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A B S T R A C T

Objective: The objective of this scoping review was to assess the extent of the literature on how relational 
components in pediatric care contribute to the transition process and transfer outcomes.
Background: Relationships between patients, parents and pediatric providers are a frequently cited barrier in 
transition to adult care. A scoping review aimed to identify studies focused on how the relationship between 
patients/parents and pediatric providers related to transition from pediatric to adult healthcare and explore the 
nature and depth of the evidence.
Methods: Search terms were identified through a combination of medical librarian term harvesting and expert 
input. Four databases were searched with a combination of keyword and controlled vocabulary: PubMed, 
CINAHL, PsycINFO, and Web of Science. In order to reduce the risk of bias, each record was reviewed by two 
independent clinical experts in both the screening and full-text review stages. No database filters were applied 
during the searching process.
Results: The initial search strategy resulted in 13,121 records. After removal of duplicates, 271 moved on to full 
text review, and 152 met inclusion criteria as related to both transition from pediatric to adult medical care and 
relationships between pediatric providers and patients/families.
Conclusions: This scoping review aimed to identify available literature on relationships between pediatric pro-
viders and patients/families. Variable levels of research were identified, with little formal study of interventions. 
The majority described relationship issues as barriers, either on the part of providers, patients, parents or a 
combination of these. Several highlighted relationship ties as facilitators in the transition, an important 
consideration in determining interventions.

1. Introduction

Transition to adult health services is a cornerstone of a normal, 
developmental process, as health needs change for individuals as they 
age.1 However, youth with and without special health care needs 
(SHCN) receive very limited support for this transition.2 For youth with 
special health care needs, this developmental milestone has been 
recognized as a priority3,4, especially with new advances in medical 
technology that have improved the lives of children with previously 
life-limiting chronic conditions.5,6 The first consensus statement on 
transition from the American Academy of Pediatrics (AAP), American 

Academy of Family Physicians (AAFP) and the American College of 
Physicians (ACP) was developed in 2002.7 It was updated in 20118 to 
include practical guidance, from which the GotTransition core elements 
of transition were developed.9 In 2018, the consensus statement was 
further updated to include quality improvement recommendations, 
noting specific barriers related to relationships.10 The consensus state-
ment was reaffirmed in 2023, with updated references but no change to 
content.10

The literature reviews of these statements report multiple barriers to 
transition. Relational factors were identified from both the patient/ 
family perspective as well as the clinician perspective as significant 
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barriers. From the patient/family perspective, it was reported that the 
“most prominent barrier mentioned by youth with SHCN and parents 
and/or caregivers is difficulty leaving their pediatric clinicians with 
whom they have had a long-standing relationship”. 10 An identified 
theme from the clinician perspective was reported as “concerns 
regarding loss of strong relationships with previous clinicians (patient, 
parent, and/or staff)”.10

With over twenty years of examination of the important topic of 
relationship impact on transition, significant questions remain, with 
variable levels of evidence presented.

Current literature, including systematic reviews11–13, quality 
improvement/implementation recommendations14–16, and position 
statements17–20 have described multiple barriers in the transition pro-
cess for patients moving from pediatric healthcare to adult oriented 
systems. Much has been well described, distilled, and studied in the 
transition literature regarding broad challenges with considerations of 
pragmatics, insurance and reimbursement concerns, social determinants 
of health, familiarity, access to specialized care and models for skill 
building, lack of time, insufficient and ineffective infrastructure, lack of 
multidisciplinary teams, and timelines10. There is less research that has 
specifically examined the relevance of or articulated appreciation of the 
nuanced relational roles among families and the medical team, which is 
woven into the fabric of the therapeutic alliance over time. As clinical 
social workers who often facilitate the process of transition, the authors 
have interest in better understanding the description and characteriza-
tion of these specific relationships as distinct and crucial factors in 
transition planning and continuity of care through ultimate transfer of 
care.

The identified relationships involve connections between and among 
multiple parties involved in transition, including pediatric providers, 
adult providers, patients and parents. The pediatric health care provider 
is responsible for the care of a young adult prior to their transition from 
pediatric to adult care. In this setting, the pediatric provider typically 
interacts primarily with the patient along with the patient’s family. As 
part of the transition process, the patient will establish a connection with 
the adult provider. Given the patient-focused approach in adult care, the 
patient’s relationship with an adult provider will be central, with less 
active engagement with the family on the part of the new provider. 
Navigating this shift also impacts the relationship between young adults 
and their parents, as empowering patients to advocate for themselves 
involves stepping back on the part of parents. Acknowledging the 
mutual connection of a shared patient, the pediatric and adult providers 
may also connect for continuity of care. Recognizing the breadth and 
depth of connections throughout transition, there is special focus on the 
relationship between pediatric providers and patients and their families 
as the change in this continuity is the basis of pediatric to adult health 
care transition. While leaving this relationship is identified as a primary 
challenge for successful transition10 this important connection can also 
be a model for what works well and is a potential transition facilitator.

The power of these relational aspects are intrinsic in the therapeutic 
engagement formed in pediatric care and thus potentially have strong 
impacts on the transition and transfer process. While attachment and 
emotional facets have been acknowledged in the literature10, there has 
been less exploration about the specific and uniquely relational factors 
that impact providers, patients, and parents and the dynamics among 
these stakeholders. Understanding the existing literature on relational 
elements at various stages of the transition process may better inform 
future models and allow for a less distressing and more satisfying 
transfer from pediatric to adult health care.

To assess the prevalence of relational constructs recognized and 
described as central to the transition process, a scoping review was 
identified as the most appropriate research method. The objective of this 
scoping review was to assess the extent of the literature specific to the 
uniquely relational components present in pediatric care as a central 
contributor to the transition process and transfer outcomes. Under-
standing the ways in which relational factors can serve as facilitators 

and/or barriers of transition planning and outcomes may help in the 
development of future models and best practice for pediatric health care 
clinicians.

1.1. Review questions

How does existing literature address the role of relational aspects in 
transition of care? How do relational variables affect the patient, parent, 
and provider experience of ultimate care transfer? What gaps exist in the 
literature on relational factors in transition of care across all health care 
systems and practice landscapes?

For the purposes of this literature review, the population, interven-
tion, comparators and outcomes (PICO) frameworks to inform the re-
view objectives are presented below.

Population Intervention Comparison Outcome

Patients and parents 
transitioning from 
pediatric to adult 
health care 
Providers 
transitioning their 
patients from 
pediatric to adult 
health care

Relational factors 
and emotional 
attachments for 
providers, 
parents/ 
caregivers, and 
patients

Transition factors 
that do not 
mention, include, 
or consider 
relational factors 
and emotional 
attachments for 
providers, 
parents/ 
caregivers, and 
patients

Patient and 
provider 
experience of 
transition

2. Methods

A preliminary search of PubMed, CINAHL, PsycINFO, and Web of 
Science was conducted, and no current or underway systematic reviews 
or scoping reviews on the topic were identified. Search terms were then 
identified through a combination of librarian term harvesting and expert 
input. These four databases were searched with a combination of 
keyword and controlled vocabulary searching, using search strategies 
written in the syntax of each database. To reduce the risk of bias, two 
independent clinical experts reviewed each record in both the screening 
and full-text review stages. No database filters were applied during the 
searching process.

The search was run on September 13, 2021 and 11,353 individual 
records were identified. The databases searched were PubMed, CINAHL, 
PsycINFO, and Web of Science and 1672 duplicates were removed 
through Covidence’s duplicate removal. Titles and abstracts of 9681 
records were screened in Covidence. Each record was screened by two 
independent clinical experts, social workers with subject matter exper-
tise in transition, and conflicts were resolved through group assessment. 
After screening, 238 records met the inclusion criteria and the full-text 
of each record was assessed by two independent clinical experts. After 
full-text assessment, 127 records were included in the review.

A follow up search was run on October 26, 2023 to identify any 
newly published articles; 1768 records were identified and 146 dupli-
cates were removed. Of the newly published articles, 33 of these records 
met the inclusion criteria. The full-text articles were reviewed and 24 of 
these were included in the review. Articles focused on physical health 
care needs of transition age youth in chronic care, complex care or 
primary care settings were included. Specific age parameters were not 
required for inclusion. Instead, our inclusion model was process based 
requiring explicit mention of a transition from pediatric to adult care 
such that the population addressed was anywhere from early teens 
through adulthood. The articles included patients in both inpatient and 
outpatient settings. Potential relationships that could have been exam-
ined were (1) parent with pediatric provider, (2) patient with pediatric 
provider, (3) parent with patient (4) parent with adult provider, (5) 
patient with adult provider, and (6) pediatric provider with adult pro-
vider. Given this review’s focus on clinical care during the transition 
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period which specifically includes the pediatric provider as the point of 
continuity, we included only articles that addressed the relationships 
with pediatric providers, both (1) parent with pediatric providers and 
(2) patient with pediatric providers. Many addressed both (1) and (2) 
and several additionally addressed some or all of the other four re-
lationships, but if it was exclusively about one of the others, it was not 
included. For example, articles focused exclusively on parent-child re-
lationships in the transition process were not included. Articles focusing 
exclusively on mental health care were excluded with the recognition 
that mental health care is complex and, while it may have similar or 
parallel processes to physical health transitions, there are structural 
differences in the systems of care.

One record was ultimately pulled back in based on expert opinion 
and author knowledge of full article content. This article was included in 
the original search results but did not meet the title and abstract in-
clusion criteria. The author is the lead author of this review.

A PRIMSA diagram of the total numbers from both searches is 
included (see Fig. 1). The PRISMA diagram was edited to include the one 
article that was pulled into the result set based on expert opinion. Level 
of evidence was determined based on the hierarchy of evidence as 
outlined by Melnyk & Fineout-Overholt.21

3. Results

Review of over 11,000 abstracts ultimately led to 152 full text arti-
cles that discussed the identified concept of relational issues in the 
transition from pediatric to adult medical care. Articles were included 
when they directly articulated the existence or effects of long-standing 
relationships with providers, related feelings of trust and feeling 
known, and similar concepts (i.e. providers were “like family”). Articles 
that discussed only familiar places or processes were not included; the 
relationship with the provider had to be mentioned. The authors 
differentiated between relational aspects and pragmatic support pro-
vided. While relationships are frequently cited as a barrier in transition 

literature, this review found only six articles that were entirely dedi-
cated to the topic (see Table 1). Three were qualitative studies23–25. One 
commentary presented recommendations for practice based on personal 
experience26, one on review of ethical theory27, and one on application 
of clinical terminations28. A significant number of authors called out 
relational aspects of transition as a specific theme (108 articles; see 
Table 1). Twenty eight articles had some discussion of relational aspects, 
without the authors calling it out a specific theme (see Table 1), and 
there were 10 articles in which it was simply mentioned with no further 
development. (See Table 1). Also listed in the table is the level of evi-
dence on a seven-level hierarchy.21 There were no articles found in 
levels 1 and 2 which require evidence of randomized control trials. A 
few articles were coded as Level 3, as they were systematic reviews of 
evidence where included articles were rated. Several were Level 5, 
including systematic reviews of descriptive and qualitative studies or 
meta-syntheses. Primarily, the articles included in this scoping review 
were Level 6 (evidence from a single descriptive or qualitative study, 
evidence based practice, evidence based quality improvement or quality 
improvement projects) or Level 7 (evidence from the opinion of au-
thorities and/or reports of expert committees, reports from committees 
of experts and narrative and literature review).

The relationship between patients, families, and pediatric providers 
was most frequently identified as a barrier to transition. However, the 
relational aspects between patient, family and pediatric provider were 
also cited as an occasional facilitator. As part of the article extraction 
process, the authors noted whether articles identified the relationship as 
a barrier, neutral to the transition process, or as a facilitator, and from 
which stakeholder’s perspective. Table 2 illustrates that frequency of 
articles that mention barriers, neutral statements or facilitators within 
articles, with the possibility that an article could call out more than one 
(e.g. as both a barrier and facilitator).

