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ASK THE QUESTION 
 

Question 1: What evidence exists to support the use of readiness, or self-management, assessments for improving transition 
to adult health care? 
 
Question 2: What evidence exists to support the use of a transition coordinator to coordinate the actual transfer of care? 
 
Question 3: For patients aged 12-26, what evidence exists to demonstrate how EHR optimization can be leveraged to facilitate 
a coordinated transition from pediatric to adult care? 
 
Background:  

 Health care transition is the purposeful, planned process that addresses the medical, psychosocial, educational and 
vocational needs of adolescents and young adults, as they prepare for navigating the adult model of care.  

 2017 National Survey of Children’s Health: 
o 83% of youth with special health care needs and 86% of youth without special needs do not meet the national 

HCT performance measure. 
 youth had time alone to speak with the doctor or other health care clinician during his or her last 

preventive visit;  
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 the doctor or other health care clinician worked with youth to gain self-care skills or understand the 
changes in health care that happen at 18 years of age; and  

 the doctor or other health care clinician talked with youth about eventually seeing doctors who treat 
adults. 

 In Oregon, 83% of youth ages 12-17 did not receive services necessary to make the transition to adult health care. 
 Increased disease exacerbations/flares, increased ED utilization and hospitalization, decreased patient satisfaction. 
 Department of Pediatrics strategic plan 

“Support the development of transition plans for all general and specialty divisions through collaboration with patients, 
families and adult providers.” 

 
 

CRITICALLY ANALYZE THE EVIDENCE 
 

Question 1: What evidence exists to support the use of readiness, or self-management, assessments for improving transition 
to adult health care? 
 

Insert narrative summary of evidence, including guideline recommendations with levels or grades of evidence (if applicable), 
and data from primary research studies, and the corresponding GRADE and Trustworthy Guideline Rating Scale tables. 
 
A number of validated readiness assessment tools exist. These measure readiness for transition across several self-
management domains. These domains include: knowledge of medications and medical condition(s), adherence to care plan 
and understanding next steps and action items, using health care (making appointments, filling prescriptions, etc), and 
knowledge of the health system and insurance. There are general readiness assessments and disease-specific readiness 
assessments. The validated readiness tools with the most use in the literature are the TRAQ and STARx tools. Evidence from 
one study suggests that a general readiness assessment tool may not fully capture disease-specific readiness factors; thus, we 
recommend the use of condition-specific readiness tools where available. In concordance with national guidelines we 
recommend these be administered at regular intervals beginning in early adolescence, in conjunction with focused discussion 
and goal-setting surrounding identified areas of need. 
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Guideline Evidence Evaluation Systems 

In 2018, the Maternal and Child Health Bureau and the National Alliance to Advance Adolescent Health updated the Got 
Transition recommendations to state: 
Transition Readiness: 

 Conduct regular transition readiness assessments, beginning at age 14, to identify and discuss with youth and 
parent/caregiver their needs and goals in self-care. 

 Jointly develop goals and prioritized actions with youth and parent/caregiver, and document regularly in a plan of care. 
 

 

 
 
 

Got Transition 
2018 

Evidence Evaluation In May 2018, a roundtable on value-
based payment (VBP) for pediatric-to-
adult transition services was held by 
The National Alliance to Advance 
Adolescent Health and funded by the 
Lucile Packard Foundation for 
Children’s Health. Roundtable 
participants represented commercial 
and Medicaid payers, health plan and 
clinical leaders, professional 
organization representatives, 
consultants and researchers, family 
advocacy leaders, and foundation and 
federal officials. Through facilitated 
discussions and priority ranking, the 
24 roundtable participants rated six 
VBP options and selected among 
several quality measures in the triple 
aim domains of population health, 
experience, and costs of care. Prior to 
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the roundtable, The National Alliance 
project team conducted 65 key 
informant interviews with major 
stakeholder groups using a 
semistructured interview format to 
identify: alternative payment options, 
possible quality measures, priority 
populations for initial transition pilots, 
and the alignment with current 
delivery and payment reforms. 
Extensive reading on Center for 
Medicare and Medicaid Innovation 
(CMMI), state, and commercial 
payment innovations and evaluations 
also informed this report. Quality 
measures were identified from two 
systematic reviews on transition 
measures and evaluation studies, 
Centers for Medicare and Medicaid 
Services’ (CMS) Child Core Measure 
Set, Healthcare Effectiveness Data and 
Information Set (HEDIS), and the 
National Quality Forum. The results 
and recommendations from the 
roundtable and key informant 
deliberations are presented in this 
report. 

 
 

 

 

The GRADE criteria were used to evaluate the quality of evidence presented in research articles reviewed during the development of this guideline. For more 
detailed information, see Appendix A. 

 

BODY OF EVIDENCE APPRAISAL TABLE FOR: (Self-management) 
Does a readiness assessment tool accurately predict self-management (medication adherence, clinic attendance) as a population health metric for transition to 
adult care? 
Quality (certainty) of evidence for: (outcome) 

 High 
 Moderate 
 Low 
 Very Low 
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Risk of Bias across studies: 
 High 
 Medium 
 Low 

 

Low Quality Rating if: 
 Studies inconsistent (wide variation of treatment effect 

across studies, population, interventions, or outcomes 
varied) 
 

 Studies are indirect (PICO question is quite different 
from the available evidence in regard to population, 
intervention, comparison, or outcome) 
 

 Studies are imprecise (when studies include few 
patients and few events, and thus have wide confidence 
intervals, and the results are uncertain) 

Other Considerations: 
Lower Quality Rating if: 

 Publication Bias (e.g. pharmaceutical company sponsors study on effectiveness 
of drug only small, positive studies found) 
 
Increase Quality Rating if: 

 Large effect 
 Dose-response gradient 
 Plausible confounders or other biases increase certainty of effect 

Study Acronym; Author; 
Year Published; Location 

Aim of Study Patient Population Study Methods 
Endpoint Results / Outcome (Absolute Event Rates, 

P values; OR or RR; & 95% CI) 
Design Limitations 

RTQ validation 

Author Gilleland 

Year Published 2012 

Location Atlanta 

Journal J Pediatric 
Psychology 

 

Develop measure of 
transition readiness, assess 
factors associated with 
readiness to transition. 

 

 

Size: 48 

 

Inclusion Criteria: Kidney 
transplant recipients 15-21 
y and their caregivers 

 

Exclusion Criteria: Unable 
to reach legal guardian for 
minors, cognitive 
impairment 

Type: Cross sectional 

 

Intervention: Use of the 
readiness assessment 
RTQ-teen and RTQ-
parent 

 

Comparator: None 

Results: Adherence to medications predicted by the 
questionnaire. Associations with age and parental 
involvement. Survey consistency, reliability, validity 
demonstrated.   

RTQ – readiness to transition questionnaire 

Teen CA: 0.79 

Parent CA: 0.88 

Both teen and parent scores predicted large portion 
of variance in transition readiness (r sq 0.53 and 
0.55) 

 

Study Limitations: 
 
Non-Randomized 
Studies 

 Failure to develop 
and apply appropriate 
eligibility criteria 

 Flawed measurement 
of both exposure and 
outcome  

 Failure to adequately 
control confounding 

 Incomplete or 
inadequately short 
follow-up 
 

AM I ON TRAC 
questionnaire 

Author Moynihan 

Year Published 2015 

Location Vancouver 

Journal J Advanced 
Nursing 

 

Improve and 
psychometrically test the 
AM I ON TRAC for adult 
care questionnaire. 

Size: 200 

 

Inclusion Criteria: Age 12-
19 presenting to outpt 
clinics in ped hospital, 
convenience sample; having 
a SHCN that require 
transition.  Many different 
conditions mixed in. 

 

Exclusion Criteria: 
Developmental delay, non-
English speakers  

Type: Cross sectional 

 

Intervention: 
Administration of survey 

 

Comparator: None 

Results: Association found between psychosocial 
maturity and age (significant, but weak). Age 
impacted knowledge and behavior. Strong 
relationship between the subsets of the TRAC 
domains. Cronbach’s alpha 0.84 

 

Study Limitations: 
 
Non-Randomized 
Studies 

 Failure to develop 
and apply appropriate 
eligibility criteria.  

