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Pediatric to Adult Healthcare Transition

Transitioning from pediatric to adult healthcare can present unique challenges for people with
disabilities and their caregivers:

● Will adult providers understand my/my young adult’s disability?
● How do I/we prepare ourselves/our young adults to participate in healthcare

appointments and decisions?
● Will the new provider and I/our young adults be able to communicate effectively?
● What’s Supported Decision-Making?

What resources exist to assist with this essential step toward independence?

Got Transition: resources include parent and youth health transition timelines, questions to ask
doctors about transitioning to adult health care, and health care transition readiness quizzes
for parents and youth.
A few highlights:

● Resources & Research for Youth and Families - including National Resource Center for
Supported Decision Making

● Turning 18: What it Means for Your Health (En Espanol)
● A Family Toolkit: Pediatric-to-Adult Health Care Transition (En Espanol)

The Office of Developmental Primary Care: resources include a guide on sexuality and sexual
health, lectures and webinars from past UCSF Developmental Disabilities: Update for Health
Professionals conferences, and the new guide - Partners in Health: Implementing Supported
Healthcare Decision-Making for Users of Augmentative and Alternative Communication.
A few highlights:

● Tips for Organizing Visits
● Practical Tracking Forms (for medications, treatments, daily living skills, etc.)
● Advice from Self-Advocates

PACER’s National Parent Center on Transition and Employment offers Preparing for
Adulthood: Taking Charge of My Own Health Care, a video series developed by PACER’s
Youth Advisory Board.

Vanderbilt University Medical Center offers IDD Healthcare E-Toolkit for primary care
providers, and the Center for Transition to Adult Health Care for Youth with Disabilities is a
national health care transition (HCT) resource center.

Parents Helping Parents (PHP) is a nonprofit organization that provides information, training, individual assistance, and resources. PHP is not a law firm or legal service agency, and as
such, the information contained in this e-packet is provided for the purpose of informing the review, but should not be considered legal advice. For legal advice, you should consult an
attorney. Note: PHP does not control the contents of website links provided. How current, comprehensive, and relevant the data, on outside sites, is the responsibility of that website's
administrator. If you have concerns, questions, or requests, contact the web administrator of the site visited. The contents of this publication were partially developed under a grant from
the US Department of Education, #H328M200040. However, those contents do not necessarily represent the policy of the US Department of Education, and you should not assume

endorsement by the Federal Government.

https://www.gottransition.org/
https://www.gottransition.org/resources-and-research/youth-and-families.cfm
https://supporteddecisionmaking.org/
https://supporteddecisionmaking.org/
https://www.gottransition.org/resource/?turning-18-english
https://www.gottransition.org/resource/?turning-18-spanish
https://www.gottransition.org/resource/?hct-family-toolkit
https://www.gottransition.org/resource/?hct-family-toolkit-es
https://odpc.ucsf.edu/
https://odpc.ucsf.edu/clinical/tips-for-organizing-visits
https://odpc.ucsf.edu/clinical/tracking-forms
https://odpc.ucsf.edu/advocacy/advice-from-self-advocates
https://www.pacer.org/transition/
https://www.pacer.org/transition/video/series.asp?se=43
https://www.pacer.org/transition/video/series.asp?se=43
https://vkc.vumc.org/news/163
https://movingtoadulthealthcare.org/data/

