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Objective

• Discuss Implementation of Pathways to Allow for Successful Transition 
of Chronic Disease Patient Population to Adult Care



What is 
Transition?

Health care transition is the process of 
changing from a pediatric to an adult 

model of health care
Castillo, C., & Kitsos, E. (2017) 



More on Transition . . . 

~ 18 million adolescents, ages 18-21, require transition from pediatric to adult 
healthcare. 

Without transition support, data shows impact on health, quality of care and 
health care costs  

Many patients and families are not well prepared for this change 

Surveys of health care providers show lack a systematic way to support youth, 
families, and young adults in transition from pediatric to adult health care

White, P. Got Transition
Prior et. al. Pediatrics 



Create 
Lead Team 

HTC director (*key to success)

Nurses

Social worker

Data manager

HTC secretary

PT

NP



Identify Patient Population 



Develop Staff 
Roles 



Process



Develop 
Transition 
Policy 



Assessing 
Patient 
Readiness 
for 
Transition

• National Hemophilia Foundation (NHF) Transition 
Guidelines

• Got Transition

• American Society of Hematology (ASH)

• OnTrac (Canada)

• Transition Health Care -Transition Guide (Maternal Child 
Health)

Literature review

• Independent Health Care Behaviors

• Social Support

• Health and Lifestyle Educational/Vocational/Financial 
Planning Self-Advocacy and Self Esteem

• Sexual Health

Developed HTC related content



Readiness Assessment 
Tool (RAT)



Steps to a 
good 
survey

Goal of survey is clear

Avoid social desirability bias

Eliminate double-barreled questions

Specific to medical condition 

Ideally 20 questions or less

Sections with clear, understandable headings

Ensure each question useful

Know what answers mean

Use answers in a meaningful way



Process for 
Pilot Survey



Cognitive 
Interview 
Process

Sample size

Explain process & goal

Determine team member

Allow dialogue and feedback



Role of 
Cognitive 
Interviewing 

• Patient and parent feedback

• Identified words patients did not 
understand

• Identified healthcare terms that required 
clarification

• Cultural considerations





Difficult 
Words/Phrases

"Confidentiality"

"School Assistance Plans"

"Genetics"

"Patient Rights"

"Hematologist"

"Long-term Health Complications"

"Nutritional"

"Feelings"



Final RAT



Hemo-
milestones 



Where to 
Transition?

Locate Locate adult practices 
interested in collaborating

Build Build ongoing collaborative 
relationship with adult 
providers

List Have a list of adult specialty 
providers willing to care for 
patient population 



Transfer of 
Care

• Handoff

• Develop consistent process 

• Reach out and offer consultation 
with next provider as needed

• Ensure transfer of care completion 



White, P. Got Transition 



Lessons learned

Patience makes a process

Interdisciplinary team collaboration and buy-in

Using resources (sooner rather than later!)

Don't reinvent the wheel



Questions? Please email me at 

jgolden@akronchildrens.org
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