Relationships were portrayed as barriers from multiple perspectives. 
Table 3 provides illustrative examples of barriers, facilitators and 
neutral concepts from patient, parent, pediatric provider and adult 

Records identified from*:
Databases (n = 13,121)

Records removed before 
screening:

Duplicate records removed (n 
= 1,816)

Records screened
(n = 11,305)

Records excluded**
(n = 11,033 )

Reports sought for retrieval
(n = 271)

Reports assessed for eligibility
(n = 271)

Records identified from:
Expert opinion (n = 1)

Reports assessed for eligibility
(n =1 )

Studies included in review
(n = 152)

Identification of studies via databases and registers Identification of studies via other methods
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Fig. 1. PRISMA 2020 flow diagram for new systematic reviews which included searches of databases, registers and other sources 22
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Table 1 
Level of Description of Relational Aspects.

Author 
(s)

Title Category Level of 
Evidence

29 Transition of Care Provided for 
Adolescents with Special Health Care 
Needs 
(Consensus Statement)

Concept Merely 
Mentioned

Level 7

30 Applying Specialist Nurse Skills to 
Improve Epilepsy Adolescent 
Transition Services

Concept Merely 
Mentioned

Level 6

31 Psychosocial Challenges/Transition to 
Adulthood

Concept Merely 
Mentioned

Level 7

32 Development and Implementation of 
an Adolescent Epilepsy Transition 
Clinic

Concept Merely 
Mentioned

Level 6

33 Challenges in the Transition of Care 
Process for 
Patients with Dravet and Lennox- 
Gastaut Syndromes

Concept Merely 
Mentioned

Level 7

34 Transition Readiness in Adolescents 
and Emerging Adults with Diabetes: 
The Role of Patient-Provider 
Communication

Concept Merely 
Mentioned

Level 7

35 Transition of Care to Adult 
Neuroimmunology

Concept Merely 
Mentioned

Level 7

36 Healthcare Coordination and 
Transition for Individuals with Genetic 
Conditions

Concept Merely 
Mentioned

Level 6

37 Transition from Pediatric to Adult 
Medical Care: A survey in young 
persons with inflammatory bowel 
disease

Concept Merely 
Mentioned

Level 6

38 From Transmission to Transition: 
Lessons Learnt from the Thai 
Paediatric Antiretroviral Programme

Concept Merely 
Mentioned

Level 6

39 Transition from pediatric to adult 
healthcare services for young adults 
with chronic illnesses: the special case 
of human immunodeficiency virus 
infection

Concept 
Discussed

Level 7

40 Defining Transition Success for Young 
Adults with Inflammatory Bowel 
Disease According to patients…

Concept 
Discussed

Level 6

41 Growing Up: Not an Easy Transition- 
Perspectives of Patients and Parents 
regarding Transfer from a Pediatric 
Liver Transplant Center to Adult Care

Concept 
Discussed

Level 6

42 Scoping review of neurogenic bladder 
patient-reported readiness and 
experience following care in a 
transitional urology clinic

Concept 
Discussed

Level 3

43 Transition from paediatric to adult- 
orientated care for adolescents with 
cystic fibrosis

Concept 
Discussed

Level 7

44 Graduation Day: Healthcare 
Transition From Pediatric to Adult

Concept 
Discussed

Level 7

45 Transition from paediatric to adult 
care for patients with sickle cell 
disease

Concept 
Discussed

Level 6

46 That eagle covering me: transitioning 
and connected autonomy for emerging 
adults with cystinosis

Concept 
Discussed

Level 6

47 Transitioning Care of an Adolescent 
With Cystic Fibrosis: Development of 
Systemic Hypothesis Between Parents, 
Adolescents, and Health Care 
Professionals

Concept 
Discussed

Level 6

48 The pediatric social worker really 
shepherds them through the process: 
Care team members’ roles in 
transitioning adolescents and young 
adults with HIV to adult car

Concept 
Discussed

Level 6

49 Essen transition model for 
neuromuscular diseases

Concept 
Discussed

Level 6

50 Topical review: Transitional services 
for teens and young adults with 

Concept 
Discussed

Level 7

Table 1 (continued )

Author 
(s)

Title Category Level of 
Evidence

attention-deficit hyperactivity 
disorder: A process map and proposed 
model to overcoming barriers to care

51 Physicians as barriers to successful 
transitional care

Concept 
Discussed

Level 7

52 Transition of pediatric liver transplant 
recipients to adult care: patient and 
parent perspectives

Concept 
Discussed

Level 6

53 Health Care Transition Preparation 
and Experiences in a US National 
Sample of Young Adults With Type 1 
Diabetes

Concept 
Discussed

Level 6

54 Care of adolescents in transition Concept 
Discussed

Level 7

55 Educate, communicate, anticipate- 
practical recommendations for 
transitioning adolescents with IBD to 
adult health care

Concept 
Discussed

Level 7

56 Systems thinking perspectives applied 
to healthcare transition for youth with 
disabilities: a paradigm shift for 
practice, policy and research

Concept 
Discussed

Level 7

57 Transition to adult care: systematic 
assessment of adolescents with chronic 
illnesses and their medical teams

Concept 
Discussed

Level 6

58 The adolescent with sickle cell anemia Concept 
Discussed

Level 7

59 Inflammatory bowel disease in 
transition: challenges and solutions in 
adolescent care

Concept 
Discussed

Level 7

60 Navigating being a young adult with 
cerebral palsy: a qualitative study

Concept 
Discussed

Level 6

61 Destination unknown: Parents and 
healthcare professionals’ perspectives 
on transition from pediatric to adult 
care in down syndrome

Concept 
Discussed

Level 6

62 Inflammatory Bowel Disease Nurses’ 
Perspectives: Prioritizing Adolescent 
Transition Readiness Factors

Concept 
Discussed

Level 6

63 "That’s True Love:" Lived Experiences 
of Puerto Rican Perinatally HIV- 
Infected Youth within Their Families’ 
Context

Concept 
Discussed

Level 6

64 Qualitative study of facilitators and 
barriers for continued follow-up care 
as perceived and experienced by 
young people with congenital heart 
disease in Sweden

Concept 
Discussed

Level 6

65 Parents’ views on and need for an 
intervention during their chronically 
ill child’s transfer to adult care

Concept 
Discussed

Level 6

66 The transition experience of epilepsy 
patients/families: results of a 
telephone survey

Concept 
Discussed

Level 6

67 Transitioning from pediatric to adult 
care and the HIV care continuum in 
Ghana: a retrospective study

Author 
identified 
Salient Theme

Level 6

68 Transition from Pediatric to Adult 
Centered Care: Lessons from the 
Literature and the Trenches

Author 
identified 
Salient Theme

Level 7

69 Perspectives on care for young adults 
with type 1 diabetes transitioning from 
pediatric to adult health systems: A 
national survey of pediatric 
endocrinologists

Author 
identified 
Salient Theme

Level 6

70 Continuity of care in the transition 
from child to adult diabetes services: a 
realistic evaluation study

Author 
identified 
Salient Theme

Level 3

71 Challenges in transitioning 
adolescents and young adults with 
rheumatologic diseases to adult Care 
in a Developing Country - the Brazilian 
experience

Author 
identified 
Salient Theme

Level 6

(continued on next page)
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Table 1 (continued )

Author 
(s)

Title Category Level of 
Evidence

72 Transition of care to adult services for 
pediatric solid-organ transplant 
recipients

Author 
identified 
Salient Theme

Level 7

73 Transitions in Pediatric 
Gastroenterology: Results of a 
National Provider Survey

Author 
identified 
Salient Theme

Level 6

74 Health care transition planning: A 
potpourri of perspectives from nurses

Author 
identified 
Salient Theme

Level 6

75 Health care transition in congenital 
heart disease: the providers’ view 
point

Author 
identified 
Salient Theme

Level 7

76 Strategies for improving transition to 
adult cystic fibrosis care, based on 
patient and parent views

Author 
identified 
Salient Theme

Level 6

77 Transition, It’s More Than Just An 
Event: Supporting Young People With 
Type 1 Diabetes

Author 
identified 
Salient Theme

Level 6

78 Journeying from nirvana with mega- 
mums and broken hearts: the complex 
dynamics of transition from paediatric 
to adult settings

Author 
identified 
Salient Theme

Level 6

79 Transition from child to adult health 
services: A qualitative study of the 
views and experiences of families of 
young adults with intellectual 
disabilities

Author 
identified 
Salient Theme

Level 6

80 Experiences of adolescents with cystic 
fibrosis during their transition from 
paediatric to adult health care: a 
qualitative study of young Australian 
adults

Author 
identified 
Salient Theme

Level 6

81 Adolescents With Congenital Heart 
Disease and Their Parents Needs 
Before Transfer to Adult Care

Author 
identified 
Salient Theme

Level 6

82 Easing the transition of HIV-infected 
adolescents to adult care

Author 
identified 
Salient Theme

Level 7

83 “You think it’s hard now…It gets much 
harder for our children”: Youth with 
autism and their caregiver’s 
perspectives of health care transition 
services

Author 
identified 
Salient Theme

Level 6

84 Healthcare needs of adolescents with 
congenital heart disease transitioning 
into adulthood: a Delphi survey of 
patients, parents, and healthcare 
providers

Author 
identified 
Salient Theme

Level 6

85 Barriers in transitioning urologic 
patients from pediatric to adult care

Author 
identified 
Salient Theme

Level 7

86 Transitioning adolescents to adult 
nephrology care: a systematic review 
of the experiences of adolescents, 
parents, and health professionals

Author 
identified 
Salient Theme

Level 5

87 Transitions from pediatric to adult 
rheumatology care for juvenile 
idiopathic arthritis: a patient led 
qualitative study

Author 
identified 
Salient Theme

Level 6

88 Transition from pediatric to adult 
health care for young adults with 
neurological disorders: parental 
perspectives

Author 
identified 
Salient Theme

Level 6

89 Transfer is not a transition - voices of 
Jamaican adolescents with HIV and 
their health care providers

Author 
identified 
Salient Theme

Level 6

90 Health Care Transition for Youth 
Living With HIV/AIDS

Author 
identified 
Salient Theme

Level 5

91 Parents’ experiences with health care 
transition of their adolescents and 
young adults with medically complex 
conditions: A scoping review

Author 
identified 
Salient Theme

Level 5

Table 1 (continued )

Author 
(s)

Title Category Level of 
Evidence

92 Knowledge of disease markers and 
quality of patient-provider interaction 
among adolescents with perinatally 
acquired HIV: implications for 
transition to adult care

Author 
identified 
Salient Theme

Level 6

93 "It’s like losing a part of my family": 
transition expectations of adolescents 
living with perinatally acquired HIV 
and their guardians

Author 
identified 
Salient Theme

Level 6

94 Adolescents’ and young adults’ 
transition experiences when 
transferring from paediatric to adult 
care: a qualitative metasynthesis

Author 
identified 
Salient Theme

Level 5

95 Transition of Care and Health-Related 
Outcomes in Pediatric-Onset Systemic 
Lupus Erythematosus

Author 
identified 
Salient Theme

Level 6

96 Current practices for the transition and 
transfer of patients with a wide 
spectrum of pediatric-onset chronic 
diseases: Results of a clinician survey 
at a free-standing pediatric hospital

Author 
identified 
Salient Theme

Level 6

97 Transition and transfer of adolescents 
and young adults with pediatric onset 
chronic disease: the patient and parent 
perspective

Author 
identified 
Salient Theme

Level 6

98 Clinician perceptions of transition of 
patients with pediatric-onset chronic 
disease to adult medical care

Author 
identified 
Salient Theme

Level 6

99 Referral patterns and perceived 
barriers to adult congenital heart 
disease care: results of a survey of U.S. 
pediatric cardiologists

Author 
identified 
Salient Theme

Level 6

100 The Importance of Meanings of 
Antiretroviral Treatment and Care 
Providers for Adherence and 
Transitioning to Adult Services Among 
Youth With Perinatally Acquired HIV

