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Foreword

By Anthony Shriver

As a parent with two children in college, I know how challenging the transition to life after high school can be. There
are so many options, so many questions: Will my child go to college? Community college? Will he or she choose to
begin a career or work right out of high school? Or volunteer for a year or two? These are just some of the questions
we faced as a family when my children arrived at this life stage. It is exciting, frightening and can be overwhelming.

When your teenager or young adult has special needs, you
experience the same emotions most parents go through
when transitioning. However, those emotions are likely
heightened and the challenges can be greater. Most families
of children with special needs have an established routine, a
set system that works for their child and the rest of the fam-
ily. As the end of high school nears, this system will no longer
work beyond graduation. The family is faced with all the
same questions posed above but with additional concerns to

think about. What government aid is available, if any? Will

my child be able to work? Is my child ready for college? Are there programs that can help my child in college?
Can my child live on his or her own? How do I prepare financially for my child’s needs after high school?

This process can feel overwhelming, but you are not alone.

Throughout my life, I have worked to ease this process and transition for children with special needs. As the Chairman
and Founder of Best Buddies International, I strive to make sure that people with special needs receive all the same

opportunities and experiences as their peers. Whether it is through peer-to-peer friendships or job placements, I have
dedicated my life to equalizing the circumstances for people with special needs. Through this work, I know it can be
difficult to also prepare the family members for this life-altering transitional period.

Fortunately, there are several avenues of help for families going through this process. This step-by-step guide is a
wonderful resource to help you through this process. Within this “Journey to Life after High School” guide, you will find
a starting point; this guide will help you begin the process of planning for your child’s transition. It will not have all the
answers — no one document ever could — but it does give you a framework to begin: how to get organized, where to
seek aid, and what options might be available to you. In this guide you will find real life stories from families who are
probably no different than yours, and you will find encouragement from their solutions.

It is important that we help our children to live lives as full and rewarding as possible, while we continue to support
and help facilitate their choices. This is the time to allow them to own their lives to the best of their abilities. As a
parent, this is frightening — I’ve been through it. But after all is said and done, it is among the most rewarding aspects
of being a parent — watching your child learn to fly.

In Friendship,
Anthony K. Shriver
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A Journey to College: Kim & Alexis

Alexis Wineman, a 19 year old with an autism spectrum disorder (ASD), is excited about her future. In the fall of
2013, she started college at the university attended by her neurotypical twin sister. Having spent the past year serving
as Miss Montana 2012 — the first Miss America contestant with autism — she has already discovered that she can do
things and go places far outside her comfort zone. Even so, she began the year with her share of precollege jitters.
How would she fare socially? How would she manage her time?

“I won’t have Mom and Dad to breathe down my neck and
remind me of things,” she says as she gets ready to leave for

school. “I have the most anxiety about the schoolwork itself and 4 HUNTINGDON COLLEGE
' ‘ ‘ ) ) ) «] Coeducational liberal t:
keeping up with it, because along with my autism is a lot of short- ] of the United Methodist Crundhy
> 4: Founded as Tuskegee Female College
term memory problems.” . o A’.{,bi',‘..i“c“:.?&‘l‘:,fcf““":
Female College
1909: Moved to this site as Woman's
College of Alabama
Kim Butterworth, Alexis’s mother, admits to being “a nervous ; e e

Enter to Grow in Wisdom;

wreck” as her daughter gets ready for her new life. For a long time GRE e bl Wuon e/cepnl)
she worried that Alexis, who has PDD-NOS," wouldn’t graduate
from high school. Now she has a host of hew worries.

“I can see her being in a dorm room and not coming out of it
for a couple days — she just doesn’t realize how much time has
passed,” Kim says. While Alexis learned to advocate for herself
during her year as Miss Montana, she will have far more self-
advocacy to do as a college student.

“I’ve been her advocate,” Kim says. “I’ve been the one who tap

Alexis Wineman on her first day of college with her twin sister
danced on desks to get her what she needed. And now she’s Amanda Wineman. Photo courtesy of the Wineman family.

going to have to do that herself.”

Still, Alexis and Kim agreed that they both underestimated Alexis’ abilities in the past, letting themselves be guided
by her worst moments rather than her best.

“Sometimes the parents see it from such a different perspective,” Kim says. “They see the meltdowns, the struggles.
But that’s not how those kids necessarily deal with the outside world. That’s how they act in a safe environment, not
how they act when they walk out that door.”

Alexis agrees. Forging her way to adulthood hasn’t been easy, and there are sure to be plenty more pitfalls along the
way. But she’s up for the challenge. “It can be scary, it can be frustrating, but life is like that. You can surprise your-
self,” she says. For children with special needs, she says, “The path isn’t there. Your job is to make it.”

1 As defined by the Diagnostic and Statistical Manual of Mental Disorders (DSM), PDD-NOS is the abbreviation of the diagnosis of pervasive
developmental disorder — not otherwise specified, which is considered an autism spectrum disorder (ASD). With the 2013 release of DSM-5, the
criteria set forth describing ASD were updated to be more consistent, creating one disorder — ASD — rather than the four branches that were
present in DSM-IV. For more information, see the American Psychiatric Association’s statement.
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Introduction

Not every teenager with special needs will go on to a four-
year college, of course. Some will choose community college;
some will get vocational training; some will work; some will go
into day programs; and some will stay home. Regardless of
the path they take, teenagers with special needs will become
adults, both physically and legally. For parents, that means
preparing for profound changes in nearly every aspect of
their children’s lives — and for a sea changes in their own

role as well.

Whatever the particulars of your situation, preparing for your
child’s transition to adulthood can feel daunting, even over-
whelming. Many of the systems that have been in place to
support both child and family are poised to disappear. Build-
ing a new support structure requires sorting through a maze
of options while also learning about a variety of new laws,
systems, benefits, and requirements. At the same time, young
people with special needs are grappling with the physical and

emotional changes brought about by adolescence just like Corrie McNamara at Ponderosa High School graduation.
their typically developing counterparts. Their feelings about the Photo by Shelly Thorene

future may be complex or even contradictory. Parents too may feel

pushed and pulled — not sure how or even whether to help their

child move into the world.

