an interview even
though it's an IEP."
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"There is no right or wrong way to teach your
child independent living skills."

"Feelings of anger and frustration may never go
away, but you can find a different and rewarding
focus."

SOURCE: NAPVI, 2180 Linway Dr., Beloit,
WI 53511

© CRISIS LINE

NEW! HELP! TOLL FREE!

Call 1-800-365-3586 and "call forwarding" will
take your call directly into the home of another
parent who may or may not be in crisis also. We
probably will not have the answers, but we have
most likely had a similar crisis.

LETTER TO PARENTS
by Stephanie Hallum

Dear Parents,

I am hard of hearing and my left ear is deaf and
my right ear is good with a hearing aid'and not
without it. When I am wearing my left ear
hearing aid, I can hear some, but I can't
understand people who are talking. I am going
to tell you how a deaf parent can raise hearing
kids.

When I have a baby, how would I hear the baby
cry at night or during the day? During the day, I
will use a monitor with high volume. At night, it
is easy because the cry alarm and the light will
flash on and off. It will wake me up.

How could kids know how to talk? When the
baby turns one year old, ask some family
member who will work with the kids. When you
take them to day care, the day care worker will
work with them. Ask someone who can talk and
sign. For example, I have a great aunt who is
deaf and she had a hearing daughter. My aunt's
mom and my aunt worked with my cousin (my
aunt's daughter). My aunt's mom taught her to
talk and my aunt taught her to sign.

Conanued on Page 5
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There are many people asking me, "Can deaf
people drive? Yes, people who are deaf can
drive. But they can't hear? All they have to do is
to use their eyes and they have to look at the car
mirror all the time to see the car behind. What is
the police came and the light is on? Deaf people
have to look at the car mirror lots more than
hearing. But they can't hear and must use their
eyes.

How do deaf people communicate with people?
They had to write me on paper and give it to
people who they are talking with on the paper.
Deaf people have to write with good English.

Deaf people can get jobs, drive, do many things.
I would like to show you how I can know my
deaf friends. Before I learned the sign language,
my friend's name was Dara. She and I had to
write because I couldn't sign yet. Here is what
Dara and I were talking on paper.

Hi! My name is Stephanie. What is your name?

My name is Dara and I'm glad to know you. I
will teach you to sign. I know lots of it. So do
you want to learn?

Sure, I would like to because lots of my friends
are deaf. I don't want to write all the time.

I agree with you.

See, that is so easy to write unless you know the
signs. I started going to KSD when I was seven
years old and didn't know the sign language until
I was nine years old. But my speech was not
very good. Now I am eighteen years old and I
am improving my speech because I am in KSB
now. I am very happy here at KSB, but I do
miss KSD.

Well, if you have any questions about deaf
people, please let me know. I will be happy to
answer your questions. But I may not know all
the questions. I will try to answer. Well, bye
for now.

Sincerely,
Stephanie Dawn Hallum

Page 5

FYI CORNER

Deaf Blind Intervention Program
Jautifer Leatherby
UK Special Education Department
229 Taylor Education Building
Lexington. KY 40506-0001
(606) 257-7909

Diane Haynes, Sandi Baker, and Marie Ruf
1867 Frankfort Avenue
Louisville, KY 40206
(502)897-1583

Helen Keller Affiliateship
Janis Friend
Dept of Vocational Rehabilitation
627 W 4th St
Lexington, KY 40408
(606)255-1431

Systems Change Project
Dr. Harold Kleinert or
Jacque Farmer
UK Interdisciplinary Hum.= Development.
114 Mineral Induitries Building'
Lexington. KY 40506-0051
(606)257-3045 *

Amy Reber
Associate Director
501 Farrell Drive
Covington, KY 41011
(606)331-7742 (wk) - (513)231-8454 (hm)

Personal Futures Planning Project
Carolyn Wheeler or
Cynthia Vaughn. Parent Coordinator
1867 Frankfort Avenue
Louisville, KY 40206
(502)894-9366

Brenda Pezzarossi, Parent Coordinator
UK Human Development Institute
114 Mineral Industries Building
Lexington. KY 40506-0051
(606)257.3ftS6 or (606)272.1992

Ansv.cring machines located on these phoncs.
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PARENTS, YOU CAN HELP MAKE
SCHOOL DECISIONS!

Welcome to the team! Educators have known for
a long time that children do better in school when
parents are involved. Now KERA, Kentucky
Education Reform Act of 1990 makes parents full
partners in the improvement of education. Your
local school will become the place whore most
school decisions will be made.

This new KERA management process is referred
to as 'School-Based Decision Making'. It is also
called a school council and/or site-based team
management. By June 30, 1991, each school
district must have at least one school using this
team management. All schools in our state must
be managed by school councils by July 1, 1996.

The Kentucky Education Reform Act sets each
school council membership at six: the principal,
three teachers (elected by teachers) and two
parents (elected by parents). Schools can design
a different structure for their council
membership, but only with permission from the
state department. For example, a larger school
might choose to double their council to twelve
members.

Parents, especially those of children with
disabilities, must be involved so the school
doesn't leave them off the team. There are only
two parent openings for each school council. No
spot is designated on the council for parents of
children with disabilities.

Parents of children with disabilities can help
make school decisions. In order to be eligible to
be elected to the local school council, parents of
children with disabilities must become active in
their local PTA. What if you're too tired? Find
respite care and set aside the PTA night to make
your school better at offering a good education
for your child.

For more information, contact Bill Stearns,
Division of School-Based Decision Making, 18th
floor, Capital Plaza Tower, Frankfort, KY
40601, (502) 564-4201

SOURCE: FOCUS on Diverse Learning Needs,
Feb. 1992
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ATTENTION!!!

YOU MAY RECEIVE A COPY OF TH E
AMERICAN DISABILITIES ACT FROM
THE AMERICAN PRINTING HOUSE FOR
THE BLIND BY CALLING 502-897-1583.

1E31 Ei3 12:3 E3i IEI

Repeat on the
NEEDS. ASSESSMENT

Attached is a needs assessment that has been
developed for parents to let us know what
information you need regarding your
son/daughter's disability. Please take a few
moments to complete this needs assessment and
return it in the postage paid envelope (that is this
time enclosed). The intent of the newsletter is to
assist families in attending existing trainings
specific to your needs. Information from the
Needs Assessment may also be used to plan this
year's Family Forum.

TOLL FREE NUMBER

The Kentucky Support Network for parents
confronting dual sensory impairments now has
its own 800#. The new phone line is located in
Jennifer Leatherby's office at U.K. There is an
answering service on the line, so if Jennifer is
unavailable, please leave a message and she will
return your call. Feel free to leave messages for
other staff of the Deaf/Blind Intervention
Program on this number, as well. The number is
1-800-999-4910.
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Parents Confronting Dual Sensory
Impairments (PCDSI)

The Founding Committee includes the following
individuals: Sharon Cole, Marna Miller, Jennifer
Leatherby, Brenda PezzarOssi, Cecelia Snellen, Bob
Moore, Glen Dearing, Margarita Arneu. and Greg K.
Whittington.

For further information call 1-800-999-4910.

CALENDAR OF EVENTS

If you want to know more about the CONFERENCES
listed, please call the contact person listed below.

June 4-5: Best Practices Annual
Conference - "Supporting People in the
Community", Campbell House, Lexington, KY,
contact Carrie Stith 606-257-1714.

July 13-17: Summer Institute "Issues
Regarding Students with Dual Sensory
Impairments", Springs Inn, Lexington, KY,
contact Jennifer Leatherby 1-800-999-4910 or
(606) 257-7909.

August 14, 15, & 16: Family Forum, retreat
location near Louisville, contact Jennifer
Leatherby 1-800-999-4910 or (606) 257-7909.

Sept. 17 & 18: KAAMR/KY TASH Fall
Conference, Holiday Inn South, Louisville, KY,
contact Carolyn Wheeler (502) 894-9366.

Sept. 24 - 26: Aging/MR SIG Annual
Conference, Lexington, KY, contact Jim Stone
(606) 257-5244

HAPPY 4TH OF JULY

Kentucky Early Intervention System
April Update

The Secretary of the Cabinet for Human
Resources, Leonard Heller, spoke at the March
31st meeting of the Infant-Toddler Interagency
Coordinating Council in Frankfort. He voiced
his support and encouragement for interagency
coordination and collaboration for services for
Kentucky's children and their families.

A resolution sponsored -by Senator Gerald Neal
in the Senate and Representative Tom Burch in
the House supporting Early Intervention was
signed by the Governor March 31st. Anyone
interested in that can get copies by calling 502-
564-8100 ext 323 and asking for Senate Joint
Resolution #67 and/or House Joint Resolutiori
#94..

The Extended Participation Application is
expected to be out for public comment April
15th. Your Regional MH/MR Board office will
have copies. Please let state staff know if there's
any problem accessing this application (502-564-
7700). Hearings will be held to allow input.

This newsletter is supported, in part, by
the Hilton 1 Perkins National Program of
Perkins School for the Blind, Watertown,
Massachusetts. The Hilton 1 Perkins
National Program is funded by a grant
from the Conrad N. Hilton Foundation
of Los Angeles, California.
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THE DEAF-BLIND INTERVENTION PROGRAM

Providing Services To:

PARENTS

PROFESSIONALS

PROGRAMS

PUBLIC
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AER, Association kr the Education and Rehabilitation of the Blind and Visually Impaired, Darlene Middleton, (502)
897-1583

ARC/KY, Bluegrass Association Association for Retarded Citizens, 898 Georgetown St., Lexington, KY 40511,
(606) 233-1483 or Marie Allison (502) 564-8006

Bluegrass Regional Mental Health-Mental Retardation Board, Inc., 1351 Newtown Pike, Lexington, KY
(606) 253-1686

Bluegrass Technology Resource Center for People with Disabilities, 894 Georgetown St., Lexington,
KY 40511, (606) 255-9951

Partnerships for Productivity, 1664 Brentmoor Dr., Lexington, KY 40515, (606) 271-3482

PUNCH, Paients Understanding the Needs of Children with Handicaps, Keith Adams, (502) 554-5006

Rehabilitation Engineering, Barney Fleming, Department of Special Education, University of Kentucky, 229
Taylor Building, Lexington, KY 40506-0001, (606) 257-4269

YWCA-Lexington, Activities for Persons with Disabilities, Tanya Supplee, (606) 276-4457

STATEWIDE RESOURCES

Compliance Monitoring in Education, Kentucky Department of Education, Charlotte Kirk, (800) 252-7776

Employment Consulting, P.O. Box 22638, Louisville, KY 40252, (502) 426-3261

KATS (Kentucky Assistive Technology Service) (800) 327-5287

Kentucky Commission on the Deaf and Hearing Impaired, Bill Rogers, (800) 372-2907 or (502) 564-2604

KDC, KY COALITION FOR PEOPLE WITH HANDICAPS - Ann Hancock (502)875-1871, Gail Lincoln
(606)784-7580.

KY. SPECIAL PARENT INVOLVEMENT NETWORK - KY-SPIN Paulette Logsdon, parent information
1-800-525-SPIN or (502)589-4717.

KY TALKING BOOK LIBRARY for service information 1-800-372-2968.

PCDSI (Parents Confronting Dual Sensory Impairments), Sharon Cole (502) 276-3306, Brenda Pezzarossi, (606) 272-
1992 or (800) 365-1258

Parent Resource Centers, Community Education/Family Support Branch, Kentucky Department of Education,
Frankfort, KY 40601, Jacque Hukill and Linda Miller, (800) 252-7776
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PRESCH0(7; - KY DEPT OF ED f o r a g e i 3 - 5 Debbie SehdihEr,-(502)5644970: '
PROTECTION & ADVOCACY, 1264 Louisville Rd., Frankfort, KY - Help with legal rights of disabled
children and adults 1-800-372-2988. :

Prichard Committee for Academic Excellence, P.O. Box,-1658, Lexington, KY 40592-1658, (800).928-2111

TASH, The Association for Persons with Severe Handicaps, Czolyn Wheeler, (502) 894-9366

VIPS, Visually Impaired Preschool Services, Sharon Bensinger, (502) 636-3207

NATIONAL RESOURCES

APSE, Association for Persons in Supported Employment, 5001 W. Broad Si, Suite 34, Rictrriond, VA 23230,
(804) 282-3655

HKNC-TAC, Helen Keller National Center-Technical Assistance Center, 11 1 Middle Neck Road, Sands Point, NY
I1050-1299, (516) 944-8900 (Voice/MD)

National Camps for Blind Children, 4444 S. 52nd Si, Box 6097, Lincoln, NE 68506, (402) 488-0981

National Father's Network, 16120 NE Eighth St., Bellevue, Wash. 98008, (206) 282-1334

NAPVI, National Association for Parents of the Visually Impaired, 2180 Linway Dr., Beloit, WI 53511, Barbara
Aulena (800) 562-6265

NICHCY (National Information Center for Children and Youth with Disabilities) 1-800-999-5599.

NPND, NATIONAL PARENT NETWORK ON DISABILITY, Alexandria, Virginia. Help to apply, in
behalf of your child, for Supplemental Security Income (703)684-6761

OTHER RESOURCES FOR PARENTS

ASSESSMENT FOR CHILDREN WITH DISABILITIES - Kaye Langer (606)257-4644, Pat Berdine
(606)257-1254.

ADVOCATE FOR DEAF-BLIND PERSONS - Cherry King (502)839-7556.

CONSULTATION FOR ATTENTION DEFICIT DISORDERED CHILDREN, Bobbie Burchan
(606)257-7372.

DIRECTIONS - information about services for the disabled, Karen Stone & Dawn Jacobs, Parents: 1-800-234-0497.

INFANT TODDLER PROGRAM for infor. birth - 2 years, Marge Allen (502)564-7700.

PAWS WITH A CAUSE - newest unfunded model program to train companion dogs for disabled, Kim Rosenberg
(606)873-4271.

SKI-HI Help for parents with young hearing impaired children Andy Hensley (606)357-7939.

242
BHT COPY AVAILABLE



S I
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In Celebration of Grandparents Day!
September 13, 1992

by Brenda Pezzarossi
Parent Coordinator

A GRANDMOTHER'S STORY
told by .Brenda Browning

Winchester, KY

Leslie is a beautiful, loving, and gentle child who is now
six years old. At two months of age, doctors stated the
medical facts and said, "She will not live past one year."
Since Leslie required 'round the dock" care, the hospital
would not let us bring her home. Leslie watt placed in a
nursing home for eight days. She nearly died several
times, but they brought her back.

By three months, Leslie was sent to the Children's
Hospital in Cincinnati where a gastrotemy tube was
inserted because she can not swallow. A tracheostomy
tube was inserted to help ha breathe. This helped us to
get the secretions out of her lungs. Leslie's medical
history describes Leslie as being a quadriplegic who is deaf
and blind.

We describe Leslie as being able to move ha arms and
legs. not as being paralyzed. Leslie does have some head
and trunk control, but tires easily. Of course, she can not
crawl or walk, but 'she moves': We describe leslie as
having some vision and hearing which is limited, not as
being totally deaf and blind.

Doctors told us Leslie would be a "vegetable" mentally.
We bow Leslie understands when people talk to her. She
can discriminate between people and things the knows and
likes arid those which she does not like. We see Leslie
answering questions and making choices between two
objects by using her eyes to blink. Leslie tells us, by the
movements she makes, when she wants to get up.

She does not like for you to talk about her and lets you
know it. Leslie loves music, except for classical violin.
She enjoys riding the school bus and going to school, but
she gets bored easily. She has a school bus aide and a
classroom aide of her own and we send her suction
machine to school for them to use.
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Leslie does not require constant care and attention. Life
with Leslie is a challenge, but dealing with an inhuman
maiming Machint is even more of a challenge. I have
bad to pick Leslie up at school aeveral times because her
suctiou machine has gone dead. When the suction
11311thilni goes dead on the bus, it scares everyone.

Besides calling me Leslie's Grandmother, just call me the
Chief Mechanical Engineer for Suctioning Machines.
Four years' ago, I couldn't fix anything, hut this past
weekend. I managed to rig up an adapter which will run
off a cigarette lighter. It has now been installed on
Leslie's school bus to keep her suctioning machine
working. My next invention will be a fan, which can run
off the dgarette lighter, to keep Leslie cool because the
school bus stays too bot for her.

We routinely dad with crisis and we survive? The second
week of school, Leslie couldn't breathe because of a plug
(dried mucus) in bet trachea. The school bus aide and
school bus driver could not clear her trachea, so the
panmedics were called. Since I was gmcay shopping, I
could not be reached. They finally reached me, but the
commtmication was not so great and we wasted a lot of
time during our effort to connect with each other. The
next day, I rushed out to purchase a cellular phone, not
because I am a corporate 'executive, but because I am
Leslie's Grandmother. Now I will always be within reach.

It is getting easier to take care of Leslie. Four years ago,
I did most of the caretaking by myself. Now, my thirteen
year old daughter can help. Leslie has a stepmother who
helps out a lot. Yes, believe it or not, it is easier now.
Life with Leslie, as her grandmother, is challenging,
rewarding, and certainly not ever boring.

Call Brenda at (606) 842-3293 in Winchester,
KY if you want to respond to this article.
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Change in the System
by and for Parents

*fray Nasaktr3
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classmate. She said for them to watch her and to try not
to be so loud. She expWned it is because Whitney gets
scared sometimes. She also said, "Sometimes Whitney
needs to rest and lie down for a bit." One little boy asked,
"Why is Mary feeding her with a bottler She said, 'You
know how you have modes in your mouth to help to
dtink and cat? Well, Whitney's nuncio are not very
strong tight now sod she chinks from a bottle." That was
okay!

The COTIMission for Handicapped Children, when
concluding eligibility requirements for children with
medical needs, no longer has to consider step-parents
income in their eligibility formnla for services. The
income of steplouns is no lager moldered because a
mother named Sharon Cole litigated for her daughter, age
three at the time, to be eligible. A parent was
responsible for getting these Kentucky state guidelines
changed!

Contact Sharon at (502) 276-3306 for atails.

15711afitimegs Iriltrat IlDau
ScrineaD112

September 14, 1992

told by Paulene Lewis, Mother
written by Brenda Pezzarossi, Parent

Coordinator

I got up and started getting everything ready for Whitney
to go to school. I was hoping the morning wouldn't be
too cool, and it was a warm morning. I went to get
Whitney and she was laughing and seemed really happy.
Sometimes she aies when she gets up, but she didn't this
morning and she did not go to bed until 1000 PM the
night before. Whitney was happy! It was 8:00 AM and
we had to be there at 9:00 AM. I fed her, got her all
ready, and dressed her in pink. Whitney looked really
pretty. She always looks good in pink. We were all
ready by 9:00 AM. Whitney's Pa & Ma Lewis came and
picked us up to take her to Head Start in Pittsburg.
Kentucky.

When we got there, the teacher, Ms. Morgan, and her aid.
Mary, met us at the door. The class was filled with boys
nd girls all having fun. It was a few minutes and then
we had to get Whitney's picture taken. We did and went
back to the classroom to start the day. Monica is one lady
who worked with Whitney for awhile. Whitney was
listening to all the sounds all around and having a time.

The boys and girls had wondered, wWho is Whitney?"
They were coming around her, seeing her, laughing. and
talking away. Even though they saw that Whitney was in
a wheelchair, the kids knew she could still have fun.
They rubbed her hands and talked to her. The teacher, Ms.
Morgan, told the class that Whitney is their n e w
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The teacher got everybody into a cirde and played some
music. She told them about what happens when you go
see the doctor and what they do. The boys and girls were
full of all kinds of ideas. Soon it was time for recess.
They wanted to go out and play, but walkers were putting
a fence around the playground. The children could not play
that day, so they played inside. Mary, her aid, just took
Whitney for a walk. Whitney loves it when you walk her
around

It was getting time for everybody to go to lunch. Whitney
had been so excited, but now she was getting sleepy. The
boys and girls went to lunch and we started out on our
way back home. Whitney was asleep by the time we
drove out of the parking lot, but she did have a very good
day. This was a very happy little girl. That was
Whitney's first day of school at Head Start

The Americans with Disabilities Act
A Glance at Effective Dates of

Federal Law

SERVICES

Effective Date: January 26, 1992

Key Requirement: Public services, programs, or
activities including state and local governments and
Amtrak, cannot discriminate on the basis of disability.
Almost all community services available to the
nondisabled public must now be equally available to
individuals with disabilities.

Comment: Section 504 of the Rehabilitation Act
originally covered recipients of federal funds; however,
this section of the ADA broadens coverage to include
government facilities, services and communications, even
if they are not recipients of federal funds. Local and state
government is required to ensure that emergency telephone
numbers to police and fire departments can be used by
people with speech and hearing impairments.

Key buzzword: "Title II"
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ACCOMMODATIONS

Effective Data January 26, 1992

Maas AU*

YWCA., Lexington, KY, Activities for Persoos with
Disabilities. Tanya Swim (606) 276-4457

Key Require:mufti Public accommodations, such as
restaurants, theatas, hotels, stores, museums, libraries,
dodoes offices, pecks, zoos, video libraties, auditoriums
mid day care centers, can not discriminate on the basis of
disability. Auxiliazy aids and services mnst be provided to
individuals with vision or hearing impairments so that
they can have an equal opportunity -to participate in or
benefit from services.

Key buzzword: "readily achievable."

Concknaed by Banda Pezzarossi from a handbook from
the Texas Young Lawors Assoc., P.O. Box 12487,
Austin, Texas, 78711, (512) 463-1446, formore ADA
glances, call (606) 257-3586, (800) 356-1258

AREA RESOURCES
ACCESS, 350 Elaine Dr., Suite 203, Lexington, KY
40504, Sue Iteks, Director; Nancy Chaser, Assistant
Director (606) 281-2106, connects services with people
with disabilities in 17 KY counties.

ARC/Bluegrass, 898 Georgetown St., Lexingten, KY
40511, Roger Hamer, Director (606) 233-1483

BET, Bluegrass Employment & Technology, sapported
employmentlassistive technology, (606) 281-2106

Bluegrass East, 201 Mechanic St. Lexington. KY, 40407,
crisis intervention & counseling (800) 928-8000

Bluegrass Regiasal Mental Health-Mental Retardation
Board, Inc., 1351 Newtown Pike, Lexington, KY 40511,
Joe Toy, Executive Director (606) 253-1686.

Bluegrass Technology Resource Center for People with
disabilities, 169 North Limestone Si, Lexington, KY
40507 (606) 255-9951

Center for Independent Living for the Visually Impaired,
620 South Third St., Betty Gissoni, (502) 595-3143

Department for the Blind, 201 Breckinridge Lane,
Louisville, KY, Mike Becker, Manager (502) 897-9475

PUNCH, Parents Understanding the Needs of Children
with Handicaps, Western Kentucky Region, Keith Adams,
(502) 554-5006

Rehabilitation Engineering, Barney Fleming, Department
of Special Education, University of Kentucky, 229 Taylor
Building, Lexington, KY 40506-0001, (606) 2574269
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STATEWIDE RESOURCES
AER, Association for the Ednanion and Rehabilitation of
the Blind and Visually Implied, Kirstai Schmidt,
Vocational Evaluator/Ode:Nadas & Mobility Instructor,
Wak (502) 595-4861, Home (502) 456-4758

ATUG, Assistive Technology Limas Group, Dianna
kakins, Rick Roderick, hm Lepring, Louisville, (502)
893-0211,Bulletin Bond Numbas (800) 242-0490, (502)
896-0022. (502) 894-0393

Cannission foe Handicapped Children, 982 Eastern
Parkway. Louisville, KY 40217-1597, (502) 588-3264

Department for the Blind, Central Office, 427 Versailles
Rd., Frankfort, KY, Priscilla Rogers 40601, (502) 564--
4754, FAX 502-564-3976.

Developmental Disability Flaming Council, Leestown
Square, Frankton, KY, Prodence Reilly, Executive
Director, (502) 564-7700; for Grants Dept MH/MR,
contact Mr. Robin Sims (502) 564-7841

Early Childhood Division, Programs for Children with
Disabilities: Ages 3-5, Capitol Plaza Tower, 12th Floor,
Frankfort, KY 40601, (502) 564-7056

Educatioual Compliance Monitoring, Kentucky
Department of Educatiat Frankfort, KY, Charione Kirk,
(800) 252-7776

Employment Consulting, lvtilton Tyree, P.O. Box 22638,
Louisville, KY 40252, (502) 426-3261

KATS, Kentucky Assistive Technology Service, 427
VOlailleS Rd., Frankfort, Ky 40601 (800) 327-5287.

KDC. Kentucky Disability Coalition, 859 E. Main,
Frankton, KY 40601, Ann Hancock (502) 875-1871; Gail
Lincoln (606) 784-7580

Kentucky Commission on the Deaf and Hearing Impaired,
Bill Rogers, (800) 372-2907

Kentucky Rehabilitation Center for the Blind, 1900
Brownsboro Rd.. Louisville, KY, H.D. Wilson, (502)
895-5489

KY Easter Seal Society, 233 East Broadway, Louisvil le,
KY 40202, Becky Dausman, Director (502) 584-9781

KY/Speech-Language-Hearing Association, P.O. Box
4098, Lexington, KY 40544, (606) 277-2446
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Naked Center, 111 Paddle Neck Road, Sands Point, NY
11093, write do Nancy O'Donnell or call (516) 944-8900
to he placed on newsletter mailing list.

