
 
Transition programs for AYA transplant recipients may be structured with a variety of 
interventions, components, and resources based on each transplant center’s structure, goals, 
resources, and systems support.  Transition of care is recognized as an essential component of 
care in transplantation and there is broad agreement that programs should start in early 
adolescence and include routine transition readiness assessments to determine the timing of 
transfer. Transition readiness should address transplant knowledge, skill development, and self-
advocacy, and promote engagement of the AYA, parent/caregiver, the multidisciplinary team 
members, and transplant administration.  Establishing a dedicated transition clinic or a focused 
time to discuss transition through participation by the multidisciplinary team is an essential step. 
Suggested roles and responsibilities are listed below.  
  

Transplant Transition Clinic: Provider roles and responsibilities 
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Participates in transition clinic 
✓ ✓ ✓ ✓ ✓ ✓ ✓ ✓ ✓ ✓ 

Review transition policy; changes in privacy, 

confidentiality, and consent 
✓ ✓ ✓ ✓  ✓     

 

Track and monitor patient progress  
✓ ✓ ✓ ✓       

 

Assess adherence: medications, lab tests, office visits 
✓ ✓ ✓ ✓ ✓ ✓ ✓ ✓ ✓  

 

Assess self-management skills  
✓ ✓ ✓ ✓ ✓ ✓ ✓ ✓ ✓  
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Medication education 
✓ ✓ ✓ ✓ ✓      

 

Reproductive health education 
✓ ✓ ✓ ✓ ✓ ✓ ✓    

 

Transplant health education  
✓ ✓ ✓ ✓ ✓      

Supports development of self-management skills:  

(appointments, information updates, portal registration) 
 ✓ ✓ ✓  ✓     

Psychosocial assessment to identify patients in need 

of additional services/resources 
✓ ✓ ✓ ✓  ✓ ✓ ✓ ✓  

 

Serial cognitive assessments 
      ✓  ✓  

Mental health assessment: Identify and address 

depression, anxiety, PTSD 
     ✓ ✓ ✓ ✓  

Prescribe pharmacologics for AYAs with mental health 

diagnoses who may benefit from treatment. 
✓ ✓      ✓   

Screen for substance use and other risk-taking 

behaviors 
✓ ✓ ✓ ✓ ✓ ✓ ✓ ✓ ✓  

Screen for socioeconomic determinants of health: 

housing, transportation, food insecurities 
  ✓ ✓  ✓ ✓    

Identify and facilitate access to local and statewide 

resources as needed. 
   ✓  ✓     

 

Health insurance education and review 
   ✓  ✓    ✓ 

Address issues of guardianship and power of attorney 

as applicable. 
     ✓ ✓ ✓ ✓  

Facilitate communication between pediatric and adult 

teams during transition/transfer process 
✓ ✓ ✓ ✓ ✓ ✓ ✓ ✓ ✓ ✓ 

 
 
 
 
 
 
 



The Pediatric Team  
 
Responsibilities: 

• Help prepare the patient and family for the practical aspects of transfer 
o identify an adult provider/team in transplant in collaboration with the YA 
o confirm insurance coverage for adult care 
o send a medical summary, final transition readiness assessment, and other 

requested information to the adult team prior to transfer 
o schedule a joint visit with the pediatric/adult teams prior to transfer 
o ensure appointments are being scheduled 
o confirm that the YA has contact information about the adult team, and is aware of 

their appointment time and location 
 

• Provide youth and family with information on the systems differences between pediatric 
and adult transplant providers. 

• Complete routine Transition Readiness Assessments (TRA) to ensure youth have 
appropriate knowledge and skills for independent management of their transplant 
healthcare to the best of their abilities and to strategize interventions to achieve goals.  
Topics and skill assessment domains vary by instrument and include transplant 
knowledge, medications, adherence, reproductive health care, medical management, 
risk-taking behaviors, mental health, self-advocacy, support systems, and/or insurance.  

• In addition to readiness assessment, evaluate the patient for deficits in functioning, 

healthcare management, and the need for additional resources and supports.  These 

services may include mental health providers, developmental services, physical and 

occupational therapies, school or vocational support services, transportation support 

services, or additional insurance.  

• Provide information through brochures, transplant care passports, websites, videos or 

other media to support and enhance understanding of their transplant care. 

• Parents/caregivers should be included in transition with the understanding that their role 

is also changing from that of the primary caregiver to being a consultant in their child’s 

care.  

• Identify adult transplant providers and share information with the YA for collaborative 

decision-making in choosing a transplant center and provider in the YA’s preferred 

location.  

• A transfer checklist is helpful throughout the transition process to confirm the AYA’s 

progress, that transplant care goals are achieved/maintained, and that relevant 

documentation has been provided to the adult team. 

