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PURPOSE OF THIS HANDBOOK
To assist parents and caregivers of children and youth with special health
care needs in understanding how to support their youth as they transition
to adult health care
To assist youth and young adults with special health care needs in
understanding their role and what supports are in place as they transition
to adult health care

Parents/caregivers
Parents/caregivers of youth with additional needs
Youth/young adults

This Transition to Adult Health Care Handbook serves two purposes:

This handbook is not meant to be an exhaustive list of how to transition youth with
special health care needs to the adult health care system. Instead, it is intended to
be used as a guide for how to approach the transition to adult health care for
youth with special health care needs for the following audiences:

There are many reputable organizations that provide excellent resources on the
transition to adult health care. The Transition to Adult Health Care Handbook will
provide direction to these external resources to help you or your youth in their
transition.

Disclaimer: This handbook contains legal and financial information and
resources but does not contain legal or financial advice. 



INTRODUCTION TO THE 
TRANSITION TO ADULT HEALTH CARE
YOUTH & YOUNG ADULTS

Calling the provider’s office to schedule your appointments
Filling out your medical forms at the provider’s office
Making sure that you take your medications
Advocating for you in health care settings

Gaining independent health skills
Preparing to navigate the adult health care system
Finding adult health care providers that fit your needs

What is Health Care Transition?
Health Care Transition is the process of getting ready for health care as an adult.

During childhood, your parents or caregivers usually help you with your health needs.
This might look like:

As you get older, you might need to become more responsible for managing your
health. This might look like:

As you turn 18 years old, you may need to become more responsible for your health.
You may also find ways for your parents or caregivers to assist you as you head into
adulthood. There will be resources in this handbook that will help you and your
caregivers navigate these changes. 

Remember: You are not alone in this process! There are health care providers and
community supports to assist you with this transition. 



TRANSITION TIMELINE
FOR YOUTH & YOUNG ADULTS

Learn about your health condition, medications, and allergies
Start asking your provider questions about your health
Ask your doctor if, and at what age, they no longer care for young adults

Find out what you know about your health, health care, and medical history
Carry your own health insurance card 
Learn what to do in case of a health emergency
Practice making appointments and ordering prescription refills
Begin to see your provider alone for part of the visit to learn skills in managing
your health and health care

Make appointments, see your provider alone, ask your provider questions, and
start refilling your own medications
Learn about your privacy rights when you turn 18
Make a medical summary with your doctor and keep a copy for yourself
Before you turn 18, figure out if you will need help making health care decisions
and explore those options with your parents/caregivers

You are a legal adult at age 18 and are now responsible for your health (unless
substitute decision-making arrangements were made)
Your parents/caregivers cannot have access to your medical records unless you
allow them
If needed, work with your current provider to find a new adult provider that
accepts your health insurance 
Call your new adult provider to schedule your first appointment and transfer
your medical records
Learn about any changes that might affect you when you turn 18 such as: health
insurance changes, Social Security Income, etc. 

Continue to receive care from your adult provider, manage your health and
health care, and update your medical summary
Be sure to stay insured and update your provider if there are any changes in your
health insurance coverage

Age 12-13

Age 14-15

Age 16-17

Age 18-21

Age 22-25















DIFFERENCES IN CARE BETWEEN
PEDIATRIC AND ADULT CARE
GUIDE FOR YOUTH AND FAMILIES



HEALTH NEEDS, MEDICINES, AND
ALLERGIES
YOUTH & YOUNG ADULTS

Learning about your health issues
Understanding when to take your medications
Learning how to make your own appointments

Think about what you know right now about your health issue, medications, or
allergies
Learn more about your health issue by researching it using websites like
MedlinePlus. Discuss what you learned with your health care provider
Before appointments, think of at least one question to ask your provider
Use a pillbox or other system to keep track of when you take medications
Use a calendar to keep track of appointments and medication refills
Keep a copy of your insurance card with you. If you don’t have a copy of your
insurance card, ask your parent or caregiver for one.

Your teen years are a great time to learn more about your health issue, how to
manage it, and practice taking medication on your own.

You can begin understanding your health needs by:

Helpful Tips

Assess Your Transition Readiness
Got Transition is the federally funded national resource center on health care
transition. It aims to improve transition from pediatric to adult health care using
evidence-driven strategies for health care professionals, youth, young adults, and their
families. 

Got Transition has developed a “Health Care Transition Quiz”. Take this quiz to see if
you are ready to start the transition to adult health care.  If applicable, share your
results with your parents or caregivers.

