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Please Listen to ME!

“A bend in the road is not the end of the road . . . unless you fail to make the turn.” — Helen

Keller.

From Lisa’s Desk...

Greetings! School has just
begun again and with that,
many students spent time
planning what classes to
take and looking at what
they might be doing after
school. But, many times,
students who are deafblind are not so involved in
this type of planning. So how do you make sure
that your son or daughter is involved in planning
for his or her future? How do we make sure to
include his or her voice? That’'s what we will be
talking about in this transition brief.

During 2023, the Indiana Project conducted a
survey of parents and service providers of
transition-age youth, asking them to prioritize
their transition needs. The number one need was
independence that included becoming a self-
advocate. In the 2023 Indiana Project’s census,
there were 100 students between the ages of 15-
21. Each of those students must have a
Transition IEP. And each of those IEPs must
identify goals and objectives based on the
student’s individual needs interests, preferences,
strengths and challenges. And guess what, each
student is to be actively involved in developing
their own IEP. Each youth must be encouraged
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to share her/his own vision by becoming a self-
advocate.

For this Transition Brief | have three goals. First, |
want to make sure you know more about self-
advocacy and its importance. Second, | want to
stress how important Person-Centered Planning is
as a tool for supporting a student to have a voice in
making his/her own decisions. That voice may be
different for each deafblind youth but with some
specific planning strategies, it will happen. And,
third, | want to offer my help. | know | will sound
bossy, but | think for your deafblind youth to be an
active partner in his/her own future is what each of
you want for your son or daughter. Stay with me,
OK?
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The Importance of Teaching Youth to be Self-
Advocates

Each of us have our own vision of what it means to
have a good life. And, as we grow-up we share that
vision with our family, our teachers, our friends. We
may share things like, | want to be a teacher or a
doctor. Or, | want to be an astronaut or a race car
driver. Or, a chef, or airplane pilot, or whatever. We
figure out what it will take to make that vision work
and make us happy. We use our voices to let
others know in detail what we want and to ask for
their help. We call that advocating or speaking up
for ourselves.

The contents of this publication were developed under a grant from the U.S Dept. of IDEAs
Education, #H326T130078. However, the contents do not necessarily represent the that Work
policy of the Department of Education, and you should not assume endorsement by o
the federal government. Project Officer, Dr. Rebecca Sheffeld.

U.S. Office of Special
Education Programs
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| imagine that right now as your son or daughter
is growing up you are thinking about what will
happen after high school. You likely will ask
yourself some questions including:

Where will my daughter live?

What will my son do all day?

What will my daughter do for fun?

How will my son make friends?

What will my daughter need in terms of
support to live, work, and play and, if so,
who will provide those supports?
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Now, | want to challenge each of you by adding
another question. How will | make sure my son
or daughter helps to answer those
questions?

Often, deafblind youth have not had many
opportunities to make decisions about what
happens in school and at home, let alone about
their futures after school. They rely on others
including family members, school team members
and friends to make their decisions for them. It’s
easy to forget that each deafblind youth has likes
and dislikes and interests and preferences that
may not have been a part of developing their
past IEPs. Thankfully, when your son or
daughter enters high school a Transition IEP is
required. And part of that IEP specifically states
that your child is to be actively involved in
developing his or her own IEP.

During the IEP planning process it is important
for the educational team to encourage the
student to help make decisions for their future.
And, while it sometimes is difficult to see how
your son or daughter can advocate for themself,
we need to remember that even young adults
with significant disabilities can still be good self-
advocates. They might communicate verbally or
in writing. They may use technology or body
language like head nods, smiles, or grimaces, or
they may make choices using objects. There are
many ways for deafblind youth to share
information and let others know about what is
important to them.

There is a section in this Transition Brief titled,

The Meeting Place. You will find links to ten short
videos or written stories that feature deafblind
young adults who have transitioned from school to
further education, employment, community
involvement and independence. They each, in
their own way, have been able to have a voice in
their lives and determining their futures. As you
learn about these featured individuals you will
begin to see how “speaking up” for themselves
will differ from story to story. And how rewarding it
is for each individual. In each story, look to see
how their opportunities are a result of both their
own self-advocacy and the student’s team helping
them to plan for their future. | urge you to meet
and get to know these young adults. You will be
able to see the importance of self-advocacy and
team planning in each of their stories. Amazing!!