 Flawed measurement 
of both exposure and 
outcome  

 Failure to adequately 
control confounding 

 Incomplete or 
inadequately short 
follow-up 
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Liver transplant allocation 
of responsibility 

Author Bilharz 

Year Published 2016 

Location Ann Arbor, liver 
transplant clinic 

Journal Pediatr Transplant 

 

Assess psychometric 
properties of AoR 
(allocation of 
responsibility) tool. Asses 
relationship between AoR 
and age, gender, 
adherence, clinic 
attendance. 

Size: 48 patients plus 37 
parents 

 

Inclusion Criteria: >8 yo, >1 
y out from transplant, on 
tacro for 
immunosuppression, only 
liver transplanted, ages 
>=11 yo 

 

Exclusion Criteria: Multi-
organ transplant 

Type: Cross sectional 

 

Intervention: Survey in 
clinic 

 

Comparator: None 

Results: 

Rejection hospitalizations associated with 
medication adherence and age (older = more non-
adherence), p<0.05 

Clinic attendance 

Increased AoR assoc with incr age, but not assoc 
with adherence measures (p=0.22-0.99) (older pts 
among the most non-adherent). Perception of 
responsibility not translated into impact on health 
outcomes 

 

Study Limitations: 
 
Non-Randomized 
Studies 

 Failure to develop 
and apply appropriate 
eligibility criteria 

 Flawed measurement 
of both exposure and 
outcome  

 Failure to adequately 
control confounding 

 Incomplete or 
inadequately short 
follow-up 

 

Kennedy Krieger Sickle 
Cell 

Author Jones 

Year Published 2017 

Location Philadelphia 

Journal Rehabilitation 
Psychology 

 

Internal consistency and 
validity of new scale for 
self-management of sickle 
cell disease and executive 
function. Secondary aims 
to look at assns. With 
disease severity, 
demographic factors, and 
intellectual functioning. 

Size: 33 

 

Inclusion Criteria: Between 
age 12-18; English 
speaking, any SCD 
genotype 

 

Exclusion Criteria: Neuro sx 
other than stroke  

Type: Cross sectional 

 

Intervention: Caregiver 
report of the 
independence scale 

 

Comparator: None 

Results: The Kennedy Krieger independence scales 
– sickle cell disease scale is a reliable measure of 
specific aspects of adaptive skill implementation for 
this population (cronbach’s alpha = 0.833). score 
not significantly correlated with disease severity 

 

Study Limitations: 
 
Non-Randomized 
Studies 

 Failure to develop 
and apply appropriate 
eligibility criteria 

 Flawed measurement 
of both exposure and 
outcome  

 Failure to adequately 
control confounding 

 Incomplete or 
inadequately short 
follow-up 

 

Self-management and 
readiness in CP and 
myelomeningocele 

Author Warschausky 

Year Published 2017 

Location Ann Arbor 

Journal Rehabilitation 
Psychology 

 

Association between 
generic and condition-
specific health self-mgmt 
and levels of adaptive 
behavior. 

Size: 79 

 

Inclusion Criteria: Cerebral 
pasly or spina bifida, ages 
13-29, recruited from a 
registry or from outpatient 
clinics, living with 
parent/guardian 

 

Exclusion Criteria: Hearing 
impairment, medical or 

Type: Cross-sectional 

 

Intervention: Generic 
(TRAQ) and CP and SBM 
specific questionnaires 

 

Comparator: None 

Results: There are specific self-management needs 
that are not captured by generic transition 
readiness / adaptive behavior. Suggest using 
condition-specific tools 

 

Study Limitations: 
 
Non-Randomized 
Studies 

 Failure to develop 
and apply appropriate 
eligibility criteria 

 Flawed measurement 
of both exposure and 
outcome  

 Failure to adequately 
control confounding 
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psychiatric condition such 
as uncontrolled seizures or 
severe behavioral disorder 
that precluded 
participation, comorbid 
genetic or syndromic 
conditions. 

 Incomplete or 
inadequately short 
follow-up 

 

IBD: self-efficacy and 
resilience 

Author Carlsen  

Year Published 2017 

Location New York 

Journal Inflam Bowel 
Disease 

 

Identification of whether 
self-efficacy or resilience 
is independently predictive 
of transition readiness. 

Size: 87 

 

Inclusion Criteria: Ages 16-
23, patient in IBD clinic, 
participant in transition 
intervention, reporting 
baseline data in this study. 

 

Exclusion Criteria: Not 
reported 

Type: Cross sectional 

 

Intervention: Validated 
surveys of self efficacy, 
resilience, and transition 
readiness (TRAQ) 

 

Comparator: None 

Results: Measures of resilience and self-efficacy 
independently predicted transition readiness (r 
squared 0.09, 0.16, p <0.05). Results were 
independent of age. Resilience did not have 
additional impact once self-efficacy was added in. 

 

Study Limitations: 
 
Non-Randomized 
Studies 

 Failure to develop 
and apply appropriate 
eligibility criteria 

 Flawed measurement 
of both exposure and 
outcome  

 Failure to adequately 
control confounding 

 Incomplete or 
inadequately short 
follow-up 

 

TRAQ validation 

Author Wood 

Year Published 2014 

Location Jacksonville, FL 

Journal Academic 
Pediatrics 

 

Evaluation of item 
performance and factor 
structure, reliability and 
validity of the TRAQ 
questionnaire 

Size: 306 patients 

 

Inclusion Criteria: 3 
academic clinics 
Jacksonville, FL, Chapel Hill, 
NC, Boston MA. AYA with 
special health care needs 
ages 14-21 

 

Exclusion Criteria: None 

Type: cross-sectional 

 

Intervention: Study 
administration 

 

Comparator: None 

Results: Item reduction and exploratory factor 
analysis: 20 item scale with 5 subscales. 
Confirmatory factor analysis on a different sample 
showed a good fit to data. 

 

Study Limitations: 
 None 

Non-Randomized 
Studies 

 Failure to develop 
and apply appropriate 
eligibility criteria 

 Flawed measurement 
of both exposure and 
outcome  

 Failure to adequately 
control confounding 

 Incomplete or 
inadequately short 
follow-up 
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Parental report of 
transition readiness 
STARx-P 

Author: Nazareth, M. et al 

Year Published: 2017 

Location: UNC, Campbell 
U., U.of Washington 

Journal: Journal of 
Pediatric Nursing 

 

1) improve internal 
reliability of the STARx 

2) determine the 
underlying factor structure 
of the STARx-P for 
parents and examine the 
tool’s internal reliability 
and internal consistency. 

Size: 341 parents, 455 
children 

256 parent-child dyads 
compared 

 

Inclusion Criteria:  

- AYA taking at least 1 
medication 

- Participants had to 
independently 
complete STARx 

 

 

Exclusion Criteria:  

- No medications 

Type: Cross-sectional 

 

Intervention: Parents fill 
out STARx-P on Qualtrics. 

 

Comparator: Children fill 
out STARx on Qualtrics 
survey. 

Results: Moderately high correlations found in 
parent and child total and subscale scores: disease 
knowledge (r=0.717, p=0.000), self-management (r= 
0.596, p = 0.000), providers communication 
(r=0.610, p= 0.000), and total score (r=0.580, 
p=0.000). 

 

 

Study Limitations: 
 None 

 
Non-Randomized 
Studies 

 Failure to develop 
and apply appropriate 
eligibility criteria 

 Flawed measurement 
of both exposure and 
outcome  

 Failure to adequately 
control confounding 

 Incomplete or 
inadequately short 
follow-up 
*phase 3 only collected 
from one location 

Study Acronym: Self-
management and transition 
readiness: STAR 
questionnaire 

 

Author: Ferris, et.al 

Year Published: 2015 

Location: UNC,  

Journal: Journal of 
Pediatric Nursing 

 

 

 

Report on 3 phases of 
development: item 
development, pilot testing, 
reliability and factor 
structuring. 

