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Introduction

Why Transition?

When you hear the word transition, many things come to your mind. This
workbook will look specifically at the transitions into adulthood. There are a
lot of things to consider for anyone, but for someone with special health care
needs, there may be some extra steps to take. This includes: finding the right
providers for you as an adult, finding new health insurance once you have
aged off a family plan, and making the steps to the most independent life
possible. This workbook will be the beginning steps in the planning process
for this transition and may help you organize this daunting task.

How to use this Workbook:

This workbook is divided into different sections. Each section describes an
area that you might want to start planning for as an adult. Some sections
might be more useful to you than others. This is your workbook so move
around and use the information and tips that are the most helpful to you.
Each section will have background information on the topic. Each section will
also offer tips, tools, and strategies to help you in your planning. There will
also be room in the back for you to make some notes.

While this workbook can be used on your own, it might be helpful for you to
discuss certain areas with professionals such as doctors, nurses, and social
workers that may help coordinate your care. It is a great tool to begin
communication on the topic of transition.



Health Care Transition

Health Care Financing

How you are going to pay for your care as you get older is a very important
thing to think about. Sometimes your health insurance changes as you get
older. You should know if or when that change happens. You should know what
you may do if it does change. Some things to consider:

If you are currently on your Family's Health Plan:
* How long are you eligible to be covered under this plan as you get older?
e (Can you stay on the family health plan if you are a student? What are the
requirements?
e Canyou stay on a family plan as a disabled adult?
e What will you do when you are no longer eligible to be covered under a
family plan?

If you are currently on a Government-Funded Program:
e How long are you eligible for this program? (Don't assume anything. Often
times there are different guidelines for people over 18.)
e Will you still be eligible for this program as you get older?
e What will you do when you are no longer eligible for this program?

Adult Providers:

As you get older you should have a conversation with your doctors to find out
how long they will continue to see you. Some doctors, such as pediatricians,
will stop seeing patients when they reach a certain age. You want to be
prepared for this change. Ask your current doctors if they will see you as an
adult. If they will not see you as an adult they may be able to help you find a
new doctor. It is best to have a plan for this transition between providers.

Here are a few questions to ask your doctors:
e At what age will you stop seeing me?
e How will you refer me to a new doctor? / Do you know of any doctors you
could refer me to?
e Will you help me put together a portable medical summary?
e Will you communicate with my new doctor during this transition time?



Health Care Transition

Health Care Skills

As you become more independent as an adult you might need to learn some
new skills, especially health care skills if you have special health care needs.
These include things that may have been taken care of for you in the past.
These can include getting prescriptions refilled, making doctor's appointments,
or setting an alarm to remind you to take medications. Use the health care
skills checklist to find out what you may need to learn or what you already

know.
Health Care Skills Checklist
(Check items you can do)
| can describe my chronic illness or disability
| am responsible for taking my own medications
| know how to call the doctor's office to make an appointment
| know about my medical insurance coverage
| prepare questions to ask my doctors, nurses, and therapists
Parent Tips:
e Let your child meet privately with providers at appointments
e Start planning health care transition early
e Research the options available on your family health plan
Youth Tips:

e Meet privately with your provider at appointments
e Take more control of your health care activities



Educational Transition

Transition and Special Education

If you receive special education services in school, you will also start
transition planning at school. You will probably even have a special transition
IEP. IEP stands for Individualized Education Program. You will only have one of
these if you receive special education. If you do not receive special education,
but still need some assistance when you are done with high school, skip to
the "Beyond High School" section below.

The Transition IEP should focus on any supports you

What will a many have to help you carry out a course of study. It
Transition IEP should also include any needs for post-school activities
include? such as work experiences, college or trade schools, daily

living skills, and many other things for post high school
living. Emphasis should be on life planning. The IEP
should be an ongoing planning process. In order for
transition planning to be successful, it should be
meaningful to your vision and goals.

Beyond High School

You should think about your future after high school. If you have special
health care needs there may be some extra steps you need to take. The most
important thing to your future is staying healthy. You can't work or go to
school if you are not healthy. That is why it is important to remember your
health care as you think about your future plans. If you are attending school
away from home, you should consider how you will continue to receive the
care that you need. Children can be on their private family health insurance
plans until they turn 26. You should know these rules ahead of time. Sit down
with your family to talk about these issues.



Educational Transition

If you are heading off to college:

e |dentify local providers in the area where you will be living

e Contact the school's disability office for needed accommodations

e Prepare a portable medical summary in case of an emergency

e Understand how your health insurance works and what doctors you
are allowed to see

Employment Assistance

Finding a job is not always easy. That is why it is important to plan for
employment and get training through school. In high school, you may have
opportunities like job shadowing or volunteering. In college, you might have
an internship to help you get ready for work. All of these activities can help
you prepare for finding employment as you get older. For those with special
health needs, you might need some extra support to get ready for work. If you
receive special education and have a transition |EP, make sure you let them
know what special supports you need.