Author 
identified 
Salient Theme

Level 6

101 Adherence to transition guidelines in 
European paediatric nephrology units

Author 
identified 
Salient Theme

Level 6

102 A qualitative study of transitioning 
patients with hydrocephalus from 
pediatric to adult care: fear of 
uncertainty, communication gaps, 
independence, and loss of 
relationships

Author 
identified 
Salient Theme

Level 6

103 Health Care Transition Perceptions 
Among Parents of Adolescents with 
Congenital Heart Defects in Georgia 
and New York

Author 
identified 
Salient Theme

Level 6

104 Status of the transition/transfer 
process for adolescents with chronic 
diseases at a national pediatric referral 
hospital in Argentina

Author 
identified 
Salient Theme

Level 6

105 Adult Provider Perspectives on 
Transition and Transfer to Adult Care: 
A Multi-Specialty, Multi-Institutional 
Exploration

Author 
identified 
Salient Theme

Level 6

106 Barriers to Transition From Pediatric 
to Adult Care: A Systematic Review

Author 
identified 
Salient Theme

Level 3

107 Concerns, Barriers, and 
Recommendations to Improve 
Transition from Pediatric to Adult IBD 
Care: Perspectives of Patients, Parents, 
and Health Professionals

Author 
identified 
Salient Theme

Level 6

108 HIV positive youth’s healthcare 
transition from pediatric to adult 
service: nursing implications

Author 
identified 
Salient Theme

Level 6

109 5 years after introduction of a 
transition protocol: An evaluation of 
transition care for patients with 
chronic bladder conditions

Author 
identified 
Salient Theme

Level 6

(continued on next page)
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Table 1 (continued )

Author 
(s)

Title Category Level of 
Evidence

110 Transitioning adolescents with sickle 
cell disease to adult-centered care

Author 
identified 
Salient Theme

Level 6

111 Healthcare system barriers to long- 
term follow-up for adult survivors of 
childhood cancer in British Columbia, 
Canada: a qualitative study

Author 
identified 
Salient Theme

Level 6

112 Transition from paediatric to adult 
care: a qualitative study of the 
experiences of young adults with type 
1 diabetes

Author 
identified 
Salient Theme

Level 6

113 Transition from pediatric to adult care 
in emerging adults with type 1 
diabetes: a blueprint for effective 
receivership

Author 
identified 
Salient Theme

Level 7

114 Patient and parent perspectives on 
transition from paediatric to adult 
healthcare in rheumatic diseases: an 
interview study

Author 
identified 
Salient Theme

Level 6

115 Meeting the needs of young people 
with diabetes: an ongoing challenge

Author 
identified 
Salient Theme

Level 6

116 Transition from pediatric to adult care 
among patients with epilepsy: Cross- 
sectional surveys of experts and 
patients in Korea

Author 
identified 
Salient Theme

Level 6

117 Transition clinics: an observational 
study of themes important to young 
people with inflammatory bowel 
disease

Author 
identified 
Salient Theme

Level 6

118 Ethical considerations in transition Author 
identified 
Salient Theme

Level 7

119 Transition and transfer of childhood 
cancer survivors to adult care: A 
national survey of pediatric 
oncologists

Author 
identified 
Salient Theme

Level 6

120 A national survey of transition from 
pediatric to adult healthcare providers 
for adolescents and young adults with 
type 1 diabetes: perspectives of 
pediatric endocrinologists in Korea

Author 
identified 
Salient Theme

Level 6

121 Transitions in the lives of young 
people with complex healthcare needs

Author 
identified 
Salient Theme

Level 6

122 Transition from child to adult care in 
an outpatient clinic for adolescents 
with juvenile idiopathic arthritis: An 
inductive qualitative study

Author 
identified 
Salient Theme

Level 6

123 South African healthcare provider 
perspectives on transitioning 
adolescents into adult HIV care

Author 
identified 
Salient Theme

Level 6

124 Toward a better understanding of 
transition from pediatric to adult care 
in type 1 diabetes: A qualitative study 
of adolescents

Author 
identified 
Salient Theme

Level 6

125 Transition of patients with 
mucopolysaccharidosis from 
paediatric to adult care

Author 
identified 
Salient Theme

Level 7

126 Transitioning to adult care among 
adolescents with sickle cell disease: a 
transitioning clinic based on patient 
and caregiver concerns and needs

Author 
identified 
Salient Theme

Level 6

127 Experiences of young people living 
with type 1 diabetes in transition to 
adulthood: The importance of care 
provider familiarity and support

Author 
identified 
Salient Theme

Level 6

128 Defining "Community" from the 
Perspectives of Individuals with Sickle 
Cell Disease in Rural Georgia

Author 
identified 
Salient Theme

Level 6

129 Primary Care Providers Involvement 
in Caring for Young Adults with 
Complex Chronic Conditions Exiting 
Pediatric Care: An Integrative 
Literature Review

Author 
identified 
Salient Theme

Level 3

Table 1 (continued )

Author 
(s)

Title Category Level of 
Evidence

130 Adolescents and Adults With 
Congenital Heart Disease: Why Are 
They Lost to Follow-Up?

Author 
identified 
Salient Theme

Level 7

131 Parental Perspectives on Health Care 
Transition in Adolescent and Young 
Adult Survivors of Pediatric Cancer

Author 
identified 
Salient Theme

Level 3

132 Patients’ perspective on factors that 
facilitate transition from child- 
centered to adult-centered health care: 
a theory integrated metasummary of 
quantitative and qualitative studies

Author 
identified 
Salient Theme

Level 5

133 Adolescents growing with HIV/AIDS: 
experiences of the transition from 
pediatrics to adult care

Author 
identified 
Salient Theme

Level 6

134 Patient and Caregiver Perspectives on 
Transition and Transfer

Author 
identified 
Salient Theme

Level 6

135 Transition from paediatric to adult 
services: experiences of HIV-positive 
adolescents

Author 
identified 
Salient Theme

Level 6

135 Transition from pediatric to adult 
services: Experiences of HIV-positive 
adolescents

Author 
identified 
Salient Theme

136 Strategies to improve outcomes of 
youth experiencing healthcare 
transition from pediatric to adult HIV 
care in a large U.S. city

Author 
identified 
Salient Theme

Level 6

137 Transition of patients with childhood 
onset epilepsy: Perspectives from 
pediatric and adult neurologists

Author 
identified 
Salient Theme

Level 6

138 ’You’re 18 now, goodbye’: the 
experiences of young people with 
attention deficit hyperactivity disorder 
of the transition from child to adult 
services

Author 
identified 
Salient Theme

Level 6

139 Patient, Caregiver, and Provider 
Perceptions of Transition Readiness 
and Therapeutic Alliance during 
Transition from Pediatric to Adult 
Care in Epilepsy

Author 
identified 
Salient Theme

Level 6

140 Defining success in transitions from 
pediatric to adult chronic pain care: A 
descriptive qualitative study of 
perspectives of young adults living 
with chronic pain

Author 
identified 
Salient Theme

Level 6

141 Transition experience of young adults 
with inflammatory bowel diseases 
(IBD): a mixed methods study

Author 
identified 
Salient Theme

Level 6

142 The role of resilience in healthcare 
transitions among adolescent kidney 
transplant recipients

Author 
identified 
Salient Theme

Level 6

143 Transitional-age youth with chronic 
medical and mental health conditions

Author 
identified 
Salient Theme

Level 7

144 Epilepsy: addressing the transition 
from pediatric to adult care

Author 
identified 
Salient Theme

Level 7

145 Challenges to Diabetes Self- 
Management in Emerging Adults With 
Type 1 Diabetes

Author 
identified 
Salient Theme

Level 6

146 Follow-up care provider preferences of 
adolescent and young adult cancer 
survivors

Author 
identified 
Salient Theme

Level 6

147 Health care transition: youth, family, 
and provider perspectives

Author 
identified 
Salient Theme

Level 6

148 Transition from paediatric to adult 
ophthalmology services: what matters 
most to young people with visual 
impairment

Author 
identified 
Salient Theme

Level 6

149 Transition from pediatric to adult 
health care: expectations of 
adolescents with chronic disorders and 
their parents

Author 
identified 
Salient Theme

Level 6

(continued on next page)
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provider perspective.
Patients identified relational aspects most often as a barrier. They 

reportedly struggled with strong feelings of loss:
“Focus group participants highlighted the importance of the strong, 

longstanding relationships they had built with their pediatric rheuma-
tologists. For many patients, their pediatric rheumatology team had 
played a pivotal role in their development, and participants mourned the 
loss of this relationship when they were required to see a new 
physician”87.

“Young adults with T1D often have long-standing relationships with 
their pediatric providers. Indeed, 64 % of T1D patients between the ages 
of 18 & 30 who were still in pediatric care noted they had avoided 
transitioning to adult care due to an emotional attachment to their pe-
diatric provider.”113.

There were references to a pediatric provider’s inability to let go:
“Pediatric physicians often develop close relationships with patients 

and their families, fostering a strong mutual bond of caring and trust. As 
a result, pediatric gastroenterologists themselves can be a barrier to 
transition”68;.

“In keeping with studies in other contexts, a barrier to the transition 

Table 1 (continued )

Author 
(s)

Title Category Level of 
Evidence

150 Identifying metrics of success for 
transitional care practices in 
childhood cancer survivorship: A 
qualitative study of survivorship 
providers

Author 
identified 
Salient Theme

Level 6

151 Identifying metrics of success for 
transitional care practices in 
childhood cancer survivorship: a 
qualitative interview study of 
survivors

Author 
identified 
Salient Theme

Level 6

152 Transitioning Adolescents and Young 
Adults with Spina Bifida to Adult 
Healthcare: Initial Findings from a 
Model Program

Author 
identified 
Salient Theme

Level 6

153 Addressing transition to adult health 
care for adolescents with special 
health care needs

Author 
identified 
Salient Theme

Level 6

154 Life beyond pediatrics. Transition of 
chronically ill adolescents from 
pediatric to adult health care systems

Author 
identified 
Salient Theme

Level 7

155 Perspectives from primary health care 
providers on their roles for supporting 
adolescents and young adults 
transitioning from pediatric services

Author 
identified 
Salient Theme

Level 6

156 Parental experiences of transitioning 
their adolescent with epilepsy and 
cognitive impairments from pediatric 
to adult health care

Author 
identified 
Salient Theme

Level 6

157 Social workers as transition brokers: 
facilitating the transition from 
pediatric to adult medical care

Author 
identified 
Salient Theme

Level 7

158 The transition from pediatric to adult 
health care in young adults with spina 
bifida: Demographic and physician- 
related correlates

Author 
identified 
Salient Theme

Level 6

159 Transitioning Adolescents and Young 
Adults With Sickle Cell Disease From 
Pediatric to Adult Health Care: 
Provider Perspectives

Author 
identified 
Salient Theme

Level 6

160 Challenges of the Transition from 
Pediatric Care to Care of Adults: "Say 
Goodbye, Say Hello"

Author 
identified 
Salient Theme

Level 7

161 Health Care Transition in Youth With 
Type 1 Diabetes and an A1C > 9 %: 
Qualitative Analysis of Pre-Transition 
Perspectives

Author 
identified 
Salient Theme

Level 6

162 Transition of the adolescent from the 
children’s to the adults’ diabetes clinic

Author 
identified 
Salient Theme

Level 7

163 Transition to adult care: Experiences 
and expectations of adolescents with a 
chronic illness

Author 
identified 
Salient Theme

Level 6

164 Transition of the adolescent patient 
with rheumatic disease: issues to 
consider

Author 
identified 
Salient Theme

Level 6

165 Transition from pediatric to adult 
medical services for young people with 
chronic neurological problems

Author 
identified 
Salient Theme

Level 7

166 Qualitative study exploring the 
perspectives of emerging adults with 
type 1 diabetes after transfer to adult 
care from a paediatric diabetes centre 
in Montreal, Canada