Size:  

Phase 1: 29 

Phase 2: 996 

Phase 3: 194 

 

Inclusion Criteria:  

Phase 1: chronic kidney 
disease or end-stage kidney 
disease 

 

Phase 2: Pediatric 
subspeciality clinics 
(teaching hospitals in NC, 
OHIO, and community-
based camp agency 

 

Chronic conditions 

 

Phase 3: 12-25 years in 
pediatric health care 
settings at children’s 
hospitals 

 

 

Type: Cross sectional 

 

Intervention: STARx 
questionnaire 

 

Comparator: None 

Correlations with chronological age:  

Total score (r=.396, p=.000) 

Engagement during appointments (r=.540, p=.000) 

Medication management (r=.196, p=.000) 

Resource utilization (r=.223, p=.002Table 3 

 

Table 3: factor loading following varimax rotation, 
eigenvalues (>1.0) and percent variance 

 

Study Limitations: 
 None 

 
Non-Randomized 
Studies 

 Failure to develop 
and apply appropriate 
eligibility criteria 

 Flawed measurement 
of both exposure and 
outcome  

 Failure to adequately 
control confounding 

 Incomplete or 
inadequately short 
follow-up 
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Exclusion Criteria:  

None listed 

 
 

 

 

 

Self-management and 
transition readiness 
assessment: concurrent, 
predictive, and discriminant 
validation of the STARx  
Questionnaire (2015) 

 

Cohen, S. et al  

UNC 

 

Journal of pediatric nursing 

Examined concurrent, 
predictive, and 
discriminant validity of the 
STARx Questionnaire. 

 

Examine how the STARx 
would correlate with 
potential  transition-
related predictors or 
outcomes such as health 
literacy, self-efficacy, 
medication adherence, 
health care utilization, and 
QOL. 

Size:  

TRxANSITION Scale: 142 

TRAQ: 125 

REALM: 79 

Newest Vital sign: 79 

Self-efficacy scale: 158 

Morisky Medication 
Adherence Scale: 252 

 

PedsQL: 57 

Health Care utilization: 222 

 

Inclusion criteria: AYA 
w/chronic health conditions 
seen at 6 large hospital 
systems, NE, SE, and mid-
west regions 

 

Exclusion: None listed 

Type: Cross-sectional  

 

Intervention: STARx 

 

Comparator: UNC 
TRxANSITION scale, 
TRAQ 

 

Concurrent validity: 

UNC TRxANSITION Scale: r=.365, p=.000 

TRAQ: Demographic data not collected for TRAQ and 
STAR so zero-order correlations run – majority of 
correlations are moderate to large (see table 3) 

 

Predictive validity:  

Health Literacy – REALM:  

Questionnaire total score and higher medication 
management: :  (β = .280, p=.013, R2 

 = .185) 

Newest Vital Sign correlated with:  

Total score ( β = .237, p=.030,  R2 
 = .185) 

Higher medication management ( β =.307, p=.006,  
R2 = .152) 

Higher resource utilization:  ( β = .235, p=.038,  R2 
 = 

.122) 

 

Self-efficacy Scale -  Higher self-efficacy correlated 
with:  

Transition readiness: ( β = .471, p=.000,  R2 
 = .244) 

Provider communication: ( β = .539, p=.000,  R2 
 = 

.291) 

Engagement with medical appointments: ( β = .432, 
p=.000,  R2 

 = .195) 

Disease knowledge: ( β = .451, p=.000,  R2 
 = .245) 

Adult health responsibilities: ( β = .362, p=.000,  R2 
 = 

.131) 

Better resource utilization: (β = .193, p=.013,  R2 
 = 

Study Limitations: 
 None 

 
Non-Randomized 
Studies 

 Failure to develop 
and apply appropriate 
eligibility criteria 

 Flawed measurement 
of both exposure and 
outcome  

 Failure to adequately 
control confounding 

 Incomplete or 
inadequately short 
follow-up 
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.085) 

 

Medication adherence (Morisky Medication 
Adherence Scale) correlations:  

Higher transition readiness and self-management:    
(β = .301, p=.000,  R2 

 = .070) 

 

Higher STARx Medication management ( β = .499, 
p=.000,  R2 

 = .224) 

 

Knowledge about one’s disease: ( β = .216, p=.001,  
R2 

 = .044) 

 

Health Care Utilization:  

More adult health responsibilities correlated with 
more ED visits ( β = .176, p=.014,  R2 

 = .028) 

Disease knowledge fewer hospitalizations ( β = -
.453, p=.000,  R2 

 = .187) 

 

 

 

 

Table 2: Correlations between STARx and 
UNCTRxANSITION Scale 

 

 
 

Table 3: Correlations between STARx and TRAQ: 
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Table 4: Relationship between STARx and clinical 
outcomes:  

 
 

Self-efficacy in adolescents 
with IBD “IBD Yourself”, 
disease specific 
questionnaire 

 

Author: Ziklstra, M, et al 

The Netherlands 2013 

Journal of Crohn’s and 
Colitis 

Study the reliability of 
IBD-Specific questionnaire 
and perceived self-efficacy 
of adolescent IBD 
patients; perceived self-
efficacy per parental view. 

Size: 50 IBD patients (14-
18) 

         40 parents 

 

Inclusion: All patients who 
visited clinic between 
march 2008-july 2008. 

 

Exclusion: Mental inability 
to fill out questionnaire; not 
being able to read and 
understand Dutch.  

Type: Cross-sectional 

 

Intervention: 
Questionnaire 

 

Comparator: None 

Internal consistency between parents and patients: 
Cronbach’s ranged from .47-.93 

 

Table 2 Reliability of the IBD-yourself 

 
 

Non-Randomized 
Studies 

 Failure to develop 
and apply appropriate 
eligibility criteria 

 Flawed measurement 
of both exposure and 
outcome  

 Failure to adequately 
control confounding 

 Incomplete or 
inadequately short 
follow-up 

Pilot development of 
electronic pediatric IBD 
quiz game (2015) 

 

Author: Tung, J., Grunow, 
J., and Jacobs, N 

 

Mayo clinic 

Gastroenterology 

Develop tool (Emma) to 
measure IBD-related 
knowledge, mood, and 
QOL. 

Size: Emma V1 56 

         Emma V2: 60 

 

Inclusion: Established 
patients with IBD between 
10-18 years 

 

Exclusion: None 

Type: Pilot feasibility 
study 

 

Intervention: IBD-quiz 
game and psychosocial 
questions 

 

Comparator: None 

Emma v1: 66.7% of all questions answered correctly 

Emma v2: 73.1% of all questions answered correctly 

 

Patients with Chron’s disease reported higher stress 
levels than those with ulcerative colitis (2.16 vs. 
1.53, P<.02) 

Older patients reported lower energy levels (2.05 
vs. 1.56, P <.05) 

Non-Randomized 
Studies 

 Failure to develop 
and apply appropriate 
eligibility criteria 

 Flawed measurement 
of both exposure and 
outcome  

 Failure to adequately 
control confounding 

 Incomplete or 
inadequately short 
follow-up 
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Guideline Ratings 

Guideline Issuer and Date 
Got 

Transition  
2018 

1. Transparency B 

2. Conflict of interest B 

3. Development group B 

4. Systematic Review A 

5. Supporting evidence B 

6. Recommendations B 

7. External Review B 

8. Currency and updates A 

See appendix B for full description of the Trustworthy Guideline grading system. 

 

Question 2:  What evidence exists for the use of a transition coordinator to aid in transition from pediatric to adult health 
care? 
 