“If you start thinking about all that’s required, it’s so huge and overwhelming,” says one mother of a son with ASD.
“It’s a monumental undertaking that people with typical children don’t even grasp the enormousness of. It’s critical

to have some sort of road map.”

This aims to be that road map. Whether you have a middle schooler (11-14), a high schooler (14-18), or even a

young adult (18-26), this is a tool for you to use as you begin planning your child’s transition into adulthood. While
it can’t cover every detail or every situation, it will give you an overview of what lies ahead and a list of resources for
where to go next.

The report has four goals:
e To inform families about the components of the transition to adulthood

e To encourage families about the components of the transition to adulthood
e To explain the choices and changes that make up the transition process

e To connect families with the many resources available for helping them transition

AbilityPath.org



Goal-Minded Planning: Lucie & Terri

At 25 Lucie is pretty clear about what she wants to do with her life. “I want to be a special ed teacher,” she says.
“That’s my goal, to have my own preschool. But I don’t know if that will work.”

Lucie, who has an unspecified neurological disorder with a mild developmental delay, may or may not reach her goal
of having her own school. But her parents have always encouraged her to think about what she wants to do and
how to get there. “I followed Lucie’s lead,” her mother, Terri, says. “I would always ask her from the age of ten on

up, ‘What are your dreams? What do you want to do?’ And I observed what her strong points were and took it from
there.”

Because Lucie always loved being around younger children, Terri advocated to have her daughter’s child care ambi-
tions included in her transition plan. She made sure that Lucie could do her WorkAbility training in a preschool rather
than in her high school’s landscaping program. “Lucie’s not a fan of landscaping,” she says. “She hates doing physical
work.”

After Lucie finished high school with a certificate of completion at age 18, she took community college classes that
were designed for people with developmental delays. While she did well in those classes, she had a harder time with
the community college classes she took to get certified as a child care assistant and eventually had to drop out of the
program. “She couldn’t deal with the academics,” Terri explains.

While that was frustrating, Lucie hasn’t given up. She now works 3 days a week, for 1 1/2 hours a day, at a preschool
for children with special needs. The position began as a volunteer job but she is now getting paid. Lucie probably will
never be self-supporting — she is prone to anxiety and emotionally fragile, particularly if her environment isn’t con-
trolled. “She’s not going to be giving up that SSI check anytime soon,” Terri says.

“I would always ask her from the age of ten on up, ‘What are your dreams? What do
you want to do?” And I observed what her strong points were and took it from there.”

All the same, Lucie is moving incrementally toward adulthood. She has a boyfriend and hopes to one day live
on her own.

“I want to live in an apartment,” she says. “But it takes time to have my own apartment.” Sometimes, Lucie admits,

she gets anxious about the future. “I worry about the disability and the money — I have to pay my bills and all that

stuff,” she explains. So what does she do when she gets worried? “I tell myself that it will be okay,” she says. “I go to
my room and listen to music.”

AbilityPath.org




Getting Started

Preparation for the Journey

Looking ahead, it might seem overwhelming to already begin
thinking about your child’s transition from high school to adult-
hood. After all, he or she just started middle school. It is important
to remember, though, that the years will go by quickly. Once your
child starts high school, you will need to work with the school sys-
tem to schedule meetings to plan your child’s education program
and future. Those years are not that far ahead. That is why it is
best to get ahead and take advantage of these middle school
years to learn as much as possible.

In an ideal world, every family would begin the discussions about
self-advocacy and person-centered planning while their children
are still in middle school or earlier, but the important thing is to
start planning sometime; even if you do not begin planning until
your child is in high school. This doesn’t mean that you plan for
your child, but that you plan with your child, helping them think
about the best options for their future. Transition planning isn’t
a one-shot deal; it’s a process that will continue long after your
child is officially an adult. The most important thing is not to get
discouraged. This may seem like a daunting process, but it is more
than doable, and this guide will help!

SELF-ADVOCACY

Up until this point in your child’s life, you have made all the
decisions for them. You were the one advocating on their behalf,
making sure your child’s best interests were always met. Now that
he or she has reached middle school, though, your student may be
capable of also advocating on his or her behalf. It is important to
teach your child how to advocate for themselves so that after the
transition they can voice their concerns and so that you can see
what their abilities truly are.

Throughout the transition process keep your child involved as
much as possible with the decision-making. A great place to start
is sitting them down to have a conversation about what they want
for their future. While asking them questions about where they see
themselves in five or ten years, teach them to continue to voice
these desires.

STAYING
ORGANIZED

There’s no way around it, the
transition process generates stacks
of paperwork. You’ll save your-

self a good measure of time and
frustration if you have a system for
organizing both your electronic and your paper files.
Some people find it works best to put information in
binders. Others prefer to use hanging folders, perhaps
in a portable file box so you can easily carry the files
to meetings. Some people prefer to print out every
electronic document so they have a paper record.
Others prefer to scan every paper document so they
have an electronic record. It doesn’t matter what
system you use, as long as you have a consistent
method for keeping track of the documents. A good
organizational system will allow you to use your time
checking things off your list, rather than searching
for documents or trying to recall what you’ve
already done.

Remember to keep your computer files as well orga-
nized as your paper ones. To avoid having to search
your hard drive every time you need to find some-
thing, create some electronic folders in advance, and
make it a habit to put your electronic documents in
them as you go.

You can create email folders as well. These will

help you keep track of correspondence with various
agencies and programs. Whatever email program you
use, make it a habit to save copies of both the emails
you’ve sent and the ones you’ve received into the
appropriate folder so that you have records of what
you’ve been told. Create folders for your bookmarks
or favorites too, so that you can easily find the web-
sites on which you’ve found useful information.

Finally, make sure to have a system for backing up
your data on a regular basis. A hard drive failure can
cause months of hard work to vanish. One strategy
is to manually back up your data onto two external
thumb drives, keeping one in the house and another
in your purse or car. You can also back up onto
cloud-based systems like Google Drive so that you
can access documents from anywhere, even if you’re
not on your home computer. And there are many
low-cost services that will back up your computer
automatically every night so you don’t have to
remember to do so.