NIGLY, Noticed Informen, 'on Center for Children md
"'"4-Yonikiiith Dinhllides, Interstate Research Associates,

7926Jooes Branch Drive, Suite 1100, McLean. Virginia
22102-3364, (800) 99975599

Parent Training blamed= Project, KY/SPIN, Kentnay
Special Parent Involvement Netwotk, 318 Wait Kattacky
St., Louisville, KY 40203,Paulette Lopdon, (800) 525-
7746, (502) 589-5717, (502) 584-1104

Parent Remurce Centers, Community Education/Family
Support Branch, Kentucky Department of Education,
Frankfort, KY 40601 Jacque Hukill sod Linda Ma,
(800)252-7776

PCDSI, Parents Unthawing Dual Sensory Impairments,
Sharon Cole, hesident (502) 276-3306, FAX (502) 276-
9516, Rudolph Spit*, VicePresident (502) 538-7578,
Brenda Browning, Sec. (606)842-3293, Marni
Tress. (502)459-1227, Brenda Pazarossi. Parent
Coordinator, (800) 365-1258

Prichard Committee for Academic Excellence, P.O. Box,
1658, Lexington, KY 40592-1658. (800) 928-2111

Protection & Advocacy, 1264 Louisville Rd., Frankfort,
KY 40601, (800) 372-2988 or (502) 564-2967

SKI-HI, Help for parents of young healing impaired
ciildren, Andy Hanley (606) 257-7939

TASH, The Association for Pent= with Severe
Handicaps, Cynthia Bayes, (502) 459-5292 or (502) 241-
1637

NATIONAL RESOURCES
APSE, Association foe Persons in Supported
Employment, 5001 W. Broad St., Suite 34, Richmond,
VA 23230, (804) 222-3655

Family Consortium Project,Division of Residential
Services, 35 E. Chestnut St., 5th Floor, Columbus, Ohio
43266-04125. (614) 466-3814 to find out how to aeate a
place to live in your own community.

Hadley School for tbe Blind, 700 Elm St., P.O. Box 299,
Winnetka, IL 60093-0299, (708) 446-8111 for tuition free
home study courses accredited by the North Central
Association of Colleges since 1978.

HKNC-TAC News, Helen Keller National Center-
Technical Assistance Center, 111 ?Addle Neck Road,
Suids Point, NY 11050-1299. Jane Everson. Director,
(516) 944-8900 (VoicerTDD)

JAN, Job Accommodarion Network, President's
Committee on Employment of People wi th Disabilities
(800)-JAN-7234 or (202) 376-6200 (voice), (202) 376-
6205 (TDD), (202) 376-6219 (Fax)

NAPVI, National Association for Parents of the Visually
Impaired, 2180 Linway Dr., Beloit, WI 53511,
(800) 562-6265

, Ape
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Mow call Brenda at (OK) 257-3584, (606)
272-1992, and/or 14I.456.12$8 to update.

The Parent's Role in the Interagency
Individual Transition Planning Team

by: Ron Harrison and
Brenda Pezzarossi

Yam adults who are dee and blind (hearing impaired and
viand), impaired) need options after high school. They
need assistance to plan for their desired outcomes during
their high school years. These students need integrated
commnsity employment and community living choices.
Tramition is a lifelong process. The goal is to obtain the
highest quality mod dignified life style for an individual
with a asability. This article will address the school to
work phase of that process, bridging the gap between
when school services end sad when "getting a life" in the
adult wodd begins.

Who ean Initiate an Interagency team?

Legally, the. Admissions and Release Committee is
requited to initiate the transition teams; however, parents
caa ad should be active initiators of these efforts also.
Parents ne long term advocates focused on the individual
needs of their son or daughter. Parents need to recognize
the potential of an interagency planning te.-.. : to address
the hem of their child. Parents cm effect quality adult
outcomes! Au interagency team can identify existing
savices sod plan and develop more or new individualized
services and supports for the child.

Once again, it is true that the 'early bird gets the worm.'
Education is an entitlement, but adult services are not.
Adult services are not mandated by a law which states that
each person with a disability shall receive free and
appropriate services according to their need. Access to
adult services can take years of simply waiting at home
while the name of your son or daughter climbs to the top
of service provider lists. Your son or daughter may 'fall
through the cracks', if transition planning does not occur.

Who should be on the team for your son or
daughter?

REST COPY AVAILABLE
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It's like baseball. You'll need someone to cover home
(food, clothing, shelter), someone else to keep pitchin'
(calling meetings), people on at least three boos (out
them lookie and catchin'), a couple of people at short stop
(tutors or job coaches), and big people in the field (usually
left field bat more money). Be thinking of who can
substitute and invite them if attencisnoe drops off. Fix a
positive outcome, you must have representatives from
many creative faces that could play a role in reaching
traosition goals:

Try to fmd agency professionals who have a positive
vision of winning. Invite school professionals who have
been the most supportive for you and your son or
daughter. Invite the administration from your school. An
interagency team might have any of the following
members as needed: the school guidance counselor, the
principal, a couple of special and/or regular education
professionals, therapists ((iT., P.T., Speech, Auditory,
Vision), a vocational rehabilitation professional, a
supported employment specialist, a vocational/ technical
schools professional, an independent living specialist, a
college disability specialist, a community employer,
and/or a work adjustment counselor. Most importantly,
the individual transition team includes the focus person,
his or her family, sad any relatives or significant others in
his or her life.

How will the actual invitations be issued?

The school typically issues the ii:Mtations. If your young
adult is already in hisiher last years of school, you may
inquire to see if the school needs your assistance in order
for the team to be formed. You may also suggest that the
school could telephone or meet with department heads,
directors, specialists, or other leaders of identified
programs and agencies to discuss the most convenient
time and location for them. Nice hand written letters to
the key decision-makers, with a signature of the person for
whom the meeting is being held, is a great idea. Most
professionals appreciate personal invitations.

What will the letter of Invitation say?

Briefly describe the interagency transition meeting, need,
and why it is important to your son or daughter. Give the
meeting date, time, and location with directions, and a
contact person for responding or formore information. If
possible, enclose a copy of the specific agenda.

Sample Agenda - INTERAGENCY INDIVIDUAL
TRANSITION TEAM MEETING

Welcome by Team Initiator
Introductions (Round Robin)

Rationale for Involvement of all Team Members
Description of Individual's Need
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IMMO& AmL.
"Description of Community Needs to Meet Desired

Outcomes
Information Sharing

Groul Discussion: Local need A issues
Disci6s' and Summartes Desired Outcome,

Persons Responsible, Action Steps to be taken
with Time pass Tor Completion

00111.10.0.4111.M011.0

ONE FREE COPY TO PARENTS
TRANSITION INFORMATION

"It's MY Choice. . . Read My Lips", please contact the
Minnesota Governor's Planning Council on
Developmental Disabilities State Planning Agency, 300
Ceneennial Office Building, 658 Cedar St., St Paul, MN
55155, (612) 296-4018, (612) 296-9962 (TDD)

"Kartacky Model for Interagency Transition Planningfor
Students with Disabilities", please contact JeanneMullins
or Preston Lewis, Dept. of Education, Capital Plaza
Tower, 8th floor, 500 Mero St, Frankfort, KY 40601,
(502) 564-4970 Ommtity is limited!

Keatocky Directory, Your KEEP Sake Directory of
Advocacy, Leisure mid Residential Programs and
Resources for Persons with Mental Retardation/
Developmental Disabilities and their Families, Division,
275 E Main Street, Frankfott, KY 40621,
call (502) 564-7700

"Options After Ifigh School for Youth with Disabilities",
NICHCY Transition Summsuy, Number 7, Sept, 91,
call (800) 999-5599

NOT FREE, BUT WORTH THE
SUBSCRIPTION COST

EXCEPTIONAL PARENT magazine is published 8 times
per year (Jan, Mar, Apr, June, July, Sept, Oct, Dec) by
the Pay-Ed Corporation. The rate is $18.00 per year to an
individual family. To place a new order, call 1(800) 247-
[080

Exciting News Parents!

We now have our own support group. We call it 'Parents
Confronting Dual Sensory Impairments" or PCDSI for
short. Parents decided to incorporate at this years' Family
Forum at the Kavanaugh Center in Crestwood on August
16. Greg Whittington from the University of Louisville
"Lions Eye Foundation", acting as the group's agent, was
very helpful in this process. Interim officers for the new
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PCDSI were volunteers and duly approved by those in
atiendance. New officers are as follows:

President Sharon Cole (502) 276-3306
FAX (502) 276-9516
Fordsville, KY

Vice President Rudolph Spink
(502) 531145711
Mt. Washington, KY

Secretary Brenda Browning
(606) 842-3293
Winchester, KY

Treasurer Marna Miller
(502) 459-1227
Louisville, KY

We decided the purpose of PCDSI will be so advocate,
network, support, and raise funds for persoos with dual
sensory impairments. We agreed that any individual
coocerned about people with dual sensory impairments
could become a member. These concerned individuals
could become eligible to be members of the Board of
Directors after serving as a PCDSI member for one
mlender year. The board will meet quarterly unless there
is a need for additional meetings. The board will comistof nine parents, 3 professionals, and 3 community
representatives.

The meeting locatiOn, time, and date will be amounced in
the INSIGHT newsletter to invite all who are interested.
Respite services will always be provided to families at the
location of the meeting or the family will be reimbursed
at $20.00 for the meeting day when a special care
attendant is needed at home. Travel mileage will also be
reimbursed and if meetings include lunch, you will be
reimbursed for that also. Ourmeeting was held

Date: Saturday, November 7, 1992Time: 11:00 AM to 3:00 PM
Place: KY School for the Blind, Hauser

Hall, Conference
Room,Louisville, Ky

Directions: The first turn on the left, past
the main KSB entrance, turn left al the
light by the Dairy Mart and church, go
to the first and second gate o n
Haldeman Avenue, Hauser Hall is off of
Haldeman Avenue. If the circle is full,
go back out on Haldeman Ave, turn left
again, go down a hill to the lower lever
parking lot.

Number: 1-800-999-4910 to leave a
message that you are coming!

ifaabr API
We need to wl Please come!! We need your input.
This is your PCDSI support group! Without your
interest and help, we can accomplish nothing. With your
active support, we can and will accomplish everything!!
Our chikhen need you!!! Sae yon there.

Breads Browning, Secretary PCDS1
Brenda Pezzarossi. Patent Coordinator
(800) 3654258

SUPPORTED LIVING
Perms interested in applying for the newly created
Supported Living Program can contact Jennifer Leatherby
at 1-800-999-4910 or Doug Riddell at (502) 564-7700 for
an application. Applications should be available in early
November and due back to the Department of Mental
IkalthiMental Retardation by mid-December. Families or
agencies may apply on beholf of specific individuals for an
array of services to help support the person remaining in
the family's home or to live in a home of their home.
The funds are available to purchase support services
(persooal cam, in-home training, respite, roommates, etc.)
but not to pay for the cost of housing. A limited amount
of funding is available, but families arc encouraged to
apply to demonstrate not only the need but also the
interest in this kind of approach to assisting people with
disabilities to live in the community.

The following is an advertisementfrom the
Personal Futures Planning Project.

tear Piz, tizar PO?

114 leersonal futures
Vanning Vroject

intites you to participate
rot tuoulb belp tuitb

your son or baughter's
future planning

(sebool, iv/At to 4o after strxfoi,
1)4 in your home,

more frientio, abaptite equipment)
aub your son or baugbter is
bettaten tbe ages of 14-21

Vase tali Carolyn Inetier at
1-800-925-301.8
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FYI CORNER

Deaf Blind Intervention Program
Jennifer Leatherby
UK Special Education Department
229 Taylor Education Building
Lexington, KY 40506-0001
(606) 257-7909 *

Diane Haynes, Sandi Baker, andMarie Ruf
1867 Frankfort Avenue
Louisville, KY 40206
(502)897-15 *

Helen Keller Affiliateship
Janis Friend
Dept of Vocational Rehabilitation
627 W 4th St
Lexington, KY 40408
(606)255-1431

Systems Change Project
Dr. Harold Kleinert or
Jacque Farmer
UK Interdisciplinary Human Development
114 Mineral Industries Building
Lexington, KY 40506-0051
(606)257-3045 *

Personal Futures Planning Project
Carolyn Wheeler or
Cynthia Vaughn, Parent Coordinator
1867 Frankfort Avenue
Louisville, KY 40206
(502)894-9366 *

Brenda Pezzarossi, Parent Coordinator
UK Human Development Institute
114 Mineral Industries Building
Lexington, KY 40506-0051
(606)257-3586 or (606)272-1992 *

*Answering machines located on these phones.
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Who is Disabled?

by Daniel Scott Hance

Two yeati ago, I left the hells of my old familiar Shelby
Comity IGO School for aty 'college venture into the
=familiar lecture auditoriums at the Univenity of
Kentucky. Me any other fteshman, I experienced many
things, good and bed, for the rust time in my life.

Atli"

While playing in the Wildcat Marching Band, I became
acquainted with another college student whose brotherhad
a disability. Many new experiences had been mine up
until then, bat this was the rust time I had ever been close
to =rue with a disability. It has changed my life, to say
the least!

My alma meter did indeed have kids with disabilities, but
they were not really in the tailitistlearn of things. The
onlY contact I had with them was when, an occasion, I
looked over and wondered what was wrong with them.
Never before was I aware of the incredible experience
missing in my high school course of study, until I got to
really know a person with a disability.

Nobody realized or had pointed it out to me that persons
with disabilities are people, too. They are more like me
than not. It seems to me that while I had been so busy
teaming my college prep. chases (advanced placement
reading, writing, and arithmetic), someone forgot to teach
me to understand life and to understahd people who may
look or act differently. I lost out because I did not
undastandi

Now that I have come to the university, I have made
many friends who happen to have disabilities. Some of
the best moments of my life have beenspent around these
friends and their families. I have witnessed impossible
situations they experience on a daily basis. While so few
recognize their accomplishments, I respect them for their
courage. I can only hope to achieve half as much as
most children and adults with disabilities have already
overcome just to survive.

Yes, since my old high school days, I have learned a lot.
However, the greatest thing I have learned was taught to
me by some very special teachers - the kids with
disabilities and their families I have been graced to meet.
They taught me the greatest lesson of all, a lesson about
myself and the rest of the ''non-disabled" society. Are we
too BUM to see through their disabilities? Are we too
DEAF to hear their cries for help? Now in this society of
ours, sometimes I wonder who is really disabled?
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TOLL FREE NUMBER

The Kentucky Support Network for parents
confronting dual sensory impairments now has
its own 8001. The new phone line is located in
Jennifer Leatherby's office at.U.K. There is an
answering service on the line, so if Jennifer is
unavailable, please leave a message and she will
return your call. Feel free to leave messages for
other staff of the Deaf/Blind Intervention
Program on this number, as well. The number is
1-800-999-4910.

Definition of Deaf-Blindness

A person is considered to be Deaf-Blind when varying
degrees of canbined visual and auditory impairment cause
the individual to be unable to utilize services developed fcc
the visually impaired or for those with hearing
impairments. Some Deaf-Blind people with dual sensory
impairments have residual hearing sod residual vision, and
may also be labeled visually impaired and hearing
impaired, while still others are totally deaf and blind.

The Federal guidelines state that a child who has a vision
and hearing loss to the degree to which helshe cannot be
served appropriately by one service or the other; therefore,
such a child would be better served with a wider range of
services. The child needs something of both services in
order to receive the most appropriate education. Services
vary by states, but some states set 20170 (in the best eye)
as the vision criteria_ In addition, there may be a field
loss. The visual field must be less than twenty degrees.
Hearing losses me harder to identify. For example, a child
may qualify if there are inconsistent responses to auditory
and/or visual stimuli in the environment and/or if
supported by a medical description.

Extreme difficulties with regard to communication,
education, social life, training , working life, cul tural
activities, and information processing are encountered by
persons who have Deaf-Blindness. This may further
reduce their chances of taking the best advantage of any
residual vision or hearing.

Deaf-Blindness can, therefore, be regarded as a separate
disability. Individuals who are registered on the State
Deaf-Blind Census, and their families, arc eligible for the
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scrim of the Deaf Blind Intervention Program. Also,
helsbe can beadit, put the mandated school age of 21,
from adult services such as the Kentucky Helen Keller
Affiliateship Program. For additional information
regading tbe referral process please call 1400-999-
4918.

Condassed by Brenda Penarossi from the following
sources: Stew Pareaules usped talks to PCDS1,10/10192
and the Canadian Deaf-Blind and Rubella Association
Intervention magazine, Intervauion, Vol. 17, No.), 1992

Quote by Joyce Ford Idaho

Parent/Chairperson for National Parent Network
(fcr Parents & Families with Individuals who are
Deaf-Blind

I realized that "I could not reach out beyond
myself (and help others) until the partnerships
close to me were stable".

Taken from speech delivered to the State deaf-
blind coordinators at Project Directors Meeting -
Washington D.C. Oct. 27, 1992. For additional
information about the National Parent Network
call: (516)944-8900. -
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CALENDAR OF EVENTS

KENTUCKY

Dec. 2-4 Social Role Valorization Workshop,
Ashland, contact Carle Stith (606) 257-
6389

Jan. 6 1993 Kentucky Legislative Breakfast,
Farnham Dudgeon Civic Center,
Frankfort, call Ann Hancockor Gail
Lincoln at (502) 875-1871

Feb. 11-13 KY CEC Conference, Teresa Wasson,
(606)271-3939

Feb. 17-19 Social Role Valorization Workshop,
Bowling Green, call Carrie (606) 257-
5389

2/28 - 3/5 PASSING 1993, week long training
atter completion of Social Role
Valoeization workshop, call Carrie (606)
257-5389

NATIONWIDE

Nov. 20-21 Youth with Disabilities: Preventing
Ding and Alcohol Abuse, Sheraton
Hotel-Westport Plaza, St. Louis, MO.,
call Linda Birenbann (314) 889-3429
or (314) 889-3425 (IDD)

Nov. 19-21 National TASH Conference, Marriott
Hotel, San Francisco, (206) 361-8870

Nov. 26 Thanksgiving Day

Dec. 25 Christmas Day

Please send your calendar events to: 3428 Crimson King
Ci, Lexington, KY 40517 or call Brenda at (606) 257-
3586 or (606) 272-1992

HELEN KELLER SCHOLARSHIP FUND FOR
DEAF/BLIND COLLEGE STUDENTS
A program from the American Foundation for the Blind
provides financial assistant.x, including help to pay for
equipment, for deaf/blind students in college. The amount
of assistance varies between $1,000 and $3,000 per
academic year. For more information, call (212) 620-
2000, (800) 232-5463, or (212) 620-2158.
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Personal Futures Planning Project
. . - . .

* A magma gels his fint summer job; it wasn't a
,sotal SOCCOMI; bst bow many 20 year old's make it on
tharfiatjob!?

A yomg mai an Powdl Camty now attends home
ecosomica, at,thop and physical education in regular
edassios dames and his DEP now includes
commity-based instinction.

There is a new work study employee at the K-Mart in
Denville - a young woman is starting a 10 hour per
week job that as part o( ha. education program
through Kentucky School for the Deaf.

A family in Mt. Wathington now has a medical card,
personal care assistance, a visiting nurse, Ensure and
divas provided through the Home and Community
Based waiver, in addition, respite services.

A aiding anima for a young man in Noctonsville
was able so provide instruction on a weekly bads this
pest sommer through extended school services
MOM=nude available.

Ies moving day (pretty soon) for a young man in
Jenkins who will be leaving a personal care home to
move inio a Neal home* with two other individuals
who see

A day me amain Henderson had a capable child
care worker this pest summer.

Neighbors sod concerned service providers, while
getting to know a young man in Louisville, are
helping the family fmd more people to be involved in
his life, providing respite; and helping Mom obtain
her driven license, GED, and information related to
low-interest loans for purchase of a family home.

Henderson County lEgh School now has a class for
teenagers with significant disabilities and the new
teacha has a lot of positive ideas for including
students in the mainstream of high school life.

These are just some of the "outcomes" for participants in
the Personal Futures naming Project through the
collaborative efforts of Project facilitators, the individual,
paents, teachers, service providers, and other interested
community members. Yes, all of the people described
above are deaf-blind, and most have other disabilities as
well.

Through the efforts of the Project, personal futures
planning has been initiated for nineteen individuals of
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Through the efforts of the Project, personal futures
pluming has been initiated far nineteen individuals of
mmsiticn age (14-21) and five individuals of schod age
below the age of 14. In addition, facilitators trained
through the Project have also =mud personal futures
plmning teams fa an additional seven individuis (not
using Project resources) who are either dealhlind (but we
out of school) or hindicapped through some other
disability.

People Concerned with

Dual Sensory Impairments

A Public Directory

Published by

Parents Confronting
Dual Sensory Impairment

To add your name to this public
directory, write, call, or fax your name,
address, phone number, and reason for

wanling to be included to:

PCDSI .

Route 2, Box 15A
Fordsville, KY 42343
(502) 276-3306
FAX: (502) 276-9516

This newsletter is supported, in part, by
the HiltonlPerkins National Program of
Perkins School for the Blind, Watertown,
Massachusetts. The Hiltonl Perkins
National Program is funded by a grant
from the Conrad N. Hilton Foundation
of Los Angeles, Califi3rnia.
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Volume 3 Number 4 Brenda Pezzarossi, Parent Coordinator
PCDSI. L. Officers. Editors

Winter 1993

"The focus . . . is on building CONFIDENT parents and SENSITIVE professionals . . .
conducive to building positive partnerships between parents and professionals." a quote from 'Wings for
Success'. the lth Annual KY Parent/Professional Conference on aildren with Educational Disabilities. coordinated by the Kentucky Pareru Resource
Ceruers and other Kentucky agencies.

A Word of Encouragement
from the President of PCDSI, Inc.

"I encourage you to be a part of these activities as this will help bring about empowerment to our families

on the Deaf/Blind Registry of Kentucky." . Sharon Cole

Help Parenti Be Informed!
Everyone can benefit from being informed. PCDSI, Inc. (Parents Confronting Dual Sensory
Impairments) would like to encourage all agencies and projects serving or working with deaf/blind
persons andlor their families to keep them informed of past, present, and future happenings,
including information concerning upcoming conferences, trainings, and workshops and to allow
consumers and their families the opportunity to determine whether or not they would benefit or
he interested in participating. Many times parents do not hear about'such events until they are
over or it is too late to register, find child care, and make arrangements to attend. This practice
defeats all purposes, for both parents and professionals, who want to help persons with
disabilities. PCDSL Inc. would he grateful .for your cooperation in this effort.

PCDSI, Inc.
New Plans and New Ideas!

from the officers and the advisory members

To provide an opportunity for families to write in, ask questions, make
comments, publish the questions and answers and have this information
disseminated to all parents.

* To network and be able to tell other concerned parents about your child;
for example, if someone in your family is having surgery, in the hospital
or experiencing any kind of crisis, or if you would like to tell other
parents about a good experience or event, we would like to know.

* To design and print a brochure describing PCDSI, Inc. and to distribute it
nationwide.

NSiC7
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Parents, This is YOUR Newsletter!
A Special Message from a New Parent Group

*Feel free to call.
*Feel free to participate.
*Feel free to voice your opinion.

PCDSI, Inc. has gotten off to a great start seeking, setting, and
accomplishing certain goals:

1. Becoming incorporated which was accomplished at 2:05 P.M. on November 23,
1992.

2. Obtaining a nonprofit corporation 501-3-c status for our parent group in order to do
some serious fund raising. Please call us with ideas for your area!

3. Collecting names, addresses, phone numbers, birthdates, disability diagnosis, along
with some family history, such as the names of siblings in order to distribute this
information, by way of a directory, to all families on the Deaf/Blind Registry.

4. Continuing quarterly newsletters to serve as an update on PCDS1, Inc. happenings as
well as events in Kentucky and conferences workshops being offered across the

country.

PARENTS SEARCH

Parent to Parent Connection
Insight will publish letters from parents searching for other parents with similar experiences and/or
information about rare problems needing specrfic resc_rce information for individuals registered on the
Kentucky Deaf/Blind census only with explicit parent consent from those parents requesting help.

PETERS ANOMALY
Kimberly is eleven years old and born with Peters Anomaly. For vision, she has light perception;
but is profoundly deaf. Kimberly attends Maryville School in Bullitt County. Her parents, who
both work, have difficulty finding and keeping babysitters and would like some help with that.
Their main concern at this time is related tc how to :ncrease communication with Kimberly. She
has been biting others and it is felt that this behavior is related to Kimberly's inability to
communicate. Kimberly's mother would like to network with other parents and families who are
experiencing some of these same frustrations. Yau may contact Kimberly's family by calling
(502) 957-2800 or you may wish to write to them. Their address is as follows:
James & Andrea Sipes
127 Abundance Drive
Shepherttsville, Kentucky 40165
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PROFESSIONALS SEARCH
A cute lithe three year old was brought to a rehabilitation facility for outpatient therapies. The
social worker case manager for the child called in hopes of finding another parent with similar
issues. One of the mother's concerns is related to transitioning her child from early intervention
services into the school syztem. She has visited the school and is afraid they will not know what
appropriate special services her child should have because of the dual sensory, both hearing and
vision, losses. She does not want any time to be lost in obtaining the necessary educational
services. The mother would like to be matched with another parent whose child is the same age
and who is going through a similar experience.

Names have been withheld due to confidentiality; however, if you are a parent who could offer
resource information to this family and would give permission for your name and number to be
given to this family, please call the toll free statewide parent hotline number 1-800-365-1258.