In Michigan, you may also be eligible for employment assistance through
agencies such as Michigan Rehab Services or Michigan Works!. You can find
contact information for these agencies in the last section of this workbook,
titled "Community Agencies" found on page 8.

Parent Tips:

e Letyour child lead any meetings you might have about
education and employment
e Encourage your child to pursue volunteer opportunities

Youth Tips:
e Don't be afraid to ask for the supports you need in school and at
work
e Take advantage of volunteer opportunities and part-time
employment



Adult Living

Independent Living Skills

Whether you plan to live by yourself, with your family, or with roommates
when you get older, you will need to learn some things that will make you
more independent. Some of these things include:

* Daily Living Skills: These skills include cooking, cleaning, self-care, and household
safety. Most likely you already know some or most of these skills through chores or
helping out around the house.

e Decision Making: Many decisions must be made by adults on a daily basis. Some
decisions are more serious than others. Begin to plan for what decisions you will make
on your own or what decisions you might want to rely on a trusted person to help you
make.

e Transportation: Getting from one place to another is an important part of daily life.
Whether you are living by yourself or with family, you should begin to plan for your
transportation needs. That may include learning to drive and getting a driver's license.
It may also include learning how to ride the bus or calling a friend for a ride. It's also
Important to plan ahead if you have a wheelchair or other assistive devices.

Housing

As you begin to plan for your transition to adult life, one of the most
important things is the prospect of where you will live. Some people may
remain at home with their families. Other people may want to live on their
own or with roommates in an apartment, or even someday own their own
home. This is a decision you will have to make.

Here are some things to think about:
e |dentify interests and options for future living arrangements, including
supports if needed
* Investigate assistive technology tools that can increase independent living
and community involvement
e Pursue and use local transportation options available outside your family
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Adult Living

Managing Money

Paying bills and managing money are important skills that adults need to
learn. You should learn money management skills such as balancing a
checkbook or paying utility bills. While you are learning these skills you also
want to consider how you plan to earn an income. For many people, income
will come from employment. For others, income may come from Social
Security benefits.

Consider the following:

e Determine your need for financial support
e |nvestigate money management and identify necessary skills
e Apply for any financial support programs that may be needed

Guardianship and Alternatives

At age 18, you become your own guardian. Some people are unable to do this
because of their disability. If so, you and your family may face some choices.

Questions for you and your family to ask are:
e What are my main concerns for my future? Are they financial, medical, or
emotional concerns?
e What decisions will | be able to make on my own?
e What decisions will | need assistance making?



Adult Living

Guardianship and Alternatives (continued)

Think about what you would like to share for your future. Below is a list of
choices you and your family may consider if you need this kind of help. The
list does not include all options. Other choices may be best for your family.

e Full Guardianship provides full decision-making rights to an appointed
guardian

e Partial Guardianship provides rights in certain areas of decision-making
to an appointed guardian.

e Durable Power of Attorney allows health care decisions by an appointed
guardian. Power of Attorney can cover other decisions too.

» A Patient Advocate acts for the individual receiving care. Most hospitals
and providers have information on this choice. The appointed individual
might be a family member or friend.

e In a Conservatorship, an appointed individual manages a person's
finances.

* A Representative Payee manages the finances of a person with SSI or ssdi
benefits. Applications and help are available at local Social Security
Administration offices.

Many of these actions must be done through the court system. Start
exploring them when you turn 17. There may be legal and court fees for each.
Seek qualified legal counsel if needed.



Bringing it all Together

Transition Plan of Care

Once you have thought about all or some of the areas discussed in the
previous sections, it is a good idea to start putting a plan in place. A Transition
Plan of Care will help you keep things organized. It might also help you
remember different things you need to do to get ready for the transition to
adulthood. A Transition Plan of Care can be on paper or it can be done on a
computer. However you want to keep it is fine. If someone is helping you put a
plan together, be sure to tell them how you would like to keep it.

What should a
Transition Plan of
Care include?

Youth Tips:

A Transition Plan of Care may look different for everyone.
It will typically include goals that you have for yourself as
you get older. For each goal, you might find activities
listed that need to be completed in order to reach your
goals. For each activity, you can create a list of who will
be responsible to do these things. The person
responsible can be you, your parent, family member,
nurse, or the care manager you are working with.
Whoever is helping you put the plan together might have
different ways of doing it. Be sure you are comfortable
with everything that is included in your plan.

e Now is the time to speak up! Make sure you are heard and your personal
goals are included.

Who can help me
put a Transition
Plan of Care
Together?

A Transition Plan of Care can be put together with your

help by someone at your doctor's office, or by any other
person or program that is helping you get ready for the

transition to adult life.



Community Agencies

Navigating the maze

This workbook has looked at health care, education, and independent living.
Putting all these different topics together and into a plan of care can help
keep you organized. When you need assistance to reach some of your future
goals, you might find yourself working with different organizations and
agencies, and even programs at the state and federal levels. So, who do you
go to? What do you ask for? This section should give you some guidance on
navigating your way to find help. It is also a place to keep notes and find
contact information for some helpful resources.

