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Learning Objectives

Participants will be able:
▪ Explain the process of transition from pediatric to adult medical 

care, and how ASD and other medical conditions make this 
process even more important

▪ Identify components of transition to address as your child ages

▪ List available resources to aid in transition planning

▪ Apply the information gained in today’s session to create one 
transition goal for the coming year



National Survey of Children with Special 
Health Care Needs

▪ Youth with ASD are not receiving HCTS at the 
same rate as their peers

▪ 21% of youth with ASD have received services 
for HCT

▪ Youth with ASD are in particular need of 
continuous, comprehensive health care at a 
medical home



Statistics 
▪ ~ 50,000 youth with ASD are turning 18 every year

▪ 50% have a co-occurring medical condition

▪ 60% of all 15-17 yr old Autistic youth have at least 2 
medical conditions in addition to ASD

▪ Co-occurring conditions include intellectual disability, 
mental health conditions, ADHD, and epilepsy

▪ Better health care transition and more comprehensive 
health care in young adulthood has the potential to 

improve the health outcomes of people with ASD
The Medical Home and Health Care Transition for Youth With Autism, Pediatrics (2018) 141 (Supplement_4): S328–S334.



Transition is a process

“Health care transition, or HCT, is the process of 
moving from a child/family-centered model of 
health care to an adult/patient-centered model of 
health care, with or without transferring to a new 
clinician. It involves planning, transfer, and 
integration into adult-centered health care. ”

Gottransition.org



▪ “Healthcare transition is easy to put off to a later 
date (back burner)”

▪ “I’ll wait until our pediatrician cannot see my child 
any longer”

▪ “I have too many other priorities (IEPs, work, other 
children, family needs)”

▪ “Someone else will find us a new adult physician 
when we need one.”

▪ “They won’t make me change if I don’t agree to”

Transition takes time….



Transition takes time….

▪ Transition (process) ⍯
Transfer (event)

▪Utilize the vast wealth of 
information on the internet 
and choose wisely

▪Plan, plan and plan some 
more…

▪Never too early or too late to 
begin

▪ Information is power, ask 
questions of providers, other 
patients and parents

▪ All youth can participate, 

but adjustments may 

need to be made for age 

and developmental level



Small victories

▪ Celebrate the health, accomplishments, hopes and 
dreams realized by your young adult

▪ Transition for typical as well as medically complex 
patients (and their families) with or without ID/DD 
is daunting and very emotional

▪ Procrastination, lack of planning and avoidance 
will not prevent the need to transition

▪ Early and thoughtful planning, communication and 
knowledge will aid in a positive outcome



Got Transition®

Got Transition® (www.gottransition.org)

▪Excellent resource for youth, parents, 
providers, educators

▪Variety of tools for typical as well as 
complex pts, with or without ID/DD

▪ Tools are intended to be 
individualized and reproduced

▪Many healthcare organizations are 
utilizing this as a framework for their 
transition programs



Got Transition® and the Six Core 
Elements of Transition

•Discuss 
Transition 
Policy

AGE 12-14

•Track 
progress

AGES 14-15-
16-17-18 •Assess 

skills

AGES 14-15-
16-17-18

•Develop 
transition 
plan

AGES 14-15-
16-17-18 •Transfer 

documents

AGE 18-21

•Confirm 
completion

3-6 months 
after transfer
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Got Transition® 



Are you ready to 
transition?

https://www.gottransitio
n.org/youth-and-young-

adults/hct-quiz.cfm

Youth, young adults, and families:

Do you want to learn about 
transitioning to adult health care?

These tools can help you learn about moving from pediatric to adult health care.

Are you ready to transition to 

adult health care?

What transition topics should 

you think about each year?

Is your health information on 

your smartphone?

What questions should you ask 

your doctor about transition?

What changes for your health 

care when you turn 18?

What are the differences 

between pediatric and adult 

health care?

Do you know how to find an 

adult doctor?

Do you have an Individualized 

Education Plan (IEP)?

Are there assessments to check 

your readiness for transition?

For more information, visit GotTransition.org.
Got Transition® is supported by the Health Resources and Services Administration (HRSA) of the U.S. Department of 

Health and Human Services (HHS) under grant number, U1TMC31756. The contents are those of the author(s) and 

do not necessarily represent the official views of, nor an endorsement, by HRSA, HHS, or the U.S. Government.

https://www.gottransition.org/youth-and-young-adults/hct-quiz.cfm


Transition Readiness Assessment



HCT Timeline: 12-14 years

▪ Help your teen learn about their own health 
condition, medications, and allergies

▪ Encourage your teen to ask their doctor questions 
about their own health

▪ Endorse time alone for part of visit with provider and 
teen

▪ Explore Assistive Technology (AT) devices or 
services to help people with disabilities participate 
more independently

▪ Ask your teen’s provider if and at what age they no 
longer care for young adults



HCT Goals: Ages 12-14 years

▪ I (youth) will communicate directly with 
my providers for a portion of my visit

▪ I will prepare for visits by writing down 
questions before my appointment

▪ If appropriate, request that health skills 
be included in IEP



HCT Timeline: 14-16 years

▪ Parent and youth can complete Got Transition’s Transition Readiness 
Assessments and discuss responses with your provider

▪ Help your teen learn more about their own health and what to do in 
case of an emergency. 

▪ Help your teen practice making a doctor’s appointment and ordering 
prescription refills (either by phone, online, or through an app). 

▪ Encourage your teen to see the provider alone for part of the visit to 
help gain independence in managing their own health and health care.