PUBLIC PARENT DIRECTORY
Parents, we are in the final complilation process of our Public Parent Directory. We
have received written permission from tl-:ee-fourths of the families listed on the state
Deaf/Blind census. We still want to hear your story about your child in order to print
the summary following your name. We know how hard it is to respond to all the stuff

that comes in your mail. Therefore, unless you tell us NOT to print your name,
address, and phone number in our Public Parent Directory, the final version will be
going to print with only this information, but not the detailed story about your child.
You still have time, however, to add your child's story, the most important part, to our
final version of this first Public Parent Directory. Please write, fax, or call your
information to:
PCDSI, Inc.
Route 2, Box 15A
Fordsville, KY 42343 FAX: (502) 276-9516

Phone: (502) 276-3306

4.*
4 4- 4

4- If.
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Kentucky Disabilities Coalition
A New Group Member

PCDSI, Inc. has become a new group member of the Kentucky Disabilities Coalition. Dues for
disability groups are $100.00, but this has been waived until PCDSI, Inc. is financially able to

pay. Single membership to parents of persons with disabilities is available for as little as
$10.00 per year. Through this coalition, A great variety of disability advocacy groups band

together to make their united voices heard in Frankfort. The Kentucky Disabilities Coalition
holds two full group membership meetinds each year. Their biggest annual project is the
Legislative Breakfast held in Frankfort. Their third annual event was held January 5, in

conjunction with the Kentucky Assistive Technology Service conference. The KDC Spring
meeting is Saturday, April 17th at 10:00 AM at 1351 Newtown Pike, Lexington, KY.

INSICH1 Ca." 3/03
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KERA Supports PARENTS of PCDSI, Inc.
News from the Kentucky Department of Education

Active parents of PCDS1, Inc. submitted a gmnt proposal in Januaty of 1993 so the Kentucky Department of
Education, Division of Exceptional Children Services. Parent groups are more important, with KERA, and
can be assisted through the state family resource centers. Funds were requested for printing and mailing two
parent newsletters, preparing a brochure, printing and dispersing a Public Parent Direclory. PCDSI, Inc., was
funded, for the first fime, from this source and intends to accomplish these goals using the funds for helping
parents by June of 1993.

Hilton Perkins National Foundation
The newly incorporated parent group, PCDSI, Inc., is funded with sponsorship by the
Hilton Perkins National Foundation in the amount of $5,000.00. The funding is used
primarily for the annual Family Forum, held each August and to cover expenses such as
telephone, travel, speakers, respite, interpreters, printing/mailing newsletters, newsletter

coordinator, and brochures.
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Helen Keller National Center
PCDSI, Inc. is working closely with this national cpnter to acquire training _workshops for parents,
professionals, and consumers. Kentucky's parent group benefitted greatly from a national training
workshop held in New Orleans last fall. Among many national parent displays, our Kentucky parent
group won first place in the national display representing activities of the parents in Kentucky. Currently,
the statewide parent group is involved in the planning for the next upcoming national parent training. The
Project Director of the Technical Assistance Center may be reached by writing to: Jane Everson, Ph.D.,
LSU Medical Center, 1100 Florida Avenue, HDC Building 119, New Orleans, LA 70119. Send a FAX to
(504) 942-8305 or call (504) 942-8188. The Helen Keller National Center address is: 111 Middle Neck
Road, San& Point, New York 11050-1299. Send a FAX to (516) 944-8751 or call Kathy McNulty at 1-800-
255-0411 for more information.

NEWEST GRANT AWARD
Notification of the award was first received in the form of a letter on February 25, 1993
with final approval being confirmed March 12, 1993. This grant money, in the amount
of $17,400.00, can now be used to connect families of children on the Deaf/Blind Registry
with other families through technology. The grant proposal, written by PCDSI, Inc.,
was submitted to the the Kentucky State Developmental Disabilities Planning Council on
December 4, 1992.

Ibte'
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Innovative PCDS1, Inc. Parents
Created, Designed and Received
A big funding news bulletin by Brenda Pezzarossi

Parents involved with PCDSI, Inc. received the final good news on March 12,

1993! Their dream vision will be coming true. It is the dream of being able to
connect parents of children whose children have dual sensory impairments, often

with multiple disabilites, and chronic health care needs. Many of these families

may live is isolated areas of the state, are scattered around the state in small
towns, and are often unable to attend parent meetings.

You may wonder how such an impossible task could be accomplished. The

answer is through technology .. . computer hardware with modems in the homes

of the families where the child with the disabilites is living. Bulletin board

services on computer modems can often be accessed free of charge with toll free

numbers which go to system operators (Sysops) at the Kentucky Assistive
Technology Services, the Assistive Technology Users Group, Central Kentucky
Computer Society, Bluegrass Technology for People with Disabilities, or the
Department for the Blind.

How does this work? What do you want to know? Do you want to ask a question

about which eye doctor is best for your child? Where should you take your child
to get an augmentative communication evaluation? Does anyone offer
transportaion from your house to the next parent meeting? Just turn on your
computer, with the modem hooked to your phone line, and ask it to dial the toll
free bulletin board system. Next ask your question by typing in your message

to the Sysop. You won't get an instant reponse, but it is faster than the U.S. Mail.

After you leave your message, you are finished until the system operator has time

to read your message and reply to your question or send back a referral source
with the correct information. Later, probably the next day, you will simply turn
on your computer and read your messages.

For more technology information and the specifics, please call the Parent Hotline Number at
(800) 356-1258 or (606) 272-1992 for Brenda Pezzarossi, call Bob Moore at (606) 255-1922, or call
Sharon Co/e at (502) 276-3306.

INSiCH.; 3/q3
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Just a Little Quote from Tommie's Sister

"You don't normally get to know the brothers and sisters of other kids
with disabilities, especially when you live in a small town, you just never

seem to rtin into them, and ff you do you don't usually find out about
their brother or sister. It was really nice to be able to get together at the

Family Forum with others close to my age, to just hang out and talk
about what it has been like for us."

by Cheryl Spink
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A Time of Sharing
At the Annual Family Forum

by Rudolph Spink

Parents sharing ideas and helping each other obtain ideas to help their own
children. That is really what it is all about! It is a time to get away from the
city, be with your own family, and connect with other families who have similar

situations. This year's Family Forum will held again at the Kavenaugh Center in

Crestwood, Kentucky. Swimming, fishing, games, volleyball, movies will all be all

ready for fun for kids with disabilities and their brothers and sisters.
Respite care, including registered nurses, will be provided while parents

attend workshops. Let us know, in advance, what special foods your child may

need. Overnight lodging and food will be provided. Keep a record of your
mileage if you want to be reimbursed for travel expenses.

Because of last year's experience, the new PCDSI, Inc. officers voted to
change the rules concerning reserving rooms. This year your family will be
required to make a small deposit. Unfortunately, at last year's forum, some

families signed up, but did not show up to use the reserved rooms being held for

them. Since the rooms were paid in advance, the money was lost. Therefore, a

small deposit, to hold the rooms, will be required for each person. lf, however .

your family does let us know soon enough in advance, your deposit will be

refunded. We hope this will ensure that all our rooms are used.

INSIGHT 4.0.2t Pt .3/03
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Parents Confronting Dual Sensory Impairments
PCDSI, Inc.

AUGUST '93 FAMILY FORUM

Our FAMILY FORUM will be held August 13, 14 and 15, 1993. We need to know your needs for special
accomodations now in order to be better able to plan for a successful event. PCDSI, Inc. will be paying your
travel expenses, meals, overnight accomodations and respite care. If you have any other needs or questions in
order to be able to attend this FAMILY FORUM, please let PCDSI, Inc. know by writing the address above or on
the reverse of this form. You may call Sharon Cole at (502) 276-3306 or (502) 276-9516.

Yes No I am interested in attending this years FAMILY FORUM. If you answered No, please
return this form anyway and please let us know your reasons for not being
able/interested in attending. Thanks!

Yes No We have a form of transportation.

Yes No We will need an interpreter.

Yes No We will need braille or large print materials.

Yes No We have special diet needs for someone in our family who will be attending. Please
explain, if you answered yes to this question.

THIS SHEET IN HA1.Fsicalmisx3============. =z

Yes No We have special needs (crib, bed rails, air conditioning, equipment, wheel chair
accessible rooms) for respite care. Please explain, if you answered yes.

CHILD'S NAME (on Deaf/Blind state registry or in referral process) AGE

CHILD'S WEIGHT CHILD'S HEIGHT CHILD'S T-SHIRT SIZE

S1BLING(S)

SIBLING(S)

AGE T-SHIRT SIZE

AGE T-SHIRT SIZE

SIBLING(S) AGE T-SHIRT SIZE

YOUR CHILDRENS' FAVORITE FORMS OF RECREATION OR ENTERTAINMENT

Please take a few minutes to mail this form back if you think your attendance at this year's FAMILY FORUM is
possible. You may simply fold, tape shut, and add a stamp to return this form. Please return as soon as possible
to this address and/or on the reverse side of this sheet. Family Forum Registration

PCDSI, Inc. President
PO Box 60, 2428 State Hwy. 54
Fordsville, KY 42343

INSIGHT
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Family Forum Registration
PCDSI, Inc. President
P.O. Box 60, 2428 State Hwy. 54
Fordsville, KY 42343
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Public Parent Directory

Please complete the information below and return to:
PCDSI, Inc., PO Box 60, Fordsville, KY 42343

This information will be published in a directory and distributed to other families of children on the Deaf/Blind

Registry. This will serve as a means of helping families to connect with other families and to share ideas or
information with others who may be experiencing similar situations. For your benefit and to help others, we
encourage you to participate in this Public Parent Directory. Please mail to the address on the reverse side.

NAME STREET ADDRESS

CITY STATE ZIP

HOME PHONE WORK PHONE NEIGHBOR OR FRIEND PHONES

NAME OF CHILD ON DEAF/BL1ND REGISTRY BIRTHDATE OF CHILD ON REGISTRY

MEDICAL DIAGNOSIS OF CHILD ON DEAF/BLIND REGISTRY

SIBLINGS AND THEIR BIRTHDATES

z,zsmatFold Herer--- ------smagicsmarsaramszzacmFold Herox=wmatitaramags==zszussizirzsammFold Hererz-=====ze-__=

CHILD'S HISTORY (Please give as much information as you would like by adding pages.)

CHILD'S HISTORY continued

PLEASE SIGN ABOVE SIGN IF YOU WOULD LIKE A STORY ABOUT YOUR CHILD IN OUR NEWSLETTER.

EXAMPLE OF A CHILD'S FAMILY HISTORY
NAME: Sharon Cole ADDRESS: P.O. Box 60, 2423 State Hwy. 54, Fordsville, KY 42343
TELEPHONE: (502) 276-3306 FAX: (502) 276-9516
NAME OF CHILD ON DEAF/BLIND REGISTRY: Kelly Corinne Phelps B1RTHDATE: 3/14/77
MEDICAL DIAGNOSIS OF CHILD ON DEAF/BLIND REGISTRY: Ushers Syndrome
SIBLINGS AND THEIR BIRTHDATE: William Phelps 6128/68
HISTORY: Kelly was diagnosed with a hearing impairment at age three, which was permanent and progressed as

she grew older. She attended public school in Ohio County until fifth grade. She was then diagnosed with Ushers
Syndrome, as her vision impairment was detected. At this time, she became a residential student at Kentucky
School for the Deaf and was there two years. She it now a residential student of Kentucky School for the Blind and

in the tenth grade She is studying drama in hopes of having a career in acting. She has been on the teams of

track, swimming, and cheerleading. When she graduates from high school, she plans to attend Gallaudet
University. Her brother, William has no disabilities and he lives and works in Dearborn Heights, Michigan. As

Kelly's mother. I serve as the President of the PCDSI, Inc. or Parents Confronting Dual Sensory Impairments. I

also operate my own promotional advertising business from my home and am the wife of Norman Cole, Plumbers

and Pipefitters Union CEO, Owensboro, Kentucky.

INSIGHT 41 f, TL. 3ftv.i 3/q)
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Public Parent Directory
PCDSI, Inc. President
PO Box 60, 2428 State Hwy. 54
Fordsville, KY 42343
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PCDSI. Inc. Officert

Sharon Cole
President
P.O. Box 60
Fordaville, KY 42343
(502) 276-3306
(502) 276-9516 FAX

Rudolph Spink
Vice President
409 Concord Road
Mt. Washington, KY 40047
(502) 538-7578

Brenda Browning
Secretary
2765 Crow Ridge Road
Winchester. KY 40391
(606) 842-3293

Marna Miller
Treasurer
4511 Exeter Avenue
Louisville, KY 40218
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Cups
For

Sale!

Parents, drink from a PCDSI, Inc.
cup silk screened in red and black
with PARENTS CONFRONTING
DUAL SENSORY IMPAIRMENTS.

Comfort yourself with the warmth of
a hot drink in a shiny white mug
and take part in this parent
network.

Drink from a beautiful ceramic 10
oz.cup with our REACH FOR THE
STARS logo silk screened in red
and black.

Sip from a shiny white mug for only

$6.00. Shipping and handling is
included in this price and all
money is to remain in the PCDSI,
Inc. account.

Invite yourself to call (502) 276-3306

to place your order and make a
contribution to all parents.

the opinions tIcressed netein do not necessom reflect the
positron ot rcy or !he OE. C.e.::tmenl at

Education. 'Sr:. Helen Keller Affluoteshtc. Systris Change,
PIP, and no official endorsement should therefore be

inferred.
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Spring 1993

FOCUS ON EARLY CHILDHOOD
An Early Start Toward

Legislative Change
An Interview with Linda Dearing, Mother
by Brenda Pezzarossi, Parent Coordinator

It was 7:00 AM on January 6, 1993. Chad Dearing and
his parents were in the State's Capitol city as Chad
attended his first Legislative Breakfast.

1.;.> '
"Chad had his head kind of turned sideways because he
win turn his head, if he thinks you are going to take a
picture with a flash." Linda Dearing

'This little school, ECDC, Early Childhood Development
Center, is really good for Chad. They do really good with
Chad and I think this is one of the best schools around.
We have a parent meeting on Monday night at the end of
each month. The people at the school are trying to teach
Chad to use a spoon. That is still in the workings
because he won't hold a spoon here at home; but, they
have some kind of a little special spoon at school. I am
going, to see if they can get us one of those spoons. They
are working on it. If he would just u-y to get the spoon to
his mouth; that would be progress! He still uses his

fingers here at home aid he just eats certain things. He
won't eat vegetables and the only kind of fruit he will eat
is a banana. Grilled cheese, french fries, peanut butter,
and toast art about the only things I can get him to eat.
He does love pizm and sandwich ice cream."

Chad's Progress Report
Mid-Year Update on Chad's I.E. P.

Summary Results and Changes
Early Childhood Development Center

Chad is making good progress on physical therapy goals.
He will hold his head up with a verbal prompt and is
beginning to belly amyl. standing up with support, and
beginning to reach and grasp. Chad is able to fmger feed
himself independently and is continuing to work on using
a spoon with guidance. Chad can choose between two
objects. -He is beOnning to show that he can choose
between two pictures as well. He also uses a switch to
activate a toy.

Chad will continue to work on skills and imitation of oral
motor movements. He will continue to work on eating a
wide variety of foods and textures. He will continue to
work on his imitation skills. He is currently using a
patterned behavior to indicate his desire for more of a
certain activity. He does use a switch to activate items.
He will play with a toy for up to twenty minutes.

"It used to be that Chad did not have any interest in the
toys, but his interest span is increasing. There is another
thing Chad does now here at home. I have books for him
in his room where he is lying in the floor and he has
certain books that he likes better than the others. He will
look at that book forever. He will just lay there on his
stomach. hold that little head up, and look at that book. I

would like to have a little movie showing him doing
that." . . . Linda Dearing

To respond to this article. call or write to:

(606) 745-63.o I

Glen and Linda Dearing

110 Gary Conn

Wincnester. KY 40391

(606) 744-3183

.lo Ann Dove. DITeClor

Early Childhood Development Center

Winchester. KY 40391

2 65 BEST COPY AVAILABLE
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First Steps
Kentucky's Early Intervention System

germathe O'Connell

The first three years of life are the most critical
developmental years. If there is a sensory impairment, a
neurological disorder, or some other condition that may
cause a delay in development, early intervention should be
provided.

The Kentucky Cabinet for Human Resources is
responsible for Early Intervention Services as provided by
Part H of P.L. 99-457. All children ages birth to three for
whom there is a concern regarding their development may
receive, at no cost to the family, screening and evaluation
to determine eligibility for Early Intervention Services.
Once eligibility is established, the children and their
families have the right to further assessment, service
coordination and service planning called the Individual
Family Service Plan (IFSP).

Kentucky's participation in Part H. hopefully will expand
in 1994. The Cabinet for Human Resources is preparing
to fully participate in Part H by Fall 1994. This would
mean that all eligible children ages birth to three would be
entitled to all needed early intervention services. Unlike
the present; where only evaluation, assessment, service
coordinator and IFSP development is available, the fall of
1994 will ensure that all early intervention services such
as physical therapy, speech therapy, developmental
intervention, etc, will be available and at no cost to the
family.

It is critical to identify children with a delay or a condition
that might cause a delay as soon as possible. The earlier
the intervention is provided, the more effective it will be.
If anyone suspects that a child is not developing in a
typical way, some type of screening and/or evaluation
should be done. Please contact the child's physician, the
local health deparunent, or your local mental
healthlmental retardation center. Check the yellow pages
under Mental Health Center for the location and telephone
number. If you are not sure where to call in your
community, please call: (502) 564-7700

First Steps: Kentucky's Early Intervention System
Division of Mental Retardation
275 East Main Street
Frankfort, Kenmcky 40621
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REACH FOR THE STARS....
PLANNING FOR THE FUTURE

TRAINING FOR FAMILIES OF CHILDREN
TRANSITIONING TO PRESCHOOL

13) Jennifer Leatherby, Coordinator
Deaf-Blind Intervention Program

The Deaf-Blind Intervention Program has developed a new
training for parents of young children (birth to 3 years)
with dual sensory impairments. The focus of this training
is on issues related to the transition frcoi infant/toddler to
preschool programs. Some of the questions answered at
this training include:

Will my child go to preschool with children without
disabilities?
What supports will my child receive in preschool?
What is the difference between an IFSP and an IEP?
What rights do I have when my child enters public
school?
What does a "quality" preschool progam look like?

Ibis training, which lasts two days, is vety individualized
for each family. The Personal Futures Planning process
has bees modified so that families may dream about their
child's future and about what they want preschool to look
like. Family members also are given the opportunity to
think about what they want their child to learn in
preschool and what information they want service
providers to know about their child. All of this
information is collected in a colorful, beautifully
illustrated binder that families can take to their child's
initial EP meeting. (Thanks to Nita Kaufman for her
assistance in developing the binder!!!)

The first training was conducted in Corbin, Kentucky on
March 9 and 10. Nine families participated. The local
Comprehensive Care Center provided a delicious lunch
each day and respite for the children. KY-SPIN assisted
with the conference by providing .families with
reimbursement for their mileage. At future trainings, they
may also provide respite care. We appreciate KY-
SPIN's support!!! The next Reach for the Stars. . .

Planning for the Future training will be May 5 and 6 at
the PUSH Early Childhood Development Center in
Frankfort. DBIP is attemptinc; to take the training to all
areas of the state where there are young children on the
Deaf-Blind Census. Parents are welcomed to attend any of
the trainings, however. At each location, the training is
also opened to other families served by the host agency.

For additional information about this training, please
contact Jennifer Leatherby at (800) 999-4910 or
Diane Haynes at (502) 897-1583.
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Give Our Kids A Head Start!
A Little Talk with Rena Hallam. Head Start Coordinator

by Brenda Pezzarossi, M.Ed., M.S.

Kentucky's Head Start and Parent Child Center programs
are incasing their capacity to serve children with severe
disabilities. The objectives of this new collaborative
project are to:
1. Provide training and technical assistance to parents

and staff;
Develop regional interdisciplinary professional
resoutte and support networks;

3. Develop family intergenerationai support networks.
Currently, this project is involved in Owsley and Grayson
counties. New counties from both central and
nottheastern portions of Kentucky will be in the next
phases of this effort.

1.

Please call toll free to 1-800-288-2173 if you would like
to know more about the possibility of this project being
available for your children in your Head Start_

This project is being implemented through the Head Start
Collaboration Project in coordination with the
InterdiscipliNary Human Development Institute-University
Affliatcd Program (IHDI-UAP) at the University of Kentucky.
Lexington. KY.
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Whitney Lewis Attends Head Start
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Parents, You Can be State
Advisors!

State Councils to be Selected
Condensed by Brenda Pezzarossi, M.Ed.. M.S.

from appropriate sections of Title I and Title VII

Before President Bush left office, the Rehabilitation Act
amendments were signed into law on October 29, 1992
following much debate by those interested in vocational
rehabilitation. Months of advocacy, testimony, and
changes initiated by individuals with disabilities and
national consumer organizations preceded the amendments
being signed into law.

New amendments require all states to establish two
advisory councils for all Departments of Vocational
Rehabilitation. These councils are a Statewide
Independent Living Advisory Council and a Department of
Vocational Rehabilitation State Advisory Council.

The law contains more specific language for council
members. Representatives who may serve on the councils
must meet very specific requirements and must not be
employed by the state unit. Parents, family members and
representatives of disability advocacy groups can serve.
One P.T.I. (Parent Training and Information) center
representative must serve. Current and former applicants
or recipients of vocational rehabilitation services may also
be individuals with disabilities and the Governor must
make the appointments. For more information, please
call Kathy Williams (502) 564-4440 or write to:

Sam Serraglio, Commissioner
Department of Vocational Rehabilitation
Capital Plaza Tower, 9th Floor
500 Mero Street
Franklort, KY 40601

TOLL FREE NUMBER

The Kentucky Support Network for parents
confronting dual sensory impairments now has
its own 800#. The phone line is located in
Jennifer Leatherby's office at U.K. There is an
answerifig service on the line, so if Jennifer is
unavailable, please leave a message and she will
return your call. Feel free to leave messages for
other staff of the Deaf/Blind Intervention
Program on this number, as well. The number is
1-800-999-4910.

267
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Kentucky Administrative Regulations
Preschool Education Program
for Children with Disabilities

707 KAR 1:150
Interpreted by Brenda Pezzarossi, M.F.d., M.S.

"Fret" and "appropriate" are still_the most important
and powerful words for parents to know in order to obtain
the best educational services for their children with
disabilities. Each local school district shall
make available a free appropriate preschool
education and offer related services to all
eligible children with disabilities. N e w
regulations, amended after a Hearing. were to become
effective in Kentucky by the Fall of 1991. .

Preschool education means programs which:
1) Focus on the physical. intellectual, social, and

emotional development of the child.
2) Include student learning activities to assist the child

with intrapersonal, interpersonal and sozialization
skills development.

3) Meet the "unique" needs of a child with disabilities.

Related Services means:
I) Related services includes PARENT

EDUCATION and SERVICE
COORDINATION to "assist the parent" in
coordinating services for the child with disabilities.

2) Transportation and any developmental or supportive
services required to assist the child to benefit from
preschool education.

Identifying Children
For those children who have been referred to the school
district PRIOR TO THE CHILD'S THIRD
BIRTHDAY:
Referral Procedures Shall:
1) Include district collaboration in the development of

the IFS?, or Individual Family Service Plan, prepared
by the early intervention agency "if the child is
receiving early intervention services".

2) Allow preschool services to begin upon the child's
third birthday.

3) Allow eligible children all rights and protections
afforded to all children with disabilities.

4) Include members from early childhood or early
intervention services in the ARC (Admissions and
Release Committee).

Confidentiality
The school district shall:
Obtain the PARENT'S CONSENT before collecting
information about the child from other agencies about
services provided prior to age three.

UST COPY MAW

Criteria for Identification of Your Child
A preschool child can be identified Ls having a
"developmental delay" if the child:

1) Is under age six.
2) Has delays in one or more areas of development (Lc

self-help:adaptive behavior. cognition.
communication.social-emouotial Or motor
development.)

3) I-las a discrepancy between current performance and
expected performance for the child's chronological
age.

Evaluation of Your Child
The School must:
1) Assure an INTERVIEW with the PARENT, legal

guardian, or parent's designee to obtain current
functioning levels of their chill as part of the
evaluation process.

2) Contact othcr intervention services andlor any other
early childhood agency if services have bemi provided
by any agency other than thc public school.

Placement for Your Child
Preschool children with disabilities:
I) Shall be educated with children without disabilities

2), Shall not be routinely placed in settings serving only
other children with disabilities.

Services for Your Child
The school district shall make services to
eligible children available through a VARIETY
of program OPTIONS such as:
1) Parent-child programs
2) Itinerant programs
3) Preschool class programs
4) A combination of the above options

Integrated Services for Your Child
When preschool children with disabilities are
placed in classes where the majority of
children do not have disabilities:
I) Six is the maximum number of children with

disabilities recommended for one room.
2) One adult shall be available for each three children

with disabilities in one classroom. (These vary
according to severity of disability).

3) Instructional staff, including a lead teacher and
teaching associate, must meet 704 Keatucky
Administrative Regulations.

4) Related services pc:sound must also meet specific
licensing requirements.