AbilityPath.org



What is self-advocacy?
According to Dr. Valerie Paradiz from the School for Autistic Strength, Purpose and Independence in Education,
self-advocacy is a lifelong endeavor.! Self-advocacy comes down to six key components: 2

1. Understanding your disability and being able to explain your disability either through words,
pictures, or gestures

Knowing your rights that are protected by law

Speaking up for yourself and your interests

Asking for what you need in order to live day-to-day

Negotiating on your own behalf so that your needs and wants are met

o~ wN

Utilizing the resources that are available to you

“Parents are the one constant in a disabled child’s life. Parents can set an example and promote
positive attitudes for their disabled child regarding school and the need for an education. They can
advocate for the continuity of services for their child between school and adult services. In many
ways, the parent has the most to gain or lose when it comes to the progress their disabled child is

able to make concerning academic, social and vocational skills.”
—James F. Austin,
“The Role of Parents as Advocates for the Transition Rights of Their Disabled Youth”

There is clear overlap in these areas, but that is because they are all needed in order for an individual to advocate for
him or herself. It may seem difficult to teach your child to advocate for themselves, especially in the same way that
you currently advocate for them. Remember, though, that you do not need to teach him or her everything at once.
Self-advocacy can begin with small tasks, like allowing your child to decide what time they want to wake up in the
morning or what they want to eat for breakfast. Starting with these small steps allows you to build upon the founda-
tion and building blocks that you will continuously put into place. Eventually you will have a child that is confident in
themselves, their wants and needs in life. And if your child can’t get that far, you have learned to what extent your
child can self-advocate and what level of freedom he or she can have in life.

AbilityPath.org
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PERSON-CENTERED PLANNING

Part of the self-advocacy process is person-centered planning. It helps people with special needs shape their lives. For
these young adults, it allows them to think about what is important to them, like their hopes for the future. While also
learning about and discussing their lives, they get the opportunity to learn from the people closest to them about how
to best approach their goals and reach them. The process allows you and your child to have focused discussions about
both the details of everyday life and the large-scale dreams and values that make life meaningful and satisfying.

Ideally, person-centered planning is a facilitated process involving the people your child trusts and feels closest to.
This means not just you and your spouse but also close friends, relatives, aides, teachers, or other professionals with a
strong interest in your child’s well-being.

“The process helps them paint the picture of who they are, with the majority of the data coming from them, not their
family or their case managers,” explains Eli Poblitz, transition specialist at the San Mateo Union High School District

in California. “Once the student starts realizing who they are then I can start painting the picture of how the world
connects to them.”

Person-centered planning is a chance for your child to discuss things like:
e Where he or she hopes to live

How he or she wants to spend their days

Who he or she wants to spend their time with

If he or she wants to go to college

What type of job they see themselves having

What his or her hobbies and passions are

Each of these questions will lead to more questions as you and your child discuss what he or she wants the future to
be like, what steps are necessary to get there, and what support he or she will need in order to take those steps. The
process will include a discussion of what your child does well and what they need help with. These factors will help you
develop a plan for achieving your child’s goals.

At these early stages of person-centered planning, it is important to remind yourself that your child may still be
thinking as am adolescent and not in the long-term as adults do. If you ask them where they want to live in five years,
they may say home. If you ask them what their passions are, they may say video games and the newest hot show

on television. Such answers should not discourage you. It is likely that many of their typically developing peers would
share similar answers.

It would be helpful to make these at least yearly discussions. When having these talks, provide your child with a work
sheet to map out these answers. If he or she has difficulty writing, they can dictate the answers to you and you can
write them down. If he or she would prefer drawing their plan, let them. The goal is to get them thinking about where
they see their life going. While you are doing this, remind your child that they are not going to be held to these deci-
sions and that they can change their mind at any time about what is most important to them and what they want for
their future. By having your student create a physical copy of these thoughts and ideas, it provides a starting point for
the following year and can show how he or she has grown and changed over time.

AbilityPath.org
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KNOW YOUR CHILD’S RIGHTS

In order to make sure you get the most out of the assistance granted to your child, you need to know the federal laws
that protect your child and give them certain rights. The school system may not always be helpful in explaining to you
what your child’s rights are so you should take it upon yourself to learn them. It will also be important to teach your
child these in order to help them fully understand the self-advocacy process.

Over the years, the US federal government has enacted several laws that grant rights to individuals with special needs
that include a free and appropriate education and a lack of discrimination in the workplace. Four of these laws critical
for families planning the transition to adulthood are described below:

1. Section 504 of the Rehabilitation Act of 1973

2. The Americans with Disabilities Act of 1990

3. The Individuals with Disabilities Education Improvement Act of 2004
4. The Carl D. Perkins Vocational and Technical Education Act of 2006

Section 504 of the Rehabilitation Act of 1973
e The Rehabilitation Act of 1973 was signed into law by President Richard Nixon.
e This act protects individuals from discrimination based on their disability.
» This was the first law of its kind to protect the rights of people with special needs.
« It applies to any program, organization, or employer that receives financial assistance from ANY federal
department or agency.
¢ It also extends to any local education agency, vocational education system, or school system.
e Section 504 of the Rehabilitation Act establishes Free Appropriate Public Education (FAPE):
0 This provision requires school districts to provide FAPE to any “qualified person with a disability who
is in the school district’s jurisdiction, regardless of the nature or severity of the person’s disability.” 3
* Who is entitled to FAPE?
0 All school-age children with special needs as defined by Section 504 and the Individuals with
Disabilities Education Act (IDEA)
* What is an “appropriate education”?

0 Education services must be designed to meet the education needs of a student with a disability as
adequately as they are designed to meet the education needs of a non special needs student.

0 The evaluation of proper placement procedures to protect against the misclassification and incorrect
placement of students

¢ Continuous and periodic reevaluation of students who receive special education and related services to
ensure the placement meets their needs

o Ability of parents and guardians to review their child’s records, receive required notices, and challenge the
identification, evaluation, and placement decisions in regard to their child.“

e FAPE also states that students with special needs must be placed in the same education settings as students
without special needs as frequently as possible and as frequently as appropriate to the individual education
needs of the special needs student.

e Students with special needs must receive specialized education services and support free of charge, just as a
non special needs student would.

AbilityPath.org




 Below is a chart from the National Center for Learning Disabilities > that provides Free Appropriate Public

Education (FAPE) Myths compared to FAPE Facts:

FAPE Myths

Children with disabilities cannot be charged for
e Materials
e Student fees
e Any other costs that are requested of general
education students.