There were two systematic reviews (one with a meta-analysis) and four studies (with a total of 334 patients) considered to 
determine the evidence regarding using a transition coordinator to aid in transition from pediatric to adult health care. 
Overall, there is low level evidence to support a transition coordinator; however, there is also no risk associated with this 
intervention. One systematic review specifically recommends improving transition support, especially for young adults with 
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chronic conditions. Additionally, of note, the one RCT graded here found that patients who received aid from a nurse care 
coordinator had significantly higher scores on a Patient Assessment of Chronic Illness Care questionnaire and Client 
Perceptions of Coordination Questionnaire compared to patients who did not have this intervention. 
 
Relevant external guideline recommendations: 
 
In 2018, the American Academy of Pediatrics (AAP) stated the following: 

Infrastructure 

Since the 2011 clinical report, system infrastructure needs are becoming increasingly apparent as more youth, especially 
those with pediatric-onset conditions and others included as special populations, enter the transition period. To address these 
gaps, the following recommendations are called for: 

Clinicians and systems of care (eg, pediatric and adult hospitals including emergency departments, integrated delivery 
systems, accountable care organizations, community health centers, health plans, public health programs, behavioral health 
programs, and school and college health centers) are essential in preparing youth for needed transition preparation, transfer 
with current medical information, and facilitating integration into adult care. The following actions can support safe and 
effective transition: 

 Integrate HCTs into routine preventive, 227 primary, specialty and subspecialty, and mental and/or behavioral health 
care. 

 Support QI processes within health care systems and pediatric and adult practices to implement the Six Core Element 
approach with active youth, young adult, and family engagement and feedback. Work directly with their electronic 
health record support team and/or vendor representative to integrate the Six Core Elements (transition policy, registry, 
readiness and self-care assessments, transition plan of care, medical summary, transition and/or transfer checklists, 
and feedback surveys) in a way that supports their own workflow and practice needs. 

https://pediatrics.aappublications.org/content/142/5/e20182587#ref-227
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 Incorporate HCT support as a recommended element in all medical home228 and health home recognition and 
certification programs, including standards developed by the National Committee for Quality Assurance, The Joint 
Commission, and the Utilization Review Accreditation Commission. 

 Articulate specific HCT roles and responsibilities among pediatric and adult health care clinicians and systems to 
facilitate the provision and coordination of recommended transition support. 

 Increase the availability and quality of care coordination support, particularly for adult practices and systems serving 
young adults with chronic medical, developmental, and behavioral conditions and social complexity. 

 Integrate HCT support into other life course systems such as changes in education, guardianship, and power of attorney 
as needed.146,147 

 Expand the availability of pediatric consultation for adult clinicians caring for youth with pediatric-onset conditions. 
 Incorporate HCTs into the transition policies and plans of other public program systems (e.g., special education, foster 

care). 
 Create up-to-date listings of community resources (e.g., adult disability programs) and adult clinicians interested in 

caring for young adults with pediatric-onset conditions and other special populations. 
 

In 2017, The Maternal and Child Health Bureau and The National Alliance to Advance Adolescent Health released the 
cooperative agreement called Got Transition, which recommended the following: 

https://pediatrics.aappublications.org/content/142/5/e20182587#ref-228
https://pediatrics.aappublications.org/content/142/5/e20182587#ref-146
https://pediatrics.aappublications.org/content/142/5/e20182587#ref-147
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BODY OF EVIDENCE APPRAISAL TABLE FOR: (OUTCOME) 
Modality: Transition Coordinator 
Outcome: Successful Transition 

Quality (certainty) of evidence for: (outcome) 
 High 
 Moderate 
 Low 
 Very Low 

Risk of Bias across studies: 
 High 
 Medium 
 Low 

 

Low Quality Rating if: 
 Studies inconsistent (wide variation of treatment effect across 

studies, population, interventions, or outcomes varied) 
 

 Studies are indirect (PICO question is quite different from the 
available evidence in regard to population, intervention, comparison, 
or outcome) 
 

 Studies are imprecise (when studies include few patients and 
few events, and thus have wide confidence intervals, and the results 
are uncertain) 

Other Considerations: 
Lower Quality Rating if: 

 Publication Bias (e.g. pharmaceutical company sponsors study 
on effectiveness of drug only small, positive studies found) 
 
Increase Quality Rating if: 

 Large effect 
 Dose-response gradient 
 Plausible confounders or other biases increase certainty of 

effect 

Study Acronym; Author; Year 
Published; Location 

Aim of Study Patient Population Study Methods 
Endpoint Results / Outcome 

(Absolute Event Rates, P 
values; OR or RR; & 95% CI) 

Design Limitations 

Author: Campbell, F., et al. 

Year Published: 2016 

Location: UK 

Journal: Cochrane Database of 
Systematic Reviews 

 

To evaluate the effectiveness 
of interventions designed to 
improve the transition of care 
for adolescents from pediatric 
to adult health services. 

Size: 2 studies 

 

Inclusion Criteria: Randomized 
controlled trials (RCTs), 
controlled before- and after-
studies (CBAs), and interrupted 
time-series studies (ITSs) that 
evaluated the effectiveness of 
any intervention (care model 
or clinical pathway), that aimed 
to improve the transition of 
care for adolescents from 
pediatric to adult health 
services. Studies including 
populations such as 

Type: Systematic Review with 
meta-analysis 

Results: One study evaluating a 
one-on-one nurse-led 
intervention, and one 
evaluating a technology-based 
intervention suggested that 
these interventions may lead to 
slight improvements in 
transitional readiness and 
chronic disease self-
management measured at six- 
to eight-month follow-ups (low 
certainty evidence). Results 
with the TRAQ self-
management tool were: MD 
0.20; 95% CI -0.16 to 0.56 and 
MD 0.43; 95% CI; -0.09 to 

Study Limitations: 
 None 

Systematic Review 
 Review did not address 

focused clinical question 
 Search was not detailed or 

exhaustive 
 Quality of the studies was 

not appraised 
 Inappropriate pooled 

analysis 
 

https://www.gottransition.org/index.cfm
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adolescents with any chronic 
condition that required 
ongoing clinical care, who 
were leaving pediatric services 
and going on to receive 
services in adult healthcare 
units, and their families. And 
participating providers 
included all health 
professionals responsible for 
the care of young people. 

 

0.95; with the TRAQ self-
advocacy tool: MD 0.37; 95% 
CI -0.06 to 0.80; and with the 
PAM tool were: MD 10; 95% 
CI 2.96 to 17.04. In contrast, 
transition-preparation training 
delivered via a two-day 
workshop for patients with 
spina bifida may lead to little or 
no difference in measures of 
self-care practice and general 
health behaviors when 
measured using the DSCPI-90. 

 

Young people’s knowledge of 
their disease may slightly 
improve with a nurse-led, one-
on-one intervention to prepare 
young people for 
transition to an adult 
congenital heart program (MD 
14; 95% CI 2.67 to 25.33; one 
study; low certainty evidence) 
 
Four telephone support calls 
from a transition coordinator 
may lead to little or no 
difference in rates of transfer 
from pediatric to adult diabetes 
services (one study; low 
certainty evidence). At 1 
2-month follow-up, there was 
little or no difference between 
groups of young people 
receiving usual care or a 
telephone support (RR 0.80; 
95% CI 0.59 to 1.08)). They 
may slightly reduce the risk of 
disease-related hospital 
admissions at 12-month follow-
up (RR 0.29; 95% CI 0.03 to 
2.40). 
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Author: Gabriel, P., et al. 

Year Published: 2017 

Location: The National Alliance 
to Advance Adolescent Health, 
Washington, DC 

Journal: The Journal of 
Pediatrics 

 

To identify statistically 
significant positive outcomes 
in pediatric-to-adult transition 
studies using the triple aim 
framework of population 
health, consumer experience, 
and utilization and costs of 
care. 

Size: 43 studies 

 

Inclusion Criteria: Studies 
described a transition 
intervention for youths 
transferring from pediatric to 
adult outpatient health care. 

 

Exclusion Criteria: Studies that 
addressed only self-care skills 
without reference to transition 
planning or transfer were 
excluded. 