Se (tete" portions of Mae vutstiost som iiihrighta by Debbie
,Schuonaeher, Kastueiy Department of Education, 'lead Start
Coordinator (502) 564-3010. 9'ou may chain s copy of Mac
nwastiost 6y sorting yorr ragout to t6cDepartmost of Sducation
Information Lkte 1400125Z-7776 orby cslimg fezzarossiat
1-8004651258.
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Getting Involved In Early Intervention
A Conference for Families of

Young Children with Special Needs

Saturday, April 17, 1993
9:00 AM to 5:00 PM

Holiday Inn South (I-75 at Exit 104)
Lexington, Kentucky

Kentucky is presently in the midst of implementing Part
H of the Individuals with Disabilities Education Act
(IDEA). This new law focuses .311 a state and national
effort to meet the needs of children, ages birth to three,
with developmental disabilities and delays and their
families. In Kentucky, eligible children and families are
now entitled to receive, AT NO COST TO THE
FAMILY, the following:

(1.) Multidisciplinary evaluations
(2.) Multidisciplinary assessments
(3.) Service Coordination
(4.) An Individualized Family Service Plan or IFSP

Come join this important conference to discuss such
topics as: Getting into the KY Early Intervention
System, Understanding Your Rights Under Part H of
IDEA. Evaluation and Assessment, Service Coordination,
Individual Education Plans (IEPs) vs. Individualized
Family Service Plans (IFSPs), Issues for Family
Involvement in Early Intervention.

Come hear the experts share their state and community
experiennes and expertise. FAMILIES of young children,
ages birth to three, with developmental disabilities and
delays, will benefit from attending the conference. Also,
family members representing STATEWIDE PARENT and
FAMILY ADVOCACY and PARENT SUPPORT groups
are encouraged to attend.

Spa= is limited on a first-come, first-serve basis, Priority
will be given to those families who have a child with a
disability between the ages of birth and three. You are
encouraged to pre-register as soon as possible. There is
no conference registration fee, but you must present your
confirmation notioe the day of the conference. If you have
any questions, need a conference pre-registration form or
need additional information, please call Michele Searcy at
(606) 257-3098.

0461:4
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"WHAT IS IT?"
AND

"WHO QUALIFIES?"

By Sandi Baker
Curriculum Consultant

Deg/Blind Intervention Program

The questions 'just what does dual sensory
impairment, or deaf-blindness, really mean?"
have recently arisen. I will attempt to answer
both questions in a clear and concise manner.

As defined by Kentucky for certification on the
Deaf/Blind Census a child has a dual sensory
impairment if he has "the combined handicaps of
deafness and blindness and is eligible for special
education and related services if the combination
of handicaps prevents him or her from profiting
satisfactorily from educational programs
provided for the blind child or the deaf child".
There are conditions, within this definition,
which qualify a student as having a hearing
impairment

a hearing loss of 25 decibels or worse (with
a hearing aide); and/or cortical deafness; or
a medically diagnosed condition of
progressive hearing loss;or
a functional hearing loss

And there are conditions, within this definition,
which qualify a student as having a vision
impairment

visual acuity (with prescribed lenses) is
20/70 or worse in the better eye
a medically diagnosed progressive loss of
vision
a visual field of 20 degrees or worse
a medically diagnosed condition of cortical
blindness
a loss of functional vision

As most of you are aware persons with dual
sensory impairments usually have some residual
vision and/or hearing, and therefore can
sometimes be taught to use the vision and/or
hearing that they have along with input from
other senses (sensory integration).

This is where the terms functional vision and
functional hearing apply. For the purpose of the
Kentucky Deaf/Blind Census, functional vision
refers to a child's visual performance during
daily routines within the five life domains:
home, school. community, vocational and
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recreation/leisure. Functional hearing refers to a
child's auditory performance while performing
daily activities and routines within the five life
domains: home, school, community, vocational
and recreation/leisure.

Two check-lists (one each for vision and for
hearing), adapted from DEA F- BLIND
INFANTS AND CHILDREN (McInnes and
Treffry, 1982), are frequently used by
Deaf/Blind Intervention Program consultants to
determine functional vision and hearing losses.
A sampling of items from these checklists are as
follows:

Functional Vision:
Does the child occasionally attempt to locate
objects visually?
Does the child respond to lights or sunlight
with flicking of fingers before his eyes, or
any other specific behavior?
Is one color preferable to another? Which?
How does the child examine an object?
Does the child move his eyes, head, to
follow lights, objects, people?
Will the child make eye contact with you?

Functional Hearing:
Do loud or strange noises startle or interest
your child?
Does child turn head toward sound? Tense
his body? Stop what he's doing? Show
other responses?
Does child change activity, become fussy,
stop crying, show excitement when mother
speaks?
Does child attempt to investigate sound
sources nearby? At a distance?
Does child make a variety of sounds?
Does child attempt to imitate sounds?

As you can see, there is no simple definition of
deaf/blindness and no single description of a
person with a DSI. Each individual with a DSI is
unique and has different strengths, challenges
and circumstances surrounding his vision and
hearing impairments.

In closing, I would like to share with you the
words of Robert .1. Smithdas (1982) as h e
reminds us of the severe challenges and the
psychological impact of having a DSI:

"The senses of sight and hearing are
unquestionably the two primary avenues by
which information and knowledge are
absorbed by an individual, providing a

direct access to the world in which he lives.
These two senses account for the great
majority of experiences by which one
learns through observation and conscious
imitation the activities and mores that are
most acceptable to society and that develop
intelligence, maturity, and social habits.
When these senses are most or severely
limited, the individual is drastically limited
to a very small area of concepts, most of
which must come to him through his
secondary senses or through indirect
information supplied by others. The world
literally shrinks; it is only as large as he can
reach with his fingertips or by using his
severely limited sight and hearing, and it is
only when he learns to use his remaining
secondary senses of touch, taste, smell,
and Innesthetic knowledge.

The immediate consequence of the severe
limitations of sight and hearing, or their
total absence, is that the deaf/blind
individual must depend on secondary
sources for information, gained either
through observation, through lesser
avenues of sensation, or through rapport
with other people on a one-to-one basis."

270
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FYI CORNER

Deaf Blind Intervention Program
Jennifer Leatherby
UK Special Education Department
229 Taylor Education Building
Lexington, KY 40506-0001
(606) 257-7909 *

Diane Haynes, Sandi Baker, and Marie Ruf
1867 Frankfort Avenue
Louisville, KY 40206
(502)897-1583 *

Helen Keller Affiliateship
Janis Friend
Dept of Vocational Rehabilitation
627 W 4th St
Lexington, KY 40408
(606)255-1431

Systems Change Project
Dr. Harold Kleinert or
Jacque Fanner
UK Interdisciplinary Human Development
114 Mineral Industries Building
Lexington, KY 40506-0051
(606)257-3045 *

Personal Futures Planning Project
Carolyn Wheeler or
Cynthia Vaughn, Parent Coordinator
1867 Frankfort Avenue
Louisville, KY 40206
(502)894-9366 *

Brenda Pezzarossi, Parent Coordinator
UK Human Development Institute
114 Mineral Industries Building
Lexington, KY 40506-0051
(606)257-3586 or (606)272-1992 *

*Answering machines located on these phones.

'arsons! 'Nauru Vaulting
1993 Stroiat ittpbats

..Carolyn Wheeler, PFP Associate Director

As of February, 1993, Project staff are working with 20
futures planning goups with an additional 10 groups
having been facilitated by people who have been trained
by the Project Significant accomplishments on the part
of these young people, who are deaflblind, through the
Futures Planning process arc as follows:

1) Greater meaningful involvement on the part of the
person and family members in decision -making
which has led to both family and person
empowerment;

2) Increased Inclusion in regular education classes and
activities;

3) Investment in vocational training and job
development in integrated settings;

4) Accessing existing services (Dept. of Vocational
Rehabilitation, SSI. Home and Community-Based
Waiver, AIS/MR services, Supported Living
resources). etc. to support the person's presence and
participation in their home communities at present
and post high school;

5) Additional educational services. i.e., vision/hearing
itinerant services, orientation/mobility, school to
work transition programs. augmentative
communication devices and functional assessments
usually related to communication;

6) Effective inter-agency collaboration on behalf of
persons who are deaf-blind in which agencies have
demonstrated flexibility and commitment, overtime,
to work toward a desirable future for the individual:

7) In concert with Deaf-Blind Intervention Program and
the Helen Keller National Affiliateship through
Dept. of Voc. Rehab., the initiation of consumer
support groups for adults with deaf-blindness;

8) Greater parent and consumer participation in parent
support groups and state-wide advocacy initiatives;

9) Attendance at conferences on supported living,
assistive technology, and parenvprofessional
collaboration;

271
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10) Motivating some families to engk.,e in estate
planning to help reduce the vulnerabilit> of their
family member with a significant disability and as
part of the answer to the question of "What happens
to my child when I die?"

Not all of these outcomes have happene4 for each persom
no individual's life is now ideal or without challenges or
problems. We have been involved with some families
where nothing has changed except that people now have a
few more folks to call on. The process is not magic: it
provides a way for people to come together and work
toward a common goal and direction and is effective only
to the extent that people, particularly the person
him/herself and important family members, want to work
toward the dream.

What are the barriers to change? I bet you thought I'd say
money. Well, surprise! The answer is fear. Fear of
change, of the unknown, of risk, of effort, of
commitment, of inconvenience, of new roles for me (if
my child has a life maybe I will have to get one, too), etc.
If people want something badly enough, resources can be
found, developed, or advocated for.

I have yet to work with a family where they or the person
desired the dream more than I did. Parents are often tired
and worn out by the time their children with disabilitim
are teenagers. Well. I have some other surprising news -
the majority of parents are worn out by the time their
children are ecut1t Parenting it hard work
regardless of whether or not the child is disabled. What
probably makes it harder is the sense of responsibility that
parents of children with disabilities feel will never end.
With economic times being what they are, I would
venture to say that many parents experience this sense of
"relentless parenting" with no end in sight.

Personal Futures Planning, or any tind of person-centered
planning, is only as good as the people involved want or
are able to make it to be. The process provides a means
to think about people positively, to work together instead
of in isolation, and to bring about change. And only
people can turn ideas on wallpaper into reality.

Facilitator Transformed
Into Neighbor and Friend

VIA PERSONAL FUTURES PLANNING
PROJECT

by Brenda Pezzarossi, M.Ed., M.S.

In the beginning of Jayson's Personal Futures Planning
meetings, nothing beemed to be working out, but people
kept coming back. Consequently, the facilitator felt that
they had tested the PFP system and succeeded because
people were willing to stay involved even though nothing
seemed to be working out and progress was not easy nor
fast.

Were there parts of the meetings that y o u
didn't like or you wish had happened
differently?

I wish that . . you know, hindsight is 2020. I wish
that earlier in the process we would have better understood
how closely tied Jayson's future is to his mother's future.
That in the beginning, when we began to see the truth of
the matter, was that unless we helped Charlotte and
addressed some of Charlotte's issues and lifestyle and that
kind of thing. . . that nothing was going to happen for
Jayson. When we saw that, it really scared us and we
thought we were doing something wrong. Wc thought
that we were denying Jayson somehow because this is (the
PFP) is supposed to be about him, hot about Charlotte.
So we really struggled with that and different members of
the group felt like we should pay more attention to
Charlotte. Some people thought, we should pay less
attention to Charlotte. Some folks thought, "Boy, we
need to try to balance it." There was a lot of confusion
about that.

In the end I think we have learned that because of their
family, because of their lifestyle, and because of Jayson's
needs and their lifetime history together, you can not
separate Charlotte and Jayson's needs. They we one and
the same or they have to be understood in that context. I
remember the point at which I wish we had understood
that earlier because I think we could have been more
productive; but as a group we had to evolve over several
meetings with a lot of discussion. For instance, we even
broke out and started having separate meetings for
Charlotte because we saw that as a way of protecting
Jayson's meetings. . . that is, if we have separate
meetings for Charlotte with a separate group of people,
then we can say to her, "Well, that is stuff for your
meeting. Let's talk about Jayson." We did everything we
could to separate the two and thought we were doing that
in behalf of Jayson and that was what we were supposed
to be doing. I think that was our "perversion"of it,
myself. I think we got real confused about what was
really right and that when we fmally got to the point that
we pulled it all back together and realized this is about
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Jayson and his family as one that we were on better track.
That is not meant as a criticism but just. . . that was the
point at which I thought, "Boy, we have wasted some
time hen trying to figure this whole thing out."

You said there was a point at which you
realized this. Do you have a specific example
of anything that really lit up the sky for you?

We had already broken up into a separate Personal Futures
Planning group for Charlotte that met at a separate time
with a sepatate facilitator to work on some of Charlotte's
things and then we came back to the group and back to
Jayson's kind of dreams and goals, which in all honesty,
because we have such difficulty communicating with
Jayson and his experience has been so limited, his dream
is to a great extent, his "mom and dad's dream" for
him. Because of that, there was this meeting where we
were talking about a provider who was going to be more
involved with Jayson. some neighbor folk, who we were
working on trying. to come and take a walk with Jayson
and do that kind of thing and Mom was real worried and
resistant to that. That was the meeting at which it dawned
on me that "these are not separate things". There is not

. like. Chadotte's meeting about Charlotte and Jays m's
meeting about Jayson. They have been "twenty four
hours a day for twenty two years" together and we
are not going to separate them now. Working with them
is really the same thing. It clicked with me when
Charlotte's own fears became evident as we talked about
Jayson's plans. . . that they were not separate, we had to
do them together and that we had to 'listen' to Charlotte.
We had to guit saying that it SHOULD be like this or we
want it to be like this. We had to be better at listening to
what Charlotte's concerns and fears were and in figuring
those things out. In other words, paying attention to
them instead of trying to come up with some scheme to
try to divert her.

Have there been any ripple effects that have
occurred in your life?

Absolutely. I have become friends with Charlotte and she
is not necessarily a person that I would have had the
chance to become friends with, otherwise. I appreciate the
opportunity to meet her. She is a different person than a
lot of my friends are. She is an amazing woman. I
just have a lot of respect for her and I have learned a lot
from her about being positive in the face of adversity.
about being a gentle person, not being angry, about just
hard work, and being humble. All of this sounds real
corny I kmow., but honestly, she is a woman that I look to
a lot for strength because I just think she is an amazing
lady. I also just enjoy them. We brought this baby
home last week and three days later, Charlotte. Jason, and
Richey were at my door coming in. hugging and wanting
to hold the baby. I am not sure when I first got involved

that I expected to have an ongoing friendship with them
so much, so for me that has been a ripple.

The other thing, in all honesty, professionally, I have
learned a bunch about how hard we have to try as
professionals; how much effort it takes to really
understand and listen to families. Again. Charlotte and
Richey would not say to us, "We're not comfortable with
that." They would just go along with it and unless wc
listened really carefully and respected where they were
and what they wanted; it was more about what we
wanted, otherwise. I have learned a lot about respecting
their lifestyle. For instance, Charlotte doesn't have a
desire to have a Saturday night where somebody would
provide respite for Jayson and she and her husband would
go out on the town. They have never done that. They are
not interested in that. That doesn't sound like fun to
them. That is just not their lifestyle. I just have had to
learn a lot about respecting different priorities and
lifestyles and listening better and not imposing. That
would be the professional ripple effect for me.

Do you have any suggestions for the people
who work with the Personal Futures Planning
Project?

My suggestion, which has already been discussed a lot, is
that somehow, somebody, whether it is them o r
somebody else rigure out how to make this service
available to the people who want it versus trying to talk
some families into doing it simply because they are
eligible for it. Do you know what I mean? I think it has
been real unfortunate that some of the folks with the
Personal Futures Planning Project have been eligible
because their child has deaf/blindness and they are not
really interested; they have been kind of talked into doing
it, whereas, other families out there are dying for
somebody to do that. It would be nice if the service could
be made available on a less categorical kind of framework
in terms &eligibility. I understand why that was the way
the grant was written; that is who the funding source is,
and so forth and so on, but if they could broaden either the
disability criteria or the age criteria or something so that it
could be available to more people who really want it and
are requesting it. It would be a better use of the resources.

The above Personal Futures Planning Project interview
was conduced. transcribed, and published in INSIGHT by
Brenda Pezzarossi. PFP Evaluation Component
Interviewer, with permission from the family of Jayson
Baugh. and FacilitatorlNeighbor Hope Lev Diameter.
Please contact them for permission to print at other
publications.
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A FACILITATOR'S REFLECTIONS

As the end of the Personal Futures Planning
Project comes quickly to an end (September 30,
1993), I find myself reflecting on the past 3
years. I have been in the helping profession for
nearly 20 years now. However, I've never been
involved in such a rewarding process as the
Personal Futures Planning. Rewarding for me
but more so for the individual and the family.

This unique process gave the opportunity for the
person's voice to be heard and an opportunity to
made some choices about the future. It was an
avenue for the parents to express their "dreams"
for their child. I witnessed professionals, family
members, and others who were involved in the
group taking time to look at the person in a
different way. They seemed to recognized the
person's abilities and focused on his/her
capabilities.

I was thrilled to see the results of those who
developed into advocates for an individual.
Some of the "dreams" of the person were
reached. Of course, not all "dreams" were
attained. There were many challenges along the
way. It is not a perfect process - - people are the
process and none of us are perfect. However,
through the collaborative efforts of those
involved in the group, effective changes were
made in the lives of individuals with
deaf/blindness.

It has been an humbling experience for me and
one I shall remember always. One very
important thing I have learned, when a group of
people get together, form a commitment, look at
one's abilities and not the disabilities, listen to
that particular individual's "dreams", things
happen!!

Cindi Vaughn
Parent Coordinator

CALENDAR OF EVENTS

KENTUCKY'

Apr. 24

May 5 & 6

July 30 -
Aug. 1

Aug. 13-15

ARC of Kentuck . Galt House.
Louisville. 8 - 5:30. 535 Fee, Speaker:
Wolf Wolfensburger frocn Syracuse
University. Contact Patty Dempsy
(502)875-5225.

Reach for the Stars . . . Planning for the
Future. Franklort. KY. Call Jennifer
Leatherby at 1-800-999-4910.

Expanding Horizons Consumer
Conference. Location to be announced.
Contact Janis Friend at 224-1272.

Fourth Annual Family Forum, Parents
Confronting Dual Sensory Impairment
at Kavenaugh Life Enridiment Center -
Contact Sharon Cole (502)276-3306.

MUM send your calendar events to: 3428 Crimson King
Ct., Lexington, KY 40517 or csll Brenda at (606) 257-
3586 or (606) 272-1992

HELEN IMILER SCHOLARSHIP FIND FOR
DEAF/BLIND COLLEGE STUDENTS
A program frail the Amaican Foundation for the Blind
provides financial assistance, including help to pay for
equipment, for deaf/blind students in college. The amount
of assistance varies between $LOW and S3.000 per
academic year. For more information, call (212) 620-
2000, (800) 232-5463, or (212) 620-2158.
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Parents Seek & Fund Technology
by Brenda Pezzarossi, M.Ed., M.S.

Parent Coordinator (606) 272-1992 or (606) 257-3586

PCDSI, Inc. prepared an exciting grant
proposal to connect, via computer modems,
families whose children are listed on the state
Deaf/Blind registry throughout the state. The
grant was awarded by the Developmental
Disabilities Council on 3/12/93.

Since December of '93, the technology grant
proposal has resulted in networking, word of
mouth, and through-the-grapevine donations
of 126 computers and equipment offered to
PCDSI, Inc., an active statewide parent
group.

On December 23, 1992, the PCDSI, Inc.
parent advisory director, traveled to Dayton,
Ohio and returned with a large truck load of
computers, monitors, printers, and computer
parts, at no cost to the parent group or
affiliated projects.

The PCDSI, Inc. group is continuing its
exploration of "recycling' in the field of
computer technology and some computers
and parts have already been recycled for use
by consumers with disabilities.

Local exploration by the PCDSI, Inc. group
has begun a move to address the national
issue of transition and computerized devices.
PCDSI's position has been to advocate for
allowing "transition" of equipment with the
person who is disabled as the individual
transitions from school systems into the
rehabilitation systems.

Computer businesses and private enterprise
organizations have either volunteered repair
services or offered to repair computer
equipment at cost. The business community
views this "computer recycling" idea as
something which will benefit their business
and which will capture the imagination of the
public.

PCDSI is collaborating with the Central
Kentucky Computer Society, the Kentucky
Assistive Technology Service Network, the
Department for the Blind, the Assistive
Technology Users Group, and Bluegrass
Technology for Persons with Disabilities.

The Central Kentucky Computer Society has
submitted a nomination for the PCDSI group
to receive a national prize from their national
computer volunteer network. If selected, the
prize money will go directly to benefit the
PCDSI, Inc. parent group.

el
A
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This newsletter is supported, in
part, by the Hilton/Perkins National
Program of Perkins School for the
Blind, Watertown, Massachusetts.
The Hilton/Perkins National Program
is funded by a grant from the Conrad
N. Hilton Foundation of Reno, Nevada.
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PERSONAL FUTURES PLANNING PROJECT
Brenda Pezzarossi, Parent Coordinator
Interdisciplinary Human Development Institute
University of Kentucky
114 Mineral Industries Building
Lexington, KY 40506-0051
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Our Family Forum
by Rudolph Spink

This year's 1993 Family Forum will be held
again on August 13. 14. and 15. For the second year in
a row, it will be at the Kavenaugh Center in
Crestwood. Kentucky. Swimming. fishing, games,
volleyball, movies will be ready for fun with all kids
with disabilities and their brothers and sisters.

Parents sharing ideas and helping each other.
That is really what it is all about! It is a time to get
away from the city, be with your own family, and
connect with other families who have similar
situations. Respite care, including registered nurses,
will be provided while parents attend workshops. Let
us know, in advance, what special foods your child
may need. Overnight lodging and food will be
provided. Keep a record of your mileage if you want
to be reimbursed for travel expenses.

Teenagers Having Fun!

i4age

Jason Is . . . Where the Action Is
Bert Pushes and Karla Dribbles

eeze., ,

LAST CHANCE! DEADLINE NEAR!
HURRY! IIURRY! HURRY!

Parents. This is your last chance! Our deadline has passed
and we only have a few spaces left for the 1993 Family Forum
information. Mail in the Family Forum Registration form
found in this summer issue of the INSIGHT news.

Family Forum Agenda
FRIDAY EVENING: Hot dogs, hamlmrgers, homemade ice cream: slides from previous Family Forums.
SATURDAY: Presentation on self esteem, Katie Beckett "medicaid saiver", Dr. Peggy Fishman
(nemeses "vision loss", Burton Cohen discusses "hearing loss", gosernmental representative discusses
p(ditics, Karen Edssards limiter. theatre spedalist provides entertainment, nmvies, food, swimming, and
ganks for the kids.
SUNDAY: Presentation of %%hal is good and happening for and with peopk. ssilli disabilites, individtmls
sith dual sensory impairments, and their families given by PCDSI, Inc. parents and Deaf/Blind
Intersention Program professionals.
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PCDSI. Inc. President, Sharon Cole, arranged for Governor Brereton Jones to celebrate his birthday
with the parents of children with disabilities and with consumers. Kentucky's Governor was born on
Helen Keller's birthday and shares some of the same values for implementing change for persons
with disabilities. The Governor signed a Proclamation declaring the last week of June as Helen
Keller Week for Kentucky. Another parent, Brenda Pezzarossi, brought a cake decorated with
American flags for Governor Jones' birthday. She also worked with the Governor's Office to obtain
Dana Parker as the interpreter for the deaf PCDSI. Inc. parent, Bob Moore shared the program
with Governor Jones by awarding the Father of the Year Plaque to Rudolph Spink of Mt.
Washington, KY. Bob also explained the latest PCDSI, Inc. project which consists of providing used
home computers to parents to network through a toll free bulletin board system across Kentucky.
News coverage from several television stations and the Corbin Times focused on the families of
children with disabilities who were in attendance tdong with over fifty people. The signing of the
Proclamation took place at 11:45 AM on Monday, June 28, 1993 in the Governor's office of the
capitol in Frankfort
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Parents Making A Difference!
Margarita Arnett, acting on behalf of Jason Arnett, received their first supported living

assistance June 21, 1993. She is excited about Jason going to the beach, being out for lunch,
and having other people in his life.

Sharon Cole has assumed management of a grant received from the Kentucky
Department of Education in order to offer more communication among parents across the state.
Sharon has been selected to serve on the National Parent Network Advisory Board which will
hold its first meeting in July of 1993.

Paulene Lewis has received word directly from President Clinton. Paulene thought the
new President should know more about her daughter, Whitney. Paulene wrofe a nearly ten
page letter in long hand informing President Clinton about what her hopes and dreams are for
Whitney. Paulene received a very nice letter from the White House with President Clinton's
own signature.

Marna Miller and son, Sean, will be leaving for Sands Point, New York on June 29.
Sean will be undergoing a job training effort at the Helen Keller Center.

Bob and Cherry Moore received a supported living grant to create a community living
environment for their son, Lew Moore. Bob, :. major spokesman for health reform, won the
primary election in Lexington and will be standing his ground in the November elections. Bob is
starting technology connections for families through a grant funded by the Developmental
Disabilities Council.

Jay Pezzarossi. son of Brenda Pezzarossi, was selected for a supported living grant to
receive training to operate a networking Imsiness called ORCCA, Inc., Online Resource for
Communication, Conlimters. and Assistance Technology, for his own independent living.
Brenda and Jay were selected by Scotty IhIesler to attend the ['residential Inauguration
Ceremonies in January. In March, they attended the National Closelip Foundation's Week in
Washington where Senator Wendell Ford's office selected Brenda and ,lay to help phin the next
Inauguration according to ADA guidelines.

