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OHSU HEALTH SYSTEM 

OFFICE OF CLINICAL INTEGRATION AND EVIDENCE-BASED PRACTICE 

GUIDELINE FOR THE MANAGEMENT OF PEDIATRIC TO ADULT HEALTH CARE TRANSITION 

 
Background: Pediatric to Adult Care Transition (PACT) is 
the process of transitioning between pediatric and adult 
models of care. PACT refers to a process that spans many 
years (usually between the ages of 12-26), and includes 
important milestones related to advancing readiness to 
assume self-care, improved disease self-management 
skills, legal changes in decision-making rights, consent for 
health care, and privacy and access to information. It is 
imperative that all adolescents and young adults (AYA) 
proceed through the transition process with an effort 
towards fostering self-management and self-advocacy to 
ensure success within the adult model of care. 
Importantly, this process may involve a transfer in 
primary care providers, specialty providers, or both, and 
when this transfer occurs, data suggests that patients 
experience increased disease exacerbation events, 
decreased satisfaction with care, and the health care 
system incurs higher overall costs of care. 
For patients with intellectual disability, 
neurodevelopmental disorders, or multi-system chronic 
conditions of childhood, the PACT period is particularly 
vulnerable and additional issues such as establishment of 
a supported decision making plan or guardianship status 
may need to be considered and documented 
appropriately. 1,2 
 
A coordinated PACT process requires the input and active 
involvement of a robust interprofessional and 
multidisciplinary team, to contribute to the preparation, 
education, and coordinated transfer of care for each AYA. 
These guidelines describe the primary components of an 
effective PACT process, focusing on patients in the 
ambulatory care setting.1,2 
      
Prevalence: Over 2,000 unique preventive visits for 
patients ages 12-22 were completed in general pediatric 

practices at OHSU in 2018.  This does not include other 
medical homes, specialty care, or patients for whom no 
preventive visit is coded. 
 
Risks: Many studies of specific AYA populations have 
consistently shown that the AYA period is associated with 
lower ambulatory care setting utilization, increased 
disease exacerbations, increased ED visits, and 
hospitalizations. Examples include: increased admissions 
for diabetic ketoacidosis, increased IBD exacerbations, 
increased rejection of kidney transplants. 
 

Definitions: 
Pediatric to Adult Care Transition (PACT): the process of 
moving from a child to an adult model of health care with 
or without a transfer to a new clinician.  
Adolescent and Young Adult (AYA): a patient who is 
generally between the ages of 12-26 
Parent/Caregiver (CG): a parent, caregiver, supporter, 
medical decision maker, or guardian who has a legal right 
to be involved in the AYA’s care and assist with or make 
medical decisions. 
Transfer: the actual transfer of care responsibility from 
one provider to another. This term should be used 
distinctly from ‘Transition’ which refers to the entire 
process. 
 
Guideline Eligibility Criteria: OHSU Ambulatory 
patients, ages 12-26, in primary care or specialty clinics 
 
Guideline Exclusion Criteria:  

 None 
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Clinical Practice Recommendations:  
 
Integrated care among pediatric and adult primary and specialty care is essential in preparing AYA/CG for the pediatric to 
adult transition, including transition planning, transfer of care, and integration into adult care.1-3 (Strong Recommendation; 
Low Quality Evidence) 
 
The following components are recommended as part of a robust and successful transition process: 

 Designate a Transition Champion to assist AYA in navigating changes in health care.1-10 (Strong Recommendation; 
Low Quality Evidence)  

 Electronically document a transition plan that is accessible to users across the health care system, with contributions 
from clinician team members.1-3, 11-14  (Conditional Recommendation; Very Low Quality Evidence)  

 
Practice Implication 
-Recommendations apply to the comprehensive care team including all clinicians involved in patient’s care such as 
Pediatrics, Primary Care, Specialty Care, Nursing and Social Work. 

 
Transition Planning  
 
Conduct regular transition readiness assessments appropriate for each clinical setting, beginning in early adolescence to 
identify gaps in knowledge related to medical conditions, self-care, and use of the health care system with AYA/CG.  .1-3, 15-26 

(Strong Recommendation; Low Quality Evidence)  
 
Jointly develop transition-related goals and prioritized actions with AYA/CG, and document regularly in a plan of care. 
Transition planning should be based on AYA’s needs and readiness, and should be developmentally appropriate.1-3 

(Consensus-adapted) 
 
Changes in decision-making rights, consent, and privacy should be addressed for all AYA/CG. Education and vocational 
training, community inclusion, independent living, supported decision making, guardianship, and power of attorney should 
be addressed as appropriate for each AYA’s specific situation.2--3 (Consensus-adapted) 
 
Transition Planning includes the following activities:1 (Consensus-adapted) 