Children with disabilities are not required to
e Complete basic requirements for graduation.

e Pass state-approved assessments that demonstrate

State standards.

The district must provide
e A specific specialized program or school setting
that is chosen by the parent
e A program that provides the child greater access
to educational materials than their non-disabled
peers.

*FAPE also does not require that a school provide educational
services that are superior to those provided to non-disabled peers.

The student with a disability
e Must be provided preferential treatment or
guaranteed placement in extracurricular activities;
e Does not have to meet the basic requirements of

participation that are required of non-disabled peers.

The Americans with Disabilities Act of 1990

FAPE Facts

Special education and related services are provided
e At public expense
e Under public supervision and direction.
o Without charge to the parent or guardian.

Children with disabilities are provided
e Modifications
e Accommodations
e Support services under their Individual
Education Programs (IEPs).

(These allow them to have access to and benefit from instruction
so they can meet the standards of the State Education Authority.)

The district must provide a program that
e Complies with the procedural requirements of IDEA
o Addresses the child’s unique needs as identified
by evaluations, observation, and the child’s
educational team and,
e Is coordinated to ensure the child is able to
make adequate progress in the educational setting.

*FAPE requires that the quality of educational services provided
to students with disabilities be equal to those provided to
non-disabled students.

The district must provide a program that
e Must have access to nonacademic and
extracurricular activities equal to those provided
to non-disabled peers.

e The Americans with Disabilities Act (ADA) was signed into law in 1990 by President George H. W. Bush.
e The act prohibits discrimination against persons with special needs and ensures that they receive equal

opportunities in: employment (Title I), state and local government services (Title II), public accommodations
(Title III), commercial facilities, and transportation. In 2008 major amendments were made to the law, and
President George W. Bush signed into law the ADA Amendments Act of 2008.

The ADA Amendments Act of 2008 (ADAAA) expanded the definition of “disability” that applies to both the ADA

and Section 504 of the Rehabilitation Act of 1973:
e It defines “disability” as:

0 “Animpairment that substantially limits one or more major life activities, a record of such an impairment,

or being regarded as having such an impairment.” Z
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e The ADAAA broadened the definition of “major life activities” to include “major bodily functions:”

0 Major life activities include but are not limited to “caring for oneself, performing manual tasks, seeing,
hearing, eating, sleeping, walking, standing, lifting, bending, speaking, breathing, learning, reading,
concentrating, thinking, communicating, and working.” &

0 Major bodily functions include but are not limited to “functions of the immune system, normal cell growth,
digestive, bowel, bladder, neurological, brain, respiratory, circulatory, endocrine, and reproductive functions.” 2

* While the ADAAA rejects the US Supreme Court’s definition of “substantially limits,” it does not provide a
new definition.

e The ADAAA also provides rights for individuals with special needs who are not eligible for accommodations in
school under IDEA:

0 These accommodations are the same as those set forth in Section 504 of the Rehabilitation Act of 1973.

The Individuals with Disabilities Education Improvement Act of 2004
e The Individuals with Disabilities Education Act (IDEA) was signed into law in 1990 by President George
H. W. Bush.
e In 2004, the law was amended and reauthorized as the Individuals with Disabilities Education Improvement Act
of 2004 (IDEIA) by President George W. Bush.
e A child with a disability is defined by the IDEA as:

0 General: “with intellectual disabilities, hearing impairments (including deafness), speech or language
impairments, visual impairments (including blindness), serious emotional disturbance (referred to in this
chapter as “emotional disturbance”), orthopedic impairments, autism, traumatic brain injury, other health
impairments, or specific learning disabilities; and who, by reason thereof, needs special education and
related services.” 12

e It requires public schools to create an Individualized Education Plan (IEP) for each student each year until the
student is 22 years old, regardless of whether the student is enrolled in postsecondary education.
0 The IEP will be covered in greater detail on page 15 of this guide. In brief, it:
- Is a written statement of the uniquely designed education program to meet a child’s specific needs
- States the services the school will provide for your child and the reasonable annual learning goals

for your child
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Includes your child’s current academic performance and levels
- Says how your child’s success and growth toward annual goals will be measured
- Explains how your child will participate in assessments — both statewide and district-wide — and
the accommodations he or she will receive.
0 Members of your child’s IEP team include:
- The parents of the child
- Not less than one regular education teacher of the child (if the child is, or may be, participating in
the regular education environment)
- Not less than one special education teacher of the child, or where appropriate, not less than one
special education provider of the child
- A representative of the public agency (who has certain specific knowledge and qualifications)
- An individual who can interpret the instructional implications of evaluation results and who may also
be one of the other listed members
- At the discretion of the parent or the agency, other individuals who have knowledge or special
expertise regarding the child, including related services personnel as appropriate
- Whenever appropriate, the child with a disability. 12
¢ The law requires that the IEP team begin no later than age 14 to address the student’s need for instruction
that will assist him or her in preparing for transition. Beginning at age 16 (or younger, if determined
appropriate by the IEP team), the IEP must contain a statement of needed transition services for the student,
including, if appropriate, a statement of interagency responsibilities.!2
0 These rights are protected if your child transfers to a new school in the same state OR if your child transfers to
a new school in a different state.
- For these regulations and rights, see numbers 8 through 10 on the US Department of Education’s
website.
¢ It must be reviewed at least annually to see if your child is meeting the goals set forth and readjust if
necessary.

e This is just a brief overview of what your child is entitled to. For a more in-depth look at what this law grants
your child, visit the US Department of Education’s website. It provides a step-by-step list of the special education
process and the ten topics that an IEP must include.

The Carl D. Perkins Vocational and Technical Education Act
e The Carl D. Perkins Vocational and Technical Education Act was signed into law in 2006 by President
George W. Bush.
e This law states that individuals with special needs must be provided equal access to a vocational education.
e The funds made available through this law can be used to pay for the vocational education services laid forth in
an IEP that was developed in accordance with IDEA.
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A Transition in Progress: Lynne & David

When Lynne thinks about her 22-year-old son David’s future, she pictures him living in an urban setting near public
transit. She imagines him going to work each day doing something he loves and having friends and perhaps a girl-
friend. “Being able to go out and do whatever young twenty-something adult males do, that’s what I want him to
do,” she says.