Author 
identified 
Salient Theme

Level 6

167 Needs of children with a chronic 
bladder in preparation for transfer to 
adult care

Author 
identified 
Salient Theme

Level 6

168 Crossing the transition chasm: 
experiences and recommendations for 
improving transitional care of young 
adults, parents and providers

Author 
identified 
Salient Theme

Level 6

169 We never thought this would happen: 
transitioning care of adolescents with 
perinatally acquired HIV infection 
from pediatrics to internal medicine

Author 
identified 
Salient Theme

Level 6

Table 1 (continued )

Author 
(s)

Title Category Level of 
Evidence

170 "Are these adult doctors gonna know 
me?" Experiences of transition for 
young people with a liver transplant

Author 
identified 
Salient Theme

Level 6

171 Healthcare transition in pediatric liver 
transplantation: The perspectives of 
pediatric and adult healthcare 
professionals

Author 
identified 
Salient Theme

Level 6

172 Patient Perspectives on Nurse-led 
Consultations Within a Pilot 
Structured Transition Program for 
Young Adults Moving From an 
Academic Tertiary Setting to 
Community-based Type I Diabetes 
Care

Author 
identified 
Salient Theme

Level 6

27 The Transition from Paediatric to 
Adult 
Health Care Services for Young Adults 
with a Disability: An Ethical 
Perspective

Major premise/ 
Exclusively 
about

Level 7

25 Transition From Pediatric and 
Adolescent HIV Care to Adult HIV Care 
and the Patient-Provider Relationship: 
A Qualitative Metasynthesis

Major premise/ 
Exclusively 
about

26 Cliff or Bridge: Breaking up with the 
paediatric healthcare system

Major premise/ 
Exclusively 
about

Level 7

28 Putting the Good in Goodbye: The 
Pediatrician’s Role in Framing a 
Positive 
Transition to Adult Care

Major premise/ 
Exclusively 
about

Level 7

24 "A Bridge Over Troubled Water": 
Nurses’ Leadership in Establishing 
Young Adults’ Trust Upon the 
Transition to Adult Renal-Care - A 
Dual-Perspective Qualitative Study

Major premise/ 
Exclusively 
about

Level 6

173 Patient-Provider Relationships Across 
the Transition From Pediatric to Adult 
Diabetes Care A Qualitative Study

Major premise/ 
Exclusively 
about

Level 6

Table 2 
Frequency of Relational factors as Barriers, Neutral or Facilitators from Stake-
holder Perspectives.

Patient Parent Pediatric Provider Adult Provider

Barrier 108 70 65 15
Neutral 9 2 4 1
Facilitator 27 10 22 19
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process was the healthcare provider’s difficulty in letting go of re-
lationships with their adolescent patients. Healthcare providers felt a 
strong, protective attachment towards their adolescent patients, whom 
they considered vulnerable”123.

There were also several papers noting concerns from patients and 
parents that the new team would not know them as well:

“After transfer, the loss of relationship with the paediatric team was 
considered a barrier to transition care as it required an increased effort 
to build a new therapeutic relationship with the adult care team”166.

“Caregivers regretted losing a valued and trusted provider”83.
Parents further identify a barrier related to the ambiguity of their 

new role with the adult team:
“Additional issues identified were the parents losing their own sup-

port system and anticipating their own role change, although not un-
derstanding how it might change”110.

A smaller number of papers also discussed ways that the relationship 
between patients/parents and pediatric providers served as a facilitator 
in modelling how trusting relationships and communication could be 
built:

“participants who were pediatric providers repeatedly cited trusting 
relationships between the patient and provider as a facilitator to suc-
cessful transition. They explained that when patients were comfortable 
discussing treatment plans and asking questions openly, they were more 
likely to be successful when they transferred to an adult provider”159.

Importantly, when relationships were identified as patronizing, pa-
tients reported this as facilitating transition, because they looked for-
ward to a more empowered, and less passive, relationship with an adult 
provider.

“Patients valued how adult providers’ collaborative conversations 
promoted their involvement and accountability compared with “parent- 
centric” interactions with pediatric providers. Participants reported 
feeling less judged by adult providers than pediatric providers”44.

4. Discussion

This scoping review looked broadly at how research examined the 
effects of relationships on the pediatric to adult transition context. While 
152 were eventually identified as meeting criteria for inclusion, very few 
were exclusively about the topic of relationships in transition.

Relational aspects of the patient/provider relationship were identi-
fied as both barriers and facilitators from every stakeholder perspective. 
Distilling the reasons behind when relationships were seen in each way 
may lead to possible interventions to improve the transition process 

through better understanding and/or modification of these relational 
aspects. It is important to acknowledge that while the strength of re-
lationships between providers and patients and families are widely seen 
as beneficial to pediatric care, these same strengths may actually serve 
as a barrier to transition. Numerous papers suggest that all stakeholders 
seem to experience strong emotions that inhibit their ability to move 
readily toward transfer25,123,166,83,53. Quotes from articles underscored 
sadness at the end of a relationship, fear of the unknown, and lack of 
confidence that there would be the same level of understanding with 
adult providers. Patients felt that pediatric providers “got them”; while 
parents felt they have developed a therapeutic working relationship 
with someone and may fear that they will be excluded from conversa-
tions in the future. These areas may serve as useful targets for future 
intervention development. Specifically, being able to acknowledge these 
feelings in a formal way as part of a transition process may improve 
coping for all involved. In addition, fears can be addressed directly with 
psychoeducation provided to both normalize and also better prepare 
everyone for transition.

Providers often felt protective of their treatment plans or proud of 
their clinical, research or relational efforts and did not wish to say 
goodbye29.30. This strong connection between a pediatric provider and a 
patient can serve as a barrier in some circumstances, but it can also 
enhance the feelings of autonomy, confidence and self-efficacy that are 
central to an ultimately successful transfer of care. Where there is a 
trusting relationship with a pediatric provider, patients can learn to 
honestly communicate questions and concerns and practice skill build-
ing through the transition years. Several studies suggested that, with a 
lived experience of a healthy relationship with a medical provider, pa-
tients could move into adult care prepared to build a rapport that feels 
supportive and nurture a similar therapeutic alliance26,159.

Research suggests that patients who have good relationships with 
their pediatric providers possess insight into what is important to them 
and can hope to build an equally successful relationship with a new 
provider over time26,28. One area in which interventions and education 
may be useful is to emphasize ways that the transition to adult care can 
be empowering for the young adult patient. The more patient-centred 
approach in adult medicine can often feel reaffirming with respect to 
autonomy and collaboration, as opposed to an often less empowering 
and occasionally paternalistic or prescriptive approach in pediatrics, 
where providers and team members may do more for the patient and 
pull in parents more directly and for longer than the youth may desire. 
Framing the shift in this way is another intervention to be considered.

One unique aspect of this study is that all reviewers were licensed 

Table 3 
Concepts of Relational Factors as Barriers, Neutral or Facilitator from Stakeholder Perspectives.

Patient Parent Pediatric Provider Adult Provider

Barrier Loss of close & long-standing 
relationships including feelings of 
abandonment, anger & grief 
Expectation of significant effort to 
build new relationship with adult 
provider (“hard to start over”)

Loss of long-standing, trusting 
relationships and support systems 
Loss of control: fear that adult provider 
will not listen to or value their expertise 
(as compared with active involvement in 
pediatric care)

Loss of close & long-standing 
relationships 
Difficulty letting go as feeling of 
protective attachment

Mismatch in expectations as 
patients are less prepared to 
advocate for themselves 
(overreliance on others) 
Strong relationships with 
pediatric providers impedes 
connecting with new adult 
provider

Neutral (neither 
barrier nor 
facilitator, just 
“is”)

Comfortable relationship with 
pediatric care provider 
Important to have good rapport

End of meaningful relationship 
Important aspect of trauma-informed care 
is honoring the relational component

Acknowledge shared experiences 
to provide closure 
Complex process of interactions 
in continual relationships

Consultation style (problem- 
focused) and communication 
interactions

Facilitator Feeling known, safe & attached to 
pediatric provider may transfer to adult 
provider (“I know I can build 
relationships”) 
Learning strategies from pediatric 
provider focusing on autonomy & 
independence may transfer to adult 
provider (“I know I can advocate for 
myself”)

Experiencing strong & positive 
relationship with pediatric provider may 
transfer to adult provider 
Perceiving strong & positive relationship 
between pediatric and adult providers 
with clear transfer process contributes to 
feeling secure with adult provider (trust 
the referral)

A caring relationship, providing 
opportunities to discuss care, may 
be model for adult oriented care 
and future relationships 
Lack of attachment may 
contribute to greater readiness to 
transition/leave current provider

More patient-centered approach 
affirms value of autonomy & 
collaboration (treats patients 
“like adults”) 
Collaborative, rather than 
pediatric/paternalistic, 
approach reduces “feeling 
judged”
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social workers. In a multi-disciplinary role, clinical social workers bear 
witness to the many dimensions that impact the transition experience for 
families, patients, and medical caregivers, including the strong 
emotional connections formed174. Clinical social workers and other 
mental health clinicians are trained to approach patient encounters with 
a lens that recognizes experiences, perceptions, and health/illness nar-
ratives unique to each individual, which enables the scaffolding of 
strong working relationships with patients. This underpinning promotes 
and distinguishes relationships as core to medical social work prac-
tice175. The quality and influence of the relationship and dyads between 
the patient and medical provider resonate with social workers, as they 
reflect codified professional values and identities176. In a medical model, 
clinical social workers are frequently the psychosocial providers fully 
embedded within care teams, encountering patients during various 
longitudinal medical touchpoints. Psychologists and other mental health 
providers may be focused on specific, discrete consult-driven assess-
ments. All mental health clinicians are trained that termination is an 
important part of the therapeutic process, something that is particularly 
relevant to transition work. A ‘person-in-environment’ perspective in 
social work is a well-established practice-guiding principle that high-
lights the importance of understanding of behavior within environ-
mental contexts; the health care system is one of these concentric rings 
impacting relational variables. Health-care transition considerations 
include multiple environments and relationships within these systems. 
Social workers inherently have this whole environment lens in their 
scope of role. As part of interdisciplinary care teams, they are well 
positioned to help navigate the relational aspects of transition.

There were limitations to the study. As with any scoping review, 
otherwise relevant articles may have been missed in abstract review 
stage that did not meet pre-articulated criteria. It was noted that one of 
the authors of this scoping review had an article that focused exclusively 
on relationship that was ultimately included based on expert opinion 
and consensus of the authors, but the abstract itself did not accurately 
describe the key concepts that aligned with criteria. It would not have 
made it through review if the team had not been thoroughly aware of the 
precise and overt content. There is the potential that other abstracts 
similarly did not mention the search terms and additional pertinent 
articles were missed. Although not included in this review, the transition 
from child to adult mental health services came up frequently in the 
abstract review and, given the focus on the therapeutic relationships in 
mental health treatment, is an additional important area to explore. A 
strength of the study is that the study team was composed entirely of 
medical social workers with interest and experience in the area of 
transition practice. Social workers are trained to understand relational 
factors and the potential nuances involved with the termination process 
within the dynamic of said relationships.

5. Conclusion

The relationship between patients, parents and pediatric providers is 
a frequently mentioned topic in the transition literature. While the 
majority of studies describe these important relationships as barriers, 
some highlight relationships as facilitators in transition. However, there 
is very little research focused exclusively on the topic of relationships 
that includes any formal study of interventions, with no randomized 
control studies found and the majority of the studies in levels 6 and 7 
according to the hierarchy of evidence coding. Further research on po-
tential interventions are needed, especially research focused on 
leveraging the identified facilitators to improve the transition process. In 
addition to reducing the identified barriers, such strengths based models 
may serve as a useful way to improve transition outcomes across various 
fields of practice.
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6. Mazzucato M, Visonà Dalla Pozza L, Minichiello C, et al. The epidemiology of 
transition into adulthood of rare diseases patients: results from a population-based 
registry. IJERPH. 2018;15(10):2212. https://doi.org/10.3390/ijerph15102212.