 

Collaboration with the adult team:  

• Identify a ‘champion’ on the adult side to help facilitate transition and engage the young 

adult in their care. Ideally, the adult team would designate a transition “lead” or coordinator 

who works with patients in transition. 

• In addition to a transition coordinator/leader, the adult transplant team may include a 

transplant provider, social worker, clinic RN or transplant coordinator, transplant pharmacist, 

nutritionist, financial specialist, and scheduler. Team composition varies by center. 

gottransition.org/resource/?system-differences-between-pediatric-and-adult-health-care


• The YA should understand that the adult team has competing priorities in providing routine 

transplant care while recognizing that transition extends into the adult setting and that YAs 

may need additional time, resources, and support. Adult providers may have different 

scheduling templates, often have higher patient-provider ratios, and for some adult teams,  

transition may not be as high of a priority. 

• Administration buy-in is crucial since not all transition-generating work is reimbursable. 

• The adult and pediatric teams should maintain open communication.  It is helpful to have 

regularly scheduled meetings to discuss young adult patients who are nearing transfer, set 

goals for each patient transfer, collaborate on a medical summary template, and to assure 

that the adult team has all the information needed prior to transfer.  

• Team collaboration does not end at transfer. Pediatric providers should remain available as 

consultants for the adult team, and both teams should provide continual feedback for 

process improvement.  

• Teams should collaborate to assess outcomes during and after transfer to monitor 

transplant health and psychosocial outcomes until the young adult is firmly engaged in the 

adult setting and executive functioning is achieved, potentially up to 25-27 years of age.  

 

  



Transition Readiness Assessment Tools 
 

Transition Readiness Tool Description Assessment Domains 

Got Transition 

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

readiness-assessment-youth 
A standardized TRA is provided to assess transition 

readiness skills to set transition goals, engage in 

skill-building, and to prepare youth for independently 

engaging with adult health care services.   

White PH et al. Pediatrics. 2018; 142(5) 

o 23-item self-administered 
questionnaire 

o Scoring:  3-level scale (no, 
I want to learn, yes) 

o 2 items on transition 
importance and confidence 

o Scoring: not important (0) 
to very important (10) 

o Health and healthcare 
knowledge (20 items) 

o Medication knowledge (3 
items) 

o Transition importance 
and confidence (2 items) 

STARx Questionnaire 

    

Ferris M et al.  J Pediatr Nurs. 2015; 30(5); Cohen SE et 

al.  J Pediatr Nurs. 2015; 30(5) 

 

o 3-domain, 18-item self-
administered questionnaire 

o Scoring:  5-level Likert 
scale 3 versions: patient in 
pediatric setting, patient in 
adult setting, parent form 

o Web-based data entry 
system or hard copy 

o Reliability and validity 
established. (Ferris M 
2015; Cohen SE 2015) 

o Medication management 
o Provider communication 
o Engagement 
o Disease knowledge 
o Adult health 

responsibilities 
o Resource utilization 

The TRANSITION Index™ 

 

Single sheet handouts related to each domain are 

available for additional patient education. 

Cantú-Quintanilla G et al. J Pediatr Nurs. 2015; 30(5) 

o 10-domain, 32-item 
questionnaire administered 
by a trained 
professional.33 items; 
scored individually 

o Scoring: No knowledge or 
skill attainment (0), some 
knowledge or skill 
attainment (0.5) or 
adequate knowledge or 
skill mastery (1) 

o Web-based data entry 
system or hard copy 

o Reliability and validity 
established.   

o Type of illness 
o Rx/Medications 
o Adherence 
o Nutrition 
o Self-management skills 
o Issues of reproductive 

health 
o Trade/school 
o Insurance 
o Ongoing support 
o New health care 

providers 

Transition Readiness Assessment 

Questionnaire (TRAQ)  

 

This youth self-assessment instrument is used to 

assess readiness skills in transitioning to adult care.   

Wood DL et al. Acad Pediatr. 2014; 14(4):415-22; Johnson 

K et al. J Pediatr Nurs. 2021; 59:188-195 

o Version 5.0: 20-item, 5 
domain patient-reported 
assessment 

o Scoring:  5-level Likert 
scale  

o Online questionnaire or 
hard copy. 

o Reported to have good 
internal reliability and 
criterion validity.  

o Managing medications 
o Keeping appointments 
o Tracking health issues  
o Talking with providers 
o Managing daily activities 

  

https://www.gottransition.org/
https://gottransition.org/6ce/?leaving-readiness-assessment-youth
https://gottransition.org/6ce/?leaving-readiness-assessment-youth
https://www.med.unc.edu/transition/transition-tools/trxansition-scale/
https://www.med.unc.edu/transition/transition-tools/starx-questionnaire/
https://www.med.unc.edu/transition/transition-tools/copy_of_educational-handouts-for-trxansition-indextm
https://www.med.unc.edu/transition/transition-tools/copy_of_educational-handouts-for-trxansition-indextm
https://www.med.unc.edu/transition/transition-tools/copy_of_educational-handouts-for-trxansition-indextm
https://www.etsu.edu/com/pediatrics/traq/default.php
https://www.etsu.edu/com/pediatrics/traq/default.php