Lynne started thinking about David’s future when he was in high school, but the path to this ideal future is still murky.
David is on the autism spectrum, but he doesn’t self-identify as having ASD and gets angry when his parents try to
talk with him about his diagnosis. While Lynne would like to see him eventually move into a supported living envi-
ronment where he could have a richer social life, David doesn’t want to leave home. He wouldn’t mind if his parents
moved out, but he’s quite happy in the house where he grew up.

David had WorkAbility training and travel training and also took classes at community college. He loves animals and
currently works as a volunteer at the local zoo one day a week, which is how often his parents can manage to drive
him there. He also volunteers online, helping the Humane Society track down the sale of illegal animal products. But
there aren’t many paying jobs working with animals, particularly for someone with David’s skills. While he wants vari-
ation in his workday, he can’t handle complex tasks.

Lynne wishes David could be out in the world more. Now that he’s done with school, he’s at home on his computer all
day. “I remember hearing someone say that about their kid and I thought, ‘I’'m not going to let that happen,’” she
says. “And here I am - it’s happened!” Finding the right path for David is still a challenge so his transition to adult-

hood is still a work in progress.
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The High School Years

In the Beginning

Now that your child is in high school, you will need to start meeting annually with the school to create your child’s
Individualized Education Plan (IEP). You may have already begun the IEP process earlier in your child’s life; however,
a high school IEP is a little different. Children are encouraged to participate in their own IEP at the high school stage.
If possible, you should include your child in this process. The highs school level IEP should happen once your child
turns 14. If they are capable of attending, they should be part of the discussion and planning of their education and
goals for the year. Once he or she turns 16, the IEP needs to include transition steps to help them prepare for life after
high school. This means talking about whether they will be going on to receive a postsecondary education or if they
will be finding a job or enrolling in a day program. Through these decisions, the school is required to help you explore
colleges, locate jobs, and find day programs for your child. As you explore these options, it is important to know most
colleges and universities require students to have at least a standard diploma in order to attend. If your child wants to
go to college, it is important to find out what types of diplomas are available at their school.

With so many different areas needing to be covered in the IEP, the background research conducted during your
child’s middle school years is important. It will help alleviate the stress that is sure to come with the first high school
IEP. By going into this first meeting knowing what your child’s rights are and what the school needs to help you with,
you will be able to get more information from the school and create a constructive and beneficial IEP.

SIX SIMPLE THINGS YOU CAN DO

Transition is such a huge and overwhelming topic that it can be hard to know where to start, especially when your life
is already so full. Here are six things you can do right now to begin the process:

1. Take stock of how much you already know. Look back on the early years, before your child’s diagnosis or
immediately afterward. There was so much you didn’t know about your child’s disability and so much you
didn’t know about your child’s capabilities. You’ve learned a lot since then and that knowledge is going to serve
you well now, as you and your child move into the next stage together. Nobody is better equipped to help your
child transition than you are. To help ease the stress of what you think you don’t know, make a list of what you
already know. Once you see how much you’ve learned, you will know that you can tackle these new tasks. “Find
some peace and contentment in the fact that you’ve done a good job so far,” Dr. Robert Naseef, author of Spe-
cial Children, Challenged Parents: The Struggles and Rewards of Raising a Child with a Disability, advises.

2. Face your fears. Anxiety can be paralyzing. But it can also be informative. Naming your fears will help you
understand both your bottom line and your priorities. If your biggest fears revolve around your child’s medical
condition, you know that transitioning their medical providers and medical benefits are first-order priorities —
the rest can wait. If your biggest fears revolve around your child being bored and isolated after high school,
then your first priority may be to focus on employment, education, or day programs.
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. Establish your priorities. You can’t do everything at once. Use a list and a timeline to help you choose a small
number of first-order tasks, questions, or issues. “Start with something small,” advises Mary Anne Ehlert, CFP,
whose company, Protected Tomorrows, helps families navigate transition and future planning. “Choose one
thing. Write it down and set a deadline. If you think of all the things you’ve got to do, you’ll never do it. Just
take it one step at a time.”

. Start talking. Having casual conversations about transition with your child and other members of the family
will help normalize the topic and get everyone thinking about options. You might say to your child, “I’ve been
thinking about what life is going to be like when you’re an adult. What do you think it will be like?” “Anything
out of the ordinary, we always talk about,” says Mary Pilster, the mother of a young man with autism, “because
with autism, it’s important to give them a heads-up of what’s coming.”

. Find a mentor. There’s no reason to reinvent the wheel. Reach out to a family in your disability community
who has gone through transition and talk to them about their experience. One good place to find mentors is
through Parent to Parent. “Always find someone who has been through it or is going through it now to mentor
you through,” says Teresa Jurado, who was a parent resource coordinator at Gatepath for many years. “There’s

199

nothing like sitting face-to-face with someone who can say, ‘I did this and this is what happened.

. Work with other families. You don’t have to go it alone. Parents who work together can divide up tasks, share
information, and advocate as a group. They can also give each other breaks as needed and — most importantly
— devise new solutions. Dr. Naseef has seen families work together to create innovative answers for their chil-
dren when the existing options weren’t working. One group of families pooled their money to buy a franchise so
that their children with developmental delays would have a place to work; a typically developing sibling with an
interest in business is managing it. Others are setting up group living arrangements for their children or creating

carpools and social groups. “There’s power in community,” Dr. Naseef says.
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A SUCCESSFUL INDIVIDUALIZED EDUCATION PROGRAM (IEP)

While we covered the content of an IEP above, for many the process of creating the first IEP for a student begins as

early as middle school. Some of you may have begun this process at an earlier age. However, here we lay out the steps

that a family should plan on taking as they embark on the IEP process in preparation for life after high school.

“A student-centered approach means finding out the student’s interests, their hobbies, and their skills and how they
spend their time,” explains transition specialist Eli Poblitz. “It’s asking the student what they want to do. Sometimes
they have no idea and we have to give them an idea how the world connects to them.”

First, know that you are not the only parent unsure of what to expect and ask during your child’s first IEP. Since
preparing for an IEP seems daunting, many organizations have already stepped up to create guides to assist you with
the process. Rather than creating yet another list of what to do and what not to do, we searched through the other
lists and are providing you with their best advice, and letting you know where you can find even more information
about the IEP. After all, it is impossible to be over-prepared for these meetings.

