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Some facts: current status 

• 4 million young adults in the United States 
turn 18 and reach adulthood every year.  

• Of these, an estimated 18-20% are 
affected by chronic health conditions. 

• Annually, in the US, approx. 750,000 
patients with special health care needs 
transfer from pediatric to adult care 
facilities.

Goodman DM, Hall M, Levin A, Watson RS, Williams RG, Shah SS, Slonim AD
Pediatrics. 2011 Jul; 128(1):5-13. 



Some facts: current status 

• Fewer than half receive adequate support 
and services for their transition to adult care.

• Racial & socioeconomic disparities exist, 
with these children receiving suboptimal 
care during transition.

• Transition from pediatric to adult care can be 
associated with adverse health outcomes.
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Rosen DS et al J Adolesc Health 2003; Pollack et al National Alliance 
to Advance Adolescent Health. 2012; Toomey SL et al Pediatrics 
2013 



2020 Kidney Transplants by Age of Recipient 
Based on OPTN data as of 3/15/2021
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Some facts: Children vs Adults with kidney 
transplant 



2020 Lung Transplants by Age of Recipient 
Based on OPTN data as of 3/15/2021
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Some facts: Children vs Adults with lung 
transplant 



2020 Heart Transplants by Age of Recipient 
Based on OPTN data as of 3/15/2021
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Some facts: Children vs Adults with 
heart transplant 



2020 Liver Transplants by Age of Recipient 
Based on OPTN data as of 3/15/2021
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Some facts: Children vs Adults with 
Liver transplant 

Children form approx. 2-13% of all transplants

Children have a much longer lifespan ahead of 
them as compared to adults! 

⌁7%



What are the patient outcomes 
after they transfer to adult 

healthcare? 



A: The 20-year cohort transplanted between October 1, 1987-
December 31, 1995, and followed till October 21, 2016 (oldest
possible age—41 years)

B. The 25-year cohort transplanted between October 1, 1987-
December 31, 1990, and followed up till October 21, 2016 
(oldest possible age—46 years).

Worst patient survival in children transplanted between 
ages of 11-15 and 15-17 as compared to <5 yrs of age

Older age at transplant is associated with worse patient and graft survival





1 in 4 young adult liver transplant recipients die 
after transfer to adult healthcare

African Americans constitute majority of  the 
deceased



Kidney Transplant outcomes after transition



What patient factors affect these 
outcomes? 
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The adolescent transplant patient

Mortality rate of 18-24 yr olds is >twice of 

those aged 12-17

Substance abuse peaks and suicide rate is 

triple in 18-24 yr olds vs that of 12-17 yr olds

Long term survival is lim
ited by chronic 

rejection and graft lo
ss which is more 

common in adolescents

Kaufman et al Pediatric Clinics of North America 2010, National Survey on Drug Use and Health 
2017, Dobbles et al Pediatr Transplant 2005  Park MJ et al J Adol health 2006

Up to a third of adolescents may be non adherent



Non Adherence

Cigna pharmacy Mgt survey 

• I forget when I am 
watching TV 

• Not at home and did not 
bring at a friends

• Too Busy
• Too ill 
• Don’t want to take it 
• Fit in 
• Why me? 



Risk factors for non-adherence
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Risk factors:
•Years post Tx
•Single parent home
•Female sex
•Medicare/medicad

Berquist RK et al Pediatric transplantation 2007

•Parental stress and 
anxiety 
•Dysfunctional 
families

Frederick EM et al Am J Transplantation 
2007



Functional outcomes after transplant

Poor cognitive, intellectual, and 
Health related quality of  life after 

transplant 



Results: CHMMP 
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What system factors affect these 
outcomes? 



Conducted a survey of  Transferred patients 

What can be done to make the transition easier?
How can parents and patients be prepared for transition?
What should be changed to help with transition of  care? 

• Time until first contact with adult hospital
• ER visits prior to first contact with adult facility
• Patients evaluated for a second transplant



Adolescent Program 101(AP101) Initiatives

Joint Young Adult 
Clinic 

Weekend 
AP101 camp

Patient 
Navigator 

Single Provider

Streamlined multidis 
team approach

Telemedicine 
Clinic 

Dedicated social 
worker

AP 101

Self 
awareness 
Initiative 

Vaccination 



What should a Transition clinic 
look like? 



Children’s Healthcare of Atlanta

Transition clinic
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Transfer
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after 
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assess 
outcomes

Ongoing prep/education for transition

Ongoing assessment for risk 
stratification
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Ongoing prep/education for transition
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>14 yrs of age, >1 

yr from transplant

14-16 yrs , with 

optional parent 

step out 16-18 yrs, with 

parent update 

>18 yrs of age with 

‘optional/encouraged’ 

parent update 

Encourage buddy 

visit

Transition clinic



Choa-Emory young-adult joint clinic 

• Close collaboration with the 
pediatric and adult liver 
transplant teams
• Designated transferring 

pediatric provider and receiving 
adult provider
• Pre-planning for eventual 

transfer
• Attended by 2 hepatologists
• In-person sign out with the 

patient &family



Summary
• Awareness of the adolescent brain
• Identification of issues other than 

organ transplant metrics
• Recognition of individual patient 

needs: One size DOES NOT fit all!
• Some teenagers need more help than 

others
• Structured Transition clinic,  

Dedicated transition Team
• Objective measures and checklists 

are important but tracking outcomes 
is key!



Children’s Healthcare of Atlanta

Thank you!Choa liver transplant transition team, Emory Adult 
healthcare transition partners,  patients and families

Thank you !
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