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Topics to Guide Discussion: 

 How can we best support adolescents, young adults, and their caregivers through 
this transition? 

 What legal issues/considerations? 
 What ages do you serve? Diagnosis specific exceptions? 
 What is the best time to start the transition? 
 Strategies to empower young adults to be involved in their own care/decision-making 
 How to refer/hand off care to adult providers 
 Emotional support through the process 
 Supporting young adults with IDD and Cognitive Impairments 
 Care through the lifetime - programs designed to maintain continuity of care through 

this transition? 

1. Introductions  
IPRC organizations represented on call:   

 Texas Children’s Hospital 

 Mt Washington Pediatric Hospital 

 The Children’s Institute 

 Mary Bridge 

 Cleveland Clinic 

 Kennedy Krieger Institute 

 McGee Rehab 

 Cindi Hobbes, IPRC Director and Facilitator 
 

2. Group Discussion 
What is working? What is a challenge? Member organizations shared what is working 
and what is not.  

 Lack of standardization between departments/providers 

 Developing multi-disciplinary adult clinics 

 Developing a continuum of care across the lifetime – from Early Intervention, 
school based services, and work skills training 

 Pediatric providers hand off care to adult providers in same network 
o Works well for teens/adolescents with neuro-heavy needs 
o Good adult resources for DME/equipment 
o Challenging for clients with developmental issues 



o Have identified specific adult providers who are skilled with this 
population for direct referral from pediatrics 

 Identified leaders to be a resource for other providers 

 Integrating care when possible (Example: NICU/women’s health) 

 Some clients are easier to transfer to adult services (SCI, BI); others are harder 
to transfer (cardiac, cystic fibrosis, lung transfers, cerebral palsy) 

 Financial challenges with change of insurance, different benefits, different 
provider networks 

 Very challenging for kids with complex care needs 

What legal issues/considerations are present? 

 Access to PHI/medical records 
o Patients must give their parents or guardians access 
o Age differs by state/organization  
o Age may differ by type of record (Behavioral vs physical health records) 
o Medical Power of Attorney (POA) 

What can we do to improve this process? 

 Consider surveying patients and families for preferences and suggestions.  Ask 
them what has been/could be helpful. 

 Use Transition Readiness Assessment tools – be proactive (both for parent and 
patient) 

 Check Lists in EPIC – times for key conversations/check-ins 

 Coordinate with school districts regarding transition preparations 
o Typically schools consider vocational and residential readiness/ 

transitions, but not transitions about medical care/providers 

 Designated team member to follow up/coordinate  

 Offer self as a resource to new provider for consultation 

Transition Readiness Tools 

 GotTransition.org 

 Gather lists of specialties/providers/resources for a specific need/diagnosis 

 Successful warm handoff 

Emotional Support through the process 

 Anxiety can be present for either or both the parents and adolescent 

 Prep patients/families well in advance of the transition – it takes a lot of 
time/preparation for some 

 Support through the process – acknowledge the difficulty 

 Stagger the transitions – consider not changing everything/all providers at once 

Additional resources that assist this process 

 Vocational Counselors 

 Social Worker  

 Peer networks 

 



Notes/Discussion Summary Compiled by: Cindi Hobbes 

 
 

 