Type: Systematic Review  Results: Structured transition 
interventions for youths with 
chronic conditions have 
resulted in statistically 
significant beneficial outcomes, 
28 of the 43 included studies 
(65%) found statistically 
significant positive outcomes, 
most often measured in terms 
of population health and, to a 
lesser extent, in terms of 
experience of care and service 
utilization. Only 1 study found 
positive outcomes in all 3 
domains; 5 other studies 
reported positive outcomes in 
population health and 
experience of care, and 4 other 
studies found positive 
outcomes in population health 
and utilization of care. 
Statistically significant negative 
results were found in 2 studies, 
in which adult clinic attendance 
declined at 3 years after 
transfer and another in which 
hemoglobin A1c (HbA1c) and 
International Federation of 

Clinical Chemistry and 
Laboratory Medicine mmol/mol 
increased 1 year after follow-
up to an adult clinic.  
 
Population health outcomes 
were measured in 37 of the 43 
studies; 20 of these 37 studies 
(54%) found statistically 
positive population health 
outcomes. Most often these 
pertained to improvements in 
adherence to care. Positive 
changes also were reported in 
terms of patient-reported 
health and quality of life, self-
care skills, and in 1 study, 
mortality reduction. 

Study Limitations: 
 None 

Systematic Review 
 Review did not address 

focused clinical question 
 Search was not detailed or 

exhaustive 
 Quality of the studies was 

not appraised 
 Inappropriate pooled 

analysis – No analysis 
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Owing to the large number of 
transition studies on type 1 
diabetes, adherence to care 
was most often reported in 
terms of declines in HbA1c 
levels. Other positive diabetes 
outcomes pertained to 
increases in foot and eye 
examinations; screening for 
microalbuminuria, 
hypertension, and 
nephropathy; and carbohydrate 
counting and body weight. 
Decreases in the prevalence of 
nephropathy and hypoglycemic 
episodes were found as well. 
Among the transition studies 
related to liver or kidney 
failure/transplants, positive 
outcomes were reported as 
adherence to care, defined as 
lower tacrolimus SD levels, 
lower change/decline in 
estimated glomerular filtration 
rate, and lower change in 
serum creatinine; medication 
adherence was improved as 
well. 
 
As a result of structured 
transition interventions, 
improvement in patient-
reported quality of life and 
perceived health status was 
reported in several studies, 
often using validated 
instruments. These quality of 
life improvements were 
reported in terms of perceived 
health and mental health 
status, global well-being, 
functional status, stress, 
distress, depression, anxiety, 
life satisfaction, health goals, 
and social integration. 
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Statistically significant positive 
outcomes were also found 
pertaining to self-care skills and 
measured in terms of 
improvements in disease-
specific knowledge, self-
adjustment of insulin doses, 
transition readiness scores, 
global well-being, and carrying 
important medical information. 
One liver transplant study 
found a significant reduction in 
mortality and graft loss. 

Author Mackie, AS etal 

Year Published 2014 

Location Canada 

Journal HEART 

 

To determine the impact of a 
nurse led transition 
intervention in combination 
with usual care alone on 
improving transition readiness. 
A secondary aim was to assess 
change in adolescent 
knowledge of their heart 
disease 

Size: 58 

 

Inclusion Criteria: 

15-17 y.o moderate or 
complex CHD or 
cardiomyopathy 

 

Exclusion Criteria:  

Heart transplant or 
developmental delay 

Type: Clinical trial 

 

Intervention:  

Systematically allocated to 
either a 1 hour nurse led 
transition intervention 

Comparator:  

No transition intervention  

Results: When comparing the 
intervention group with the 
usual care (no intervention) at 
6 months postintervention, the 
mean self management TRAQ 
score was 3.59 (+/- 0.83) vs 
3.16 (+/- 1.05) (p=0.048; the 
mean self advocacy TRAQ 
score was 4.38 vs 4.01 and the 
mean MyHeart score was 75% 

The primary outcome was 
change in TRAQ self-
management score from 
enrollment to 6 months. 

Study Limitations: 
 None 

Non-Randomized Studies 
 Failure to develop and 

apply appropriate eligibility 
criteria 

 Flawed measurement of 
both exposure and outcome  

 Failure to adequately 
control confounding 

 Incomplete or 
inadequately short follow-up 

Disabato, JA et al 
2015 
USA/Colorado 
Journal of Pediatric nursing 

Will process improvements in 
the pediatric epilepsy clinic 
decrease the time to transition 
to adult neurology care on 
campus for AYA(Adolescent 
Young Adults) with refractory 
epilepsy?  

Additional questions:  

Will the addition of pt self 
mgmt. education by the clinic 
nurses increase pt activation in 
epilepsy self care?  

Will the implementation of the 
Best Practice Advisory 
guideline tool in the EMR 
increase communication 
between providers and social 

32 

Inclusion:  

Ped Neurology clinic  

This was QI project not a study   
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workers in planning and 
providing resources for 
transition? 

Will the pediatric epilepsy 
team experience increased 
satisfaction, knowledge, and 
comfort related to transition 
care?     

Seeley et al; July 29, 2017. 
Developing a Transition Care 
coordination program for 
youth with spina bifida. 
Journal of Pediatric Health 
Care 

QI pilot study. Clinical roles of 
six nurse care coordinators 
were restructured to add 
responsibility for transition 
care coordination.  Focused on 
developing readiness for 
transition to adulthood in 
youth with spina bifida and 
their parents.  

14 youth-parent pairs 
participated in this study.  

 

Inclusion Criteria: Youth with 
spina bifida 

Type:  Quality improvement 
Pilot Study 

 

Methods: 

Clinical roles of six nurses care 
coordinators were 
restructured to add 
responsibility for transition 
care coordination. Parents, 
youth, and nurse transition 
care coordinators created and 
implemented individualized 
family centered care plans 
focused on improving self-
management and readiness for 
transition to adulthood. The 
transition Readiness 
Assessment Questionnaire was 
administered before and after 
intervention initiation.  

Results: Postintervention 
Transition Readiness 
Assessment Questionnaire 
results indicated that both 
parents and youth perceived 
improvement in transition 
readiness.  Youth perceived 
more improvement than did 
parents.  

 

Transition Readiness Pre-
Assessment was 37.9% and 
37.5% for parents and youth, 
respectively. After transition 
care coordinator intervention, 
post-assessment improved to 
46.1% to 48% for parents and 
youth, respectively.  

 

 

Seeley et al; July 29, 2017. 
Developing a Transition Care 
coordination program for 
youth with spina bifida. 
Journal of Pediatric Health 
Care 

Author: Levy-Shraga, Y et al. 

Year Published: 2015 

Location: Israel 

Journal: Acta Diabetologica 

 

Retrospective chart review to 
determine if a dedicated 
transition clinic for emerging 
adults with T1DM would 
improve glycemic control and 
visit attendance. 

Size: 53 patients 

 

Inclusion Criteria: T1DM 
patients who were treated at 
the transition clinic for 
emerging adults during 
November 2010 to July 2014. 

Type: Observational, 
longitudinal study 

 

Intervention: The model 
implemented was of a ‘joint 
clinic.’ Specifically, a multi-
disciplinary team from the 

Results: Mean HbA1c levels at 
transition of the cohort 

were 67 mmol/mol (95 % CI 
63–72) [8.3 % (95 % CI 
7.9–8.7)], decreased to 56 
mmol/mol (95 % CI 52–62) [7.3 
% (95 % CI 6.9–7.8)] after 6 
months and to 54 mmol/mol 

Study Limitations: 
 None 

Non-Randomized Studies 
 Failure to develop and 

apply appropriate eligibility 
criteria 

 Flawed measurement of 
both exposure and outcome  
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Exclusion Criteria: None were 
specified. It is unclear if these 
53 patients were the only 
patients in the clinic during this 
time period or if there were 
other patients who didn’t 
quality for some reason. 

pediatric and adult 
endocrinology services works 
together at a transition clinic 
situated at the adult 
endocrinology facility. The 
team includes experienced 
pediatric and adult 
endocrinologists, 
a transition coordinator, a 
certified nurse 
from the pediatric clinic, a 
registered dietician from the 
adult clinic, and a psychologist 
from the pediatric clinic. The 
transition coordinator has a 
prominent role in the 
clinic. She supports the young 
adults in booking 
appointments, 
according to their needs and at 
least 3–4/ 
year, outreach after missed 
appointments, and rebooking 
substitute appointments. 