7. American Academy of Pediatrics, American Academy of Family Physicians, 
American College of Physicians-American Society of Internal Medicine. 
A consensus statement on health care transitions for young adults with special 
health care needs. Pediatrics. 2002;110(Supplement_3):1304–1306. https://doi. 
org/10.1542/peds.110.S3.1304.

8. Cooley WC, Sagerman PJ, American Academy of Pediatrics AA of FP, American 
College of Physicians, Transitions Clinical Report Authoring Group. Supporting the 
health care transition from adolescence to adulthood in the medical home. 
Pediatrics. 2011;128(1):182–200. https://doi.org/10.1542/peds.2011-0969.

9. GotTransition. Accessed March 25, 2024. Gottransition.org.
10. White P.H., Cooley W.C., Transitions clinical report authoring group, American 

academy of pediatrics, American academy of family physicians, American college 
of physicians. Supporting the health care transition from adolescence to adulthood 
in the medical home. Pediatrics. 2018;142(5):e20182587. doi:10.1542/ 
peds.2018–2587.

11. Gray WN, Schaefer MR, Resmini-Rawlinson A, Wagoner ST. Barriers to transition 
from pediatric to adult care: a systematic review. J Pediatr Psychol. 2018;43(5): 
488–502. https://doi.org/10.1093/jpepsy/jsx142.

12. Jones C, Ritchwood TD, Taggart T. Barriers and facilitators to the successful 
transition of adolescents living with hiv from pediatric to adult care in low and 
middle-income countries: a systematic review and policy analysis. AIDS Behav. 
2019;23(9):2498–2513. https://doi.org/10.1007/s10461-019-02621-6.

13. Crowley R, Wolfe I, Lock K, McKee M. Improving the transition between paediatric 
and adult healthcare: a systematic review. Arch Dis Child. 2011;96(6):548–553. 
https://doi.org/10.1136/adc.2010.202473.

14. McManus M, White P, Barbour A, et al. Pediatric to adult transition: a quality 
improvement model for primary care. J Adolesc Health. 2015;56(1):73–78. https:// 
doi.org/10.1016/j.jadohealth.2014.08.006.

15. Davidson LF, St. Martin V, Faro EZ. Advancing pediatric primary care practice: 
Preparing youth for transition from pediatric to adult medical care, a quality 
improvement initiative. J Pediatr Nurs. 2022;66:171–178. https://doi.org/ 
10.1016/j.pedn.2022.06.007.

16. Disabato JA, Cook PF, Hutton L, Dinkel T, Levisohn PM. Transition from pediatric 
to adult specialty care for adolescents and young adults with refractory epilepsy: a 
quality improvement approach. J Pediatr Nurs. 2015;30(5):e37–e45. https://doi. 
org/10.1016/j.pedn.2015.06.014.

17. Heuer B, Hunter JM, Hatton A, et al. Napnap position statement on age parameters 
for pediatric nurse practitioner practice. J Pediatr Health Care. 2019;33(2):A9–A11. 
https://doi.org/10.1016/j.pedhc.2018.10.007.

18. Bower WF, Christie D, DeGennaro M, et al. The transition of young adults with 
lifelong urological needs from pediatric to adult services: An international 
children’s continence society position statement. Neurourol Urodyn. 2017;36(3): 
811–819. https://doi.org/10.1002/nau.23039.

19. Brown LW, Canfields P, Capers M, et al. The neurologist’s role in supporting 
transition to adult health care: A consensus statement. Neurology. 2016;87(8): 
835–840. https://doi.org/10.1212/WNL.0000000000002965.

20. Moons P, Bratt EL, De Backer J, et al. Transition to adulthood and transfer to adult 
care of adolescents with congenital heart disease: a global consensus statement of 
the ESC Association of Cardiovascular Nursing and Allied Professions (ACNAP), the 
ESC Working Group on Adult Congenital Heart Disease (WG ACHD), the 
Association for European Paediatric and Congenital Cardiology (AEPC), the Pan- 
African Society of Cardiology (PASCAR), the Asia Pacific Pediatric Cardiac Society 
(APPCS), the Inter-American Society of Cardiology (IASC), the Cardiac Society of 
Australia and New Zealand (CSANZ), the International Society for Adult 
Congenital Heart Disease (ISACHD), the World Heart Federation (WHF), the 
European Congenital Heart Disease Organisation (ECHDO), and the Global 
Alliance for Rheumatic and Congenital Hearts(Global ARCH). Eur Heart J. 2021;42 
(41):4213–4223. https://doi.org/10.1093/eurheartj/ehab388.

21. Melnyk BM, Fineout-Overholt E. Evidence-Based Practice in Nursing & Healthcare: A 
Guide to Best Practice. Fifth ed. Wolters Kluwer; 2023.

22. Page MJ, McKenzie JE, Bossuyt PM, et al. The PRISMA 2020 statement: an updated 
guideline for reporting systematic reviews. Published online March 29 BMJ. 2021: 
n71.

23. Ritholz MD, Wolpert H, Beste M, Atakov-Castillo A, Luff D, Garvey KC. Patient- 
provider relationships across the transition from pediatric to adult diabetes care: a 
qualitative study. Diabetes Educ. 2014;40(1):40–47. https://doi.org/10.1177/ 
0145721713513177.

24. Gabay (Gillie) G, Tarabeih M. A bridge over troubled water”: nurses’ leadership in 
establishing young adults’ trust upon the transition to adult renal-care - a dual- 
perspective qualitative study. J Pediatr Nurs. 2020;53:e41–e48. https://doi.org/ 
10.1016/j.pedn.2020.02.004.

25. Barr EA, Raybin JL, Dunlevy H, Abuogi L, Jones J. Transition from pediatric and 
adolescent HIV care to adult HIV care and the patient–provider relationship: a 
qualitative metasynthesis. J Assoc Nurses AIDS Care. 2022;33(2):132–154. https:// 
doi.org/10.1097/JNC.0000000000000239.

26. Baumbusch J. Cliff or bridge: breaking up with the paediatric healthcare system. 
Paediatr Child Health. 2024;29(2):84–86. https://doi.org/10.1093/pch/pxad061.

27. Bailey S, O’Connell B, Pearce J. The transition from paediatric to adult health care 
services for young adults with a disability: an ethical perspective. Aust Health Rev. 
2003;26(1):64. https://doi.org/10.1071/AH030064.

28. Fishman LN, Shanske S, McKenna KD. Putting the good in goodbye: the 
pediatrician’s role in framing a positive transition to adult care. Clin Pedia (Philos). 
2022;61(10):669–673. https://doi.org/10.1177/00099228221102711.

29. Adolescence AAoPCoCwDaCo. Transition of care provided for adolescents with 
special health care needs. American Academy of Pediatrics Committee on Children 
with Disabilities and Committee on Adolescence. Pediatrics. 1996;98(6 Pt 1): 
1203–1206.

30. Chisanga E. Applying specialist nurse skills to improve epilepsy adolescent 
transition services. Br J Neurosci Nurs. 2009;5(6):274–277. https://doi.org/ 
10.12968/bjnn.2009.5.6.42755.

31. Frederick C. Psychosocial challenges/transition to adulthood. Pedia Clin North Am. 
2016;63(4):735–749. https://doi.org/10.1016/j.pcl.2016.04.011.

32. Jurasek L, Ray L, Quigley D. Development and implementation of an adolescent 
epilepsy transition clinic. J Neurosci Nurs. 2010;42(4):181–189. https://doi.org/ 
10.1097/jnn.0b013e3181e26be6.

33. Karakas C, Schultz RJ, Gavvala JR. Challenges in the transition of care process for 
patients with Dravet and Lennox-Gastaut Syndromes. J Pediatr Epilepsy. 2020;09 
(04):135–142. https://doi.org/10.1055/s-0040-1716670.

34. Monaghan M, Hilliard M, Sweenie R, Riekert K. Transition readiness in adolescents 
and emerging adults with diabetes: The role of patient-provider communication. 
Curr Diabetes Rep. 2013;13(6):900–908. https://doi.org/10.1007/s11892-013- 
0420-x.

35. Narula S. Transition of care to adult neuroimmunology. 2023;46, 101052. https:// 
doi.org/10.1016/j.spen.2023.101052.

36. Romelczyk S, Homan S, Telfair J, Dave G, Keehn A, Maiese D. Healthcare 
coordination and transition for individuals with genetic conditions. Matern Child 
Health J. 2015;19(10):2215–2222. https://doi.org/10.1007/s10995-015-1738-6.

37. Timmer A, Peplies J, Westphal M, et al. Transition from pediatric to adult medical 
care - A survey in young persons with inflammatory bowel disease. PLoS One. 
2017;12(5). https://doi.org/10.1371/journal.pone.0177757.

38. Tulloch O, Theobald S, Ananworanich J, et al. From transmission to transition: 
lessons learnt from the thai paediatric antiretroviral programme. PLoS One. 2014;9 
(6). https://doi.org/10.1371/journal.pone.0099061.

39. Andiman WA. Transition from pediatric to adult healthcare services for young 
adults with chronic illnesses: The special case of human immunodeficiency virus 
infection. J Pedia. 2011;159(5):714–719. https://doi.org/10.1016/j. 
jpeds.2011.06.040.

40. Bihari A., Hamidi N., Seow C.H., Goodman K.J., Wine E., Kroeker K.I. Defining 
transition success for young adults with inflammatory bowel disease according to 
patients, parents and health care providers. 2022;5(4):192–198. doi:10.1093/jca 
g/gwac004.

41. Chandra S, Luetkemeyer S, Romero R, Gupta NA. Growing up: Not an easy 
transition-perspectives of patients and parents regarding transfer from a pediatric 
liver transplant center to adult care. Int J Hepatol. 2015;2015, 765957. https://doi. 
org/10.1155/2015/765957.

42. Chua ME, Tse LN, Silangcruz JM, et al. Scoping review of neurogenic bladder 
patient-reported readiness and experience following care in a transitional urology 
clinic. 2022;41(8):1650–1658. https://doi.org/10.1002/nau.25021.

43. Conway SP. Transition from paediatric to adult-orientated care for adolescents 
with cystic fibrosis. Disabil Rehabil. 1998;20(6-7):209–216. https://doi.org/ 
10.3109/09638289809166731.

44. Corkins KG, Miller MA, Whitworth JR, McGinnis C. Graduation day: healthcare 
transition from pediatric to adult. Nutr Clin Pract. 2018;33(1):81–89. https://doi. 
org/10.1002/ncp.10050.

45. De Montalembert M, Guitton C. Transition from paediatric to adult care for 
patients with sickle cell disease. Br J Haematol. 2014;164(5):630–635. https://doi. 
org/10.1111/bjh.12700.

46. Doyle M, Werner-Lin A. That eagle covering me: Transitioning and connected 
autonomy for emerging adults with cystinosis. Pedia Nephrol. 2015;30(2):281–291. 
https://doi.org/10.1007/s00467-014-2921-5.

47. Dupuis F, Duhamel F, Gendron S. Transitioning care of an adolescent with cystic 
fibrosis: Development of systemic hypothesis between parents, adolescents, and 
health care professionals. J Fam Nurs. 2011;17(3):291–311. https://doi.org/ 
10.1177/1074840711414907.

48. Fair C, Albright J, Lawrence A, Gatto A. The pediatric social worker really 
shepherds them through the process”: Care team members’ roles in transitioning 
adolescents and young adults with HIV to adult care. Vulnerable Child Youth Stud. 
2012;7(4):338–346. https://doi.org/10.1080/17450128.2012.713533.

49. Fleischer M., Coskun B., Stolte B., et al. Essen transition model for neuromuscular 
diseases. 2022;4(1):41. doi:10.1186/s42466–022-00206–8.

50. Fogler JM, Burke D, Lynch J, Barbaresi WJ, Chan E. Topical review: Transitional 
services for teens and young adults with attention-deficit hyperactivity disorder: A 
process map and proposed model to overcoming barriers to care. J Pediatr Psychol. 
2017;42(10):1108–1113. https://doi.org/10.1093/jpepsy/jsx102.