Health Care Transition Quiz for Youth & Young Adults:
https://gottransition.org/youth-and-young-adults/hct-quiz.cfm 









HEALTH RECORD PRIVACY
YOUTH & YOUNG ADULTS

When you turn 18, you are in charge of your own health care decisions. You will
be the only one who can see your health information.
If you want, you can ask your family or others to help you make health care
decisions and know your health information. To do this, you must sign a form to
tell staff that they can involve these people in your care.
If you need more support, some options include:

Supported decision making
Health care power of attorney
Legal guardianship 

As you grow older, it’s normal to want more freedom and privacy. Your health care
provider may ask to speak with you alone, while your parent/caregiver waits in
another room. This lets your provider talk directly with you, and lets you talk about
things you may not want to talk about in front of a parent. 

To make sure this conversation is private, you can make your own MyChart
account. The only information parents/caregivers can see are your immunization
records. If your parent/caregiver needs to use MyChart because of your health issue,
CHSC staff will ask them to sign an Incapacitated Access form.

Decision-making is a skill that takes practice and experience. Practicing this skill
now will help you make informed choices as you grow up.

Helpful Tips





PLANNING FOR A HEALTH EMERGENCY
YOUTH & YOUNG ADULTS

Talk to your parent/caregiver about what to do in case of an emergency
Learn about the symptoms or signs that mean you need to call 911 and how
they are different from symptoms that can wait long enough for your next
health care appointment
Use the PrepIowans book to make an emergency plan and build an
emergency kit
If applicable, make sure you are always wearing your health alert bracelet and
have an In Case of Emergency (ICE) contact on your cell phone
Tell the police and fire department about your health issues so they know how
to help if there is a crisis
Practice how to tell others about your health issues and medications
Always carry your ID and health insurance card with you

Iowa’s University Center for Excellence in Developmental Disabilities
PrepIowans Book

https://chsciowa.org/sites/chsciowa.org/files/resource/files/prepiowansbook.
pdf 

Preparing for a health emergency is important for all people. It can be even more
important for people with special health care needs. All of us have basic needs –
safe food, water, shelter, and things like going to the bathroom, bathing, and
communicating. Emergencies can be scary, but there are things you can do to
prepare for acting quickly and staying calm during emergency situations.

Helpful Tips

Helpful Resources



FILLING OUT HEALTH CARE FORMS
YOUTH & YOUNG ADULTS

Knowing what to expect can make filling out health care forms less confusing.
Make sure to have the following documents with you when you go to your
provider visits:

Health insurance card
ID card
Shared Plan of Care (if you have one)

With your parent/caregiver take some time to review what will happen when
you go to a provider visit:

When you get to the clinic, a staff person will greet you and your family, if
they are with you. They may give you these forms (or others):

Consent to Diagnose and Treat Form – This form gives staff
permission to examine you, make a diagnosis, and treat your health
issue. Depending on your age, you or your parent will be asked to sign
this form, date it, and say what their relationship is to you.
Registration and Health History – This form lets you change your
address, phone number, and insurance information (if needed). It also
asks you to list ALL of your health issues, medications, or allergies.
HIPAA (Health Insurance Portability and Accountability Act) Form –
This form allows patients to decide who can see their health
information. Ask the provider’s office to share information with your
insurance company but start thinking of other people you might want
to share this information with. A parent/caregiver cannot access the
health information of someone over the age of 18 unless they are named
on the HIPAA form or legal arrangements have been made.

A staff person may make a copy of your insurance card.
Fill out the health care forms while you wait for the provider. Carefully read the
forms and write as neatly as you can. If you have questions or run out of time,
let a staff person know.

As you get older, your parent/caregiver will not always be able to fill out forms
when going to your health care provider visits. It will become important for you to
know your health history, your family’s health history, and who can see your health
information.

Helpful Tips



MAKING HEALTHY CHOICES
YOUTH AND YOUNG ADULTS

Exercise
Exercise helps your whole body. It causes the body to make chemicals that
can help you feel good, sleep better, and lowers the risk of some health
problems. 

Substance Use
As you get older, it will be up to you to decide whether to use alcohol,
tobacco, and marijuana. Even though it might seem like everyone else is
using them, not everyone is. You can say no without a reason, blame your
parent or another adult, or arrange with your parent/caregiver to pick you
up if you need help. 