 

Comparator:  

There was no comparison 
group. All patients received the 
transition clinic intervention. 

(95 % CI 44–63) [7.1 % (95 % 
CI 6.2–7.9)] after 4 years 
(p\0.0001) (Fig. 1). 

 

Thirty-six patients (68 % of the 
entire cohort) attended 3 or 
more visits during their first 
year in the transition clinic, as 
required by the instructions of 
the clinic. 

 

Three of the 27 patients for 
whom data were available from 
the pediatric clinic had DKA 
events during the 2 years prior 
to the transfer. Of the 53 
patients who were treated in 
the transition clinic, 2 had DKA 
events during that period. 

 

Two of the 27 patients for 
whom data were available prior 
to the transition had severe 
hypoglycemia during the 2 
years prior the transfer. Six of 
the 53 patients had severe 
hypoglycemia following the 
transfer. 
 
BMI was stable during the 
period of attendance in the 
transition clinic. Mean BMI at 
transition was 24.4 kg/m2 (95 
% CI 23.1–25.7), at 6 months 
24.6 kg/m2 (95 % CI 23.3–
25.9), and at 1 year 25.0 kg/m2 
(95 % CI 23.7–26.4) 
(p = 0.19). 
 
At baseline, the mean scores 
for disease impact, disease 
related worries, and life 
satisfaction were 46.3 ± 9, 18.4 
± 4.7, and 59.5 ± 14.6, 
respectively. After 1 year, the 

 Failure to adequately 
control confounding 

 Incomplete or 
inadequately short follow-up 

Plus: 

Small cohort 
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mean scores were 44.2 ± 6.3, 
16.1 ± 3.4, and 
66.6 ± 12.8, respectively. 
These scores show that our 
patients were not substantially 
distressed by diabetes and that 
their life satisfaction was not 
low. No statistical differences 
were observed between mean 
scores at baseline and after 1 
year, for any of the Diabetes 
Quality of Life scales. 

Author: Lemke, M. et al. 

Year Published: 2018 

Location: Washington DC 

Journal: Pediatrics 

 

To evaluate HCT CC 
effectiveness by measuring 
patient-level perception of CC 
and perceived quality of 
chronic illness care. 

Size: 209 patients (105 = 
intervention; 104 = control) 

 

Inclusion Criteria: A 
convenience sample was 
recruited from an urban, 
academic adolescent medicine 
practice within a pediatric 
tertiary referral health system 
between July 2012 and July 
2014. Eligible participants 
were between 16 and 22 years 
old and insured by a single 
Medicaid-managed care 
organization for supplemental 
security income eligible youth 
with chronic conditions 

 

Exclusion Criteria: Patients 
with insufficient knowledge of 
English to participate in the 
phone interviews were not 
eligible. 

Type: RCT using a 
convenience sample of 
patients meeting eligibility 
criteria. 

 

Intervention: Intervention 
group received the “enhanced 
usual care” that the control 
group received plus (1) a face-
to-face systematic review of 
the readiness assessment with 
the participant and/or 
caregiver, (2) a status 
assessment of ongoing HCT 
planning and preparation, and 
(3) monthly phone calls with 
the participant and/or 
caregiver to update and fill 
gaps in the HCT action plan. 
The HCT nurse care 
coordinator provided 
participants in the intervention 
group with a transition 
checklist and action plan, as 
well as a comprehensive 
portable medical summary. For 
intervention participants 
nearing the required age of 
HCT (22 years), the nurse care 
coordinator assisted with the 
process of selecting an adult 
primary care practice 
facilitating contacts and 

Results: Chronic Illness Care 
Results 

At baseline, there were no 
significant differences in PACIC 
(Patient Assessment of Chronic 
Illness Care) domain scores 
between the intervention and 
control group. The total PACIC 
score was higher for 
intervention participants 
compared with participants in 
the control group beginning at 
6 months follow-up and 
remained elevated at 12 
months follow-up (P = .01). 
Controlling for any differences 
at baseline, we observed that 
intervention participants 
endorsed higher scores at 6 
and 12 months follow-up in the 
patient activation (P = .01), 
problem solving (P = .02), and 
CC and follow-up (P < .01) 
domains compared with 
participants in the control 
group. 
Among the highest complexity 
tier, the total PACIC score was 
higher in the intervention 
group 6 and 12 months 
postenrollment (P = .01).  
 
Care Coordination Results 
At baseline, there were 

RCTs 
Lack of blinding                                     
Lack of allocation 

concealment 
 Stopped early for benefit 
 Incorrect analysis of ITT                                             
 Selective reporting of 

measures (e.g., no effect 
outcome) 

 Large losses to F/U 
 Difference in important 

prognostic factors at baseline 
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References: 

individualized introductions. 
The transition process included 
direct communication between 
the nurse care coordinator and 
adult medical practice, 
including the transfer of the 
most recent readiness 
assessments, portable medical 
summary, and if applicable, 
disease-specific information, 
such as recommended 
treatment guidelines for 
specific conditions. Finally, 
transition completion included 
direct communication among 
the patient, nurse care 
coordinator, adult provider, 
and pediatric provider with all 
parties remaining available as 
needed until the patient had 
been seen by and established 
care with the adult provider.  

 

Comparator:  

Control group received 
“enhanced usual care” ( care 
notebook that included the 
clinic’s transition policy, a 
blank transition readiness 
assessment form, a local adult 
doctor referral list vetted by 
the study team, and 
information on insurance, 
guardianship, and advance 
directives). 

differences in CPCQ (Client 
Perceptions of Coordination 
Questionnaire) questions when 
comparing the intervention 
with the control group. 
Controlling for these 
differences, we observed that, 
at 6 months postenrollment, 
intervention participants 
reported receiving less 
conflicting advice from 
providers (P < .01) and were 
less confused about the role of 
providers (P = .03) than 
participants in the control 
group. At 12 months, 
intervention participants 
reported more often receiving 
the services they thought they 
needed (P = .03), were less 
confused about the role of 
providers (P = .03), and 
reported more frequent 
discussions with providers 
about future care (P < .01) than 
their counterparts in the 
control group (Table 4).  

 

https://pediatrics.aappublications.org/content/141/5/e20173168#T4
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The GRADE criteria were used to evaluate the quality of evidence presented in research articles reviewed during the development of this guideline. For more 
detailed information, see Appendix A 

 

Question 3: For patients aged 12-26, what evidence exists to demonstrate how EHR optimization can be leveraged to facilitate 
a coordinated transition from pediatric to adult care? 
Insert narrative summary of evidence, including guideline recommendations with levels or grades of evidence (if applicable), 
and data from primary research studies, and the corresponding GRADE and Trustworthy Guideline Rating Scale tables.  
 