Person-Centered Planning

My second goal for this Brief is to help you
understand how important it is to use some type
of Person-Centered Planning (PCP) to help make
your son’s or daughter’s voice matter. As a family
member or a teacher or an intervener, you will
need to listen when each youth shares (whatever
that sharing might look like) more about his or her
personal interests, preferences, strengths, and
needs. When deafblind youths are actively
involved in their transitions, the responses to
those questions listed earlier in this Brief can be
answered.

| Person-Centered
Planning (PCP)
focuses on a
positive vision for
your son or
daughter. The

“Show the world
that you can! Be
willing to do that,
to have that
eagerness and try plan is based on
to learn something R g
AL AT strengths,

try, you never know E;epf:;ﬁir;csefof”d
what you can learning new
become.”

skills and abilities.
Wideline (Whittle-line)

It focuses on what
he or she can do.
Joseph, May 2022.




Indiana DeafBlind Services Project Transition Briefs Issue #26, September 2024

The Meeting Place

These are the amazing stories of deafblind individuals who learned the importance of
advocating for themselves and who had teams that helped them plan for the future. You are
welcome to check out all of them, but you should at least take the time to look at 2 or 3 that
seem interesting to you.

» Meet Miranda whose team worked to develop her communication system for better
interaction with others, as well as helped her to use technology to learn work skills such as
counting money, taking orders and making deliveries. https://www.nationaldb.org/national-
initiatives/transition/transition-success-stories/miranda/

» Meet Isaiah, who shares how his hard work resulted in his believing in himself and how he
now is paid to regularly play the organ at several places in his community.
https://www.nationaldb.org/national-initiatives/transition/transition-success-stories/isaiah/

» Meet David who works for three different businesses/organizations for 35 hours of paid
employment per week. https://www.nationaldb.org/national-initiative/transition/transition-
success-story/david/

> Meet Alex who was able to have several work internships during high school that helped
him discover what he wanted to do as an adult. https://www.nationaldb.org/media/doc/Alex-

Journey.pdf
» Meet Jack who has CHARGE Syndrome. His family’s journey highlights how the Person

Centered Planning process and action plans resulted in success for Jack as a young adult.
https://www.nationaldb.org/national-initiative/transition/transition-success-story/jack-barker/

> Meet Wideline (pronounced Whittle-line) who lost her vision and hearing at age 14 and now
is a full-time cake decorator in a Florida Publix Grocery bakery.
https://www.nationaldb.org/national-initiatives/transition/wideline-joseph/

> Meet Brett who has a full-time job managing a concession stand (Brett's Place) in his county
courthouse. https://library.tsbvi.edu/Play/Chapter/3165

» Meet Jaceson who is active in volunteer activities at a VA hospital doing what he loves -
being around people. https://library.tsbvi.edu/Play/Chapter/3166

> Meet Lee Ann who is able to follow an individual daily schedule that includes housekeeping
jobs, being out in the community, and building models on poster boards
https://library.tsbvi.edu/Play/Chapter/3167

» Meet Chris who had customized employment opportunities in high school and now works
part time in an Orthotics company where he enjoys good social relationships and has
learned to be responsible for his own independent living skills.
https://library.tsbvi.edu/Play/Chapter/3164
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The key features of Person-Centered Planning
for your son or daughter include:

1. Keeping the deafblind youth at the center
of the plan,

2. Including the family, friends, school team
and community members as partners in
planning,

3. Learning about what supports he/she
requires to make the plan work, and

4. Developing an action plan.

Using the PCP process with your daughter or
son will help them have a “voice” in making
their future happen. As a result, the Transition
IEP will reflect your hard work through
developing meaningful goals and activities that
will guide your son or daughter through their
remaining school years. Oftentimes, the result
will be a profile, resume or a portfolio that can
be included as a part of the Transition IEP and
can be used in a variety of ways after high
school.

Below you will find some examples of typical
“‘maps” you might create during the person-
centered planning process. Some of the more
common maps (used in the PCP process called
Personal Futures Planning) include:

a) About Me (history)
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History maps help all members of the team
understand what the individual and the family has
been through and increases understanding

and empathy. This shared knowledge serves
as the basis from which to celebrate
accomplishments, acknowledge challenges
and move forward as a team.

b) Strengths, Interests, Preferences;

Likes/What Works! Dislikes/What Doesn’t Work!!
Getting a Manicure Heat/Being Hot
Pets/Animals Loud Voices/Noises
Yard Sales Being in the Dark
Visiting a Friend Being in Crowds
Jewelry
Flowers
Magazines

If you look at Miranda’s Journey in the Meeting
Place you will see how this preferences map
and one like the Planning Grid for
Needs/Supports gave her team the information
needed that resulted in many great outcomes.

c) The Dream;
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The purpose of
this map is to
understand hopes
for the future
through the eyes
of the learner
and his or her
family. Once this
map is created,
the skills and
activities needed
to realize the
dreams can

be identified.

‘Everyone has a
unique story and
no person’s
journey is the
same. | want to
encourage you to
write your own.”