Making the Call

Don't know what to ask when you call? Consider this first:
e What information/support do you really want from this agency? Be sure
you are specific and only ask about services they provide. Once you clear
that up, use this very simple script:

Sample Script for Calling Community Agencies:

"Hello my nameis _______
| have questionsabout ____
Can you please connect me with someone who can help?"

Parent Tips:

e |f you will be contacting many community agencies, keep a notebook
with dates, names with whom you have spoken with, the action to be
taken, and expected dates of completion.

Youth Tips:

* Use the notes section of this workbook to keep contact information
handy.
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Community Agencies

Who to Call
Agency Name Phone Number

@ AIDS 24-HOUT HOTUNG ..o 800-232-4636
@ AMErICAN CANCEE SOCIETY ..o s e 800-ACS-2345
e Center for Self-DetermMinNatioN...... e 734-722-7092

® CyStiC FIDIOSIS FOUNAATION ..o 800-344-4823
e Michigan Department of Health and Human Services (MDHHS)...................... 269-673-7700
¢ MDHHS AdULt ADUSE HOTLING ...t 855-444-3911

® MDHHS Child ADUSE HOTUINE ... 855-444-3911

e MDHHS Home Heating Hotline (Energy ASSIStance)...........occcommeeeeveecceein 866-484-6120
e MDHHS Homeless Hotline (Kalamazoo).........cvcvceceeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeeesesennee 269-381-9800
e MDHHS MediCaid HELP LIN@. oo 800-642-3195
e MDHHS Runaway Assistance Hotline (Kalamazoo)......cooeccooeeeeeecccereee. 269-381-9800
e MDHHS TUItion INCENTIVE PrOSIam... e 888-447-2687
@ EQSLEr SEALS = MICHIGAN ..o 800-757-3257
e Michigan Association for Deaf and Hard Hearing Services......ceenne. 616-732-7358

e Michigan Speech-Language ASSOCIAtION ... 517-332-5691

e Disability Network of Southwest MIChIZaN.......cocoooverveeevereeeceeeeeee e 269-345-1516

®  ARC MICHIGAN oottt 800-292-7851
o Autism SOCIety Of MICNTGAN ... 800-223-6722
e CAUSE (Citizens Alliance to Uphold Special Education)......cccooovvveccoeeeeerrreeeneee, 800-221-9105
e Children's Special Health Care SErVICES..... e 800-359-3722
® DIabetes FOUNAATION ...ttt 800-223-1138
e Epilepsy Center Of MICHISAN. ... e 800-377-6226
e Family Support Network of MIChISaN ..., 800-359-3722
®  FAMULY VOICES oot sa s s 888-835-5669
e Learning Disability Association of MiChiaN.......cccoovoeoeeeeeceeeeeeeee e 616-284-1650
e Make-A-Wish Foundation of MiChiGaN ... 800-622-9474
®  MATCH OF DIMES oot 888-663-4637
e Michigan Assistive Technology Resource (MATR)........ooccoommmveecceemeeeeeeeecessssenee 269-685-1960
e Michigan Dental ASSOCIATION ... 517-372-9070

e Michigan Respite Programs for All@Gan......o..owrveeervoeeevcereeeeeeseee s 269-365-5626

Continued on page 12
1



Community Agencies

Who to Call (continued)

Agency Name Phone Number
e Michigan Self-Help Clearing HOUSE ... 810-762-0247
» Michigan Tel-Help (United Way Community Services).......e.. 844-875-9211
e Michigan DiSability RIGNTS. ... 517-372-4016
e Michigan Rehabilitation SEIVICES. ... e 800-605-6722
e Michigan WOrKS! ASSOCIAION ..o s 517-371-1100
e Muscular DyStrophy ASSOCIALION ... 734-416-7076
e Partnership for Prescription ASSISTANCE. ... v 888-477-2669
®  POISON CONTIOL ottt 800-764-7661
e Social Security AdMINISTrATION ..o 800-772-1213
e Special OlyMPICS MICHISAN ... 800-644-6404
e United Cerebral Palsy Association of MiChiSan.....cecooeeoereeeeeereeeeeeeeeae 517-203-1200
e National Mental Health ASSOCIATION. ... 800-969-6642
e National Organization for Rare DiSOTdErsS. ... 800-999-6673
e Parents of the Visually IMPair@d...... e 313-272-3900
® SPINA Bifida ASSOCIATION ..o 800-621-3141
@ THE FAMILY CONLO oot 800-359-3722
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Community Agencies

Notes

13



Community Agencies

Notes

14



Children's Speciul

YA KENA X

Health Care Services

HEALTH
Department

www.allegancounty.org/health
(269) 673-5411

This guidebook was adapted from the Michigan Department of Health and Human Services (MDHHS)