51. Fox A. Physicians as barriers to successful transitional care. Int J Adolesc Med 
Health. 2002;14(1):3–7.

52. Fredericks EM, Dore-Stites D, Lopez MJ, et al. Transition of pediatric liver 
transplant recipients to adult care: patient and parent perspectives. Pedia Transpl. 
2011;15(4):414–424. https://doi.org/10.1111/j.1399-3046.2011.01499.x.

53. Garvey KC, Foster NC, Agarwal S, et al. Health care transition preparation and 
experiences in a US national sample of young adults with type 1 diabetes. Diabetes 
Care. 2017;40(3):317–324. https://doi.org/10.2337/dc16-1729.

S. Shanske et al.                                                                                                                                                                                                                                Health Care Transitions 2 (2024) 100068 

10 

https://doi.org/10.1136/archdischild-2016-310716
https://doi.org/10.3390/ijerph15102212
https://doi.org/10.1542/peds.110.S3.1304
https://doi.org/10.1542/peds.110.S3.1304
https://doi.org/10.1542/peds.2011-0969
https://doi.org/10.1093/jpepsy/jsx142
https://doi.org/10.1007/s10461-019-02621-6
https://doi.org/10.1136/adc.2010.202473
https://doi.org/10.1016/j.jadohealth.2014.08.006
https://doi.org/10.1016/j.jadohealth.2014.08.006
https://doi.org/10.1016/j.pedn.2022.06.007
https://doi.org/10.1016/j.pedn.2022.06.007
https://doi.org/10.1016/j.pedn.2015.06.014
https://doi.org/10.1016/j.pedn.2015.06.014
https://doi.org/10.1016/j.pedhc.2018.10.007
https://doi.org/10.1002/nau.23039
https://doi.org/10.1212/WNL.0000000000002965
https://doi.org/10.1093/eurheartj/ehab388
http://refhub.elsevier.com/S2949-9232(24)00028-X/sbref17
http://refhub.elsevier.com/S2949-9232(24)00028-X/sbref17
http://refhub.elsevier.com/S2949-9232(24)00028-X/sbref18
http://refhub.elsevier.com/S2949-9232(24)00028-X/sbref18
http://refhub.elsevier.com/S2949-9232(24)00028-X/sbref18
https://doi.org/10.1177/0145721713513177
https://doi.org/10.1177/0145721713513177
https://doi.org/10.1016/j.pedn.2020.02.004
https://doi.org/10.1016/j.pedn.2020.02.004
https://doi.org/10.1097/JNC.0000000000000239
https://doi.org/10.1097/JNC.0000000000000239
https://doi.org/10.1093/pch/pxad061
https://doi.org/10.1071/AH030064
https://doi.org/10.1177/00099228221102711
http://refhub.elsevier.com/S2949-9232(24)00028-X/sbref25
http://refhub.elsevier.com/S2949-9232(24)00028-X/sbref25
http://refhub.elsevier.com/S2949-9232(24)00028-X/sbref25
http://refhub.elsevier.com/S2949-9232(24)00028-X/sbref25
https://doi.org/10.12968/bjnn.2009.5.6.42755
https://doi.org/10.12968/bjnn.2009.5.6.42755
https://doi.org/10.1016/j.pcl.2016.04.011
https://doi.org/10.1097/jnn.0b013e3181e26be6
https://doi.org/10.1097/jnn.0b013e3181e26be6
https://doi.org/10.1055/s-0040-1716670
https://doi.org/10.1007/s11892-013-0420-x
https://doi.org/10.1007/s11892-013-0420-x
https://doi.org/10.1016/j.spen.2023.101052
https://doi.org/10.1016/j.spen.2023.101052
https://doi.org/10.1007/s10995-015-1738-6
https://doi.org/10.1371/journal.pone.0177757
https://doi.org/10.1371/journal.pone.0099061
https://doi.org/10.1016/j.jpeds.2011.06.040
https://doi.org/10.1016/j.jpeds.2011.06.040
https://doi.org/10.1093/jcag/gwac004
https://doi.org/10.1093/jcag/gwac004
https://doi.org/10.1155/2015/765957
https://doi.org/10.1155/2015/765957
https://doi.org/10.1002/nau.25021
https://doi.org/10.3109/09638289809166731
https://doi.org/10.3109/09638289809166731
https://doi.org/10.1002/ncp.10050
https://doi.org/10.1002/ncp.10050
https://doi.org/10.1111/bjh.12700
https://doi.org/10.1111/bjh.12700
https://doi.org/10.1007/s00467-014-2921-5
https://doi.org/10.1177/1074840711414907
https://doi.org/10.1177/1074840711414907
https://doi.org/10.1080/17450128.2012.713533
https://doi.org/10.1186/s42466-022-00206-8
https://doi.org/10.1093/jpepsy/jsx102
http://refhub.elsevier.com/S2949-9232(24)00028-X/sbref45
http://refhub.elsevier.com/S2949-9232(24)00028-X/sbref45
https://doi.org/10.1111/j.1399-3046.2011.01499.x
https://doi.org/10.2337/dc16-1729


54. Gelder C. Care of adolescents in transition. Pract Nurs. 2009;20(9):444–448. 
https://doi.org/10.12968/pnur.2009.20.9.43925.

55. Hait E, Arnold JH, Fishman LN. Educate, communicate, anticipate-practical 
recommendations for transitioning adolescents with IBD to adult health care. 
Inflamm Bowel Dis. 2006;12(1):70–73. https://doi.org/10.1097/01. 
mib.0000194182.85047.6a.

56. Hamdani Y, Jetha A, Norman C. Systems thinking perspectives applied to 
healthcare transition for youth with disabilities: a paradigm shift for practice, 
policy and research. Child Care Health Dev. 2011;37(6):806–814. https://doi.org/ 
10.1111/j.1365-2214.2011.01313.x.

57. Huang JS, Gottschalk M, Pian M, Dillon L, Barajas D, Bartholomew LK. Transition 
to adult care: systematic assessment of adolescents with chronic illnesses and their 
medical teams. e2 J Pedia. 2011;159(6):994–998. https://doi.org/10.1016/j. 
jpeds.2011.05.038.

58. Kinney TR, Ware RE. The adolescent with sickle cell anemia. Hematol Oncol Clin 
North Am. 1996;10(6):1255–1264. https://doi.org/10.1016/s0889-8588(05) 
70398-1.

59. McCartney S. Inflammatory bowel disease in transition: challenges and solutions in 
adolescent care. Frontline Gastroenterol. 2011;2(4):237–241. https://doi.org/ 
10.1136/fg.2010.002741.

60. Normann G, Arntz Boisen K, Uldall P, Brodsgaard A. Navigating being a young 
adult with cerebral palsy: a qualitative study. Int J Adolesc Med Health. 2020. 
https://doi.org/10.1515/ijamh-2020-0039.

61. Peters V.J.T., Bok L.A., Beer L., Rooij J.J.M., Meijboom B.R., Bunt J.E.H. 
Destination unknown: Parents and healthcare professionals’ perspectives on 
transition from paediatric to adult care in down syndrome. 2022;doi:10.1111/ 
jar.13015.

62. Rohatinsky N, Risling T, Hellsten L-AM, Kumaran M. Inflammatory bowel disease 
nurses’ perspectives: prioritizing adolescent transition readiness factors. J Pediatr 
Nurs. 2020;55:29–39. https://doi.org/10.1016/j.pedn.2020.06.011.

63. Silva-Suarez G, Bastida E, Rabionet SE, Beck-Sague C, Febo I, Zorrilla CD. That’s 
True Love:" Lived Experiences of Puerto Rican Perinatally HIV-Infected Youth 
within Their Families’ Context. Int J Environ Res Public Health. 2016;13(1). https:// 
doi.org/10.3390/ijerph13010007.

64. Skogby S., Goossens E., Johansson B., Moons P., Bratt E.L. Qualitative study of 
facilitators and barriers for continued follow-up care as perceived and experienced 
by young people with congenital heart disease in Sweden. 2021;11(10):e049556. 
doi:10.1136/bmjopen-2021–049556.

65. Thomsen E.L., Hanghøj S., Esbensen B.A., Hansson H., Boisen K.A. Parents’ views 
on and need for an intervention during their chronically ill child’s transfer to adult 
care. 2022:13674935221082421. doi:10.1177/13674935221082421.

66. Warnell P. The transition experience of epilepsy patients/families: results of a 
telephone survey. Axone. 1998;20(2):31–33.

67. Abaka P, Nutor JJ. Transitioning from pediatric to adult care and the HIV care 
continuum in Ghana: a retrospective study. BMC Health Serv Res. 2021;21(1):462. 
https://doi.org/10.1186/s12913-021-06510-4.

68. Abell RL, Winter M, Kreipe RE. Transition from pediatric to adult centered care: 
Lessons from the literature and the trenches. Adolesc Med State Art Rev. 2016;27(1): 
193–208.

69. Agarwal S, Garvey KC, Raymond JK, Schutta MH. Perspectives on care for young 
adults with type 1 diabetes transitioning from pediatric to adult health systems: A 
national survey of pediatric endocrinologists. Pediatr Diabetes. 2017;18(7): 
524–531. https://doi.org/10.1111/pedi.12436.

70. Allen D, Cohen D, Hood K, et al. Continuity of care in the transition from child to 
adult diabetes services: A realistic evaluation study. J Health Serv Res Policy. 2012; 
17(3):140–148. https://doi.org/10.1258/jhsrp.2011.011044.

71. Anelli CG, Amorim ALM, Osaku FM, Terreri MT, Len CA, Reiff A. Challenges in 
transitioning adolescents and young adults with rheumatologic diseases to adult 
care in a developing country - the Brazilian experience. Pedia Rheuma Online J. 
2017;15(1):47. https://doi.org/10.1186/s12969-017-0176-y.

72. Bell LE, Sawyer SM. Transition of care to adult services for pediatric solid-organ 
transplant recipients (table of contents) Pedia Clin North Am. 2010;57(2):593–610. 
https://doi.org/10.1016/j.pcl.2010.01.007.

73. Bensen R, McKenzie RB, Fernandes SM, Fishma LN, Fishman LN. Transitions in 
pediatric gastroenterology: Results of a national provider survey. J Pediatr 
Gastroenterol Nutr. 2016;63(5):488–493. https://doi.org/10.1097/ 
MPG.0000000000001199.

74. Betz C.L., Mannino J.E., Disabato J.A., Marner V. Health care transition planning: 
A potpourri of perspectives from nurses. 2022;27(3):e12373. doi:10.1111/j 
spn.12373.

75. Bjornsen KD. Health care transition in congenital heart disease: The providers’ 
view point. Nurs Clin North Am. 2004;39(4):715–726.

76. Boyle MP, Farukhi Z, Nosky ML. Strategies for improving transition to adult cystic 
fibrosis care, based on patient and parent views. Pedia Pulmonol. 2001;32(6): 
428–436. https://doi.org/10.1002/ppul.1154.

77. Bridgett M, Abrahamson G, Ho J. Transition, it’s more than just an event: 
Supporting young people with type 1 diabetes. J Pediatr Nurs. 2015;30(5):e11–e14. 
https://doi.org/10.1016/j.pedn.2015.05.008.

78. Brodie L, Crisp J, McCormack B, Wilson V, Bergin P, Fulham C. Journeying from 
nirvana with mega-mums and broken hearts: The complex dynamics of transition 
from paediatric to adult settings. Int J Child Adolesc Health. 2010;3(4):517–526.

79. Brown M, Higgins A, MacArthur J. Transition from child to adult health services: A 
qualitative study of the views and experiences of families of young adults with 
intellectual disabilities. J Clin Nurs. 2020;29(1-2):195–207. https://doi.org/ 
10.1111/jocn.15077.

80. Brumfield K, Lansbury G. Experiences of adolescents with cystic fibrosis during 
their transition from paediatric to adult health care: A qualitative study of young 
Australian adults. Disabil Rehabil. 2004;26(4):223–234. https://doi.org/10.1080/ 
09638280310001644924.