Self-Esteem
Self-esteem is about how much you feel you are worth and how much you
feel others value you. Feeling good about yourself can affect how you feel
and how you act.
People with high self-esteem know themselves well. They are realistic, allow
themselves to make mistakes, and find friends that value them for who they
are. Knowing what makes you happy and how to meet your goals can help
you feel strong and in control of your life. 

Nutrition
Eat at least five servings of fruit or vegetables each day. Try to eat a rainbow
of colors to give your body the nutrients it needs!

Sexual Health
Although it might be uncomfortable, talk to your parent, caregiver, or other
trusted adult about what a healthy, consensual relationship looks like.
Talk to your parent, caregiver, or other trusted adult about puberty and the
changes you will start seeing in your body. Talk about how to take care of
your body and what good personal hygiene looks like.

Sleep
Stay active during the day, as it will help you become tired and have better
sleep.
Avoid alcohol and drugs, which may disrupt sleep and increase your
chances of waking up in the middle of the night.
Avoid excessive electronic use at the end of the day to shut your brain off
and help you fall asleep (and stay asleep) faster.

Staying healthy as you get older will allow for you to have more freedom in making
your own choices, as well as prevent other health issues from developing. 

Helpful Tips



MAKING APPOINTMENTS, CHECKING IN,
AND COMMUNICATING WITH PROVIDERS
YOUTH & YOUNG ADULTS

Allow yourself to try new things, make mistakes, and learn from those mistakes. 
Depending on your age, the provider might ask to speak with you alone while
your caregiver waits in the hallway. This is a normal part of growing up. Use this
time alone with the provider to share any concerns you may have.
With a caregiver or trusted adult, practice making an appointment, checking
yourself in, and speaking up during the visit.
You may only have 15 minutes with the provider during your visit. Practice what
you want to tell the provider and make a list of your questions. 
At the end of the visit, you may need to check-out. This may include paying a
co-pay or scheduling a future visit. Try to practice these skills with an adult.

As you grow older, it’s normal to want to have more freedom and privacy about
your health and health care choices. You are the expert of what is going on with
your body, so make sure to voice any concerns that you have with your provider! If
you do not voice concerns, your provider may not know that something is
bothering you. You will receive assistance from clinic staff during your visit, but you
should make sure to ask questions if you do not understand something. The health
care transition will be a change for you, but also for your caregiver(s). Make sure to
ask them questions!

Helpful Tips:



TIPS FOR FINDING AND USING
ADULT HEALTH CARE



TIPS FOR FINDING AND USING
ADULT HEALTH CARE CONTINUED















TRANSPORTATION TO MEDICAL
APPOINTMENTS
YOUTH & YOUNG ADULTS

Brainstorm methods of transportation that you can use and have
available to you. Some choices include walking, riding a bike, scheduling
a ride with their insurance company, taking a city bus, or driving
themselves or with a trusted adult.
Use the internet or a phone book to find the address of the clinic and the
best route to get there.
Practice how to get to the appointment ahead of time and keep track of
how long it takes to get there.

As you get older, you may need to start learning the skills to be able to get
to medical appointments or other places around town. There may also come
a time when your parents or caregivers can no longer attend or physically
take you to your appointments, so starting to learn how to navigate
transportation will be important for your future.

Helpful Tips:



UNDERSTANDING MEDICATIONS AND
GETTING REFILLS
YOUTH & YOUNG ADULTS

Have an adult help you learn the names of your medications. Some
medications have brand and generic names, so ask your provider if you
can use the generic version. 
Ask your caregiver or provider teach you the reason for why you need to
take your medications and how your medications help your health issue.
Remember to tell your health care provider if you have any trouble taking
your medications or if you experience any side effects.
Bring any prescriptions, over the counter medications, and supplements
(if applicable) to your appointments. 
Make a Medication List that includes:

Name of the medicine
How much you take (dose)
Time of day you take the medication
Why you are taking the medication
What happens if you skip the medication
Possible side effects or other medications that might impact the way
your medicine works

You are the expert in understanding how medications affect you. Making
sure that you continue your medications as you transition to adulthood will
be important in managing your symptoms and your health conditions.
Learning the skills to advocate for yourself at your provider’s office will help
you share important information about the effects your medications are
having on you.