INS/CUT 0 'OS1. hie Eliunn V.

278



Lions Club Honored
by Parent Group's Transportation Request

At first Paulene Lewis was excited when she found out her daughter might get to meet
the Governor this year. However, Paulene, who does not drive or own a car, had resigned
herself to staying home rather than trying to get her daughter to Frankfort. Public
transportation is limited in eastern Kentucky where the Lewis family lives. They were unable
to attend last year's signing of the Helen Keller Proclamation at the state's capitol due to their
lack of transportation. Paulene voiced her wishes to another parent, Brenda Pezzarossi, who
recalled efforts of locating transportation for parents over the past two years.

Back in 1991, long before PCDSI, Inc. became a separate and active parent group,
parents recognized the transportation barrier. Parents realized that before a statewide parent
group could assist other families, they must be able to meet other active parents.
Transportation of families with children who have multiple health care needs was recognized as
the first step toward forming a statewide parent group. Without transportation, many families
in sparsely populated areas, across the state would never be able to meet other parents.

A professional, Greg Whittington, who volunteered to help this group of parents, became
interested in the parents' needs and transportation. Greg, who later became the incorporating
agent for PCDSI, Inc. invited Kay Lutes, Executive Director of the Lions Institute, to one of
the earlier meetings. After meeting with parents, Ms. Lutes offered assistance in providing
transportation to and from events. She contacted Lions Clubs across Kentucky and the
National Lions Club who recognized the need. Corbin Lions Club member, Cleland Thorpe, a
member of the Shriners, who also volunteers for the American Red Cross and the Adult
Literacy Program, responded by offering to transport the Lewis family to Frankfort.

Parents alone have a difficult time making connections, but when a parent group
undertakes awareness, they find supportive and caring people like Mr. Thorpe. Many people
benefit and find strength from offering their help and genuinely care about people with
disabilities and their families. After visiting the Governor's office with the Lewis family,
Cleland Thorpe was full of praise for all the families he met at the Helen Keller signing. "I

think they are very courageous people", said Mr. Thorpe. "Since Whitney's birth, their family
has been in many hospitals dealing with her handicap. She seems to be able to cope well with it
when alot of people probably would have given up."

Parents Confronting Dual Sensory Impairments, Inc.

Sharon Cole
l'resident
P.O. Flux t,0
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Brenda Pemarossi
Parent Coordinator
3428 Crimson King Ct.
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Marna Miller
reasurer
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Greg Whittington
Incorporating Agent
5345 Lost Trail
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002)366.6509

Cherry King
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Parent Changes Large School System
by Removing Graduation Barrier

S "

It had always been done that way. Kentucky's second largest school
district is called Fayette County. Four of its large high schools have
been holding their graduation ceremonies at Rupp Area for many years.
Their 1993 plans, like past years, called for all graduates to take their
diplomas and use the stairs to exit from the front center of the stage.
That meant a student in a wheelchair, on crutches, using a walker, or
having any mobility restrictions could not exit from the front of the
stage. Instead, such a student would have to leave down a back ramp,
the same way he entered the stage --- or not go up on the stage at all.

This plan was unsatisfactory to Jay Pezzarossi who wanted to receive his diploma just like
everyone else. A birth injury, which caused hypotonic, ataxic cerebral palsy, has made walking
and talking difficult for Jay. Like his sister, Karla, and other graduating seniors, Jay wanted
to exit from the center of the high stage. According to Jay's mother. "The schools existing
arrangements would have deprived graduating seniors with physical disabilities from their few
short; extra minutes to bask in the glory of their graduation." Jay's sister. Karla said, "I just
wanted my brother to get through the ceremonies without any more barriers to overcome."

While other families of most graduating seniors were thinking about new clothes for their
graduation, Jay's family was focusing on lowering the stage, building ramps, and adding
handrails. Phone calls, advocating Jay's request, were made by Jay's mother to the principals,
school superintendents, and Rupp Arena corporate executives. These were followed up with a
letter from Jay's family to the school superintendent with copies to all the principals and Rupp
Arena's executive directors.

Other contacts helped to raise the awareness of the school administrators and arena corporate
executives. A convincing letter was sent from an ADA representative with the governor's office.
The school and Rupp Arena personnel received a copy of the 1990 accessibility requirements of
ADA (Americans with Disabilites Act) as helpful reading material. A citizen advocate, in
contact with the Governmental Affairs office for UCP in Washington, DC called in Jay's behalf.
By the time Rupp Arena and the school administration were contacted by a local newspaper
reporter, architectural changes were already in progress.

Ramps with handrails appeared at the side and front center of a lowered stage. Marching in the
graduation ceremonies was easier for everyone. One person's family did change things by
getting a barrier removed. 'Fite highlight of the end of school became more beautiful and
included all seniors. Man othet-s will continue to benefit because one person did make a
difference. One parent ad% ocated for a better way for everyone.

For more details, please call Brenda at (606) 272-1992 (1,) or (800) 356-1258 (w) at the U.K.W.A.P. Iluman
Derelamnent institute, .107 Mineral Industries Bldg., Lexington, KV 40506-0051 or write to Brenda
l'ezzarossi, .1428 (*Hinson Kin, Court, Lexington, KV 40517.
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School Districts Bus Policies Changed
by a Parent from PCDSI, Inc.

OD

Residential students at the Kentucky School for the Blind in Louisville
travel hundreds of miles across the state to their homes on weekends. Two
school districts would not allow the students to eat or drink during this lengthy
traveling time. Some of these school children, with multiple disabilities, also
have secondary conditions such as diabetes, seizure disorders, and
hypoglycemia. Many students' medical conditions depended upon regular
scheduled diets. One first grader cried all the way from home to the school
when cookies were taken awa. Some students, while riding the bus, were
denied the comfort of holding their stuffed animals. Emotional stress for some
students, caused by being sent away to schooL worsened when they could not
keep their familiar possessions from home.

After listening to these horrifying reports from Kelly, her daughter,
Sharon Cole was prompted to take action. After inqUiring at the local school
district level, she was told these bus rules were the state law. Hearing a rule
quoted did not stop Sharon for she knew instinctively what is right, fair, and
just. She called the Kentucky State Department of FAucation and learned, in
fact, it was not a state law. It was simply a local individual school district
policy. Armed with her new found knowledge of the state's educational law,
Sharon made phone calls, wrote letters. and began an awareness campaign for
the bus drivers. She distributed flyers explaining the disabilities and E CFO 'al
handicapping conditions of the students riding their buses. Residential
students, who travel long distances on Friday and Sunday, are now allowed to
eat and drink. Yes, the school districts have agreed that it was not a state law
and have changed their school bus policy.

I.

Kentucky Lions Eye Research Institute
What is it?

The current Lions Eye Research Institute building in Louisville was completed in 1969.
The new addition (23.000 square feet) will cost approximately $4.1 million dollars when
completed. As a result of many hardworking Lions Clubs, generous contributions of $3.1
million dollars have been raised. The Kentucky Lions Eye Institute is expanding to better serve
the patient care and eye research needs of Kentucky.

The Kentucky Lions Eye Foundation was founded as a non-profit organization in 1954 to
assist those in need of eye care and to e\pand ision conservation in Kentucky. Check with your
nearest I Awls Club to ee if )on quaff% for their assistance with vour child's or our eye care
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PROFESSIONAL TO PARENT CONNECTION

How To Identify and Assess Students
With Dual Sensory Impairments

July 12-15, 1993
Jim Durkel from the Texas Deaf-Blind Outreach Project will speak at a three day
workshop called the SUMMER INSTITUTE at the Springs Inn, 2020 Harrodsburg
Road, Lexington, KY. The program covers assessment INCLUDING FAMILIES and
gives useful information to the educational team. Students with deaf-blindness are
often assessed using instruments that do not give a "true picture" of the child's
capabilities. Families can be reimbursed by the Deaf-Blind Intervention Program for
mileage and/or lodging and meals. Call (800) 999-4910 for Jennifer. Leatherby if you
have additional questions.

-..1111

How To Have A Supportive Community
After Transition From School

July 30 - August 1, 1993
Consumers, Parents, Guardians. Interested Persons will want to hear Dr. Jeffrey
Bohrman, president elect of the American Association of the Deaf/Blind at A
CONSUMER CONFERENCE called "Expanding Horizons" at the Kavanaugh Life
Enrichment Center, Crestwood, Kentucky. After transition from school of persons who
are deaf/blind, there is a need to have a supportive community with which they can
identify. The American Association of the Deaf/Blind can help provide that community.
Call (502) 897-1583 to Contact Marie Ruf, Deaf/Blind Intervention Program or call
(800) 999-4910 about your desire to receive more information.

-reppipplom--

How to Offer Future Direction
for Best Practices in Natural Environments

August 26-27, 1993
A two day conference for professionals working with infants/toddlers (birth through
three years) will be held at the Radisson Plaza Hotel, Lexington. Kentucky. The focus
is on best practices, natural environments, future direction, and mandated services.
Call (502) 564-7700 for Germaine O'Connell at the Cabinet for Human Resources,
Frankfort, KY.

Grant Proposal Submitted to the Federal Government
In May, 1993, Jennifer Leatherby of the Deaf-Blind Intervention Program applied for
another three-year Personal Futures Planning Project to support 24 teams who would
work toward better educational services in integrated settings for children on the Deaf-
Blind Census. Training would be provided to families and facilitators to develop each
child's planning group. Families would assist in the selection of their facilitator who
would convene and conduct each meeting. Families involved in the previous Personal
Futures Planning Project wrote letters of support in hopes of obtaining this person
centered process for other families.

TO LIST 101H WORKSHOPS. CONFERENCES, AND PROFESSIONAL ACCOMPLISHMENTS, FOR PARENT
CONNECTIONS. PLEASE CA LI. BRENDA PEZZ ROSS! A (606) 272-1992 OR 000) 365- 1258.
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Parent to Parent Connection
INSIGHT will publish letters from parents searching for other parents with similar
experiences andlor information about rare problems needing specific resource information
for individuals registered, referred, or suspected of being diagnosed with a dual sensory
impairment only with explicit parent consent from those parents requesting help.

Andrea was born on Gctober 4, 1989. She will turn four on her
next birthday. Andrea has been seen by a neurologist and hospitalized
several tiins or non-controlling seizures, but the doctors knew nothing
they could do to help her. lt was very frustrating for everyone. An MR1
showed thai Andrea has a thin corpus callosum which means her left and
right sides 'he brain are not. ;:ommunicating. Andrea was also
diagnosed with cerebral palsy. it is stressful at times to care for her
and to accept everything that comes with a special child.
Andrea's family would like to hear from others who are experiencing some
of these same frustrations. You may contact Andrea's family by calling
(606) 744-9318 (h) or (606) 624-9077 (w). Their address follows:

Billy & Wanda Coomer
156 Quickshop
Winchester, KY 40391

0;::CY:',01:;:OTC.::0t;CACre.0.01-1,g);10-CD
losh;:a \lillwood. our grandson, was born on August 19, 1986. Ile

will be sevc:i 1 his summer. loshua has grown quite a bit in the last. year.
As our grailson gets larger. we are concerned about getting hint in and
out. of the -)athlub. We are also concerned about who will take care of
,Joshua wk.', we are no longer able to provide care. We are Joshua's
guardians. i)ut have not become his permanent legal guardians. Right
now we hay- !he right. lo sign paper's for medical purposes and to send
hint lo sell( i, nut not. lo do estate planning.
Sam and Diane would like to talk to others with some of the same issues.
Their phone number is (606) 269-5509. Their address is as follows:

Sam & Diane Sears
247 Bassett Avemie
Lexington. Ky 40502

INSIGIrr NCV. letter PCDSI. InS. 6 03 283 BEST COPY AVAILABLE



Know Your Eye Doctors!
Which Eye Doctor is for What?

by Greg Whittington

Vision and eye care is very important to all of us. It is essential for our eye
care professional to be interested and specially trained in the care of deaf and blind
children and adults.

There are several kinds of doctors that provide care for our eyes.
Ophthamologists are Medical Doctors (M.D.'s just like your family doctor or
pediatrician) that treat diseases of the eye, prescribe medicine, eyeglasses, and
perform eye surgery.

Pediatric ophthamologists are Medical Doctors (M.D.) that are trained to
treat infant's and children's eye problems and eye disease. ln addition to the
training to become an opthalmologist. these eye doctors spend an additional one or
two years (residency) studying diseases and surgeries specifically affecting
children's eyes.

Doctors of Optometry (Optometrists) are not Medical Doctors. They have
received training in eye care and can prescribe eyeglasses, contact lenses and some
eye medicines; but, do not perform surgery. After completing their educational
training, they do not have the specialized educational training (Internship,
Residency, or Fellowship) to examine infants and children. Optometrists attend
schools of oOtometry. Some schools are affiliated with state universities such as
Indiana University and Ohio State University. Schools of optometry require at
least two years of college (some four years) prior to admission. Students of
optometry then spend four years studying the eye and receive degrees as Doctors of
Optometry (0.D.).

Parent to Parent Connection
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If you would like the same services for your child, as mentioned above, you may reach people like this by calling the
Deaf/Blind Intervention Program at 502/897-1583 in I ouisville or 502/257-7909, or 800-999-4910 in 1.exington.
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20 Year Old Policies Changed
by a Committee Formed Because of One Student's Parent

One student's parent can make a difference! Outdated dorm rules and old policies in effect for twenty years were
causing conflict and frustration among students. parents, and starlet Kentucky's residential school for the blind. Conflicts were
arising on a daily basis over some of the current needs of students who live in the dorms of the residential school. Students felt
the dorm staff enforced rules that were no longer needed due to changes in society. Other students felt that there were strict
rules for some, but none for others. Some students felt that the residential staff was only interested in their academic needs, but
not in them personally. Several students complained to one parent who took their comments seriously and wrote letters on their
behalf.

l'rior to the 1092-93 school year, group meetings between families and the staff of the institution had never been
attempted. At the insista n e of one student's mother, ssim urote letters on behalf of the students, a onmnittee was formed to
take into consideration the current and changing needs of all individuals. Excitement among all the students, parents, and

idential staff was evident at the first meeting u hen this nes% cominitim ss as formed. Students, belieling the staff and parents
'cert. hecoming interested in their personal feelings, and rights as hale hegun to %nice their concerns.
Rehitionthips slid) each other and among students in lb v dorms *here they live is beginning to improve. Staff ntemlwrs
rommented they have seen some interesting and positice attitude changes from the staff as %sell as the students. (hie student's
parent did make a difference!

V.V( 1111 . 1i Edirmn 6 V'
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Receive a Free Corn s uter for Your Home
Parent Group Makes This Possible'

PCDSI, Inc.

L-6 These are the amazing days in which we live. Technology change.; rapidly and
improves our opportunities for better lives for our children. Opportunities to
communicate across great distance are now available through the use of computers by
families of children with deaf-blindness. You may want to explore these opportunities.
The number of people using computers for telecommunication is expected to increase
rapidly within the next few years.

Families with children who are deaf-blind must apply directly to PCDSI, Inc. for
participation in this project. The r:quirement is that their deaf-blind child be under
age 22 and on the Kentucky Deaf-Blind registery (or otherwise certified as having a
dual sensory impairment). See the application form in this issue of INSIGHT.

PCDSI. Inc. volunteers will provide those families who are accepted into the
project with a computer, modem, telecommunication software, and operating system.
We will provide training and support to begin the use of the equipment we provide. We
will also be available to assist families if problems develop wing the course of the
project.

Families who receive computers accept one obligation - - - to become regular
".. participants in the Assistive Technology User's Group Bulletin Board System (ATUG-
; BBS). This is a community of people interested in blindness and other disabilities who

interact using telecommunication. The BBS is accessible statewide by means of a toll-
free 800 number.

The purpose of the project is to use telecommunication as a means of overcoming
the social isolation of families who have children with deaf-blindness.

Please complete the computer application in this issue of INS/GIIT and return by the deadline of Auzust 1, 1993.
You ma% call Bob Moore at (606) 233-5760 () or (606) 255-1922 (hi or write to him reuuestink an application
form.

iL Bob Moore
929 Wolf Run
l.oineton, KY 40504

' I ; T lilt iV PROM IAP l' %AT\ T 1:14011 To help wish our roch, he encourage parents and
e !.. /or .tek ei %could 1,4 e in donate to l'( Inc :(rnic I oat:toying Sencio hnfacrrru-nri. Inc.11,1' rending

.; af,. I. :ne ahoce oadc". Aoti" horn!, ,loldren .:tr; n.% and hearing impauniclul tam I, t.h to ((intact Sharon Cale
4-: nt .il children hon,:i,arc a^,; or mho' additional handicapping condaion I mac icilh to contact

Ill .,J:% t.rienton Arne I, lellmlin. A r PM', or ca.; Albs 092, htlh 257,1586. NIM JO. /238.
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FREE CONITUTER APPLICATION
Made Possible by PCDSI, Inc.

Parents Confronting Dual Sensory Impairments

MA.IL BY AUGUST I TO: Bob Moore
Parent and Computer Advisor
929 Wolf Run
Lexington, KY 40504

III IIIIIIfflownanaill1111111111111

Le 21 lit ,N

PLEASE TAKE TIME TO ANSWER THE FOLLOWING QUESTIONS:

[ I YES. I want to connect by computer modem with other parents and do give
permission for my name to be shared with another parent in a like situation.

] NO. I do not want to connect hy computer modern at this time, but I want to
be on the maiiing list and will send my ideas for helping our family in the future.

Name:

Address: (zip code)

Phone Number: (with area code)

Age of Child:
FOLD IN HALF HERE FOR MAILING PURPOSES

Tell us a little about your child:

Is your child registered on Kentucky's state deaf/blind registry (census)?

Is your child in the referral stage for the registry (census)?

If so, how long has it been since the referral was made?

Do You have a computer? If so what kind?

If you have a computer, do you use it?

Do you have a modem for your computer?

If you have a modem, do you use it?

If not, whv?

ir so, what kind?

If not, svtly not?

If so, what conununication software are you using?

PCDSI. Inc. is an /11.1, VOIANTEER nonprofit parent group. To help defray costs, we
encourage parents who can afford it and nho want to receive information from I('I)Sl,
Inc. (Parents Ciinfronling Dual Sensory Impairments, Inc.) to send I:is-deductible
donations to the above address. Note: Parents o children with only visual and hearing
impairment.% rutv wish contact Slutron Cole at 502 276-3306 or 502.276-'1516. Parents of.
children wills aultiple handicaps and:or other additional handicaps may wish to contact
Brenda Peunrossi at 3428 Crimson king Court, Lexington, AT 40517 or by calling 606,272-
1992, 606/257-3586, or 800'365-1258.

\,'SIGHr Newsletter 6)9 3 287
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Bob Moore, Parents for DEAF/BLIND Children
Parents Confronting Dual Sensory Impairments, Inc.
Computer & Modem Networking Advisor
929 Wolf Run
Lexington, Kentucky 40504



SURVEY about NEEDS of PARENTS
and FAMILY SUPPORT

WHAT PARENT/FAM1LY SUPPORT ARE YOU RECEIVING? (CHECK BELOW!)
[ ] I feel that nobody understands my particular situation.
[ ] I have nobody with whom I can discuss my personal needs or who understands.
[ ] I feel the need to help other parents going through a similar situation.
[ ] I have a close family member who understands what I am going through.
[ ] I have someone else I can reach by telephone who understands what I am going through.
[ ] I have a relative with whom I can discuss my situation and who understands.
I ] I do not lvve relatives with whom I can discuss my situation.
[ ] I have another parent of a child with disabilities who understands my situation.
[ ] I have a professional person I can call during their working hours.
I ] I have a professional person whom I can call day or night and on weekends and holidays.
[ ] I would like to hear success stories of parents with children similar to mine.
[ ] NIy child's school service providers have not received any or enough training.

] NI child's school service providers do not feel adequately prepared to teach my child.
[ I My child's school service providers are confident they can offer the best for my child.
[ ] I am concerned about the future for my child, but have no dependable resources.

We are an ALL VOLUNTEER separate parent group operating as a non-profit corporation. To help meet our
costs. we urge anyone who wants to receive information from PCDSI, Inc. (Parents Confronting Dual Sensory
Impairments. Inc.) to give to our cause and/or to help us seek donations. Tax-deductible gifts should be mailed to
PCDSI. Inc.. Rt. 2. Box ISA, Fordsville, KY 42343.

fold here to return by mail
Parents of children with only visual and hearing impairments may wish contact Sharon Cole at 502/276-3306 or
502/276-9516. Parents of children with multiple and/or additional handicaps may wish to contact Brenda Pezzarossi at
3428 Crimson King Court, Lexington, KY 40517 or by calling 606/272-1992, 606/257-3586, 800/365-1258.
DO YOU WISH TO NETWORK WITH OMER PARENTS?
[ ] YES. I wish to network with other parents. Please send me the name & address of a parent in a like situation.
I also give permission for my name, address, and phone number to be shared with another parent in a like situation.
[ I NO. I do not wish to network at this time, hut I do wish to be on the parent's mailing list. Please add a page
and mail our comments or suggestions. You may fill out the survey above and leave off your name below.

Parent/GuardianName:

Address:

('ity:

Telephone: (with area code) HOME-

Child's Name:

Date of Birth: (Month. Day, Year)

\ame. Date of Molt)

,NSIGt 7 e-er :E\SI. Inc 6.-93

State: Zip:

WORK

\tail to : Brenda Pezzarossi, Parrot Coordinator
3428 Crimson King Court
Lexington, KY 40517
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Parent Coordinator for DEAF/BLIND Children
STATEWIDE PARENTS NEEDS SURVEY
Parents Confronting Dual Sensory Impairments, Inc.
3428 Crimson King Court
Lexington, Kentucky 40517
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Mail to :

QUESTIONNAIRE about SERVICES
for our CHILDREN

Sharon Cole, PCDSI, Inc. President
P.O. Box 60, 2428 State Hwy. 54
Fordsville, KY 42343

We are an ALL VOLUNTEER organization and parent group. To help with our costs, we encourage
parents to help us seek businesses that would like to donate to PCDSI. Inc. (Parents Confronting Dual
Sensor.% impairments, Inc.) by sending tax-deductible donations to the above address. Note: Parents of
children with only visual and hearing impairments may wish to contact Sharon Cole at 502/276-330 or 5021276-9516.
Parents of children with multiple handicaps and/or other additional handicaps may wish to contact Brenda Pezzarossi
at 3428 Crimson King Court, Lexington, KY 40517 call 606/272-1992, 606/257-3586, 800/365-1258.

Parent GuardianName:

Address:

City: State: Zip:

Telephone: (w ith area code) HOME-

Child's Name:

Date of Birth: (Month, Day, Year)

WORK-

FOLD HERE AND MAIL TO ADDRESS ON BACK
Where is Your Child & What Services is Your Child Receiving? (CHECK BELOW!)

] Public School (mainstreamed with no itinerant or special education teacher)
] Public School (mainstreamed with itinerant or special education teacher)
] Public School (resource room and mainstreamed combination)
] Public School (resource room/self-contained only and not mainstreamed)
] Private or Parochial School (for children with disabilities)
] Private or Parochial School (for children without disabilities)
I Either State School for the Deaf or Blind (with integration into Public School)

State School for the Blind (without integration into Public School)
State School for the Deaf (without integration into Public School)

] Institution care provided by the state (along with public school services)
] Institution care provided by the state (without any public school servict)
J Home care (with home-bound school services)

Home care (without any school services)
] Protection & Advocacy (P&A) has advocated for more services for my child.
] Out of school (due to age)
I Out of school (for other reasons) Please list reasons:

DO VOI. W-ISH TO NETWORK WITH OTHER PA RENTS?
] YES. I wish to network with other parents. Please send me the name & address of a

parent in a like situation. I also give pernission for my name, address, and phone number to
he shared with another parent in a like situation.
I I N( ). I do not wish to network at this time, but I do wish to In. on the parent's mailing
list. \ l comments or suggestions are as follows. Please write in the space below or add a
page and mail to the PCDSI, Inc. president at tlw addresss on the back of this questionnaire.

NS/C" t.ette 'CDS/. Inc 6,93
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PCDSI, Inc. for DEAF/BLIND Children
CHILDRENS' SERVICES QUESTIONNAIRE
Parents Confronting Dual Sensory Impairments, Inc.
P.O. Box 60, 2428 State Hwy. 54
Fordsville, Kentucky 42343



Parents Confronting Dual Sensory Impairments
PCDSI, Inc.

AUGUST '93 FAMILY FORUM

Our FAMILY FORUM will be held August 13, 14 and 15, 1993. We need to know your needs for special
accomodations now in order to be better able to plan for a successful event. PCDSI, Inc. will be paying your
travel expenses, meals, overnight accomodations and respite care. If you have any other needs or questions in
order to be able to attend this. FAMILY FORUM, please let PCDSI, Inc. know by writing the address above or on
the reverse of this form. You may call Sharon Cole at (502) 276-3306 or (502) 276-9516.

Yes No I am interested in attending this year's FAMILY FORUM. If you answered No, please
return this form anyway and please let us know your reasons for not being
able/interested in attending. Thanks!

Yes No We have a form of transportation.

Yes No We will need an interpreter.

Yes No We will need braille or large print materials.

Yes No We have special diet needs for someone in our family who will be attending. Please
explain, if you answered yes to this question.