 Identify and track patients who are eligible to receive transition services 
 Develop and regularly update the plan of care electronically, including readiness assessment findings, medical 

summary and emergency care plan, and, if needed, legal documents.  
 Develop a list of action items and goals to guide the AYA/CG’s inter-visit PACT preparation work.  
 Prepare AYA/CG for legal changes in decision-making, consent, privacy, and access to information.  
 Determine level of need for decision-making supports for AYA with intellectual disabilities and make appropriate 

referrals.  
 When primary and subspecialty care are involved, all members of the medical team should collaborate with each 

other and the AYA/CG about timing of transfer(s)  Provide connections to insurance resources, and appropriate 
community supports. 
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Transfer Support 
 
The transition champion in each clinic setting should offer PACT support to AYA/CG prior to and after transfer.1-10 (Strong 
Recommendation; Low Quality Evidence)  
 
Utilize a medical summary in the transfer process to facilitate accurate, comprehensive, and timely communication among 
clinicians. This summary is ideally accessible electronically and available to all care team members (interprofessional and 
multidisciplinary), and includes information about medical history, medications, emergency care plan, and lists all providers 
involved in the AYA’s care.1-3, 11-14  (Conditional Recommendation; Very Low Quality Evidence) 
 
Collaborate with AYA/CG regarding the age for transfer .1-3, 27 (Strong Recommendation; Low Quality Evidence)  
 
Transfer Support includes the following activities:1 (Consensus-adapted) 

 Assist AYA/CG in identifying an adult provider if needed. 
 Complete transfer package, including final transition readiness assessment, plan of care with transition goals and 

pending actions, medical summary and emergency care plan, and, if needed, legal documents, condition fact sheet, 
and additional provider records.  

 If appropriate, ensure that legal medical decision maker, supported decision making process, and information 
authorization is documented in medical record with supporting documentation 

 Ensure that AYA/CG are aware of legal changes in decision-making, consent, privacy, and access to information. 
 Send transfer package to adult practice, and confirm adult practice’s receipt of transfer package.  

 
Practice Implication 
Within some clinics, patients are able to remain with the same health care provider from childhood to adulthood. These 
patients will still experience a transfer from the pediatric to the adult model of care, even when remaining with the same 
provider. For these patients and families, it is important to clearly outline the differences in the models of care as AYA 
reach the age of independent decision-making and consent. Patients remaining with the same provider will not need as 
much documentation and support from champions as those patients transferring between pediatric and adult providers 

 
Transfer Completion 
 
Pediatric clinicians should continue to offer consultation assistance to adult providers, as needed.1 (Consensus-adapted) 
 
Verify that patient transitioned to adult setting after scheduled adult clinic appointment.1-3 (Consensus-adapted) 

 
Adult clinical settings should be oriented to care and management of AYA. (Consensus) 
 
Adult-oriented providers and practices should engage with the AYA/CG and recognize the developmental differences of a 
young adult compared to adults of other age groups. (Consensus-adapted) 
 
Adult-oriented providers and practices should be prepared to engage with family members and other support persons, 
particularly for patients with complex diseases originating in childhood. (Consensus-adapted) 
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Adult-oriented providers and practices should undertake their own self-management assessments for baseline information 
about AYA/CG knowledge of self-management practices if a prior assessment has not been completed in a pediatric-focused 
setting. (Consensus-adapted) 
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Quality Measures: 
 

• Structure 
– Designation of transition champion(s) 
– Integration of documentation into EHR 

• Process 
– Utilization of readiness assessments 
– Adult care providers identified 
– Number of transfers to adult care 

• Outcomes 
– Decreased ED utilization and hospitalization 
– Shorter time between pediatric and adult provider visit 
– Improved medication adherence and chronic disease management (A1c, PFTs, etc) 
– Improved patient, family, provider satisfaction 
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Integrated care plan:
Designate transition champion and electronically document transition plan

Transition Planning

* Complete regular 
readiness assessments to 
identify needs for self-
management

*Develop goals in 
collaboration with AYA

*Create pediatric to adult 
care transition (PACT) plan 
including medical summary 
and discuss legal changes in 
decision making and 
consent

Transfer Support

*Offer PACT support to AYA prior to and after 
transfer

*Complete transfer package including final 
transition readiness assessment, plan of care with 
transition goals and pending actions, medical 
summary and emergency care plan. If needed, legal 
documents, conditional fact sheet and additional 
clinician records

Transfer Completion

*Verify patient transitioned 
to adult care after 
scheduled clinical 
appointment

*Adult practice oriented to 
care and management of 
AYA

*Pediatric clinicians should 
continue to offer 
consultation assistance  

Transfer age dependent on patient readiness and needs
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Guideline Preparation  
This guideline was prepared by Transition Task Force in 
collaboration with the Office of Clinical Integration (CI) 
and Evidence-Based Practice (EBP) at Oregon Health and 
Science University. 
 