Helpful Tips:















UNDERSTANDING HEALTH INSURANCE
YOUTH & YOUNG ADULTS

Co-Insurance: The patient or policyholder’s share of the costs of a covered
health care service. It is a percent of the amount the insurance company
allows for the service. You pay the co-insurance plus any deductible you
owe.
Co-Pay/Co-Payment: The amount you might have to pay for a covered
service. This is often paid at the appointment.
Deductible: The amount you owe for health care services before your
insurance pays. For example, if your deductible is $1,000, your insurance
company won’t pay anything except for preventative care until you meet
the $1,000 deductible. 
Premium: The amount that must be paid for your health insurance. You,
your employer, and/or the policyholder pays this amount monthly, every few
months, or yearly.
Network: The clinics, doctors, and suppliers your health insurance company
has agreements with to provide health care services. Ask your insurance
company which providers are in-network. If a provider is out-of-network, it
might cost more for you to see them.

If possible, have your parent/caregiver help you understand your insurance
coverage and what the terms mean. 
Start thinking about what insurance you might qualify for when you turn 18.
The type of insurance you get may greatly depend on your health care
needs and the government programs you qualify for.
Ask your insurance company for: 

The costs of seeing a provider in-network and out-of-network
The costs of medications under this specific insurance policy
The limit on the number of visits for certain services (such as physical
therapy or home health care) and any rules for getting approval to see a
specialist or go to the hospital

If your currently have Medicaid, you must reapply as an adult about 3 weeks
before you turn 19.

Having consistent health insurance coverage is an important part of
transitioning to adult health care. Health insurance helps pay for
appointments, medications, hospital care, and special health equipment.
Health insurance is also important when you are NOT sick. Screenings,
immunizations, and mental health care can help you stay healthy as you get
older. 

Health Insurance Definitions

Helpful Tips:



HEALTH INSURANCE 101
HELPFUL TIPS TO REMEMBER

Use providers who are in your network and be sure that your insurance
benefits will cover as much of the cost as possible
Begin to learn more about what services are covered by your insurance.
Know your plan’s deductible(s) and co-payments. This will be in your policy
book.
Always carry your own copy of your current insurance card.
Find out if you need a referral from your primary care provider before you go
to a new doctor or specialist.
Find out if your insurance company will pay for your equipment to be fixed
and/or replaced if necessary.
Read about the appeal process in your policy book and use it when you
think services have been denied in error.
Before turning 18 years old, check what age your current plan coverage will
end and apply for adult health insurance before your coverage ends.

Your name
Date of birth
Identification number (on your insurance card)
Relationship to the policyholder (self, child, parent, etc.)
Policyholder’s date of birth, address, and phone number
Date of service
Reason you are calling
If available, a reference number (on the Explanation of Benefits or letter
from insurance)

This is usually emailed or mailed to you

Keep track of phone calls with your insurance company. Write down the
date, the number you called, who you talked to, what you talked about, and
what is going to happen next.
Follow up to make sure issues/problems are resolved.
Keep all insurance information where you can easily find it. Save
information, such as Explanation of Benefits forms, eligibility and denial
letters, and notices regarding a change in covered or excluded services,
deductibles, co-payments, or out-of-pocket costs.

Learning Your Insurance Benefits

When Contacting Your Insurance Company, Be Ready to Provide:

Keep Track of Insurance Information



FINDING ADULT HEALTH CARE PROVIDERS
YOUTH & YOUNG ADULTS

Ask your current provider for a referral
Consider your parent’s primary care provider as someone that you could
see
Call your insurance company
Check with your local support groups
Call large medical and specialty rehabilitation hospitals and ask for a
referral line
Ask your Care Coordinator or Case Manager for suggestions
Ask friends for suggestions

A Primary Care Provider (PCP) is a provider you can see for regular check-ups,
vaccines, when you don’t feel well, or for health issues that you don’t need a
specialist for. Regular check-ups with a PCP can help catch problems early
on. If you need to see a specialist, a PCP can often refer you to someone that
can help.

Pediatricians are typically only trained to see patients until the age of 21. You
may develop health concerns as you get older, and you may also develop
other health conditions that are more common in adults. If you are currently
seeing a family doctor and you want to keep seeing them as an adult, you do
NOT need to switch to a new PCP. If you are currently seeing a pediatrician,
your current provider may help you find a new PCP that serves adults with
your condition. This conversation with your PCP usually happens around
ages 17-21. Even if you are seeing a family doctor, you might need to find new
specialists that can better serve adults.

How to Find Adult Providers



FINDING ADULT HEALTH CARE PROVIDERS
YOUTH & YOUNG ADULTS (CONTINUED)

Does the provider accept your insurance coverage? Are they taking new
patients?
Is the office accessible (easy to reach and easy to get around inside the
building or clinic area)?
What are the office hours? How can the provider be reached after hours?
How will the provider exchange information with your specialists?
Will the office be flexible to meet your health needs (allow service dog,
schedule visits so you will not miss a meal, or schedule at quiet times if
you are sensitive to noise)?