81. Burstrom A, Ojmyr-Joelsson M, Bratt E-L, Lundell B, Nisell M. Adolescents with 
congenital heart disease and their parents needs before transfer to adult care. 
J Cardiovasc Nurs. 2016;31(5):399–404. https://doi.org/10.1097/ 
jcn.0000000000000288.

82. Cervia JS. Easing the transition of HIV-infected adolescents to adult care. AIDS 
Patient Care STDS. 2013;27(12):692–696. https://doi.org/10.1089/ 
apc.2013.0253.

83. Cheak-Zamora NC, Teti M. You think it’s hard now … It gets much harder for our 
children”: Youth with autism and their caregiver’s perspectives of health care 
transition services. Autism: Int J Res Pract. 2015;19(8):992–1001. https://doi.org/ 
10.1177/1362361314558279.

84. Chen C-W, Su W-J, Chiang Y-T, Shu Y-M, Moons P. Healthcare needs of adolescents 
with congenital heart disease transitioning into adulthood: A Delphi survey of 
patients, parents, and healthcare providers. Eur J Cardiovasc Nurs. 2017;16(2): 
125–135. https://doi.org/10.1177/1474515116643622.

85. Claeys W, Roth JD, Hoebeke P. Barriers in transitioning urologic patients from 
pediatric to adult care. J Pediatr Urol. 2021;17(2):144–152. https://doi.org/ 
10.1016/j.jpurol.2020.12.020.

86. Crawford K, Wilson C, Low JK, Manias E, Williams A. Transitioning adolescents to 
adult nephrology care: A systematic review of the experiences of adolescents, 
parents, and health professionals. Pediatr Nephrol. 2020;35(4):555–567. https:// 
doi.org/10.1007/s00467-019-04223-9.

87. Currie GR, Harris M, McClinton L, et al. Transitions from pediatric to adult 
rheumatology care for juvenile idiopathic arthritis: A patient led qualitative study. 
2022;6(1):85. https://doi.org/10.1186/s41927-022-00316-5.

88. Davies H, Rennick J, Majnemer A. Transition from pediatric to adult health care for 
young adults with neurological disorders: Parental perspectives. Can J Neurosci 
Nurs. 2011;33(2):32–39.

89. DeSouza F, Paintsil E, Brown T, et al. Transfer is not a transition - voices of 
Jamaican adolescents with HIV and their health care providers. Aids Care-Psychol 
Socio-Med Asp Aids/Hiv. 2019;31(3):293–297. https://doi.org/10.1080/ 
09540121.2018.1533226.

90. Dowshen N, D’Angelo L. Health care transition for youth living with HIV/AIDS. 
Pediatrics. 2011;128(4):762–771. https://doi.org/10.1542/peds.2011-0068.

91. Ellison J.L., Brown R.E., Ameringer S. Parents’ experiences with health care 
transition of their adolescents and young adults with medically complex 
conditions: A scoping review. 2022;66:70–78. doi:10.1016/j.pedn.2022.04.018.

92. Fair CD, Sullivan K, Dizney R, Stackpole A. Knowledge of disease markers and 
quality of patient–provider interaction among adolescents with perinatally 
acquired HIV: Implications for transition to adult care. Vulnerable Child Youth Stud. 
2014;9(2):167–173. https://doi.org/10.1080/17450128.2013.861619.

93. Fair CD, Sullivan K, Dizney R, Stackpole A. It’s like losing a part of my family": 
Transition expectations of adolescents living with perinatally acquired HIV and 
their guardians. AIDS Patient Care STDS. 2012;26(7):423–429. https://doi.org/ 
10.1089/apc.2012.0041.

94. Fegran L, Hall EO, Uhrenfeldt L, Aagaard H, Ludvigsen MS. Adolescents’ and 
young adults’ transition experiences when transferring from paediatric to adult 
care: A qualitative metasynthesis. Int J Nurs Stud. 2014;51(1):123–135. https:// 
doi.org/10.1016/j.ijnurstu.2013.02.001.

95. Felsenstein S, Reiff AO, Ramanathan A. transition of care and health-related 
outcomes in pediatric-onset systemic lupus erythematosus. Arthritis Care Res 
(Hoboken). 2015;67(11):1521–1528. https://doi.org/10.1002/acr.22611.

96. Fernandes SM, Fishman L, O’Sullivan-Oliveira J, et al. Current practices for the 
transition and transfer of patients with a wide spectrum of pediatric-onset chronic 
diseases: Results of a clinician survey at a free-standing ediatric hospital. Transit 
Pediatr Adult Med Care. 2012:49–60.

97. Fernandes SM, O’Sullivan-Oliveira J, Landzberg MJ, et al. Transition and transfer 
of adolescents and young adults with pediatric onset chronic disease: The patient 
and parent perspective. J Pediatr Rehabil Med. 2014;7(1):43–51. https://doi.org/ 
10.3233/prm-140269.

98. Fernandes SM, Landzberg MJ, Fishman LN, et al. Clinician perceptions of transition 
of patients with pediatric-onset chronic disease to adult medical care. Disabil 
Chronic Dis. 2014:293–303.

99. Fernandes SM, Khairy P, Fishman L, et al. Referral patterns and perceived barriers 
to adult congenital heart disease care: Results of a survey of U.S. pediatric 
cardiologists. J Am Coll Cardiol. 2012;60(23):2411–2418. https://doi.org/ 
10.1016/j.jacc.2012.09.015.

100. Fernet M, Lapointe N, Levy JJ, et al. The importance of meanings of antiretroviral 
treatment and care providers for adherence and transitioning to adult services 
among youth with perinatally acquired HIV infection. J Hiv-Aids Soc Serv. 2015;14 
(3):257–276. https://doi.org/10.1080/15381501.2014.912172.

101. Forbes TA, Watson AR, Zurowska A, et al. Adherence to transition guidelines in 
European paediatric nephrology units. Pedia Nephrol. 2014;29(9):1617–1624. 
https://doi.org/10.1007/s00467-014-2809-4.

102. Fouladirad S., Cheong A., Singhal A., Tamber M.S., McDonald P.J. A qualitative 
study of transitioning patients with hydrocephalus from pediatric to adult care: 
fear of uncertainty, communication gaps, independence, and loss of relationships. 
2022:1–7. doi:10.3171/2022.2.Peds21419.

103. Gaydos LM, Sommerhalter K, Raskind-Hood C, et al. Health care transition 
perceptions among parents of adolescents with congenital heart defects in Georgia 
and New York. Pediatr Cardiol. 2020;41(6):1220–1230. https://doi.org/10.1007/ 
s00246-020-02378-z.

S. Shanske et al.                                                                                                                                                                                                                                Health Care Transitions 2 (2024) 100068 

11 

https://doi.org/10.12968/pnur.2009.20.9.43925
https://doi.org/10.1097/01.mib.0000194182.85047.6a
https://doi.org/10.1097/01.mib.0000194182.85047.6a
https://doi.org/10.1111/j.1365-2214.2011.01313.x
https://doi.org/10.1111/j.1365-2214.2011.01313.x
https://doi.org/10.1016/j.jpeds.2011.05.038
https://doi.org/10.1016/j.jpeds.2011.05.038
https://doi.org/10.1016/s0889-8588(05)70398-1
https://doi.org/10.1016/s0889-8588(05)70398-1
https://doi.org/10.1136/fg.2010.002741
https://doi.org/10.1136/fg.2010.002741
https://doi.org/10.1515/ijamh-2020-0039
https://doi.org/10.1111/jar.13015
https://doi.org/10.1111/jar.13015
https://doi.org/10.1016/j.pedn.2020.06.011
https://doi.org/10.3390/ijerph13010007
https://doi.org/10.3390/ijerph13010007
https://doi.org/10.1136/bmjopen-2021-049556
http://refhub.elsevier.com/S2949-9232(24)00028-X/sbref57
http://refhub.elsevier.com/S2949-9232(24)00028-X/sbref57
https://doi.org/10.1186/s12913-021-06510-4
http://refhub.elsevier.com/S2949-9232(24)00028-X/sbref59
http://refhub.elsevier.com/S2949-9232(24)00028-X/sbref59
http://refhub.elsevier.com/S2949-9232(24)00028-X/sbref59
https://doi.org/10.1111/pedi.12436
https://doi.org/10.1258/jhsrp.2011.011044
https://doi.org/10.1186/s12969-017-0176-y
https://doi.org/10.1016/j.pcl.2010.01.007
https://doi.org/10.1097/MPG.0000000000001199
https://doi.org/10.1097/MPG.0000000000001199
https://doi.org/10.1111/jspn.12373
https://doi.org/10.1111/jspn.12373
http://refhub.elsevier.com/S2949-9232(24)00028-X/sbref65
http://refhub.elsevier.com/S2949-9232(24)00028-X/sbref65
https://doi.org/10.1002/ppul.1154
https://doi.org/10.1016/j.pedn.2015.05.008
http://refhub.elsevier.com/S2949-9232(24)00028-X/sbref68
http://refhub.elsevier.com/S2949-9232(24)00028-X/sbref68
http://refhub.elsevier.com/S2949-9232(24)00028-X/sbref68
https://doi.org/10.1111/jocn.15077
https://doi.org/10.1111/jocn.15077
https://doi.org/10.1080/09638280310001644924
https://doi.org/10.1080/09638280310001644924
https://doi.org/10.1097/jcn.0000000000000288
https://doi.org/10.1097/jcn.0000000000000288
https://doi.org/10.1089/apc.2013.0253
https://doi.org/10.1089/apc.2013.0253
https://doi.org/10.1177/1362361314558279
https://doi.org/10.1177/1362361314558279
https://doi.org/10.1177/1474515116643622
https://doi.org/10.1016/j.jpurol.2020.12.020
https://doi.org/10.1016/j.jpurol.2020.12.020
https://doi.org/10.1007/s00467-019-04223-9
https://doi.org/10.1007/s00467-019-04223-9
https://doi.org/10.1186/s41927-022-00316-5
http://refhub.elsevier.com/S2949-9232(24)00028-X/sbref78
http://refhub.elsevier.com/S2949-9232(24)00028-X/sbref78
http://refhub.elsevier.com/S2949-9232(24)00028-X/sbref78
https://doi.org/10.1080/09540121.2018.1533226
https://doi.org/10.1080/09540121.2018.1533226
https://doi.org/10.1542/peds.2011-0068
https://doi.org/10.1016/j.pedn.2022.04.018
https://doi.org/10.1080/17450128.2013.861619
https://doi.org/10.1089/apc.2012.0041
https://doi.org/10.1089/apc.2012.0041
https://doi.org/10.1016/j.ijnurstu.2013.02.001
https://doi.org/10.1016/j.ijnurstu.2013.02.001
https://doi.org/10.1002/acr.22611
http://refhub.elsevier.com/S2949-9232(24)00028-X/sbref85
http://refhub.elsevier.com/S2949-9232(24)00028-X/sbref85
http://refhub.elsevier.com/S2949-9232(24)00028-X/sbref85
http://refhub.elsevier.com/S2949-9232(24)00028-X/sbref85
https://doi.org/10.3233/prm-140269
https://doi.org/10.3233/prm-140269
http://refhub.elsevier.com/S2949-9232(24)00028-X/sbref87
http://refhub.elsevier.com/S2949-9232(24)00028-X/sbref87
http://refhub.elsevier.com/S2949-9232(24)00028-X/sbref87
https://doi.org/10.1016/j.jacc.2012.09.015
https://doi.org/10.1016/j.jacc.2012.09.015
https://doi.org/10.1080/15381501.2014.912172
https://doi.org/10.1007/s00467-014-2809-4
https://doi.org/10.3171/2022.2.Peds21419
https://doi.org/10.1007/s00246-020-02378-z
https://doi.org/10.1007/s00246-020-02378-z


104. Gonzalez F, Rodriguez Celin MdlM, Roizen M, et al. Status of the transition/ 
transfer process for adolescents with chronic diseases at a national pediatric 
referral hospital in Argentina. Arch Argent De Pediatr. 2017;115(6):562. https:// 
doi.org/10.5546/aap.2017.eng.562.