Transition Task Force Members and Content Experts: 
Marilyn Berardinelli, BS, Oregon Center for Children and 
Youth with Special Health Needs (OCCYSHN) 
Reem Hasan, MD, PHD, Internal Medicine and Pediatrics 
Megan Jacobs, MD, Adolescent Medicine 
Farahnaz Joarder, MD, MS, Endocrinology 
Reyna Lindert, RN, BSN, CPN PhD, Pediatrics 
Kim Solondz, MS, OTR/L, Pediatrics 
Patricia Woods, NP, MSN, Cardiology 
 
Clinical Integration and EBP Team  
Marcy Hager, MA, EBP Program Manager 
 
Development Process 
This guideline was developed using the process outlined in 
the CI and EBP Manual (2016). The review summary 
documents the following steps: 1. Review Preparation - 
PICO questions established - Evidence search confirmed 
with content experts 2. Review of Existing Internal and 
External Guidelines - Literature Review of Relevant 
Evidence 3. Critically Analyze the Evidence 4. Summarize 
the Evidence by preparing the guideline, and order sets 
- Materials used in the development of the guidelines, 
review summaries are maintained in a Management of 
Pediatric to Adult Health Care Transition EB review 
manual with the Office of CI and EBP. 
 

Evaluating the Quality of the Evidence 
Published clinical guidelines were evaluated for this 
review using the University of Pennsylvania’s 
Trustworthy Guideline Rating Scale. The summary of 
these guidelines are included in the evidence summary. 
The rating scale is based on the Institute of Medicine’s 
“Standards for Developing Trustworthy Clinical Practice 
Guidelines” (IOM), as well as a review of the AGREE 
Enterprise and Guidelines International Network 
domains. This scale evaluates a guideline’s transparency, 

conflict of interest, development group, systematic review, 
supporting evidence, recommendations, external review 
and currency and updates. The purpose of this scale is to 
focus on the weaknesses of a guideline that may reduce 
the trust a clinical user can have in the guideline, and 
distinguish weaknesses in documentation (e.g. guideline 
does not have a documented updating process) from 
weaknesses in the guidance itself (e.g. recommendations 
are outdated). 
 
The GRADE (Grading of Recommendations, 
Assessment, Development and Evaluation) criteria 
were utilized to evaluate the body of evidence used to 
make clinical recommendations. The table below defines 
how the quality of the evidence is rated and how a strong 
versus conditional recommendation is established. The 
evidence summary reflects the critical points of evidence. 
 
 

Recommendation 

STRONG 
Desirable effects clearly 
outweigh undesirable effects 
or vice versa 

CONDITIONAL 
Desirable effects closely 
balanced with undesirable 
effects 

Quality Type of Evidence 

High 

Consistent evidence from 
well-performed RCTs or 
exceptionally strong 
evidence from unbiased 
observational studies 

Moderate 

Evidence from RCTs with 
important limitations (e.g., 
inconsistent results, 
methodological flaws, 
indirect evidence, or 
imprecise results) or 
unusually strong evidence 
from unbiased observational 
studies 

Low 

Evidence for at least 1 
critical outcome from 
observational studies, from 
RCTs with serious flaws or 
indirect evidence 

Very Low 
Evidence for at least 1 
critical outcome from 
unsystematic clinical 
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observations or very indirect 
evidence 

 
Recommendations 
Recommendations for the guidelines were directed by the 
existing evidence, content experts, and consensus. Patient 
and family preference were included when possible. 
When evidence is lacking, options in care are provided in 
the guideline and the order sets that accompany the 
guideline. 
 
Approval Process 
Guidelines are reviewed and approved by the Content 
Expert Team, Office of CI and EBP, Knowledge 
Management and Therapeutics Committee, Professional 
Board, and other appropriate hospital committees as 
deemed appropriate for the guideline’s intended use. 
Guidelines are reviewed and updated as necessary every 2 
to 3 years within the Office of CI and EBP at OHSU. Content 
Expert Teams will be involved with every review and 
update.  

 

Disclaimer 
Guideline recommendations are made from the best 
evidence, clinical expertise and consensus, in addition to 
thoughtful consideration for the patients and families 
cared for within the Integrated Delivery System. When 
evidence was lacking or inconclusive, content experts 
made recommendations based on consensus. Expert 
consensus is implied when a reference is not otherwise 
indicated.  
 
The guideline is not intended to impose standards of care 
preventing selective variation in practice that is necessary 
to meet the unique needs of individual patients. The 
physician must consider each patient and family’s 
circumstance to make the ultimate judgment regarding 
best care.  

 