Pediatric Transition Portal, American 

Society of Transplantation (AST) 

The AST has developed a Transition Toolkit that 

contains transition readiness assessment tools 

(qualitative interview and checklist), Transition Action 

Plan, Parent Action Plan, and Transfer Summary 

forms.  The tools are designed as templates to be 

adapted to individual transplant centers based on 

patient population and resources. 

o Templates available for 
early, middle, late 
adolescence. 

o Higher scores associated 
with level of readiness.  

o Tracking scores will show 
improvement or gaps in 
readiness. 

o Reliability and validity not 
yet established. 

o My Transplant 
o My Medications 
o Adherence 
o Risk-Taking Behaviors 
o Managing my Health: 

What I Do to Stay 
Healthy 

o Self-Advocacy 
o My Reproductive Health 
o Going to School 
o My Support System 
o How I Feel about Myself 
o Paying for my 

Healthcare 

The Allocation of Treatment Responsibility 

Scale (ATR)   

This instrument measures the distribution of 

treatment tasks across family members of kidney 

transplant recipients, ages 7-18 years.   

Pai AL et al. Pediatr Transplant. 2010;14(8);  Pai AL, 

Drotar D.  J Pediatr Psychol. 2010;35(4) 

o 18-item questionnaire 
o Child and parent versions 
o Scoring:  4-level Likert 

scale  
o Online questionnaire or 

hard copy 
o Strong internal 

consistency; further 
studies needed to confirm 
validity. 

o Medications 
o Clinic attendance 
o Lab attendance 

 
Obtain consent.  Used with permission.  Kosmach-Park B, Coyne B, Gupta N, Mazariegos G. Bridging the 
Gap: A Review of Pediatric to Adult Transition of Care in Liver Transplantation. Pediatr Transplant. 2025 
Feb;29(1):e14900. doi: 10.1111/petr.14900. PMID: 39641173; PMCID: PMC11622001. 
 

 

 

 

 

  

https://www.healthytransplant.com/education/specialty-resources/peds-transition
https://www.healthytransplant.com/education/specialty-resources/peds-transition


The Adult Team 
 

Team Members 

• Transition Director (1 FTE) and/or a pediatric and adult Transition Coordinator 

• Physician 

• APP 

• Transplant coordinator 

• Social Worker 

• Psychologist/Psychiatrist 

• Pharmacist  

• Scheduler 

• Other; varies by center 

 

Responsibilities 

• Assess patient readiness at transfer to plan on how to engage and work with the young 

adult. 

• Avoid accepting patient in crisis. 

• Schedule a virtual “Meet and Greet” or an in-person pre-meeting prior to transfer. 

• Ideally, develop a collaborative transition clinic that involves both the pediatric and adult 

teams for the first one to three years around transfer of care.  

• Reassess medical and psychosocial needs at transfer and at least annually until the YA 

achieves full executive functioning to the best of their ability.  

• Provide feedback to the pediatric team to confirm the YA attended their first clinic. 

• Collect feedback from the YA and parent/caregiver on the effectiveness of the transition 

program. 

 

Collaboration with the pediatric team 

• Collaboration should begin 6 to 12 months prior to the planned date of transfer.  

• Review all medical records and the final transition readiness assessment.  

• Schedule a joint meeting to review the patient’s medical management, psychosocial 

issues, and readiness for transfer several weeks prior to transfer to prepare all 

stakeholders for the appointment.  

• Many patients are transferred directly to the adult center and adapt well to this change 

with a clinic appointment in the adult setting and no pediatric representation. Depending 

on resources and administrative support, consider planning the YA’s first adult clinic as a 

joint clinic with providers from each team, schedule overlapping visits for a couple visits 

to help the YA adapt to the adult setting, or alternate visits (peds/adult). 

 

 

 

 

Transition extends into adult care and does not end at transfer 



YAs are usually transferred to adult providers before they reach full executive functioning, which 

peaks in the early 30s.  Consequently, they are still developing the skills to assist them in 

problem solving, making plans, prioritizing, and controlling their emotions.  

• Continue to assess transition readiness in the adult setting. 

• Provide a supportive and accepting environment for the young adult to mature and 

continue developing self-management skills.  

• Recognize that young adults are not like older adult patients.  They may need more 

attentive monitoring and follow-up, more positive feedback and support, and additional 

resources. 

• Know the YA’s preferred form of communication to help engage them in care.  Although 

some patients prefer direct contact through a phone call, many respond better to texting, 

email, or portal messaging. 

  

 