HCT Goals: Ages 14-16 years

▪ I can summarize my health history in 3 sentences or less 
to share with medical providers

▪ I know my own medications and can take my medicines 
without someone telling me

▪ I know allergies to medications 

▪ I talk with my parent/guardian about the health care 
transition process

▪ I see my medical provider alone for part of my visit

▪ If appropriate, request that health skills be included in IEP



HCT Timeline: 16-17 years
▪ Carry contact information for medical providers and insurance card in 

wallet or on cell phone 

▪ Create “My Health Passport” and keep a copy in wallet or on cell phone

▪ Patient Portal- enroll in, explore and use

▪ Explore need for shared decision making- work with agencies and a lawyer 
to determine level of oversight

▪ Establish limited or full guardianship at age 18

▪ Identify adult providers – primary and subspecialty providers as needed



HCT Goals: Ages 16-17 years
▪ I know how to ask questions when I do 

not understand what my doctor says

▪ I talk to the doctor instead of my 
parent/guardian talking for me

▪ I see the doctor on my own during an 
appointment

▪ I know how to find my doctor's phone 
number

▪ I know when/how to get emergency 
care or medical care when the doctor's 
office is close



Turning 18:
What it Means 
for Your Health 

▪ Turning 18 may not make you feel any different, but 
legally, this means you are an adult. 

▪ After you turn 18, your doctor talks to you, not your 
parents, about your health. 

▪ Your health information and medical records are private 
(or confidential) and can’t be shared unless you give the 
OK. 

▪ It is up to you to make decisions for your own health 
care, although you can always ask others for help. 



HCT Goals: 18+ years
▪ I know how to obtain a summary of my medical information 

from the health portal

▪ I know how to make and cancel my own doctor's 
appointments

▪ I have a way to get to my doctor's office

▪ I know how to get a referral if I need it

▪ I know how to refill my medicines if and when I need to

▪ I know what insurance I have and what I need to do to 
keep my health insurance

▪ I carry important health information (health insurance 
cards, emergency contact information) with me everyday

▪ I know when I turn 18 I have full privacy in my health care



Transition Plan

https://www.gottransition.org/search/?keywords=sample+transition+plan

https://www.gottransition.org/search/?keywords=sample+transition+plan


Transfer Documents

https://www.gottransition.org/6ce/?leaving-transfer-checklist

https://www.gottransition.org/6ce/?leaving-transfer-letter

https://www.gottransition.org/6ce/?leaving-transfer-letter
https://www.gottransition.org/6ce/?leaving-transfer-letter


Transition Resources
▪ Got Transition: A Family Toolkit: Pediatric-to-Adult Health Care 

Transition (gottransition.org)

▪ National Resource Center for Supported Decision-Making Supported 
Decision-Making News | Supported Decision Making

▪ Autism Research Institute https://www.autism.org/?s=transition

▪ Milestones Autism Planning (MAP) Tool 
https://www.milestones.org/map

▪ Autism Speaks Transition Toolkit https://www.autismspeaks.org/tool-
kit/transition-tool-kit

▪ Child Neurology Foundation Transition of Care Toolkit 
https://www.childneurologyfoundation.org/wp-
content/uploads/2020/10/CNF-2020-Transition-of-Care-Toolkit.pdf

▪ Family Voices https://familyvoices.org/?s=transition

https://www.gottransition.org/resource/?hct-family-toolkit
http://www.supporteddecisionmaking.org/
https://www.autism.org/?s=transition
https://www.milestones.org/map
https://www.autismspeaks.org/tool-kit/transition-tool-kit
https://www.childneurologyfoundation.org/wp-content/uploads/2020/10/CNF-2020-Transition-of-Care-Toolkit.pdf
http:// https:/familyvoices.org/?s=transition


Ohio Family to Family
Free one-on-one support

and training on: 

• health-related and 
disability services, 

• community resources, 

• advocacy, and more!

Contact:  513-814-0674 or 
amy.Clawson@cchmc.org



Transition Resources, Cont’d
▪ Charting the 

Lifecourse Tools

Charting-the-
LifeCourse-Focus-on-
Transition-4pager-june-
2016.pdf 
(lifecoursetools.com)

https://lifecoursetools.com/wp-content/uploads/Charting-the-LifeCourse-Focus-on-Transition-4pager-june-2016.pdf


Finding an Adult Provider

• Ask you primary care provider

• Seek out major hospitals who have 
transition clinics

• Ask your case manager or county board of 
developmental disabilities

• Network with family support groups and 
state work groups



A new video and social story!

CARES Telehealth 2020 -
Youth - Family Voices



Meet and Greet: “Improving Health 
Care Transition Through Tele-Transition Services”

https://youtu.be/onYfTnQ86Lo

https://familyvoices.org/telehealth/youth/

Ref:  Got Transition, Connecticut Kids as Self Advocates (CT KASA), and Family Voices 

https://youtu.be/onYfTnQ86Lo
https://youtu.be/onYfTnQ86Lo
https://familyvoices.org/telehealth/youth/


Create Your Goal

▪ How will you prepare 
your first visit with 
your healthcare 
provider?

▪ Remember to think 
about:  
▪ self-advocacy
▪ Independence
▪ start somewhere 



“I remember that I once feared so 
greatly these days that I‘m living in 
now. But it’s not nearly as 
frightening when you have people 

walking alongside you and a good 
medical home with all the doctors in 

one place – and they talk to each 

other. That’s tremendous.”