Is the provider willing to discuss your health history and special needs
with your pediatric provider?
Does the provider currently see patients with health conditions similar to
yours?
At what hospital does the provider schedule procedures?
Where did the provider get their medical school and specialty training?
Are they board certified?
Does the provider have any special interests or more advanced training?

Does the provider listen to me and my family or are they constantly
interrupting us?
Can the provider explain information in a way that my family and I can
understand?
Does the provider take enough time to answer our questions?
Does the provider treat my family and I with respect?

Questions to Ask
It is important to find a provider that makes you feel comfortable and that
can meet your unique needs. Before you choose a new provider, call their
office and ask to speak with a staff member who has time to answer your
questions, or make an appointment to meet the provider and staff in person.

Ask the Office:

Ask the Provider:

Ask Yourself:



MAKING THE MOST OF YOUR VISIT WITH
YOUR PROVIDER
YOUTH & YOUNG ADULTS

You may only get 15 minutes for an appointment. If you have a lot to talk
about or need more time to speak, ask the secretary to schedule your
appointment for a little longer.
Show up about 15 minutes early to give you time to check in before the
appointment.
Ask your parent or caregiver to wait outside the exam room so you can
have a few minutes to talk to the provider alone.

This allows you to talk about anything you need to
It will also help you get used to talking to a provider on your own

Write down a few of your own questions or things you want to tell the
provider before the visit. It can be easy to forget things you want to ask.
Write down what the provider says or ask if you can use your phone to
record instructions to help you remember later.
Ask questions!

If you don’t understand what the provider says, ask them to explain it
again or explain it in a different way.
Don’t be shy about asking the provider to explain it again – it is part of
their job and they want you to know what to do to take care of
yourself.

As you have grown up, your parents or caregivers have probably done most
of the talking at your appointments. As you get older, you will want to start
speaking up at these visits. Talking to providers (doctors, nurses, specialists)
may seem overwhelming and difficult, but it will get easier the more you
practice.

Helpful Tips:



MAKING DECISIONS AFTER AGE 18
YOUTH & YOUNG ADULTS

If you want to share your health information with others, the provider will
need you to fill out a form that grants your parents or caregivers access to
your medical record.
If you need help making choices as an adult, talk to your family, provider,
or others you trust about who needs to be involved in your care and how
to include them.
There are many choices for young adults who need help making
decisions:

Health Care Power of Attorney lets a young adult choose an
attorney to be their representative, or agent, in the event that they are
not able to make or communicate decisions about all aspects of their
health care. 
Supported decision-making allows the young adult to create a team
that they trust to help them understand their choices and make their
own decisions.
Guardianship and conservatorship may take away all of someone’s
decision-making rights and can be ended only by a court order. There
may be other choices that are cheaper and less restrictive but
exploring all of the options will help your family make the best
decision for your young adult. 

When you turn 18, you are legally considered an adult. This means that
health care providers will begin talking to you, rather than your parents,
about your health. The law that requires this is called HIPAA (Health
Insurance Portability and Accessibility Act).

Helpful Tips:





SOCIAL SERVICES FOR ADULTS
YOUTH & YOUNG ADULTS

Ask your Family Navigator to help you make a list of the programs you
currently use, when they end, and when to apply if there is a program for
adults. They can help you figure out if you qualify for programs that serve
adults and how to apply to them.

If you do NOT qualify for a program, Family Navigators can help you think
about other ways to meet your needs as an adult. Examples may include
Child Health Specialty Clinics services, Pediatric Integrated Health Home,
Medicaid, Waivers, Vocational Rehabilitation, or Social Security Disability
Insurance (SSDI).

Some of the programs you are currently enrolled in may end when you turn 18
or 21 years old. At that age, you may qualify for programs that serve adults, but
you must apply for them. Sometimes the things that allow you to qualify for
adult programs may be different from what allowed you to use programs as a
child.

Helpful Tips:



ACTIVITIES OF DAILY LIVING ASSESSMENT
Instructions: Each bold heading below refers to an Activity of Daily Living
(ADL). In the column on the right side, put a check mark in the row that
shows how much help you or your teen/young adult needs.



ACTIVITIES OF DAILY LIVING ASSESSMENT



ACTIVITIES OF DAILY LIVING ASSESSMENT