=S =NZ Z 2=2 miesmaismaisFOLD THIS SHEET IN HALF===:=1...-urattic===========sxatzs zzzzzzzz ====sz

Yes No We have special needs (crib, bed rails,..air conditbning, equipment. wheel.chair
accessible rooms) for respite cate. Please expla, if you answered yes.

CHILD'S NAME (on Deaf/Blind state registry or in referral process) AGE

CHILD'S WEIGHT CHILD'S HEIGHT CHILD'S T-SH1RT SIZE

SIBLING(S) AGE T-SHIRT SIZE

SIBLING(S) AGE T-SHIRT SIZE

SIBLING(S) AGE T-SHIRT SIZE

YOUR CHILDRENS' FAVORITE FORMS OF RECRE/,TION OR ENTERTAINMENT

Please take a few minutes to mail this form back if you think your attendance at this year's FAMILY FORUM is
possible. You may simply fold, tape shut, and add a stamp to return this form. Please retuin as soon as possible
to this address and;or on the reverse side of this sheet. Family Forum Registration

PCI)S1. Inc. President
PO Box 60, 2428 State 11%%.
Fordsville, KV 42343

rctim bk mir, 5'93
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Cochlear Implant Information Requested

Catherine Schlasinger will be three on her next birthday which is October 19, 1993.
She is a new addition to our family after being recently legally adopted on May 14.
Catherine has cerebral palsy and has made an eighty per cent recovery from cortical
blindness due to her previous brain trauma. On Catherine's behalf, we are going through
the cochlear implant. evaluation at the Children's Hospital in Cincinnati, Ohio. Cochlear
implants are currently only done on children who are cognitively on target. I am
interested in being contacted by another pareawho has a child with multiple physical
disabilities and has gone through the cochlear implant. I would also welcome information
from any professional who has information about any multihandicapped disabled child who
has been through a cochlear implant.
You may talk to Pat Schlasinger at (606) 441-2740. Her address is:

Pat Schlasinger
156 Park Place
Ft. Thomas, KY 41075

Respite Care!

Entertainment
and Music!

essaik._

41

It's the Family Forum/
Once a Year Experience

Activities
and Fun!

Is;

!Parents, you must mail your $10.00 :\c)11.' to reserve a room at the Kovenaugh Center
'rest wood, Krntucky. 'lhis teas decided by the PODS!, Inc. board' a.4 a watt to Pe sure all the reserved rooms are
.,.euried. Please mail to the address on the enelosed jarnily 'Iorum registratim form.

INSIGUT Neu Metier PCDSI. Inc. 6/03
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Appendix IX-C

Mission Statement for the Kentucky Chapter of the Deaf-Blhid
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MISSION STATEMENT

OF

KENTUCKY ASSOCIATION OF THE DEAF-BLIND

We believe that we have the right to live, work, play, worship,

and FULLY experience life in the community of our choice with
supports as needed. Ue believe that we have the right to

contribute our talents and gifts to the community of our choice.
We have the right to make our own choices and to receive services
that will increase our abilities. We have the right to be

treated with dignity and respect. We can be strong self-

advocates when we get support from our family, friends and

professionals and work together with them.
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Personal Futures Planning Project
Facilitators Training Manual
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PERSON-CENTERED PLANNING
For People with Dual Sensory Disabilities

FINDING DIRECTIONS FOR CHANGE
USING PERSONAL FUTURES PLANNING

A Sourcebook of Values, Ideals, and Methods to
Encourage Person-Centered Planning for People

Who are Deaf and Blind

"Never doubt that a small group of
thoughtful, committed citizens can
change the world; indeed it's the only
thing that ever has."

Margaret Mead

By: Beth Mount
With: Carolyn Bardwell Wheeler
October, 1991

Supported by a Grant Through the Interdisciplinary Human Development Institute
University Affiliated Program of the University of Kentucky

Funds Are Available to this Project From the Office of Special Education Services
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PERSON-CENTERED PLANNING
For People with Dual Sensory Disabilities

By: Beth Mount
Graphic Futures, Inc.
25 West 81st Street, 16-B
New York City, NY 10024

With: Carolyn Bardwell Wheeler
Personal Futures Planning Project
1867 Frankfort Avenue
Louisville, KY 40206

Production of this material was made possible by a grant from the
Office of Special Education Services through the Interdisciplinary
Human Development Institute (IHDI), University of Kentucky.

Copyright: The materials in this manual relating to the process of Personal
Futures Planning have been previously copyrighted to Graphic Futures, Inc., and
this material cannot be reproduced without the written permission of Beth
Mount, Graphic Futures, Inc.

The stories, examples, and sections specific to the challenges of planning with
people with dual-sensory impairments and their families have been provided by
Carolyn Bardwell Wheeler as a result of her work with the Personal Futures
Planning Project for Individuals with Deaf-Blindness, IHD1, University of
Kentucky. Permission for-use of these materials cannot be reproduced without
the written permission of Carolyn Bardwell Wheeler. The names of people have
been changed in respect for their privay.

Acknowledgements: We are grateful to the people with dual-
sensory disabilities and their families who are participating in the
Personal Futures Planning Project. Their lives, struggles, hopes, and
dreams have informed and directed our work.

We appreciate the support of Dr. Harold Kleinert, who has promoted
this project from the beginning. Special thanks to Kathy McNulty and
the staff at the Helen Keller Nationa! Center who helped develop the
Communication Map described in this manual, and have informed our
work and inspired families to work toward new possibilities.
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CHAPTER 1: VALUES AND PHOLOSOPKY OF
PERSON-CENTERED DEVELOPMENT

This is a challenging time for those of us working with people with
disabilities in human service settings. We are learning more about
listening to people with handicaps and shaping services to support valued
lifestyles for each person, which we will call PERSON-CENTERED
development. However, many of us work in human service settings which
are organized to be SYSTEM-CENTERED instead of person-centered. We
face a turning point in human services today as we learn to let go of
system-centered thinking and practice, and learn new ways of thinking
and practice which focus on quality of life for everyone.

This section provides an overview of the values of person-centered
development in contrast to the assumptions and practices of system-
centered development. Personal Futures Planning is then described as a
tool that can help people implement the ideals of person-centered
development. Personal Futures Planning is both a planning tool and a
different way of seeing and thinking about people with disabilities. This
new way of thinking is vividly illustrated by telling the story of Tom
throughout this section from a system-centered perspective in contrast to
an alternative person-centered view.

Why is person-centered development so important? The common
experiences of people with handicaps reveal that they often suffer from
rejection, isolation, poverty, and discrimination as a result of their
difference. System-centered practices often reinforce these painful
experiences by further stigmatizing, segregating, and distancing people
with disabilities from their local communities.

Person-centered development seeks to reverse these painful realities
by working to support the contribution of each person in local community
life. Person-centered development invites us to 1) find and develop the
gifts of each person, 2) to develop a vision that expresses these gifts, 3)
to build a support group to make these ideals happen, 4) to build a
community network of acceptance, and 5) to change services to be more
responsive to the interests of people. Each of these ideals is discussed in
the following section.
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THE TURNING POINT IN HUMAN SERVICES:
Contrasting System-Centered and Person-Centered Assumptions
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1-0OW DO WE DESCRIBE PEOPLE?

Person-centered change challenges us to value each person as unique,
filled with gifts and possibilities, to find ways to discover our common
experience and work together to build a life where these gifts can be
shared with others.

*

From

SYSTEM-CENTERED

Focus on labels.

Toward

PERSON-CENTERED

See people first.

* Emphasis on deficits, needs. Search for capacities, gifts.

* Invest in standardized testing Spend time getting to know
and assessments. people.

* Depend on professionals to make
judgments.

Depend on people, families,
and direct service workers
to build good descriptions.

* Generate written reports. Gather folklore from peOple

* See people in the context of
of human service systems.

* Distance people by emphasizing
difference.

who know people well.

* See people in the context of
their local community.

Bring people together by
discovering common
experience.

The deficiency description of Tom summarizes the dominant view of
him taken from written evaluations compiled by professional specialists
who see him mostly by how he is different from other people. The
contrasting capacity view tells another story of Tom based on the folklore
and descriptions of people who know him well. This capacity view
emphasizes his interests, gifts, and contributions, which will have a
significant impact on how people also think about the future.
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CONTRASTING A DEFICIENCY/CAPACITY DESCRIPTION

WHO IS TOM? A DEFICIENCY VIEW

Mr. Smith is a 17 year old male.
His disability includes deafness from birth, also blindness.
They cannot repair his detached retina because of his self-abuse and

tendencies for autism and uncontrollable bet:avior.
It was said that his behaviors at school are sometimes very violent.
Before his blindness, he was known to be very violent, and his

behaviors to be sporadic with autistic tendencies.
He still has tendencies to show disruptive behavior.
People are afraid of him.
He has probleins staying on tasks, he angers quickly, and will throw

himself backwards.
Mental Retardation, probably severe to moderate.
He has never had a job. Vocational evaluation is very difficult.
When he did sit for more than five to ten minutes, he would become

very tired and lazy, he would lean over and try to sleep.
It is very difficult to work with Mr Smith.
He demonstrates very poor physical mobility.
On tasks that involve sitting down, und working with very routine

tasks, he becomes very bored, very quickly.
He is very hesitnt to trail (walk) independently.
He is nonverbal.
His weaknesses include oral expreSsion, listening comprehension,

written expression, reading comprehension, math reasoning,
inability to have satisfactory interpersonal relationships, and
the ability to learn at the expected rate.

His abilities range from the 3-year level to above the 9-year level.
The Vineland Adaptive Behavior Scales show his adaptive skills to

be very weak.

Some positive qualities buried among negative statements:

When Mr. Smith is challenged on a task such as simulated assembly he tries to use his
problem solving ability to solve tasks to the best of his ability. He may benefit
from vocational training using tools.

He responds appropriately to praise by smiling.
.He is very independent. He picks up a routine quickly and follows a schedule.
He is completely independent in self-help skills.
He is able to write his name and words as well as acquiring other academic skills.
No problems have been noted when he is in the community.
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WHO IS TOM? A CAPACITY VIEW

He is lovable.
'He has a sense of humor and will laugh with you.
He is playful.
He has good self-help skills and can take care of himself.
He is the member of an extended family and a brother to Marty.
He is smart.
He is not abusive to other people.
He entertains himself.
He likes to please other people.
He likes music, to feel the speakers and vibrations.
He likes swimming and being in the water.
He is interested in shopping, trying on clothes, and going to the

grocery store.
He is interested in video games.
He is fascinated with cars, he started one when he was six years old.
He is mechanical. He figured out how to keep a washing machine

going with the top up! He can make the TV picture go fuzzy and
then fix it.

He likes riding in the car, and windshield wipers.
He likes going out to church, restaurants, walking in the park, going

to the mall, and horseback riding, and swimming.
He likes drawing, markers, puzzles and his communication book.
Being with his family is important to him.
He knows when people don't like him, when they are rejecting.

Ways that Tom challenges people to accept him:

He has a long history of self-abusive behavior.
He is deaf and blind and has difficulty communicating with others.
He is a large young man and he scares people with his size and awkwardness.
He has been bored a lot and gets frus:rated.
He is frustrated when people don't make the effort to communicate with him.
He doesn't like certain activities such as an exercise bicycle.
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HOW DO WIE THINK ABOUT AND PLAN FOR THE FUTURE?

Person-centered change challenges us to discover and invent a personal
dream for people; to craft a pattern of living that increases people's
participation and belonging in community life.

From Toward

SYSTEM-CENTERED PERSON-CENTERED

Plan a lifetime of programs. Craft a desirable lifestyle.

Offer a limited number of Design an unlimited number
usually segregated program options. of desirable experiences.

Base options on stereotypes Find new possibilities for
about people with disabilities, each person.

Focus on filling slots, beds, * Focus on quality of life.
placements, closures.

Overemphasize technologies and
clinical strategies.

Organize to please funders,
regulators, policies and rules.

Emphasize dreams, desires,
and meaningful experience.

Organize to respond to people.

The deficiency future for Tom summarizes the negative predictions
about his future generated in the traditional program planning process.
This deficiency future suggests segregated options that emphasize the
reduction of negative behaviors. The contrasting capacity future tells
another story of possibility for Tom. This alternative future emphasizes
increased community experience and community life through inclusion,
meaningful work, a real home, and friendships.
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A DEFICIENCY FUTURE
Limited predictions about Tom's future:

A Trainable Mentally Handicapped classroom in a segregated
classroom.

He needs direct services from a speech clinician, itinerant teachers
of the hearing and vision impaired, an orientation specialist,
and an occupational therapist.

He needs individualized Orientation and Mobility Instruction.
Improve receptive/expressive language skills in signs.
Improve math skills, improve postural/ocular skills, and increase

physical endurance and coordination.

Psychotropic medication.
A behavior management plan to reduce self-injurious behavior,

property destruction, and aggression toward others.
Control of inappropriate self-abusive behavior by continuing

with Navane ard Cogentin as prescribed. Evaluations of
medications to be done every 60 days through medication
review.

Sheltered employment where he would be very familiar with one
task such as assembly tasks.

He could not live in the community because of his behaviors.
He requires a very stable and predictable environment. At the

present time it seems that this might best be met in a
facility.

He needs 24 hour close supervision with on-sight medical
capabilities.

He needs integrated/augmented services for the hearing and visually
impaired with appropriately trained staff, structured
emotional support, psychological follow-up, medical
monitoring, family access and involvement, vocational
training, structured day habilitation activities, and domestic
skills training.
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A CAPACITY FUTURE
A Positive Vision of Tom's Future:
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H

More Images for Tom's Future:
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WO NaGKES IrNE DECOSOCHSV WNO OS ON CONVRCAV

Person-centered change challenges us to learn together with people
how to solve problems over time to make meaningful change happen.

From Toward

SYSTEM-CENTERED PERSON-CENTERED

* Professional control.. . Shared decisions with
Professionals know best. person, family, and friends.

* Delegate work to direct service
workers.

. Empower direct service
workers to make good
decisions.

* Rely on standardized interdisciplinary * Create person-centered teams
teams to generate plans. to solve problems over time.

* Organize efforts in conference * Organize efforts in community
rooms for the convenience of to include person, family,
professionals. and direct service workers.

Take action to follow rules and * Reflect together as a basis
regulations. for setting priorities.

* Spend lots of time planning with
little time to take action.

* Respond to need based on job
descriptions.

* Create distance through process.

* Spend lots of time taking
action, with regular times
to reflect.

, Respond to people based on
shared responsibility and
personal commitment.

* Share struggle by working
together.

Tom's deficiency future depends on the coordinated efforts of a number
of specialized staff. While these professionals may make important
contributions to Tom's future, his relationship map reveals a much larger
group of people who can participate in shaping the quality of his life.
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CONTRASTING AN
INTERD)SCIPLINARY/INTERVISIONARY TEAM

The Interdisciplinary Team for Tom

Vocational Counselor
Certified Orientation and Mobility Specialist
Educational Examiner
School Psychomotrist
Nurse
Recreation Therapist
Registered Dietician

Social Worker
Physician
Occupational Therapist
Pharmacist

The Intervisionary Team for Tom
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WHAT IDO WE BELIEVE ABOUT COMMUNITY?

Person-centered change challenges us to learn new ways to build
relationships, to find welcoming spaces in community life, and to invent
new forms of community experience.

From To

SYSTEM-CENTERED PERSON-CENTERED

Community is rejecting. Community can be welcoming.

Protect and congregate people Negotiate acceptance by
with labels. building relationships.

Focus on fearful, dangerous, and Find safety and build trust
exploitative side of community. networks.

Simulate safety in segregated Find associations, settings,
settings. and people who facilitate new

experience.

Avoid prejudice by reinforcing Invite involvement by finding
segregation. and building open spaces.

Seek quick-fix solutions that Invest in long term
reinforce rejection. commitment to build openness

in local community life.
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PERSON-CENTERED CHANGE ENCOURAGES
EXPLORATION IN COMMUNITY ASSOCOATIONAL LIFE:
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WHAT DO WE BELIEVE ABOUT SERVICE SYSTEMS?.

Person-centered change challenges us to make dramatic changes in the
structure and processes of service delivery.

From Toward

SYSTEM-CENTERED PERSON-CENTERED

Services are not responsive Services can adapt and
to individual need. respond to people.

Services exist to maintain
the interests of professionals.

Resources can be distributed
to serve the interests of

people.

Budgets are structured to maintain Budgets can be structured to
investments in buildings and provide indMdualized
property. packages of support to people.

Services are hopelessly entangled
by bureaucratic complexity.

Services are impersonal.

* Services hurt more than they help.

People paid by service
systems can be supported to
respond to people.

People paid by service
systems can provide caring,
personal support.

Services can provide support
that people find helpful.

Quality depends on bureaucratic Quality depends on good
safeguards. information and creativity.

New initiatives are only worthy if Initiatives are worthy if they
they can be quickly implemented must start small and develop
on a large scale basis. over time.
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WHAT WOULD IT TAKE TO TRANSFORM
THE DUAL SYSTEM OF SERVICES IN KENTUCY

to Reallocate the Money Spent on System-Centered Options
so That People Would Have the Support
to Live in Their Own or Family Homes?
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CHAPTER 2: FINDING CAPACITIES

The first challenge of a person-centered approach to planning with
people is to learn to develop a capacity view of people. A capacity view
does not deny or ignore the real limitations that challenge people on a
daily basis. A capacity view does require us to see past the critical
messages that surround people in the form of labels, negative predictions,
and stereotypes so that we can see the whole person, a person full of
gifts, potential, dreams, and a life to be lived.

The facilitator of a Personal Futures Plan must accomplish two tasks
that can help uncover often hidden capacities. The first task is to
establish a relationship with the person and those who know the
person well, and the second task is to develop a capacity description
of the person which we call the Personal Profile.

Getting to Know People

Person-centered planning begins with getting to know the person who
is the focus of the planning process. Getting to know the person is a time
to develop a relationship, to understand hoW people are living now, and to
learn about or imagine their dreams. In learning about the person, we
discover seeds and possibilities to nurture in the future. Getting to know
the person gives us a chance to break through our stereotypes,
professional roles, and impersonal approaches to find a new way to see
people and feel the passion to work for change.

A person-centered approach to learning about a person enables us to
learn about the person's life; friendships, favorite places to go, life
stories, personal preferences and capacities, and dreams and fears.
Learning about these things is often best done in an informal manner, by
spending time with the person and the people who know them well. We've
learned that the most interesting information about people is contained in
the folklore of the people who have spent the most time together, and we
rarely find this rich folklore in written reports and evaluations.

Sometimes people have lived a long time with little support and/or
their capacities lie deeply buried under labels, negative reputations, and
personal and organizational failure. We may need to spend a long time
getting to know these people and developing some positive relationships
for them before we can develop a capacity-based profile.
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The Personal Profile

The facilitator of a personal futures planning process must design the
best approach for getting to know the focus person, and building a
description of their life and dreams from which other people can plan. The
Personal Futures Planning process provides a specific tool, the Personal
Profile, which is like an Atlas describing different areas of a person's
life.

The facilitator begins the planning process by deciding the best method
for gathering the information that forms the Profile. The facilitator
selects the nieces of the Profile that will help others develop a common
understanding of the person. The facilitator then develops a strategy for
collecting the folklore and experiences that will complete the Profile.
The Personal Profile process is a creative .and informative process when
it is adapted to fit each person and the people who will plan with them.

The Personal Profile provides an opportunity for the facilitator, the
person who will be the focus of the plan, and invited friends and guests, to
create an overview description of the current life of the person. The
Personal Profile process can help the facilitator and others:

1. Get to know the person and listen to them.
2 Develop a shared appreciation of the gifts and capacities with this

person, as well as the barriers and struggles they face.
3. Value and include, the perspectives of family members, direct service

workers, friends, and other people who may often be excluded from a
planning process.

4. Strengthen the voice of the .person by clarifying their interests and
desires, and naming the things that prevent them from expressing
their capacities.

5. Establish a record of how things are now for future reflection.
6. Translate human service jargon by finding a common language.
7. Discuss values, options, and feelings in an informal situation.

It is often helpful to bring together a small group of people who work
together to create the Personal Profile. The focus person and the people
who know the person well are the most important people to include in this
session. A lot of groundwork must go into preparing the Profile session to
insure that the focus person is comfortable, the most helpful people are
included and the most helpful frameworks are completed. The Personal
Profile process lays the foundation for the planning meeting that follows.
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Conducting a Personal Profile Session

Meeting frameworks help facilitators and groups organize information.
In the Personal Profile process, the facilitator uses a number of
frameworks, sometimes referred to as "maps" to help describe a person's
life. The basic maps of the Personal Profile provide a fundamental
description of the key areas of one's life; relationships, places,
background, preferences, and dreams, hopes and fears. These basic maps
often reveal opportunities and provide clues to build on in the future.

The Personal Profile includes optional maps to provide additional
information when needed. These optional maps help us understand a
person's life in more detail, particularly in areas of complexity such as
health, autonomy, respect, and communication. For example, when the
focus person has a number of sensory impairments that effect their
capacity to communicate, we want to be sure to complete the
communication map. A detailed description of information we could
obtain from a communication map is provided in this section.

The facilitator of a Personal Futures Plan can use group graphics and
meeting frameworks to aid the process of group dialogue and reflection.
Group graphics help people organize information by color coding their
experience, for example information about capacities is recorded in green,
arid information about difficulties in recorded in red. Meeting frameworks
help people organize information and provide a focus for the group. These
visual aides can help a group see and name patterns in the opportunities
and barriers that are present in a person's life. An example of a complete
personal profile is included in the appendix.

In summary, the meeting frameworks, the color coding, and graphics
are all tools that can help us put the pieces of a person's life together to
see new patterns and possibilities. The profile process is interactive and
creative, and can evoke a new and deeper understandihg of the person;
their struggles, dreams, fears, and hopes.

These meeting techniques can help people make sense of their situation
so they feel more competent to do something about it. However, if these
meeting formats and tools get in the way, don't use them. Regardless of
techniques, effective facilitators help people focus on capacities and
opportunities, they help people describe a dream, they help people take
action to make it happen, they never deny obstacles, and they help people
get excited and engaged in the process of working together.
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A FRAMEWORK FOR EXPLORATION: THE PERSONAL PROFILE
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THE PERSONAL PROFILE:
BASIC FRAMEWORKS for getting to know the focus person.

Relationship Map: Identifies opportunities for personal support
and assistance.

Helps to illustrate the most important people in
the focus person's life. People interested in planning
together over time, and oppoitunities for building
relationships.

Places Map: Describes the pattern of current daily life.

Helps to illustrate how the focus person spends her
time. How much time is spent in segregated or
community settings, and existing opportunities for
building community.

Background Map: Provides an overview of the life experience of the
person and family.

Helps to illustrate positive experiences from the
past to build on. Appreciation of the traumas, loss,
and grief in life. Celebration of accomplishments,
and opportunities now as a result of the past.

Preferences Map: Describes personal preferences, gifts and interests,
as well as conditions to avoid.

Helps to illustrate patterns in the gifts, potential,
and unique contributions of the person. Describes
patterns in conditions that challenge development.

Dreams Map: Describes ideas about personal dreams and desires
Hopes and Fears for the future. Describes how people feel about the

opportunities and obstacles they see to making
things happen.

Helps to understand inner images about desires, and
both the hopes and fears about the future through

the eyes of the focus person.
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OPTIONAL MAPS TO USE IN THE PERSONAL PROFILE PROCESS

Choices Map: Describes decisions made by the person and
decisions made by other people.

Helps to illustrate the degree that the focus person
has control over life decisions, and the degree to
which decisions are made by other people. Helps
clarify the need for personal assistance.

Health Map: Describes the conditions that promote or threaten
the health of the person.

Respect Map:

Helps to illustrate real limitations and constraints
imposed by health concerns, medications, therapies,
and other conditions and routines that assure or
threaten good health.

Describes personal characteristics that can create
barriers to community acceptance as well as
remembering qualities that will be a contribution
in relationship life.

Helps to illustrate the -personal characteristics,
behaviors and social roles that may lead to rejection
by others as well as positive qualities that can be
strengthened in personal relationships.

Other Optional Maps: Other maps can be invented by the facilitator to
help them understand life as it is experiences
through the eyes of the focus person. For example,
for people who live with visual and auditory
impairments, it is important to understand methods
and channels of communication. In this section, we
will outline some optional maps that focus on
communication.
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An Optional Map: Describing Communication Capacities

The purpose of the Communication Map is to describe the
collective knowledge concerning the focus person's capacity to
receive information and express themselves. There are thousands of
variables, both overt and subtle, that convey an accurate description
of the communication capacity of each person with sensory
impairments. The following questions are simply a guide for
discussing many of the fine and critical details of the person's
history, receptive communication habits, expressive communication
abilities, and environmental supports and clues. This description
should also include the best of what we know about establishing
relationships between the person with a sensory impairment and
others.

History

Has this person been blind or deaf since birth?
Or, did they lose their vision or hearing later?
How much life experience did the person have before they lost

their_vision or hearing?
In general, what are the person's cognitive and language capacities

and what are their primary modes of communication?

Receptive Communication: How does this person receive
information: Can the person:

Hear? How much, how loud? What environmental cues can they
perceive (i.e., bells, doors opening, the sound of walking).

Read written material? What size type is required?
Read Braille? What degree/size of type?
Translate by lip-reading? How close must the person talking be?
Read sign language? If so, what system of sign? Are there

regional differences (ASL, English, native American , etc.)
Identify pictures or symbols by sight or touch.
Hold, give, receive, or point to objects to communicate needs.