Billy Pickens
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d) Fears
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Discussing fears is a valuable experience. It is
something that families and others who care
about a particular learner sometimes cannot

more choices for herself has an impact on

all areas — Education, Independent Living,
Employment and Community Participation.
This makes her need to learn to make more
choices for herself a high priority for her team

when planning next steps.

f) an Action Plan

“I regret not

understanding
the importance
of knowing my

needs and
advocating for
myself.”

Action plans can
come in many
forms, but the
important part is
that there are
carefully detailed
steps to take, with
a timeline for
completion and a
person who is
responsible for
making certain

or do not want to talk about. However, the
atmosphere and safe environment of a
person-centered planning meeting makes it
easier to acknowledge fears, whether they be

large or small.

e) Planning Grid for Needs/Supports

Emma’s Priority Planning Grid

Education

Independent Living

+» Needs to make more
choices for herself

+ Better expressive
communication system

+»+ Learn to interact with
others

«» Needs to make more
choices for herself

+»+ Better expressive
communication system

«» Learn to interact with
others

Employment

Community Participation

+» Needs to make more
choices for herself

++ Better expressive
communication system

+» Learn to interact with
others

+» Needs to make more
choices for herself

+» Better expressive
communication system

«» Learn to interact with
others

The planning grid allows the learner and his or

her team to prioritize identified needs —if a

Billy Pickens
each item is

completed. There
will likely be many action plans over the course
of a young adult’s transition/life planning as
some things are completed and new needs
arise. In fact, it is the action plan(s) that will
translate the information gained through
person-centered planning into positive
outcomes for your son or daughter!

| know it sounds like a lot of work and it does
involve some time and energy from a variety of
people. But it's worth the effort for building a
successful future for your son or daughter.

My third goal for this Brief is to offer my help
with creating a Person-Centered Plan for your
son or daughter. When we think about our own
lives we each want a life that is meaningful,
purposeful, useful and connected to others. As
you grew up you learned how to use your
voice to make decisions about your future.
Deafblind youth, just like you, need to have the
same opportunities to make decisions about
their future. | have had experience and training
in two types of person-centered planning -

particular need is found under multiple domain
areas it is immediately a higher priority than other
needs. In this example, Emma’s need to make

Personal Futures Planning and Charting the
Life Course. | have used both tools to help
families create a person-centered plan for their
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young adult. | want to help you create that plan. To get started, contact me by phone or email at:

« 010N

[ | [
ji::ﬂ:'.:lru.n Lisa Poff, Project Director

. ) . : .
Indiana DeafBlind Services Project
(812) 237-7679

Lisa.Poff@indstate.edu

Who or What Can Help?

Resources and Tools: Hear are some resources and different tools for person-centered planning.
There is no one right tool to use — the key is to make sure that you put the individual first and at the
center of all of the planning and take his or her preferences and needs into consideration first. Take
some time to take a look at these resources or some of the tools to see what will work best for your
young adult.

Charting the Life Course Nexus Training and Technical Assistance Center. (2024). LifeCourse
Framework. https://www.lifecoursetools.com/lifecourse-library/lifecourse-framework/. Charting
the LifeCourse is designed to be used for your own life, for your family members, or in the work
you do. The framework and tools will help you organize your ideas, vision, and goals, as well as
problem-solve, navigate, and advocate for supports.

FAVI DeafBlind Collaborative. (2022). Transition Self-Advocacy Portfolio.
https://deafblind.ufl.edu/2022/02/09/transition-self-advocacy-portfolio/

Indiana Deafblind Services Project Transition Briefs
(https://www.indbservices.org/Resources/#transition-briefs).

Issue 5 (Transition IEP Case Conferences: The Voice of the Young Adult who is DeafBlind);
Issue 6 (Person Centered Planning);

Issue 11 (Who does your laundry?); and,

Issue 12 (Putting on my Big Boy Pants).

MAPS: Planning for the Future of a Student with Visual and Hearing Impairments. San
Francisco, CA: California Deaf-Blind Services Project. Retrieved from
https://English MAPS all.cdrdocuments.nationaldb.org

Mount, B. (2000). Person-Centered Planning: Finding Directions for Change Using Personal
Futures Planning. https.//inclusion.com/product/person-centered-planning/.

National Center on Deaf-Blindness. (2011). Transition to Adult Life for Youth with Deaf-
Blindness: A Parent Mini-Guide. Newark. NJ, Statewide Parent Advocacy Network; Boston,
MA., Perkins School for the Blind. Retrieved from https://www.perkins.org/wp-
content/uploads/elearning-media/transition_to_adult life_mini_quide.pdf

Pickens, B. (2019). Capitalizing on Your Independence: Keynote Speech at the 2019 Southeast
Transition Institute [Speech transcript]. National Center on DeafBlindness,
https://www.nationaldb.org/media/doc/CapitalizingYourlndependence.pdf.
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