Before the Meeting “
¢ Plan ahead: Write down the questions and thoughts you have about the IEP. This will help you remember what-
came across your mind during your research. It is natural for questions and concerns to slip your mind, espe-
cially since you are likely to be provided with so much information. By writing down what is important to you
and your child, you are making sure these topics will be addressed during the conversation.

* Get to know your child’s teachers: There are several people included in the IEP. A couple of these people will
be your child’s teachers. Make sure you get to know them before the meeting. You can talk to them about what
you and your child want for his or her future, and the teacher can weigh in on what she thinks is best for your
child. It will also make you more comfortable in the meeting if you know someone there. The teacher will also
be more likely to advocate for your concerns and what you and your child want if you have established a per-
sonal relationship with them. The teacher will know what you want as a parent and understand more how your
mind works. This relationship can also be built with your child’s school principal or school psychologist.

e Review the materials: If this isn’t your first IEP, review last year’s IEP so you can remember what was discussed
and what the goals were. This will allow you to see how your child has progressed toward these goals and what
needs to be adjusted. As a parent, you also should be sent a document of your rights and responsibilities annu-
ally. If you have not received this, make sure to reach out for it. When you do receive it, read it over so that you
understand what you are entitled to as a parent, as well as your responsibilities.

During the Meeting
» You are an important part of the team: As the parent, you are allowed to be part of the IEP by law. You also
know your child better than anyone else at the meeting. While you may not have the professional experience
that your child’s teachers and school officials have, you have the personal experience. Do not feel like this
makes your voice and opinion any less important.

AbilityPath.org
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¢ Bring a support system: Your child’s other parent can also attend the meetings. It is important that you are
both part of the decision-making process. You can also provide a support system for each other, making you
feel more comfortable at the meeting. You both know what you want for your child and can ease each other’s
worries. Make sure you both know what you want to accomplish at the meeting so that you can work together
as a team for what is in your child’s best interest.

e Bring your child: More than anything, this meeting is about your child. While he or she has told you what they
want from their education and what they wants for their future, it is important to allow them to voice these
desires. The law states that your child needs to be included, if possible, during these talks. By bringing him or her
to the meetings, they will not only be able to advocate for themselves, but they will also learn what the goals
are for their education that year. Give your child the chance to speak for him or herself so that their confidence
can grow and so that the other members of the team can see that this is also what they want.

e Ask questions: You aren’t expected to know everything going into this meeting. There are sure to be terms or
facts stated that you haven’t heard before. When this happens, don’t be afraid to ask the others to clarify and
explain what they mean. You may be afraid that asking such questions will make the professionals think you
don’t fully understand your child’s disability. This is not the case. It will show them that you are invested in
doing what is best for your child and want to understand as much as possible when it comes to bettering your
child’s life.

e The key to success is compromise: While you know what your child wants and what works best for him or her,
the school officials and professionals also know what works best overall in the school environment. They will cite
facts and statistics to prove their points while you cite experiences from your child’s life to prove your points.
What is best for your child is to try all angles. These professionals work with your child on a daily basis in the
classroom. They see the larger picture of what the best options are. In order to make sure the goals you want
reached in the year are met, you may need to let the professionals try their own tactics.

e Look at the big picture: You and your child are there to voice what you want to happen in the next year and
what your child wants to do after high school. It is the job of the professionals to make a work plan to achieve
these goals. Focus on the framework and the outcome, and let the professionals develop the strategies for how
to arrive there.

e Sign the show attendance: You may not want to sign off saying you agree to the IEP yet, but it is important
to sign off saying you attended the meeting. This will put it on record that you were there and part of the
discussion.

After the Meeting

» Review the IEP: Ask for a copy of the IEP that has been developed. Take it home and read over what was
decided. Your signature is needed in order for the plan to be set in motion. If you are uncertain of specific
areas or want to review what is decided before signing off, let them know. It is good to review the material so
that you can make sure you didn’t miss anything and that you are okay with all the decisions. If you have any
concerns about what is written in the plan, write a letter describing these concerns. Return these concerns and
the unsigned IEP to the school so that an open discussion can be continued. You are allowed to ask for another
meeting to discuss these concerns.
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» Discuss the meeting with your child: Even if your child did attend, you want to sit down with him or her and
explain what was decided. If there were terms or ideas you did not understand, then there are sure to be parts
that they did not understand. Since the IEP is all about them, they need to know what the goals are and what
they will be doing during the next academic year.

e Mark your calendar: During the meeting, you should have set markers for reports on your child. Make sure you
have a calendar and can write down when you should be receiving these reports on your child’s progress. This
allows you to make sure the school is keeping you in the loop and letting you know about her or his progress.

e Put in safekeeping: Whether you keep a filing cabinet with all of your child’s documents or an electronic copy
of everything, file away the IEP some place safe. This will be helpful when you are looking to review it before
next year’s IEP and in case you ever want to review it during the year.

Ten Common Mistakes

When preparing and going through the IEP, there is so much to remember. While it is likely that you will forget to ask
a specific question in mind, you can always contact the professionals afterward for clarification. In the meeting, how-
ever, there are topics and areas you want to make sure are addressed. Below is a list compiled by the Texas School for

the Blind and Visually Impaired of ten common mistakes that you want to avoid:

. Believing the professionals are the only experts

. Not making requests in writing

. Being unfamiliar with the prior notice section of the procedural safeguards

. Requesting a related service rather than an assessment

. Accepting assessment results that do not recommend services you think your child needs
. Allowing assessment information to be presented for the first time at the IEP

. Accepting goals and objectives that cannot be measured

. Allowing placement decisions to be made before IEP goals and objectives are written

. Allowing your child’s IEP meeting to be rushed

O VW O NO U~ WN

—

. Not asking questions

To learn more about these mistakes in depth, read the School’s article. It is important to note that if your school does
not have a program that works for your child, most schools will work with you develop a customized program. Be sure
to ask about this option.