How can you tell how much the person understands? Can you ask
questions to deterrr.ne understanding? How reliable is head
nocding, yes or no?
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Expressive Communication: How does this person express
needs, feelings, desires, and instructions? Can the person:

Speak, make sounds; what do different sounds and inflections
mean?

Use signs, both formal and informal. How much does one sign
generalize to communicate about many things? What are the
regional differences in sign. What "private" signs does the
person use? Who understands them.

Use pictures, point, hand objects, or touch to communicate needs?
Use mime, or role playing to express what they need/want?
Use body language, gestures, and facial expressions.
Use behavior to express likes, dislikes, fears, pain, needs, desires.
Touch, move, or signal to others to express *needs.
Chvnge routines to express needs (i.e., not getting out of bed).

Environmental Supports and Clues:

Is an interpreter required? What skills and capacities are needed
for the interpreter? How close or far away must the interpreter be?
Should the interpreter be in front of the person or in the periphery?

What lighting is required?
What background colors will reduce glare?

How much do landmarks in the environment provide clues? Which
landmarks are permanent (i.e., light fixtures, furniture) and which
landmarks come and go -(i.e., smells, movement and activity).

What are the expectations of a place (i.e., kitchen, bathroom,
bedroom). What roles and activities usually occur in these places.
How much do the smells of people (perfume, lotions, cigarette
smoke) or the sounds of Jewelry, or the length of nails, bother or
help people?
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Getting to Know People and establishing relationships:
What do we know about the most effective ways to initiate contact
with this person?

1. What are the best ways to make contact with a person in the first
place? People have different ways to establish intimacy and
create the permission and safety to communicate. What are they?
Things to consider include:

Gently tap the person on the shoulder or hand.
Don't interrupt the person if they are conversing with others.
Immediately indicate who you are, and who else has entered

the room.
Speak or gesture directly to the person.
Find many ways to communicate with the person beyond just

"giving directions." Relate, don't just instruct.
Convey the mood of a speaker including emotions such as

humor, sarcasm, etc.
Find out who know this person best, and observe them

in conversation.

2. Allow time for the person to process information, for example:

Leave your hand there until people find you.
Watch and observe others to learn about the best modes of

communication.
Be very careful about how you touch. Are your hands cold? Are

your hands filled with anger or anxiety?

3. Pay attention to entrances and exits by others, for example:
Let the person know someone else has entered the room, and

they now hear things that are being communicated.

4. Know when the person is most receptive, for example:
Perhaps mealtimes may not be the best time to converse.
Perhaps there are other "private times" to be aware of.
Perhaps it is best to communicate during certain functions.

5. Above all else, think of the person as yourself. What would feel
respectful, courteous, and gracious? Imagine what other gestures
might be meaningful if you were in the other person's shoes.
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CONNUNlICATON MAP

Use the following chart to summarize what is known about what works
and what doesn't work to support effective communication betweOn the
focus person and others. Consider the issues related to the person's
history, receptive communication, expressive communication,
environmental supports, and establishing relationships.

What Works What Doesn't Work
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CHAPTER 3: CREATING A VISION FOR THE FUTURE

The planning meeting provides an occasion for people to gather to
clarify a vision for the future, choose a focus for getting started, and
organize to make it happen.

The planning meeting provides the opportunity for a group of people to
develop a powerful positive future that inspires people to work hard over
time to implement this vision. A positive future is simply a summary of
the experiences we want to increase, making the most of the
opportunities and capacities we found to work with in:

*The life of the focus person,
*The resources and richness of the local community,
*The connections and support of family, friends, and staff, and
*The resources and opportunities in service supports.

Developing the positive future provides an opportunity for people to
use their imagination to generate the most creative ideas possible. These
ideas are inevitably shaped by the barriers and obstacles of reality, but it
is critical to begin the journey of change with the highest vision. possible.
This initial vision provides a menu of possibilities from which the
planning group can choose a long term focus (the main course), and an
immediate priority (an appetizer) to start with.

The facilitator's values significantly shape the development of the
dream. The values of the facilitator and the group members are revealed
in the richness, detail, and creativity of the vision.

In this section we provide guidelines for the development of a dream
by describing characteristics of a positive future worth working for and
the five accomplishments that guide the development of a dream. Several
examples of positive futures are included to illustrate desii able futures
worth pursuit. We conclude this section with a summary of the steps of
the personal futures planning meeting.
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CONTRASTING IMAGES OF THE FUTURE

CHARACTERISTICS OF
TRADITIONAL PROGRAM PLANS:

Goals focus on specific negative
behaviors of the focus person to
change or decrease.

The plan identifies program
categories and service options
that are often segregated.

Many goals and objectives
reflect potentially minor
accomplishments that can be
attained within existing programs
without making any changes.

These plans will look similar
to the plans and ideas written for
other people.

These plans will probably not even
mention personal relationships or
or community life.

CHARACTERISTICS OF
A POSITIVE FUTURE WORTH
WORKING FOR:

Images of the future contain
specific, concrete examples of
positive activities, experiences,
and life situations to increase.

Ideas and possibilities reflect
specific community sites and
settings and valued roles within
those settings.

Some ideas will seem far out,
unrealistic, and impractical,
and will require major
changes in existing patterns
such as: funding categories,
service option, how people
(and staff) spend their time,
shared decision making,
where people live and work, etc.

These plans will really reflect
the unique interests, gifts, and
qualities of the person, and the
unique characteristics, settings,
and life of the local community.

These ideas will emphasize
creative ways to focus on the
development and deepening
of personal relationships and
community life.
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111-1E FIVE ACCOUPLIGHillE.ITIZ* PROVUDE

A GIDODE FOR 1111I-: DEVELOPWIENT OF A rE-RSONAL ViSLOI]

By John O'Brien and Connie Lyle

The five accomplishments provide a framework for assessing our ideas
about the future. Will our ideas reinforce old patterns of isolation,
rejection, powerlessness, and poor reputations? Or will our choices lead
to inclusion in community life, relationships, dignity, choice, and real
contribution. Increasing opportunity in these five areas of life is clearly
the intended outcome of the Personal Futures Planning process.

Moving away from a past
characterized by:

* Isolation, seclusion,
separation

Rejection, loneliness
always on the outside,
ignored.

Old stories, bad reputations
labels

Limited voice, restriction
lack of representation, no

power

Unproductive, severely ignored
undeveloped, no resources

These experiences often led to
broken people with wasted lives,
who have suffered from physical
and/or psychological hurt.
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Toward daily experiences
which include:

COMMUNITY PRESENCE: How
can we increase the presence
of a person in local
community life?

COMMUNITY PARTICIPATION:
How can we expand and deepen
people's friendships?

DIGNITY: How can we enhance
the reputation people have and
increase the number of valued
ways people can contribute?

* PROMOTING CHOICE: How can
we help people have more
control and choice in life?

* SUPPORTING CONTRIBUTION:
How can we assist people to
develop more competencies?

These experiences can lead to
developing people with lives
of contribution who are valued
in community life.
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CONTRASTING VII.-.:413 OF A POSSIBLE 'FUTURE FO.Fi JANE

Jane's Personal Futures Plan helps illustrate the characteristics of a
desirable positive future in contrast to a traditional program plan. The
traditional plan defines segregated settings as desirable, decreases
problem behaviors, and is written in generalities that can apply to almost
anyone in a similar situation. In comparison, Jane's Personal Futures Plan
is rich with specific examples of job opportunities to pursue in her local
community. The plan emphasizes friendships and having fun. The ideas
reflect her unique interests and gifts, and a number of enhancing roles
that enable her to contribute in community life..

TRADITIONAL PROGRAM PLAN FOR JANE

The student will improve her skillp and competencies in the areas of:
reading, language- arts, mathematics, spelling, science, social studies,
communication skills, P.E./Health, Pre-vocational skills.

Jane will improve in self help skills in doing laundry, preparing
simple meals, and grooming skills.

Jane will participate in a sheltered workshop approximately 2 hours a
day. This will be based on work availability.

Jane will develop more socially acceptable behavioral skills in
expressing her displeasure.

Jane will decrease her vocal outbursts when upset by 50%.
A behavior modification program will be established.

Jane will improve math skills in the areas of counting, time, and
money.

Jane will demonstrate increased skills in communication by
increasing vocabulary, reading comprehension and expressive
language.
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A POSITIVE FUTURE FOR JANE
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CATEGORIES. AND -11ME PRAMEG
EaR DEVELOPMENT

One distinctive aspect of a Personal Futures Plan is the diversity of
each plan. Each vision of the future is a unique expressive statement of
possibility for the focus person. Plans vary greatly in the categories,
priorities, and time frames for development.

An effective futures plan will reflect several categories for
development, and common categories for development are listed below.
The choice of categories will reflect the interest of the person, life
stages and transitions, and interests of the facilitator.

Home
Home Ownership
Homemaking
Hospitality
Work
Transition to Work
Work Experience
School
Adult Education
Spiritual Lite
Choice
Mobility/Transportation
Sports

Friends
Fun
Community Life
Community Participation
Community Experience
Love Life
Family Life
Vacations and Travel
Beauty
Communication
Self-advocacy
Artistic Expression
Etc.

Often, one category emerges as the priority for development. For
example, Jane's plan reflects an emphasis on working, and the transition
to work, while Lila's plan reflects an emphasis on home, an alternative to
the nursing home which had bc;en her only choice of residence. For all of
us, priorities change over time, so also we expect the priorities of the
futures plan to evolve.

FINALLY, time frames of each futures plan will also vary from two
months to five or more years. It helps to choose one priority that may
take several years to accomplish, and another priority can be realized
within several months. Balancing both a long range and short range
priority helps the group work toward an ideal requiring many years to
implement, while working on immediate changes that can change the
quality of life of the focus person right now.
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A POSITIVE FUTURE FOR LILA
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THE PERSONAL FUTUT-'1EZ:: PLANNING' Mr^r-I]NG

The personal futures planning meeting provides the occasion for people
to gather to clarify a vision for the future, choose a focus for getting
started, and organize to make it happen. This meeting has seven basic
steps which can vary to fit the situation. Each step is described below.

STEP 1: Review the personal profile.
Describe trends in the environment; conditions in the
community or service system working with and against us.

STEP 2: Find desirable Images of the Future

STEP 3: Brainstorm a number of strategies for bringing the
ideas discussed during the vision session into reality.

STEP 4: Identify opportunities and acknowledge obstacles in
implementation process (this is an optional step).

STEP 5: Establish a small number of priorities to start with and
help group members make commitments to action.

STEP 6: Set the next meeting time and date.

STEP 7: Identify the need for system change (this is an optional
step).

The planning meeting defines a road map for a journey which is only
the beginning of the.process of change. The journey really begins when a
small group of people agree to work over time to turn the ideas discussed
in the vision into reality. In the following section we discuss the hardest
task of all; developing commitment to the focus person and the
implementation of the plan.
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STEPS OF ME FUTUFIES PLANINNG 10EETING
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CHAPTEIF1 4: SUPPOMIONG PEOPE O2

Now that a powerful positive future has been crea:ed. the focus person,
the facilitator, and the planning members face the hardest task of all:
developing commitment to the focus person and the -7plementation of the
plan. In many ways, finding capacities is fascinating and creating a
positive future is exciting. The long-term benefits o implementation are
rewarding but the process of solving problems over tme is just plain hard
work. There's no way around it.

We know now that the implementation process is smoother when group
members want to be involved, they care for the person. they are engaged in
the process,'and they enjoy each other as much or mc'e than they get
frustrated. The facilitator plays a critical role in shaoing the
composition of the group, and nurturing the participat:on of people over
time.

The facilitator is constantly seeking to compose a group that can
provide both emotional and instrumental supOort to the foous person.
In this section we will outline an ideal person-centered planning group
with the understanding that most groups fall far short of this ideal. The
purpose of sketching an exemplar group is to observe what we have
working with us, and where we will need to develop additional capacity
within the group.

The facilitator must also find many ways to renew :he work of a group
over time. In this section we also outline a format for follow-along
meetings, a strategy for follow-along, and ideas for n...rturing the group
process over time.

We've learned that heartfelt commitment and caring between people is
central to facilitating change over time. While there is no way to
mandate, control, or contrive these feelings, we can ivite their
development through the spirit and attention to the e-tire planning
process.

BEST COPY AVAll APLE
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CRITICAL ROLES OF THE INTERVISIONAnY TEAM

Traditional interdisciplinary teams are defined by standards and
professional roles. In contrast, person-centered groups are composed of
people who contribute their time and interest to the planning process
because they feel personally engaged in working for change.

An ideal person-centered group includes a variety of people who
assume various roles during the planning and implementation process.
Some members, such as family members, homemakers, and personal
assistants, may focus more on day-to-day responsiveness to the person.
The warrior, teacher, or community builder, may focus more on immediate
action to help implement the plan. Administrative allies, mentors, or
benefactors may pave the way for long-term change. Finally, the
facilitator keeps the process going by providing a focus and a time for
structured reflection. In a similar way, the spiritual advisor seeks to
renew the faith of the person and the group over time.

A Profile of an Ideal Person-Centered Planning Group
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ET,PLOPIONG THE .fiOLE OF -1* HE FACILITATOP,

1. Does the person, parents, or a committed advocate want life to be
different somehow? Do people feel stuck in their current
situation, and do they have the energy to change things?

2. Are a few people willing to meet on a regular basis to solve
problems over time? Are they willing to contribute their time to the
process if necessary? Are you, the facilitator able to meet with this
group on a regular basis?

3. Does the planning group include at least one person with a strong
commitment to act on behalf of the person? If not, are you the
facilitator, willing to assume this role?

4. Does the planning group include at least one person who can act as a
facilitator? A facilitator must take the lead in recording ideas,
keeping a focus, and helping others follow through on commitments.
If a facilitator does not -emerge, are you, the initiator of the plan,
able to stay in the group until internal leadership develops?

5. Does the planning group include at least one person who is well
connected to the local community? If not, can you find someone
who can assist in building bridges to the local community?

6. Is the group, focus person, or family connected to other people
who face similar obstacles and/or are involved in a similar process?
If not, can you connect them to other groups or people as a source
of renewal and support?

7. Is at least one involved agency committed to organizational
change as a result of what is learned from this process? Does this
agency support the time and commitment required of staff? If not,
can you develop and interest within an existing agency to listen to the
results and implications of the planning process?

8. Are resources available for flexible, individualized supports
required to implement a personal plan? If not, can you identify or
create this type of support within existing systems, as a pilot
program, or by seeking local grants or other forms of support.
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FOLLOW ALONG MEETINGS AND RENEWAL

The follow-along meetings help planning groups learn form the process
of implementation. An effective agenda for follow-along meetings is to
begin by helping groups review actions taken since the last meeting, both
successful and less successful efforts. An important renewal strategy is
simply reviewing positive actions and outcomes on a regular basis.
Following this review the group then brainstorms new strategies for
action. The facilitator concludes this meeting by setting a date and time
for the next meeting.

y-1-
1-11t-s-ntsi&

-n rnG

The follow-along meetings provide repeated occasions for group
members to solve problems over time. The meeting format can be varied
to help renew the actions and commitments of the group. Every planning
group is different, and every group requires a strategy for follow-along
that fits the energy, commitment, and developmental stage of the group.
Most planning groups also just run out of energy and new ideas and need to
be nurtured and renewed A variety of follow-along and renewal strategies
are listed on the following pages.

Facilitators need to .remember that maintaining the commitment
of a group of people over time is one of the most challenging
requirements of the futures planning process. Do not
underestimate the hard work required to bring a group of people together
to solve problems again and again over time. Do recognize that inviting
people to work together in a constructive manner toward a positive vision
is one of the most important responsibilities of an effective facilitator.
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Design a Strategy for Follow-Along

From the start of the planning process, the facilitator looks for people
who agree to meet regularly to solve problems over time. The method for
follow-along may vary from group to group as long as some continuity and
commitment to the process is planned. The facilitator should consider
these questions when designing a follow-along process.

1. What is the best method for follow-along for this group?

2. How often should people meet to gain momentum in the process
of change?

3. How often should the facilitator meet individually with the
focus person and/or family between meetings?
s.

4. Should there be subcommittees or smaller brainstorming
groups around certain issues? Can someone else lead these
groups?

J. Who can facilitate the group over time? Who can learn to
facilitate the group in time? Are there two people who can
work as partners to facilitate the group?

6. What would it take to support the focus person to lead his or her
own group. Who could be their partner in such an effort?

7. Who will keep a record during the meeting?
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Nurturing the Vision and the Commitment of a Group over Time.

Even the strongest groups run out of energy and new ideas over time.
Facilitators can nurture the group by finding ways to help group members
celebrate, and receive recognition for their work and contributions.
Groups can also be renewed by finding new ways to inform their vision
such as attending conferences, networking, and visiting others. The
following list provides some concrete suggestions for renewal.

1. Plan celebrations to recognize important accomplishments,
birthdays, holidays, and other meaningful events.

2. Meet in a comfortable place and provide refreshments.

3. Plan an occasion to revision or refocus the group. Find a way
to recognize the contributions of each group member.

4. Help group members attend conferences and workshops. Find
opportunities for the focus person and group members to tell
their story to others; in newsletters, meetings, and conferences.

5. Find other advocacy or consumer groups for people to join.
Help people attend these groups.

6. Help group members visit other people who face similar
challenges. Help group members visit other places where people

have found solutions to similar problems.

7. Help all group members find opportunities for self-development
even if they are not the focus of the group.

8. Find newsletters, publications and books that reflect the
interests and challenges in the group.

9. Help group members write proposals to obtain critical resources
needed to implement their ideas.

10. Find people to serve as mentors or advisors to the group even if
they are not regular members. Invite new people to meetings just
to explore new ideas.
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CHAP-FE:A 5: alEstiTING STAIFITED:
Empowering Families and Developing Facilitators

Once people are interested in the ideals of person-centered
development, then comes the question, "How do I get started?" "What is
the best way to begin a personal futures plan and a circle of support?"
This section is addressed to the concerns of the people most central to
the Futures Planning Process; the focus person, families, facilitators, and
agency executive directors.

A person-centered approach to development requires that as many
people as possible become leaders of change on behalf of another person.
Therefore, we assume that people with disabilities can be the leaders in
their own development, families can be empowered to make things happen,
and facilitators can assist people in making ideals real. There is no one
"Knight in Shining Armor" in this process. Real change depends on
everyone's capacity to recognize and build leadership abilities while
working as partners toward a.common goal.

The Critical Role of People with Disabilities and Their Families

People with disabilities and their family members or loved ones play a
central role in the development of a Personal Futures Plan. Many parents
are very engaged in the personal futures planning process, and they make
the greatest contribution to shaping the future of their child. Time
and time again, parents are the strongest champion of their child's future,
and they are the stakeholder whose interests and concerns must be taken
seriously. Their stories of change and hope provide the greP,tnst sources
of hope and inspiration for others.

Sometimes facilitators feel that they are persuading families or
people with disabilities to get involved in a personal futures plan when
the people seem resistant. Many people will be skeptical of this process
and they should be! These (wise) people see many fads come and go and
they endure much disappointment. They hear many unfilled promises from
well-meaning workers, and they live with the daily responsibilities and
challenges that make "positive futures planning" seem like a day dream.
Why would they trust another well-meaning facilitator, bright eyed with
ideals of finding capacities and a vision for community? We need to work
very hard to change the pattern that leads people to feel such skeptism
and disappointment. The following suggestions may ease some of the
tensions of getting started.
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Suggestions for Getting Started for People with Disabilities
and/or Family Members

1. Facilitation of your own group can be very challenging. Most people with disabilities or
parents prefer to work with a facilitator that they like and trust to at least get the process
going. Once a support circle is "rolling" you may want to facilitate your own group, or
someone else's group. Like many things in life, it's hard to do this for yourself and may be
easier to facilitate for other people.

2. The personal futures planning process is designed for you, to assist other people listen to
your desires, hopes, and fears, and then to learn to solve problems together to bring these
hopes into reality. The process should constantly be adapted and modified to reflect your
preferences.

3. Be cautious about the reality that some people who initiate a personal futures plan on your
behalf may actually use the process as another way to get you to do what they want. Now
other people do have good insights and suggestions that can help you clarify and focus your
issues. But if it seems that others are using the process to serve their agenda, then call a
lime out" and talk about it. Ask to have individual meetings with your facilitator.

4. Make your day-to-day needs as clear as your long term hopes, and find a way to work on
both. Once you've thought about all the dreams you have for yourself, and asked other
people to add their views, it teally helps to pick a focus. Pick one issue you want to change
right away, and one issue you want to change that may take a long time.

5. Most people feel that they lack people to invite to help them plan, and/ or they agonize
over asking people to help. Keep in mind that most people do have people to ask, it just
may be really hard to ask for help, or it may be hard to trust people. Work with your
facilitator to find ways to invite people into your support circle. Let the facilitator run
the actual meetings and ask people for commitments to action. People may not know how
to help at first. Give the group and facilitator time to learn about ways they can help.

6. It may help to begin with the people you know you can trust, who are open to listening, and
who may be easiest to ask. The size of the group is not as important as your comfort level.
Remember that it is an honor for most people to be asked to get involved. Perhaps you will
be able to return the personal support to group members in the future.

7. Be open to the inclusion of people you may not know well, when people you trust
recommend their involvement in your group.

8. When people really do begin to "come through" for you, find some ways to thank them for
their support. Find ways to support them in their own journey.

9. Find another person who has been through this process who can serve as a guide and a
sounding board. Compare notes, invite them to your meetings, listen to their advice, fears
and hopes. Modify your own planning process based on what you learn from them.

10. Constantly adapt the process to fit your needs. Take vacations from planning for a while.
Confront your facilitator and ask for changes. Stop whatever practices feel intrusive or
uncomfortable and renegotiate.
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The Critical Role of an Effective Facilitator

The Personal Futures Planning process is most effective when
organized by an effective facilitator. Effective facilitators bring a
number of qualities and skills, such as respect, clear values, and the
capacity to manage a lot of information, to the planning process. Many of
these qualities are hard to describe and difficult to transmit. For this
reason, we find that facilitators are most competent when they learn
from and work with another experienced facilitator.

An effective facilitator is a healer of sorts, and the skills, qualities,
and characteristics of a healing person are often subtle and complex. For
example, an effective facilitator communicates a deep sense of respect
for the focus person and others. Somehow they avoid the professional trap
of the need to establish superiority, and their earnestness comes through
whatever other system-centered quirks they may bring with them!

Effective facilitators have often themselves been wounded, and they
have had to live with these wounds, illness, mistakes, or personal pain, sc
that they approach the vulnerabilities of others as if it were their own.
This seems to increase the likelihood that people will struggle together
as equals, and avoid the arrogance of professionalism. This quality of
shared vulnerability and respect brings a lot of power into the circle
process.

Another important capacity of a facilitator is her basic values and
assumptions about people, people with disabilities, and the process of
change. These values and attitudes emerge in our language, our vision, our
creativity, our commitments, and z,tir :r.teractions with people. These
qualities are also hard to describe, therefore they are best transmitted in
a mentor-apprenticeship relationship.

An effective facilitator also learns to manage a lot of information, and
run an effective and lively meeting. There are many meeting tools such as
group graphics and meeting formats that can help facilitators empower,
inform, and motivate a group to take action. An apprentice can obtain
many of these tools by watching more experienced facilitators plan,
improvise, and energize a group.

In summary, effective facilitators learn best from others with more
experience, who are respected for their capacity to lead change. The
following suggestions for interested facilitators can help one get started.
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Suggestions for Getting Started for Facilitators

1 . If you are interested in facilitating a Personal Futures Plan then find someone
who has experience and is recognized as an effective facilitator. Work with them for a
while. Ask that person to help you start your first Personal Futures Plan.

2. Start small. Choose one person who compels you to get involved and allow yourself to
become personally involved with at least one person. Allow yourself to make commitments
far beyond those expected of a facilitator. Allow yourself to be moved, changed, and
affected by your intense involvement with at least one person.

3. Obtain as much freedom and unstructured time away from system-centered work to enable
you to learn to listen, to begin to respond, and to take action on behalf of the person.

4. Allow the "bigness" of your hard woric w!th one person to "spill over" to other people.
This inevitably happens when one powerful vision is realized.

5. Do not try to combine this process with other standardized planning requirements,
particularly if you are just learning the process.

6. Learn more about the Personal Futures Planning process and the underlying values
through many different values-based workshops, publications, and apprenticeship.
Effective facilitators are always learning and deepening their involvement through a
variety of professional and personal growth experiences.

7. Find a style of facilitation that suits you; your gifts, skills, and interests.
Don't feel obligated to copy the approach of other facilitators, but do learn what you can
from effective facilitators.

8. Work with the tensions of person:centered development and try not to run from them.
System's-centered work can distance you from these tensions and can seem like a relieving
replacement. Only through feeling the tensions of person-centered work do we experience
the empathy, compassion, and determination to work for change.

9. Work with a partner. It makes the process of facilitation more manageable, and the
struggles with the tensions more bearable.

1 0. Create boundaries for yourself and your involvement. Respect your own limits and avoid
making promises you can't keep. Safeguard the time you need to nurture your own family
and personal life.

11. Get to know the local community in which the focus person lives. Learn about the
community together--visit restaurants, churches, etc. Journey together into the life of
the community.