Summary of findings: 

- The EMR has been used for transition of care/hand off tools in ~36-38%  1,4 
- A comprehensive electronic health record statistically increases rates of having a written transition plan in place.3 
- Per clinician satisfaction surveys, EMR transition summary templates or tools should be integrated into current 

work flows, not distract from patient care or take significantly more time to complete than regular clinical duties (be 
simple to use), and translate well between care networks/care team. 2,4 

 
BODY OF EVIDENCE APPRAISAL TABLE FOR: (OUTCOME) 
 
EMR use for transition 
 
 

https://www.ncbi.nlm.nih.gov/pubmed/24842870
https://www.ncbi.nlm.nih.gov/pubmed/24842870
https://www.ncbi.nlm.nih.gov/pubmed/28760316
https://doi.org/10.1542/peds.2017-3168
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Quality (certainty) of evidence for: (outcome) 
 High 
 Moderate 
 Low 
 Very Low 

Risk of Bias across studies: 
 High 
 Medium 
 Low 

 

Low Quality Rating if: 
 Studies inconsistent (wide variation of treatment effect across 

studies, population, interventions, or outcomes varied) 
 

 Studies are indirect (PICO question is quite different from the 
available evidence in regard to population, intervention, comparison, 
or outcome) 
 

 Studies are imprecise (when studies include few patients and few 
events, and thus have wide confidence intervals, and the results are 
uncertain) 

Other Considerations: 
Lower Quality Rating if: 

 Publication Bias (e.g. pharmaceutical company sponsors study 
on effectiveness of drug only small, positive studies found) 
 
Increase Quality Rating if: 

 Large effect 
 Dose-response gradient 
 Plausible confounders or other biases increase certainty of 

effect 

Study Acronym; Author; Year 
Published; Location 

Aim of Study Patient Population Study Methods 
Endpoint Results / Outcome 

(Absolute Event Rates, P 
values; OR or RR; & 95% CI) 

Design Limitations 

Author: Abraham, J., 
Kannampallil T., Patel, V.  

Year Published: 2014 

Location: Systematic review- 
New York 

Journal: Journal of American 
Medical Information 
Association 

 

Systematic review of the 
literature to investigate the 
nature, methodological, and 
theoretical foundations 
underlying the evaluation of 
handoff tools and their 
adequacy and appropriateness 
in achieving standardization 
goals. 

Size: 36 articles  

 

Inclusion Criteria:  

Pubmed, Cochrane, and 
CINAHL databases between 
2/1/1983-6/15/2012 

English 

 

Search terms: handoff(s), 
handover(s), shift reports(s), 
signouts(s), clinical round(s) 

 

Original research articles  

 

Exclusion Criteria:  

Articles examining barriers, 
design and development of tools, 
evaluation of process-based 
strategies related to handoffs 

 

Reports, perspectives, editorials, 
and posters 

Type: Systematic review  

 

 

 

 

Results: 

Tool characteristics 

1) Tool type 
(paper/electronic) 

- 36% (N=13) EHR 

Automated download 
of handoff info, 
minimal manual entry, 
interface into other 
ancillary clinical 
information systems, 
automatic population 
info, alerting 
capabilities, support for 
clinical handoff 
workflow 

- 27% electronic 
standalone tools 

- 36% paper based 

2) 2) User (physician, nurse) 

3) 3) Nature of use (intra=-, 
inter-departmental) 

Study Limitations: 
 None 

Systematic Review 
 Review did not address 

focused clinical question 
 Search was not detailed or 

exhaustive 
 Quality of the studies was 

not appraised 
 Inappropriate pooled 

analysis 
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Wiemann C.M. et al.  

Year published: 2015 

Location: Baylor college of 
medicine – Texas Children’s 
hospital 

4 pediatric subspecialty clinics 

Journal: Journal of Pediatric 
Nursing. 

 

The primary purpose of this 
paper is to describe the 
process of applying 
improvement science 
techniques to increase provider 
use of an EMR-based health 
care TPT in four subspecialty 
services of a large children's 
hospital. 

 

Size: N = 25 providers 

 

Subspecialties:  

Retrovirology 

Hematology 

Cardiology 

PM&R 

 

Inclusion criteria:  

Patients included if providers 
were participating in study 
with consent. Attended a 
scheduled clinic appointment 

16-25 years of age pts 

109 participants total 

 

Exclusion criteria: 
None/declined to participate 

Type: Quality improvement, 
implementation, 5 PDSA cycles 

 

Intervention:  

- Epic TPT tool 

 

Comparator:  

- none 

Results: 

- 25 providers trained  

- 22 providers used TPT 

 

Provider surveys – willingness 
to use TPT, ease of 
accessibility, simple to use, 
incorporated into patient 
care.  

Study Limitations: 
 Quality improvement, no 

comparison group 
Does not assess transition 
success 

 

Sharma, et al. 

2018 

Location: AAP periodic survey 
#79 

Journal: Academy of Pediatrics  

Aim:  

Determine if care coordination 
and/or comprehensive 
electronic health record 
(CEHR) implementation are 
associated with improved 
transition processes 

 

Size: N = 572 AAP member 
physicians  

 

Inclusion criteria: all 
respondents 

 

Exclusion: none 

 

Type: Cross-sectional 
(descriptive) 

 

Intervention:  

EHR or CEHR presence in 
practices with transition plan 

 

Comparator:  

Practices without EHR/CEHR 

Results: 

Having care coordinator  

 

CEHR presence slightly 
increase rates of having 
transition plan, finding adult 
provider, discussing 
confidentiality. 

 

CEHR was statistically 
associated with increased 
odds of having a written 
transition care plan in 
practice.  (AOR 2.6; 95% CI 
1.4-5.0) 

Study Limitations: 
 physician survey cross-

sectional data collection 

 No true intervention was a 
descriptive data collection. 

 

Zabora, et al. 

2015 

Location: cancer survivorship 
care plan process by nursing  

Journal: Seminars in Oncology 
Nursing 

Aim:  

Provide overview of issues and 
challenges associated with 
integrating development of 
survivorship care plan process 
with HER. 

Size: unclear  

 

“Data sources: published peer-
reviewed literature” 

29 references  

- Included 38 patient pilot 
study demonstrating rapid 

Type: Literature review, 
summary of literature 

 

 

Results: 

 2013 Rand Research 
Report: physicians 
approved of EMRs in 
concept.  Dissatisfaction 
related to poor 
usability/time 
consuming/unable to 

Study Limitations: 
Systematic Review 

 Review did not address 
focused clinical question 

 Search was not detailed or 
exhaustive 

 Quality of the studies was 
not appraised 
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The GRADE criteria were used to evaluate the quality of evidence presented in research articles reviewed during the development of this guideline. For more 
detailed information, see Appendix A. 

 

Guideline Evidence Evaluation Systems 
 

 
Guideline Ratings 

See appendix B for full description of the Trustworthy Guideline grading system. 

 
 

development of care plans via 
EMR for cancer survivors 

exchange information 

 In 2014 Medscape 
survey 19000 physicians 
responded that 83% of 
hospitals had EMR, (23% 
Epic) 

 Template with pre-
specified fields for care 
plan was most widely 
endorsed strategy 

 Needs to have ability to 
track and act upon EMR 
tool  

 Allows for a 
comprehensive 
treatment summary and 
ease of follow up care. 

 No analysis, no methods 
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Associated With Increased Transition Planning Activities. Academic Pediatrics, 18(1), 111–118. https://doi.org/10.1016/j.acap.2017.04.005 
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APPLY THE EVIDENCE 
Overview 

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. (Strong Recommendation; Low Level of 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. (Strong Recommendation; Low Level of Evidence)  

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

Transition Planning  

- Conduct regular transition readiness assessments, beginning in early adolescence, no later than age 15, to identify gaps in knowledge related to medical 
problems, self-care, and use of the health care system with AYA/CG.  At age 15, AYA in Oregon have legal ability to consent for medical and dental care. 
(Strong Recommendation; Low Level of Evidence)  

- Jointly develop transition-related goals and prioritized actions with AYA/CG, and document regularly in a plan of care. (Consensus adapted) 

- Transition planning should be based on AYA’s needs and readiness, and should be developmentally appropriate. (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.  
(Consensus adapted) 

Transfer Support 

- Utilize a medical summary in the transfer process to facilitate accurate and comprehensive 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 specialists involved in the AYA’s care. (Consensus adapted)  

-   

- The transition champion in each clinic setting should offer HCT support to AYA/CG prior to and after transfer. (Strong Recommendation; Low Level of 
Evidence) 

-   

- Collaborate with AYA/CG regarding the age for transfer to an adult provider and recommend that this transfer occur before age 22. (Consensus adapted) 

  

Transfer Completion 
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Pediatric clinicians should continue to offer consultation assistance to adult providers, as needed. (Consensus adapted) 