Nearing Graduation

When your child enters her or his junior and senior years of high school, it is officially time to start thinking about
post-graduation. Like their peers, including those who are typically developing, the prospect of college comes into the
picture. For the most part, colleges and universities require students to have at least a standard diploma in order to
attend. If your child wants to go to college, it is important to find out what types of diplomas are available at their
school.

In 2011 the National Center for Special Education Research issued a report, “The Post-High School Outcomes of
Young Adults With Disabilities up to 8 Years After High School,” which looked at a nationally representative sample

of secondary school students with special needs who were receiving special education services in grade 7 or above.
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Researchers followed these students for as long as eight years after graduation to see how they fared as young adults.
While society still has a long way to go when it comes to providing support for people with special needs, the results
of the study were encouraging.

44 % had Autism

60 % of young adults with disabilities
continued on to postsecondary
education within 8 years of leaving
high school.

33 % had multiple disabilities

29 % had “mental retardation” *

91% of young adults with disabilities reported having been
employed at some time since leaving high school, including:

® 63 % of young adults with autism
© 63 % of those with multiple disabilities

© 76 % of those with “mental retardation” *

Within 8 Years of leaving high school...

of young adults with disabilities had lived independently

()
59% (on their own or with a spouse, partner, or roommate).

of young adults with disabilities reported seeing
77 % friends outside of organized activities at least
weekly.

* This word choice is from the National Center for Special Education Research. In order to keep the statistics and findings
as accurate as possible, the study's word choice was kept; however, it is not endorsed by AbilityPath.org.
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Diploma Options

During an IEP, you need to discuss with the school what type of diploma option is best suited for your child. According

to the National Center on Secondary Education and Transition, there are six different options:

Honors diploma/diploma of high distinction

Standard diploma

Certificate of completion/attendance

Certificate of achievement

IEP/special education diploma

Occupational diploma

Not all states offer these options, though. Rather than offering multiple diploma options, some states offer the stan-

A student must achieve at a high academic level; often
this diploma requires a certain grade-point average
(GPA)

A student must complete a certain number of credits
and obtain a minimum GPA to receive a diploma

This option is for students who have not received the
grades necessary to obtain a standard or honors
diploma. It demonstrates that a student completed a
set number of classes or that a student qualifies for a
diploma because of sufficient attendance in a set period
of time

This demonstrates that a student has achieved a certain
level of performance. This type of diploma certifies that
the student was present and performed to the best of
her ability but did not attain the necessary grades
and/or credits to obtain a standard or honors diploma

This is an option for students receiving special educa-
tion services and those who have an IEP. Requirements
are usually set by the student’s IEP team and are
therefore unique to each student.

For students who are enrolled in vocational programs,
this type of diploma certifies that a student has demon-
strated a specific level of competence in an occupation-
al area.

dard diploma with modifications to allow students with special needs the option of receiving it. In order to know if

your state or school district offers modified standard diplomas, ask the school officials at your child’s school or during

one of the IEP meetings.

Looking for a College

If your child wants to continue her or his education after high school, there are several choices to make. Postsecond-
ary education can be broken into three broad categories: four-year college or university, community college or associ-
ate’s degree program, and vocational or technical school. Your child can become a full-time or part-time student. They
can take classes with the aim of achieving a degree or simply for the purpose of learning what subjects interest them.
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According to the US Department of Education’s Office of

Civil Rights, postsecondary educational institutions are not
required to provide free appropriate public education the
way elementary and high schools are. Instead, they are
required to provide appropriate academic adjustments to
ensure that they don’t discriminate on the basis of disabil-
ity. These adjustments might include extended time for
assignments and tests, providing note takers or readers,
assistive technology, preferential seating, or use of a calcu-
lator. Schools must also provide convenient and accessible
housing to special needs students if they provide housing to
non special needs students.

Most universities and colleges have a disability services
office that is responsible for complying with the ADA and
Section 504. When visiting prospective colleges, it will be
important to make an appointment to visit this office. As

a college student, your child will have to advocate for him
or herself in order to get the support and accommodations
they need. Visiting the disability services office with a list of
questions will be an important first step.

“People have been very accepting,” says Mary Pilster, whose
son Bobby has ASD and is now a student at San Francisco
State University. She and Bobby met with the disability
counselor when he started at community college and again
when he transferred to a four-year university. In both cases,
they showed the counselor Bobby’s IEP and talked about
what accommodations he might need, including more time
for tests. “Don’t sign off saying that you don’t need your
IEP during junior or senior year of high school,” she advises.
“It’s hard to get it back if you need it for college.”

Here is a list of questions incoming students might want to
ask when they visit a college disability services office: 1

TRAVELING WITH
YOUR CHILD

In order to visit some of these
colleges, you will need to travel
around the country. Perhaps you have

traveled before with your child and already know the
best techniques for your family. Maybe you do all of your
traveling by car so considering airplane travel is not nec-
essary. If you are, however, looking into flying to certain
locations to visit colleges with your child, know that there
are ways to make the process easier. The Transportation
Security Administration (TSA) has established ways to
ensure that the process of security is as easy as possible.

All airports have security lines designated for people with
disabilities and small children. If your child has trouble
waiting in line, let the person checking you in to your
flight at the airline desk know that you will need to go

in this lane. She can direct you to where this line is and
who you might need to let know that you are going in
this lane. You can also tell one of the TSA agents that
you need to go in this lane, and he can direct you to it as
well. You can also ask the person at the airline desk if you
can pre-board a plane with your child if she needs extra
time getting settled.

With the advanced technology being used by the TSA

at security checkpoints, it is rare that your child would
need to be touched. If your child has a problem being
touched, though, let the TSA agents know, and they can
mabke sure she goes through the advanced imaging tech-
nology and the metal detector screening. If a pat down
is needed, you can direct them on how best to conduct
this search.

If you think you will require more assistance, you can call
the airport ahead of time and let them know you will
need a passenger support specialist when you arrive. By
calling the TSA Cares hotline (855-787-2227) 72 hours
before travel, they can ensure a specialist will be waiting
for you and your child. You can also prepare this TSA
notification card to provide the TSA agents with, letting
them know about your child’s disabilities.

1. What is the procedure for students to identify themselves and their disability if they want to

receive accommodations? What documentation is required?

2. Are students required to be a full-time? If not, will this affect financial aid and the ability to live in the

residence halls?