12. Establish a relationship with at least one human service agency that administers needed
resources. Build personal alliances within the agency and work toward constructive
outcomes. Make personal calls to people in authority to represent the interests of the
person you are facilitating.
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The Role of an Executive Function

While the Personal Futures Planning process does not depend on the
support of human service organizations, the planning process is certainly
strengthened when organizational support is available.
The following suggestions are for people in executive roles who are
interested in promoting and sheltering person-centered development.

1. Think big, but start small. Encourage innovation by selecting a small number of
focus people, and a small number of staff who are really interested in these ideas.
Let them try out all kinds of innovative ideas. Let the creativity and innovation
that arises from these situations *spill over" to other staff and individuals.

2. Choose a focus for exploration using the futures planning process. For example,
you may want to learn more about community building, or supportive living, or
home ownership, or family support, etc. Begin the planning process by choosing
2 or 3 people with disabilities who will inform you of creative possibilities in the focus
area you choose.

3. Don't try to change your whole agency all at once, train everyone, and standardize these
ideas. Allow them to exist outside of the formal organization for as long as you can.
Shelter these innovatiVe efforts and give them intensive support and consideration.
Develop a plan for expansion later as the initial efforts gain strength and momentum.

4. Develop a leadership group of creative, energetic facilitators who crave autonomy and
freedom. Relieve them of other duties so they have more free space in which to work.
Support facilitators to work in teams, even if it seems inefficient.

5. Provide flexible money for small-scale inventions. Encourage the planning groups
to submit brief proposals or presentations stating their needs for moving forward.
Help people get pilot projects or grants to test out new service arrangements.

6. Support diversity. Allow planning groups to pursue very different ideas and possibilities.
Help people use existing money and funding categories in a more flexible and creative way.
Support ideas that increase the personal wealth of people with disabilities, and their
direct control over their own supports.

7. Encourage planning groups to go outside of traditional channels to express needs and
pursue change. Bend rules and regulations to fit what people are doing.

8. Create a project advisory group to nurture these planning groups. Include people with
disabilities and/or family members in this group. Create regular times to listen to what
people are doing and learn from them.

Hopefully, these suggestions for getting started will inspire and
inform people instead of restrict people who are interested in these ideas.
There are a growing number of resources related to the ideals and
implementation of person-centered development. A number of these
references are listed in the appendix.
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APPEN DIX A

References Related to Person-Centered Development

Center on Human Policy. Annotated Bibliography on Community .

Integration. Available from Syracuse University, 200 Huntington Hall, 2nd
Floor. Syracuse, NY 13244-2340. 1990.

Forest, Marsha and Snow, Judith. The MAPS Process. Available from
Frontier College, 35 Jackes Ave., Toronto, Ontario Canada rn4T 1E2.

Korten, David. "People-Centered Development: Toward a Framework." In

Korten and Klauss (Ed.), People-Centered Development: Contributions
taargiTheaLy__andElanaing_hamayadis. West Hartford: Kumarian Press.

McKnight, John. yctuable_aticajardea. Co-Evolution Quarterly, 6, 1977.

McKnight, John. Capacity Inventory. A Capacity-Oriented Strqtegy for
Neighborhood Development. Center for Urban Affairs and Policy Research,
Northwestern University, 1988.

Mount, Beth. Personal Futures Planning: Finding Directions for Change.
UMI Dissertation Service, 1987.

Mount, Beth and Zwernik, Kay. It's Never Too Early. It's Never Too Late: an
Overview of Personal Futures Planning,. (Available from Minnesota's
Bookstore, 117 University Ave, Ford BLAding, St. Paul, Minnesota 55155.),
1988.

Mount, Beth, Beeman, Pat, and Ducharme, George. What are We Learning
fmm Circles of Support, Available from Communitas, Inc., P.O. Box 374,
Manchester, CT 06040, 1988.

Mount, Beth. Imperfect Change: Managing the Tensions of Person-Centered
Work. Available from Communitas, 1990.

Mount, Beth. Dare to Dream: An Analysis of the Conditions Leading to
Personal Change for People with Disabilites. Available from Communitas,
1991.
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Mount, Beth, Ducharme, George, and Beeman, Pat. Person-Centered
Development: A Journey in Learning to Listen to People with Disabilities.
Available from Communitas, 1991.

Mount, Beth. Making Futures Happen: A Facilitators Guide to Personal
Futures Planning. Available from Minnasota's Bookstore. 1991

O'Brien, John and Lyle, Connie, Framework for Accomplishment.
Responsive Systems Associates, Atlanta, Georgia, 1987.

O'Brien, John. A Guide to Lifestyle Planning. A Comprehensive Guide to the
Activities Catalog. Baltimore: Paul Brookes Publishing Co., 1987.

O'Brien, John and Mount, Beth. "Telling New Stories: The Search for
Capacity Among People with Severe Handicaps." In Meyer, Peck and Brown,
Eds. Critical Issues in the Lives of People with Severe Disabilities.
Baltimore: Paul Brooks Publishers, 1991.

O'Conneti, Mary.
Life to People with- Disabilities. Center of Urban Affairs and Policy
Research, Northwestern University and Department of Rehabilitation
Services, State of Illinois, 1988.
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Perske, Robert. Circles of Friends. Nashville, TN: Abingdon Press, 1988.

Snow, Judith and Forest, Marsha. Support Circles-Building a Vision.
Downsview, Ontario: G Allan Roehr Institute, 1986.

Wetherow, David. The Whole Community Catalog. Available from
Communitas, Inc. P.O. Box 374, Manchester, CT., 1991.

Wolfensburger, Wolf. Social Role Valorization; A Proposed New Term for
the Principle of Normalization. Mental Retardation, 21(6), 234-239. 1983.

348
Futures Planning/48



App ENDLx LB: AN EXAMPLE OF A PERSONAL PROFILE

The following Profile of Tom is provided to illustrate a number of the
maps included in a typical Profile. Tom's profile includes almost all of
the basic maps and one optional map, the communication map. Facilitator
tips for developing each map are also included in this section.

Tom's Profile Illustrates the following Maps:
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IPIELATIOSASHIP IMAP

Purpose: To identify personal support, the most important people in the
focus person's life, and people who may be interested in planning together
over time.

Example: Tom's Relationships
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t-acilitation Tips:
1. Divide the circle into at least three categories: family, friends, and

paid staff members.
2. Put each person on the map with a symbol of a person and their name.

Indicate the nature of the relationship and how long they have known
each other.

3. Put the people who are closest to the person, who are most important
toward the center of the circle. Indicate intensity and strength of the
relationship with heavier lines.

4. Highlight in yellow people who might be involved in the support circle.
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PLAC [MAP

Purpose: To describe the pattern of daily life to help illustrate how the
focus person spends his or her time. To gain an understanding of the
community life of the person compared to the amount of time spent in
segregated human service settings.

Example: Tom's Life in the Community
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1. Make a picture of the places used by the person. Indicate the amount
of time spent in each place and the frequency of contact. Include
home, work and community settings.

2. Draw a diagonal line or a triangle on the map and put segregated
human settings and activities below the line or in the triangle. Put
community settings above the line.

3. Indicate in green the places the person most enjoys, places where he
or she has positive experiences, and places that the person may want
to increase their involvement and contact. Record in red the places
where the person has the least success and note the reason why.
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Purpose: To discover capacities to build on and conditions to avoid when
planning experiences in the future. This exercise can help us find
patterns in the gifts, potentials, interests, and unique contributions of the
person. This list also helps to identify patterns in the conditions that
block or challenge development which should be avoided in the future.

Example: Personal Preferences

Things that "work"
That create interest, aliveness
engagement, and motivation:

Music: feels the speakers,
likes the vibrations.

Likes swimming and water.

He likes shopping, trying on
clothes. Going to the grocery store,
and picking out one item.

He is fascinated with cars. He
started one when he was 6 years.
He likes riding in the car.

Tom is mechanical. He figured out
how to keep the washing machine
going with the top up. He made the
TV go fuzzy and then fixed it.

He likes church, restaurants, doing
to the mall. He likes walking in the
park and the mall.

His communication book.

for Tom

Things that "don't work"
That create boredom, upset,
depression, and frustration:

Not being able to communicate

When people don't or won't
make the effort to relate
or communicate with him.

When Tom perceives that
people don't like him.

When Tom is inactive, he is
really bored.

He doesn't like music when
he's in the car.

He doesn't like going thru the
car wash.

His cane didn't work.

The exercise bicycle.

He doesn't like sticky stuff.
He loves being with his family.

Facilitation Tips:

1. Record things that work in green and things that don't work in red.

2. List everything people can think of. Decipher all clinical jargon and
technical language into common language. Look for patterns in the
things that engage and interest people and the things that do not.
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COMMUMOCATION MAP

Purpose: To develop a detailed understanding of the communication
strategies and abilities that work. To identify both receptive and
expressive skills, as well as environmental supports that work, and
helpful strategies for building relationships.

Example: Communication Strategies that Work for Tom?

Tom is very responsive to touch. The first thing to do when you
approach him is to touch him gently. Then identify who you are with a
tactile sign he associates with you. Then spell your name.

Tom can write his name perfectly. He can write other words when
they are fingerspelled.

Slip your hand into his palm to tell him you want to sign or
fingerspell a message to him. Fingerspell in Sean's hand. Emphasize
your thumb. His hand should be cupped over your signing hand.

To sign "toiler wave 1" and fingerspell.

Practice fingerspelling in the mirror.

Tom can smell and identify a lot that is going on by smell. He can also
feel your face or body to know who you are.

Remember Tom is very capable! He has good problem-solving and
mechanical skills.

Tom really likes choices. Give him lots of choices.

Tom's mother has a communication book containing the sign's he
knows. A copy is being made for family members.

Facilitation Tips:

1. Tom's list focuses on "things that work" and does not include "things
that don't work. It helps to list out both things to gather the most
reliable folklore.

2. Once again, record things that work in green, and things that don't
work in red. USE ENGLISH. A lot of the information about
communication is hidden in fancy technical jargon. Translate it!

3. Use the lists on Pages 23-26 to provide clues for communication
signs and symbols to look for.
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WAGES OF THE FUTUFTE: &REAMS MAP

Purpose: To explore inner images about desires and dreams for the
future. It helps to illustrate the experiences the person or the family
wants to have more of, including dreams for a home, a job, community
life, and personal life. The difference between this map and the "vision"
map developed during the Futures Planning meeting is that this map
expresses the images and hopes of the person and those who know them
best. The vision map may include many other ideas contributed by lots of
other people.

Imades of the
Future for Tom
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AM:HUONAL MAPS AND FACOLITATOR UPS

Tom's Personal Profile illustrates most of the basic profile maps, and one
optional map, the Communication Map. Facilitators must design each
Personal Profile process, choosing to use the most informative maps. The
following facilitator tips relate to additional maps.

BACKGROUND AP

Basic MapBACKGROUND MAP: The purpose of the background map is
to understand the life experience of the focus person and his or her family.
The background map can reveal positive experiences from the past to build
on. The background map also provides an opportunity to appreciate
traumas, loss, and grief in the person's life, as well as the celebration of
accomplishment.
Facilitation Tips:

1. Identify .when and where the person was born.
Identify places the person has lived and
highlight major life changes and/or milestones.

2. Indicate the patterns in crises and problems in red.
Use green to record positive experiences.

3. Summarize opportunities from the past to build on.

CHOICES IMP

Optional Map--CHOICES MAP: This map helps illustrate both personal
autonomy as well as needs for assistance. This map can help us
understand the degree to which the focus person has control over life
decisions in contrast to the degree to which other people make decisions
for the person.
Facilitation Tips:

1. Indicate how much choice the person has
in defining such things as a place to live,
roommates, work, money, etc.

2. Also indicate how much choice the person
has in everyday decisions, such as dressing,
grooming, and meal preparation.

3. Notice opportunities for transfering the
decisions made by others to the person.
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HEALTH MAP

Optional Map-Health Map: The purpose of the Health Map is to describe
conditions that promote or threaten the health of the focus person. This
is a good map to do when people have complex health, therapy, or
medication issues that must be considered in the development of a plan.

Facilitation Tips

1. Note the conditions and indicators of good
health in green, and the symptoms or
problems of poor health in red.

2. Note special physical care needs, needed
equipment and health routines, and issues
such as diet and exercise.
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Optional Map-Respect Map: The purpose of the Respect Map is to
identify personal characteristics that create barriers to community
acceptance, and that may lead to rejection by others, in contrast to the
rositive personal characteristics that help the focus person gain respect
by others and develop relationships. This is a helpful map when people
have complex characteristics and behaviors that challenge others.

Facilitation Tips:

1. Record respected characteristics
and roles in green. These are qualities
and characteristic that other people
admire, value, and appreciate.

2. Record the odd or unusual behaviors that
can lead to rejection or alienation by

typical community members.
3. Clarify the frequency and context in which

these behaviors occur.
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0-101ME on WORK (MAP

Optional Map-Home or Work Map: The purpose of a home or work map
is to explore in more detail the conditions in the home or in the work site
that work and don't work. This is a helpful map when people are
frustrated with their living or work environments, and we want to
understand more about the specific conditions that help or hurt. The Home
Map can be particularly helpful when working with families.
Facilitation Tips:

1. When describing the home describe
conditions such as the physical
space, roommates, staffing patterns,
family dynamics, etc.

2. When describing work conditions indicate
conditions such as the

environment, job duties and tasks,
co-workers, income, frequency of
pay checks, effective job supports, etc.

DAILY ROUTINE MAP

Optional Map-Daily Routine: The purpose of the Daily Routine Map is
to describe the daily schedule in detail to find opportunities to build
meaningful activities in community life. A detailed analysis of the daily
routine helps reveal gaps, down time, boredom, frustration, and times of
segregation which can be reorganized to include meaningful activities and
contributions. This is a helpful map when people have complex behaviors,
and/or they life in segregated institutional-like settings that offer few
opportunities for meaningful stimulation.
Facilitation Tips:

1. Starting with the typical time of
waking up, record the person's typical
day in 5 to 15 minute increments.

2. Describe the, degree of personal
assistance needed to help the person
accomplish each segment.

3. Note in green the times and activities
that are most successful. Note in red
the times and activities that are
least successful.
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APPENEfl y.
Reflections on our Experience with

Personal Futures Planning During 1991

The proceedings from a conference held September 27 and 28, 1991
Involving a number of people involved in the Personal Futures Planning

Project who have the following dreams for their children:
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Facilitated and Summarized by Beth Mount
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Overview

On September 27 and 28, a number of people involved in the
Personal Futures Planning Project in Louisville, Kentucky gathered
to review and reflect on the first year of the project, the outcomes,
lessons learned, and challenges of doing this work. We spent much
of the time discussing the challenges and frustrations resulting
from implementation, anc; many of these implementation strategies
are captured in Part 4 of the manual, "Getting Started." This brief
review highligilts accomplishments and challenges identified during
our discussion, and concludes with an analysis of the strengths and
challenges to this project written by Beth Mount.

Initial Outcomes:

In the first year, we have become directly involved with nine families and provide
direct assistance and support to these nine .7..irc les.

In addition, we sponsored a family forum in which we stimulated the development of
another eleven support circles, and identified 1.1 additional facilitators to work with
each new circles. We provide on-going support and consultation to these circles and
facilitators.

Finally, we are becoming the source of other person-centered planning efforts beyond
the people in transition on our project. We have started other circles, and provided
consultation and assistance to agencies interested in person-centered thinking.

What's Going Well? What is encouraging, moving,
promising, hopeful?

1. The process has given people the hope, vision, and courage to work for a lot of
wonderful things, and the personal support to do so.

2. It has opened people's minds to really get to know people and see them differently.
For several people, the family relatives or service providers were able to see
the person in a new way.

3. The process helps the family or the person voice their dreams and feel that
other people really believe in them.

4. Some concrete, positive change has happened for every person.

5. Many people have learned about listening with respect by watching the
facilitators manage the process with respect and sensitivity.

6. Many interesting and hopeful things have happened when people
had a chance to take off their professional hats and be creative.
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Challenges, Frustrations, and Issues for Discussion

1. Asking people for help and inviting people to the (initial)
meetings is always difficult.

2. How do we get other people to come to meetings and
participate over time? What else do we need to do to help
people participate?

3. Some groups have only professionals in them. How do we
widen the composition to include others?

4. Preconceived attitudes of professionals can get in the way of
seeing people and their potential.

5. Family attitudes can be difficult sometimes. We have high
ideals we want to work for and we can feel the tension
between these high ideals and the day to day realities they
face, the stress, the rejection, the isolation, the
responsibility, and the fears they live with. Also, because of
their history with negative service systems as well as their
isolation, they may have poor or negative predictions about the
future, they may overprotect their children, and be afraid of
taking risks, or they may trust in and promote segregated
options which differ from the hopes we have for people. How
do we manage these tensions?

6. What is our role when people cannot speak for themselves, and
they have trouble reciprocating in relationships in general?
How do we trust our interpretations of the messages they send
us in other ways? How do we enhance the warmth, comfort,
and ease of relating when people have many barriers to
communication? How do we help people reciprocate?

7 How do we manage the tension between needing to talk people
into becoming involved in a futures plan and the voluntary
nature of the process?
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A Network of Support that Nurtures Support Circles

In addition to the 20 circles we directly or indirectly support, we also collabcate
with a growing network of people to sponsor workshops, produce publications anc
newsletters, and learn together ways to stimulate and implement our ideals. As a
of this network, we are developing a collective vision that nurtures the personal ..:SiGr.s
of individuals and families, and the dreams and experience of individuals then informs
and influences the collective vision. The following graphic summarizes the emerg.ng
leadership of these overlapping networks.
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An Analysis of the Strengths of and Challenges to the
Personal Futures Planning Project

The first year of a person-centered development project is
difficult because many years are required to realize significant
outcomes in the lives of the focus people. There are however,
several major strengths of the Kentucky Personal Futures Planning
Project which are immediately apparent and warrant recognition. In

this section, I will describe some of these assets as well as the
ways the project staff are challenged in their implementation
efforts.

The framework for this analysis is from the monograph, "Dare to
Dream: An Analysis of the Conditions Leading to Personal Change for
People with Disabilities (1991)." In this document we identify ten
conditions that increase the likelihood that a positive future will be
implemented. A summary graphic of these ten variables is included
on the following page.

The greater the ability of a project to develop capacity in each
of these ten areas, the more likely we are to see significant changes
in the lives of the people who are the focus of a Personal Futures
Plan. This development process takes time, and cannot be short-
changed. Therefore, in the first year of a project, we look for
evidence that project staff are at least planting the seeds and laying
the foundation to nurture each of the ten conditions.

I will review each of the three major clusters of development as
they relate to the Kentucky project, and describe the strengths and
challenges in each area. As an overview, each of the ten conditions
on the following page is rated with a (3), indicating a major
strength, the development of a condition to be really excited about,
or a (2), indicating a good start, a condition with lots of potential,
or a (1), a condition that presents major challenges to development.
The Kentucky project began with a number of favorable conditions
because of the project design and the capacities of staff. Project
staff are busy laying good foundations in many of the areas
presenting the greatest challenge.

'Dare to Dream: An Analysis of the Conditions Leading to Personal Change for People
with Disabilities. By Beth Mount (1991). Available from: Communitas
Communications. P.O. Box 374, Manchester, CT 06040 (203-645-6976).
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Positive Change is More Likely

Under these Conditions:
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Positive Vision

The impact of this project is most evident in the powerful way
that the focus people are now seen and described as people with
strengths, gifts, and vision instead of people whose lives are
dominated by labels and stereotypes with no future in sight. The
capacity of project staff to see the gifts of people and inspire a
positive vision is most clearly evident in the contrasting
descriptions and visions of the people featured in the manual. The
revisioning of the people who are deaf and blind is a significant
contribution because these are the people who are most at risk of
living hidden lives with bleak futures and little hope.

The challenge to project staff in the area of personal vision is to
find a "common ground" with families where the work of change can
begin. Staff are faced with the difficult tension of dreaming and
working toward an ideal while working with families and
professionals who missed opportunities to see people and
possibilities differently, consequently, they may experience little
desire for change. There are at least three implementation
strategies that may help staff manage this tension.

1 . Support families and professionals to see people differently and have a desire for
change by working intensely with several focus people and telling their story in
many ways as their vision unfolds. Staff may want to invest in the development
of a short video featuring inspired family members and professionals who feel
really hopeful about their experiences. The newsletter is another helpful way to
communicate vision, and amplify the voice of parents speaking to other parents.

2. Be sure to balance work on immediate, short term changes that are most
important to family members, with the more abstract work toward long-ranoe
ideals. This is one way to build a common ground.

3. Additionally, it may be important for project staff to find 'compromise" visions
which creates an opportunity to start working with families in a common
direction. In view of a compromise, staff should continue to maintain their high
ideals, and find as many ways as possible to encourage parents and professionals
to see additional possibilities.
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Personal Support

This project has several strengths in the area of building
personal supports. Of primary importance, staff are taking th.?, time
to develop effective facilitation skills, and develop the values
essential to person-centered planning. The training design for
facilitators emphasizes a good mix of skills, values, and
commitment. Consequently, many facilitators are also becoming
"champions" which is appropriate at this stage in the project.
Facilitator development is designed to insure intensity of
involvement of a number of facilitators in almost one-to-one
relationships with focus people (In contrast with the common
mistake of training a few facilitators to work with many focus
people). Spreading the facilitator role to a number of people who
concentrate with a few focus people increases the likelihood that
facilitators remain involved and committed over time, which is one
of the most important implementation variables.

Another major strength of the project is the involvement of
project staff in wider support networks, coalitions, and interest
groups working toward common ideals, innovation, and policy change
(This network is illustrated on page 4). The connection to wider
support networks will influence the outcomes of the project in many
ways. The vision, values, and commitment of facilitators, families,
and professionals will be inspired and deepened over time by the
collective activities of this network. Many needed organizational
changes will also be influenced by the activities of this network.
Staff should be commended for their time and attention given to this
values-driven, informal network.

Project staff are particularly challenged in the area of personal
support to compose and maintain effective support circles, and
to develop community builders. The concept of reciprocity is a
critical in this project because many of the focus people lack the
tangible and immediate forms of relating such as eye contact,
language, and other basic sensory responses. These personal
characteristics create barriers to building relationships, therefore,
project staff will have to invent many ways for people to cross
these barriers. The following strategies may be helpful in the area
of building support circles and building community.
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1. Create strength in fragile circles by supporting the involvement of se'.eral
facilitators. Team work can help in lots of ways to strengthen the power of a
"professionally loaded" or otherwise imbalanced or difficult circle.

2. Find a number of ways to stre-Igthen the involvement of local community
members. Involving facilitators who live close to people is one way to build local
community ties. Engage facilitators in a brain-storming session just in the area
of community building. You may want to invite Cathy Bartholomew to help with
some problem solving. You may also want to keep some "spare-change money in
the budget to pay some local people by the hour to help facilitate community
involvement.

3. Bring facilitators together for a brainstorming session regarding reciprocity.
Discover ways facilitators are already increasing interactions between people.
and generate a number of strategies for increasing the warmth, novelty,
creativity, and depth of meetings and other interactions so that difficult barriers
are crossed.

Organizational Change

The good news in the area of organizational change is that a
number of small innovations, such as supportive living, supportive
employment, and education reform, in Kentucky are gaining support
and expanding. The leadership involved in these policy changes are
gaining momentum through the informal network of people who share
common vision and values. Fortunately, this network has the
potential to become the "people in authority," those who can
make the money and policy match new perton-pentered initiatives on
a wider scale.

The project is challenged to find ways to link the scarce
resources connected with innovation to the requirements of people
with intense needs for support. The project is also challenged to
find and develop adult service agencies that are committed to
change. The following strategies may help in the area of
organizational change:

1. Consider sponsoring a search conference in year 2 or 3 to frame the
organizational challenges emerging from this project. The purpose of a search
conference is to bring critical people in authority together to hear the stories of
individuals and develop a common understanding of new directions that can
address individual situations.

2. Ideally, the project would have an implementation budget which could be used to
fund pilot projects or even small inventions that can help people get needed paid
supports immediately. This kind of very flexible and accessible money can keep
people going in the interim while they wait for long term changes to occur.
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Conclusion

An effective person-centered development project begins by
focusing on developing positive vision and personal support for
development. These are the conditions that sustain people over time
as they work toward long-term organizational changes that take
many years to accomplish. In summary, the Kentucky project has
many strengths in the areas of finding capacities, and developing
positive vision, and teaching many people to do this.

The Kentucky project is investing now in the development of
competent and committed facilitators who will stick with the
process of change over time. Many of the facilitators feel the
passion of a champion, and they are working in many ways to develop
other circle members who feel similarly invested. The project
staff are outstanding in their capacity to keep the values of this
work clear, communicate with others, and organize and motivate
people to get involved. The emerging person-centered network in
Kentucky is filled with hope and the leadership capacity to make
their ideals happen.

In the coming years they will be challenged to find a common
ground with parents and professionals who are struggling with day
to day realities and other limitations. They will need to find many
creative ways to build relationships in support circles and in local
communities. They will also face the difficult task of linking
service dollars and policy to their vision.

In conclusion, people throughout Kentucky and the United States
will have much to learn from this project. If we change the way we
see and respond to the most unseen, unknown, and misunderstood
members of our communities, then it is possible to do so for anyone
with a label or a reputation that has prevented them from having a
dream. This is a source of great hope.

"In an atmosphere of hope there is a reason for being, there is
a reason for doing, there are people to share the journey. Hope
provides the strength to continue. It is the nourishment for
the journey toward any dream, vision, or goal."

Pat Beeman and George Ducharme
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