 
 
 

METRICS AND IMPLEMENTATION PLAN 

 
Quality Metrics: 

• 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 
– Improved medication adherence and chronic disease management (A1c, PFTs, etc) 
– Improved patient, family, provider satisfaction 

 
Implementation Plan: 

 
• Disseminate across OHSU 

– Begin implementation focus in primary care 
– A minimum of ~2,000 preventive visits (12-22) in DCH clinics per year 
– Identify transition champion(s) in each clinical setting 
– Perform teach-the-teacher education for sustainable implementation and dissemination 
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• Transition task force:  
– Local expertise with representation from multiple professions and disciplines, meeting for 3 years 
– Provide resources and support for implementation 
– Utilize a Quality Improvement framework to support process change, improve disease management, increase 

patient satisfaction, and decrease utilization of high-cost services 
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Appendix A. GRADE criteria for rating a body of evidence on an intervention  
Developed by the GRADE Working Group  

 
Grades and interpretations:  

High: Further research is very unlikely to change our confidence in the estimate of effect.  
Moderate: Further research is likely to have an important impact on our confidence in the estimate of effect and may change the estimate.  
Low: Further research is very likely to have an important impact on our confidence in the estimate of effect and is likely to change the 
estimate.  
Very low: Any estimate of effect is very uncertain.  

 
Type of evidence and starting level  

Randomized trial–high  
Observational study–low  
Any other evidence–very low  

 
Criteria for increasing or decreasing level  

Reductions  
Study quality has serious (–1) or very serious (–2) problems  
Important inconsistency in evidence (–1)  
Directness is somewhat (–1) or seriously (–2) uncertain  
Sparse or imprecise data (–1)  
Reporting bias highly probable (–1)  
Increases  
Evidence of association† strong (+1) or very strong (+2)  
†Strong association defined as significant relative risk (factor of 2) based on consistent evidence from two or more studies with no plausible 
confounders Very strong association defined as significant relative risk (factor of 5) based on direct evidence with no threats to validity.  
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Appendix B. Trustworthy Guideline rating scale  
The University of Pennsylvania’s Center for Evidence-Based Practice Trustworthy Guideline 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.  
 
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. guide-line does not have a documented updating process) from weaknesses in the guidance 
itself (e.g. recommendations are outdated). Current quality scales like AGREE emphasize documentation. They are important checklists for 
developers of new guidelines, but are less useful for grading existing guidelines. These scales also are harder for clinicians and other 
persons who are not methodology experts to apply, and their length discourages their use outside formal technology assessment reports. 
This new scale is brief, balanced, and easy and consistent to apply.  
 
We do not attempt to convert the results of this assessment into a numeric score. Instead we present a table listing the guidelines and how 
they are rated on each standard. This facilitates qualitative understanding by the reader, who can see for what areas the guideline base as a 
whole is weak or strong as well as which guidelines are weaker or stronger.  
 

1. Transparency  
A  Guideline development methods are fully disclosed.  

B  Guideline development methods are partially disclosed.  

C  Guideline development methods are not disclosed.  

The grader must refer to any cited methods supplements or other supporting material when evaluating the guideline. Methods should include:  
Who wrote the initial draft. 

How the committee voted on or otherwise approved recommendations. 
Evidence review, external review and methods used for updating are not addressed in this standard.  
 

2. Conflict of interest 
A  Funding of the guideline project is disclosed, disclosures are made for each individual panelist, and financial or other conflicts do 

not apply to key authors of the guideline or to more than 1 in 10 panel members). 

B  Guideline states that there were no conflicts (or fewer than 1 in 10 panel members), but does not disclose funding source. 

C  Lead author, senior author, or guideline panel members (at least 1 in 10) have conflict of interest, or guideline project was funded by 
industry sponsor with no assurance of independence. 

NR Guideline does not report on potential conflict of interests. 
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For purposes of this checklist, conflicts of interest include employment by, consulting for, or holding stock in companies doing business in 
fields affected by the guideline, as well as related financial conflicts. This definition should not be considered exclusive. As much as anything, 
this is a surrogate marker for thorough reporting, since it may be assumed that guideline projects are funded by the sponsoring organization 
and many authors think it unnecessary to report a non-conflict.  
 

3. Guideline development group 
A  Guideline development group includes 1) methodological experts and clinicians and 2) representatives of multiple specialties. 

B  Guideline development group includes one of the above, but not both. 

C  Guideline developers all from one specialty or organization, and no methodologists. 

NR Affiliations of guideline developers not reported 

The purpose of this standard is to ensure that supporters of competing procedures, or clinicians with no vested interest in utilization of one 
procedure or another, are involved in development of the guideline. Both AGREE II and IOM call for patient or public involvement: very few 
guideline panels have done so to date, so this is not necessary for guidelines to be rated A. Involvement of methodologists or HTA specialists 
in the systematic review is sufficient involvement in the guideline development group for our purposes. In the absence of any description of 
the guideline group, assume the named authors are the guideline group.  
 

4. Systematic review 
A  Guideline includes a systematic review of the evidence or links to a current review. 

B  Guideline is based on a review which may or may not meet systematic review criteria. 

C  Guideline is not based on a review of the evidence. 

In order to qualify as a systematic review, the review must do all of the following:  
Describe itself as systematic or report search strategies using multiple databases  

Define the scope of the review (including key questions and the applicable population)  

Either include quantitative or qualitative synthesis of the data or explain why it is not indicated  
 
Note: this element does not address the quality of the systematic review: simply whether or not it exists. Concerns about quality or bias of the 
review will be discussed in text, where the analyst will explain whether the weaknesses of the review weaken the validity or reliability of the 
guideline.  
Note: a guideline may be rated B on this domain even if the review on which it is based is not available to us. This potential weakness of the 
guideline should be discussed in text of the report. 
 

5. Grading the supporting evidence 
A  Specific supporting evidence (or lack thereof) for each recommendation is cited and graded 

B  Specific supporting evidence (or lack thereof) for each recommendation is cited but the recommendation is not graded. 
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C  Recommendations are not supported by specific evidence. 

To score a B on this domain there should be specific citations to evidence tables or individual references for each relevant recommendation 
in the guideline, or an indication that no evidence was available. Any standardized grading system is acceptable for purposes of this rating. If 
a guideline reports that there is no evidence available despite a thorough literature search, it may be scored B on this domain, or even A if 
evidence for other recommendations is cited and graded. 
 

6. Recommendations 
A  Considerations for each recommendation are documented (i.e. benefits and harms of a particular action, and/or strength of the 

evidence); and recommendations are presented in an actionable form. 

B  Either one or the other of the above criteria is met. 

C  Neither of the above criteria are met 

In order to be actionable, the guideline should specify the specific population to which the guideline applies, the specific intervention in 
question, and the circumstances under which it should be carried out (or not carried out). The language used in the recommendations should 
also be consistent with the strength of the recommendation (e.g. directive and active language like “should” or “should not” for strong 
recommendations, and passive language like “consider” for weak recommendations). A figure or algorithm is considered actionable as long 
as it is complete enough to incorporate all the applicable patients and interventions. Please see the forthcoming NICE manual (24) for a good 
discussion of actionability in guidelines. 
 

7. External review 
A  Guideline was made available to external groups for review. 

B  Guideline was reviewed by members of the sponsoring body only. 

C  Guideline was not externally reviewed. 

NR No external review process is described. 

 

8. Updating and currency of guideline 
A  Guideline is current and an expiration date or update process is specified. 

B  Guideline is current but no expiration date or update process is specified. 

C  Guideline is outdated. 

A guideline is considered current if it is within the developers’ stated validity period, or if no period or expiration data is stated, the guideline 
was published in the past three years (NOTE: the specific period may be changed at the analyst’s discretion, based on whether the 
technology is mature and whether there is a significant amount of recent evidence). A guideline must address new evidence when it is 
updated. A guideline which is simply re-endorsed by the panel without searching for new evidence must be considered outdated 