3. What experience does the college have in serving individuals with your child’s disability?

4. How many students use the disability office’s services?
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5. What specific accommodations and services can be made for various types of special needs?
Is there a separate cost for any of these services? Are provisions available for:
Extended-time exams

Exemption from any exams/subject areas

Tutoring

Counseling

Readers and note takers

Interpreters for exams, class lectures, and texts

6. If a professor is not in compliance regarding the student’s needed accommodations, how is the situation
resolved?

7. Is there adaptive equipment (i.e., voice-synthesized computers and calculators, reading devices, tape
recorders, hearing amplification systems) available for student use?

8. Does the school work closely with other support agencies, like vocational rehabilitation agencies?

9. Is the entire campus accessible?

10. Are there any student disability support groups on campus?

11. Are there any types of financial aid/scholarships specifically available for special needs students?
If yes, how do you apply for them?

12. What do they consider the most difficult majors/classes for special needs students, and what support
is there on campus for them?

Searching online for colleges that properly accommodate your child’s needs can be difficult. There are literally thou-
sands of colleges available in the United States so it may seem impossible to find the ones that are the best fit for
your child. A good place to start the search is with the College Board website. Visit their college search page and enter
the types of special services you are looking for. The list will only show the colleges that offer these services. Other
sources, like the Huffington Post and U.S. News, provide their lists and advice. To help ease with the search, we’ve

included a list in our resource section with the proper contact information.

It is important for your child to physically visit every school in which she or he is interested. While a college may look
perfect on paper, it can appear less ideal in person. By visiting each school your child considers attending, they will get
a better idea of what type of accommodations they truly need and which colleges meet these needs. While visiting
these schools, try to set up an appointment to meet with the disability services office to talk about your concerns.

At the end of the meeting, ask for a business card so that you can follow up with any future questions. It will also be
good for your child to send a thank-you letter to the person who talked with you.
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An Unexpected Path: Teresa & Tim

“We weren’t paying good attention until the last minute,” admits Teresa Jurado, whose son Tim has severe learning
disabilities, chronic kidney disease, and cerebral palsy. Tim wasn’t expected to live past age 12, and for many years
there seemed no reason to think long term. Instead, the family simply steeled themselves for the inevitable loss.

But by high school, Tim was still going strong, and his

life had settled into a comfortable pattern. He had good
medical care and supports services and enjoyed the spe-
cial day class he attended at his local high school. Used to
living day-to-day, the family kept on as they always had,
enjoying time with their son that they never expected to
have. “At 18, none of our transitions really happened,”
Teresa explains.

Yet life changed anyway, whether or not Tim and his
family were ready. When high school ended, Tim needed
something to do during the day. That meant finding a

day program for him, and Teresa quickly discovered that

Tim was in an uncomfortable middle zone — he needed

too much support for programs that were based in the community, yet he would be under stimulated by many of the
center-based ones. Teresa hit on an unusual solution: signing him up to attend an Adult Day Health Center that serves
senior citizens. The youngest participant by about sixty years, Tim sees himself as part of the staff and loves having a
“job” — something he always wanted. The local regional center foots the bill. “He’s being beautifully taken care of and
he’s learning new skills,” Teresa says. “Parents have to think creatively.”

But finding meaningful work for Tim wasn’t the only transition task ahead. Teresa learned that when he turned 21,
Tim would lose the occupational and physical therapy services he’d been receiving through California Children’s Ser-
vices. Nor could he still receive care from his beloved pediatrician and pediatric specialists; Tim was going to need doc-
tors treating adults. That meant finding a whole new medical team. Teresa would also need to establish a conserva-
torship so that she and her husband could continue to make Tim’s medical decisions. The benefit landscape changed
as well — some benefits were disappearing, some would have to be reapplied for and others were newly available.

There are long-term decisions to make as well. “He’s getting bigger, and I'm getting older, and that’s not a good
match,” Teresa says. She and her husband have to think about getting help with Tim’s personal care in the short term,
and about who will take care of him in the long term. Luckily he has an aunt, uncle, and cousins who are eager to fill
that role. “Tim wasn’t supposed to live past 12,” Teresa says as she reflects on the transition process. “We prepared
for that piece: ‘Oh my God, what are we going to do without him?’ Now we realize he has his own plan. So we’re just
starting out.”
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After Graduation

Whether your child goes on to a postsecondary education or not, he or she will need to transition into the “real
world.” Depending on the level of their abilities, this may mean finding employment, enrolling them in a day program,
or locating full-time housing. All three of these present their own challenges; ideally, you have already discussed these
three prospects with your child’s IEP team during their high school years. Hopefully through these discussions, you
became better prepared and understand your state or local landscape when it comes to searching for a day program
or full-time housing. Before looking into these two options, though, understanding the employment landscape is nec-
essary.

A STUDY OF EMPLOYMENT

In February 2014 the Special Olympics commissioned the University of Massachusetts Boston to conduct a study
on adults with intellectual disabilities in the workforce. The research sheds some helpful light onto the possible work

scenarios for your child.

“Our research shows that unemployment among people with intellectual disabilities is more
than twice as high as for the general population. It’s critically important to know what the
employment options are for someone with intellectual disabilities. Once this knowledge is
gained, it is easier to align an individual’s desires and needs with what is available. It will
also help with the transition period, allowing a high school and family to begin preparation
or this post-graduation decision.”

— Tim Shriver, Chairman of the Board, Special Olympics International

Employment for Working-Age Adults with Competitively Employed
Disabilities versus Intellectual Disabilities (ID)

Adults with disabilities

. L s © Only a third of those competitively employed
. Adults with ID were offered health insurance from their
place of employment.
. Adults without ID
@ About a third of those competitively
employed received support or employment
services from a state or local agency.
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Intellectual Disabilities (ID)

© Despite the financial investment being made and the investment in transition programming for youth with
intellectual disabilities (ID), it appears that little has changed with regard to the employment rate of these
individuals over the past decade.

© It has been noted that generally there are fewer individuals with ID working in sheltered settings today,
although unfortunately there has not been a corresponding increase in the percentage working competitively.

© Another concern for those in the field is that most adults with ID who are employed in sheltered settings are
unlikely to ever transition into a more inclusive competitive employment.

Special Olympics Study by University of Massachusetts Boston
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