105. Gray W, Dorriz P, Kim H, et al. Adult provider perspectives on transition and 
transfer to adult care: a multi-specialty, multi-institutional exploration. J Pediatr 
Nurs-Nurs Care Child Fam. 2021;59:173–180. https://doi.org/10.1016/j. 
pedn.2021.04.017.

106. Gray WN, Schaefer MR, Resmini-Rawlinson A, Wagoner ST. Barriers to transition 
from pediatric to adult care: a systematic review. J Pediatr Psychol. 2018;43(5): 
488–502. https://doi.org/10.1093/jpepsy/jsx142.

107. Gray WN, Resmini AR, Baker KD, et al. Concerns, barriers, and recommendations 
to improve transition from pediatric to adult IBD care: perspectives of patients, 
parents, and health professionals. Inflamm Bowel Dis. 2015;21(7):1641–1651. 
https://doi.org/10.1097/mib.0000000000000419.

108. Grivetta SA, Gilot CB, Coggiola M, et al. HIV positive youth’s healthcare transition 
from pediatric to adult service: nursing implications. Children’s Nurses: Italian 
Journal of Pediatric Nursing Science / Infermieri dei Bambini. G Ital di Sci Inferm 
Pediatr. 2012;4(3):98–101.

109. Harhuis A, Cobussen-Boekhorst H, Feitz W, Kortmann B. 5 years after introduction 
of a transition protocol: An evaluation of transition care for patients with chronic 
bladder conditions. J Pedia Urol. 2018;14(2):150.e1–150.e5. https://doi.org/ 
10.1016/j.jpurol.2017.09.023.

110. Hauser ES, Dorn L. Transitioning adolescents with sickle cell disease to adult- 
centered care. Pediatr Nurs. 1999;25(5):479–488.

111. Howard AF, Kazanjian A, Pritchard S, et al. Healthcare system barriers to long-term 
follow-up for adult survivors of childhood cancer in British Columbia, Canada: a 
qualitative study. J Cancer Surviv. 2018;12(3):277–290. https://doi.org/10.1007/ 
s11764-017-0667-3.

112. Iversen E, Kolltveit B-CH, Hernar I, Martensson J, Haugstvedt A. Transition from 
paediatric to adult care: a qualitative study of the experiences of young adults with 
type 1 diabetes. Scand J Caring Sci. 2019;33(3):723–730. https://doi.org/10.1111/ 
scs.12668.

113. Iyengar J, Thomas IH, Soleimanpour SA. Transition from pediatric to adult care in 
emerging adults with type 1 diabetes: a blueprint for effective receivership. Clin 
Diabetes Endocrinol. 2019;5:3. https://doi.org/10.1186/s40842-019-0078-7.

114. Jiang I, Major G, Singh-Grewal D, et al. Patient and parent perspectives on 
transition from paediatric to adult healthcare in rheumatic diseases: an interview 
study. BMJ Open. 2021;11(1). https://doi.org/10.1136/bmjopen-2020-039670.

115. Jones K, Hammersley S, Shepherd M. Meeting the needs of young people with 
diabetes: an ongoing challenge. J Diabetes Nurs. 2003;7(10):345–350.

116. Jung SY, Yu SW, Lee KS, Yi YY, Kang JW. Transition from pediatric to adult care 
among patients with epilepsy: Cross-sectional surveys of experts and patients in 
Korea. 2022;7(3):452–461. https://doi.org/10.1002/epi4.12621.

117. Karim S, Porter JA, McCombie A, Gearry RB, Day AS. Transition clinics: an 
observational study of themes important to young people with inflammatory bowel 
disease. Transl Pediatr. 2019;8(1):83–89. https://doi.org/10.21037/tp.2019.01.04.

118. Kaufman H, Horricks L, Kaufman M. Ethical considerations in transition. Int J 
Adolesc Med Health. 2010;22(4):453–459. https://doi.org/10.1515/ 
IJAMH.2010.22.4.453.

119. Kenney LB, Melvin P, Fishman LN, et al. Transition and transfer of childhood 
cancer survivors to adult care: A national survey of pediatric oncologists. Pediatr 
Blood Cancer. 2017;64(2):346–352. https://doi.org/10.1002/pbc.26156.

120. Kim JH, Yoo J-H. A national survey of transition from pediatric to adult healthcare 
providers for adolescents and young adults with type 1 diabetes: perspectives of 
pediatric endocrinologists in Korea. Ann Pediatr Endocrinol Metab. 2021;26(2): 
112–117. https://doi.org/10.6065/apem.2040194.097.

121. Kirk S. Transitions in the lives of young people with complex healthcare needs. 
Child Care Health Dev. 2008;34(5):567–575. https://doi.org/10.1111/j.1365- 
2214.2008.00862.x.

122. Knudsen LR, de Thurah A, Bjerrum M. Transition from child to adult care in an 
outpatient clinic for adolescents with juvenile idiopathic arthritis: An inductive 
qualitative study. Nurs Open. 2018;5(4):546–554. https://doi.org/10.1002/ 
nop2.164.

123. Kung TH, Wallace ML, Snyder KL, et al. South African healthcare provider 
perspectives on transitioning adolescents into adult HIV care. South Afr Med J =
Suid-Afrik Tydskr Vir Geneeskd. 2016;106(8):804–808. https://doi.org/10.7196/ 
SAMJ.2016.v106i8.10496.

124. Ladd J.M., Reeves-Latour J., Dasgupta K., Bell L.E., Anjachak N., Nakhla M. 
Toward a better understanding of transition from paediatric to adult care in type 1 
diabetes: A qualitative study of adolescents. 2022;39(5):e14781. doi:10.1111/ 
dme.14781.

125. Lampe C, McNelly B, Gevorkian AK, et al. Transition of patients with 
mucopolysaccharidosis from paediatric to adult care. Mol Genet Metab Rep. 2019; 
21, 100508. https://doi.org/10.1016/j.ymgmr.2019.100508.

126. Latzman RD, Majumdar S, Bigelow C, et al. Transitioning to adult care among 
adolescents with sickle cell disease: a transitioning clinic based on patient and 
caregiver concerns and needs. Int J Child Adolesc Health. 2010;3(4):537–545.

127. Laursen M.G., Rahbæk M.Ø., Jensen S.D., Prætorius T. Experiences of young people 
living with type 1 diabetes in transition to adulthood: The importance of care 
provider familiarity and support. 2023;doi:10.1111/scs.13214.

128. Lawrence RH, Apenteng BA, Schueths AM, Pattanaik S, Gibson RW. Defining 
"community" from the perspectives of individuals with sickle cell disease in rural 
Georgia. J Health Care Poor Under. 2018;29(4):1438–1454. https://doi.org/ 
10.1353/hpu.2018.0105.

129. Leake E, Koopmans E, Sanders C. Primary Care Providers Involvement in Caring for 
Young Adults with Complex Chronic Conditions Exiting Pediatric Care: An 
Integrative Literature Review. Compr Child Adolesc Nurs. 2023;46(3):201–222. 
https://doi.org/10.1080/24694193.2020.1733707.

130. Liu T., Jackson A.C., Menahem S. Adolescents and Adults With Congenital Heart 
Disease: Why Are They Lost to Follow-Up? 2023;14(3):357–363. doi:10.1177/21 
501351221149897.

131. Loecher N, Tran JT, Kosyluk K. Parental perspectives on health care transition in 
adolescent and young adult survivors of pediatric. Cancer. 2023;12(4):461–471. 
https://doi.org/10.1089/jayao.2022.0097.

132. Lugasi T, Achille M, Stevenson M. Patients’ perspective on factors that facilitate 
transition from child-centered to adult-centered health care: a theory integrated 
metasummary of quantitative and qualitative studies. J Adolesc Health. 2011;48(5): 
429–440. https://doi.org/10.1016/j.jadohealth.2010.10.016.

133. Machado DM, Galano E, de Menezes Succi RC, Vieira CM, Turato ER. Adolescents 
growing with HIV/AIDS: Experiences of the transition from pediatrics to adult care. 
Braz J Infect Dis. 2016;20(3):229–234. https://doi.org/10.1016/j. 
bjid.2015.12.009.

134. Maddux MH, Ricks S, Bass J. Patient and caregiver perspectives on transition and 
transfer. Clin Pedia (Philos). 2017;56(3):278–283. https://doi.org/10.1177/ 
0009922816649590.

135. Miles K, Edwards S, Clapson M. Transition from paediatric to adult services: 
experiences of HIV-positive adolescents. Aids Care-Psychol Socio-Med Asp Aids/Hiv. 
2004;16(3):305–314. https://doi.org/10.1080/09540120410001665312.

136. Momplaisir F., McGlonn K., Grabill M., et al. Strategies to improve outcomes of 
youth experiencing healthcare transition from pediatric to adult HIV care in a large 
U.S. city. 2023;81(1):49. doi:10.1186/s13690–023-01057–8.

137. Nabbout R, Teng T, Chemaly N, Breuillard D, Kuchenbuch M. Transition of patients 
with childhood onset epilepsy: Perspectives from pediatric and adult neurologists. 
Epilepsy Behav. 2020;104(Pt A), 106889. https://doi.org/10.1016/j. 
yebeh.2019.106889.

138. Newlove-Delgado T, Ford TJ, Stein K, Garside R. You’re 18 now, goodbye’: the 
experiences of young people with attention deficit hyperactivity disorder of the 
transition from child to adult services. Emot Behav Difficulties. 2018;23(3):296–309. 
https://doi.org/10.1080/13632752.2018.1461476.

139. Nurre ER, Smith AW, Rodriguez MG, Modi AC. Patient, caregiver, and provider 
perceptions of transition readiness and therapeutic alliance during transition from 
pediatric to adult care in epilepsy. J Pediatr Epilepsy. 2020;09(04):156–163. 
https://doi.org/10.1055/s-0040-1716914.

140. Oreper J., Khalid A., Sheffe S., Mustafa N., Vader K., Bosma R. Defining success in 
transitions from pediatric to adult chronic pain care: A descriptive qualitative study 
of perspectives of young adults living with chronic pain. 2022;23(7):1217–1224. 
doi:10.1093/pm/pnac058.

141. Plevinsky JM, Gumidyala AP, Fishman LN. Transition experience of young adults 
with inflammatory bowel diseases (IBD): a mixed methods study. Child Care Health 
Dev. 2015;41(5):755–761. https://doi.org/10.1111/cch.12213.

142. Quinn SM, Fernandez H, McCorkle T, et al. The role of resilience in healthcare 
transitions among adolescent kidney transplant recipients. Pedia Transpl. 2019;23 
(7), e13559. https://doi.org/10.1111/petr.13559.

143. Rahmat S., O’Connor R., Qayyum Z. Transitional-age youth with chronic medical 
and mental health conditions. 2022;52(6):227–231. doi:10.3928/00485713–20 
220525-01.

144. Rajendran S, Iyer A. Epilepsy: addressing the transition from pediatric to adult 
care. Adolesc Health Med Ther. 2016;7:77–87. https://doi.org/10.2147/ahmt. 
S79060.

145. Ramchandani N, Way N, Melkus GD, Sullivan-Bolyai S. Challenges to diabetes self- 
management in emerging adults with type 1 diabetes. Diabetes Educ. 2019;45(5): 
484–497. https://doi.org/10.1177/0145721719861349.

146. Ramsay JM, Mann K, Kaul S, Zamora ER, Smits-Seemann RR, Kirchhoff C. Follow- 
up care provider preferences of adolescent and young adult cancer survivors. 
J Adolesc Young– Adult Oncol. 2018;7(2):204–209. https://doi.org/10.1089/ 
jayao.2017.0083.

147. Reiss JG, Gibson RW, Walker LR. Health care transition: youth, family, and 
provider perspectives. Pediatrics. 2005;115(1):112–120. https://doi.org/10.1542/ 
peds.2004-1321.
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