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Abstract

Background: An increasing number of children have complex care needs (CCN) that
impact their health and cause limitations in their lives. More of these youth are
transitioning from paediatric to adult healthcare due to complex conditions being
increasingly associated with survival into adulthood. Typically, the transition process
is plagued by barriers, which can lead to adverse health consequences. There is an
increased need for transitional care interventions when moving from paediatric to
adult healthcare. To date, literature associated with this process for youth with CCN
and their families has not been systematically examined.

Obijectives: The objective of this scoping review is to map the range of programmes
in the literature that support youth with CCN and their families as they transition
from paediatric to adult healthcare.

Methods: The review was conducted in accordance with the Joanna Briggs Institute's
methodology for scoping reviews. A search, last run in April 2021, located published
articles in PubMed, CINAHL, ERIC, PsycINFO and Social Work Abstracts databases.

This is an open access article under the terms of the Creative Commons Attribution-NonCommercial-NoDerivs License, which permits use and distribution in any
medium, provided the original work is properly cited, the use is non-commercial and no modifications or adaptations are made.
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Results: The search yielded 1523 citations, of which 47 articles met the eligibility
criteria. A summary of the article characteristics, programme characteristics and pro-
gramme barriers and enablers is provided. Overall, articles reported on a variety of
programmes that focused on supporting youth with various conditions, beginning in
the early or late teenage years. Financial support and lack of training for care pro-
viders were the most common transition program barriers, whereas a dedicated tran-
sition coordinator, collaborative care, transition tools and interpersonal support were
the most common enablers. The most common patient-level outcome reported was
satisfaction.

Discussion: This review consolidates available information about interventions
designed to support youth with CCN transitioning from paediatric to adult healthcare.

The results will help to inform further research, as well as transition policy and prac-

tice advancement.

1 | BACKGROUND

In North America, approximately 20% of children and youth with com-
plex care needs (CCN) have substantial needs that require significant
medical, cognitive, and/or educational assistance beyond what is gen-
erally required by their peers (Berry et al., 2011; Canadian Association
of Pediatric Health Centres [CAPHC] & National Transitions Commu-
nity of Practice, 2016; Dewan & Cohen, 2013; Kaufman &
Pinzon, 2007; United States Census Bureau, 2018). Advances in
healthcare and technology have increased the lifespan and quality of
life of youth with CCN, allowing more children to live into adulthood
(Dewan & Cohen, 2013). As a result, there is an increased need for
transitional care interventions for these youth when moving from pae-
diatric to adult healthcare.

The process of transitional care is complex and addresses psycho-
social, medical, educational, vocational, and recreational needs, with
the aim to improve continuity of care (Levy et al, 2020; Shaw &
Delaet, 2010). Although many youth experience healthcare transi-
tions in some form, the transition from paediatric to adult healthcare
is a critical concern for youth with CCN (Fernandes-Alcantara, 2010;
Fernandes-Alcantara, 2014; McManus et al., 2008; National Research
Council, 2015; Wang et al., 2010). The transition process is fraught
with barriers due to the maze of health systems and myriad of care
providers and specialists (National Research Council, 2015). This tran-
sition is often disjointed, which can further result in adverse health
consequences and increased morbidity and mortality (Crowley
et al.,, 2011; Park et al., 2006; Park et al., 2014; Sharma et al., 2018;
Stroud et al., 2015). Failure to successfully transition to needed ser-
vices in the adult sector has been shown to lead to (1) higher utiliza-
tion of emergency rooms (National Research Council, 2015);
(2) negative experiences of care for patients, caregivers and health
professionals (Heath et al., 2017; McManus et al., 2008; National
Research Council, 2015; Rutishauser et al., 2014; van Staa

Key messages

e The transition from paediatric to adult care is a critical
period for youth with complex care needs (CCN).

e Literature on transition interventions have not been sys-
tematically examined as a whole across different condi-
tions or with a focus on programme characteristics.

e This review maps a range of programmes in the literature
that support youth with CCN and their families transition
to adult care.

o Findings from this review generate recommendations for

practice, education and research advancement.

et al., 2011); 3) poor access to care, including dental health and mental
healthcare (McManus et al., 2008; National Research Council, 2015;
Rutishauser et al., 2014; van Staa et al., 2011); (4) fragmentation of
care (Gauvin et al, 2014; Kodner, 2009; National Research
Council, 2015; Rich et al., 2012); and (5) deterioration of health due to
lack of follow-up visits or the emergence of mental health conditions
(Lee et al., 2010; Lee et al., 2011; National Research Council, 2015).

A preliminary literature search showed numerous studies publi-
shed on transition programs for youth with CCN moving to adult
healthcare, which continues to be a growing field (Breneol
et al, 2017; Canadian Association of Pediatric Health Centres
[CAPHC] & National Transitions Community of Practice, 2016;
Crowley et al, 2011; Dewan & Cohen, 2013; Fernandes-
Alcantara, 2010; Fernandes-Alcantara, 2014; Levy et al., 2020;
Sharma et al., 2018; Stroud et al., 2015; United States Census
Bureau, 2018). However, to our knowledge, there has yet to be an
overarching systematic examination of transition programmes for this

population as a whole. To date, previous reviews primarily
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concentrated on specific conditions (e.g. diabetes and cystic fibrosis)
and focused on the barriers, needs, facilitators, and/or outcomes of
transition programs, interventions or innovations (Bhawra et al., 2018;
Blum et al., 1993; Campbell et al., 2016; Colver et al., 2013; Coyne
et al., 2017; Crowley et al., 2011; Gabriel et al., 2017; Hart, Patel-
Nguyen, et al., 2019; Mora et al., 2016; Naert et al., 2017; Rutishauser
et al., 2014). Although there are several reviews that examine the area
of transition (Fernandes-Alcantara, 2014; Kutcher et al., 2010;
Mulvale et al., 2015; Paul et al., 2014; Sharma et al., 2018; Stroud
et al.,, 2015; Wang et al., 2010), generalizable findings have been diffi-
cult to extract, as the focus was narrowed to specific populations; the
interventions and outcome measures were heterogeneous; or the
descriptions of context limited. The current review focuses more
broadly by synthesizing evidence that can be used to inform future
research by a wider array of scholars. By looking more broadly, this
review is able to identify common findings across populations with
differing conditions, which adds further support to the
evidentiary base.

This scoping review reports on the second of two objectives out-
lined in a larger project exploring all transitional care programs for
youth with CCN (Doucet et al., 2020), specifically, transitions in care
from paediatric to adult healthcare. Findings from the first objective
are reported in a separate (forthcoming) publication, which is focused
on transitions in care from hospital to home and/or between commu-
nity settings for children and youth with CCN up to the age of

19 years old.

2 | REVIEW OBJECTIVES AND QUESTIONS
The objective of this scoping review was to map the range of pro-
grams in the literature that support youth with CCN and their families
as they transition from paediatric to adult healthcare. The following

research questions were addressed:

1. What programmes are reported in the literature to support youth
with CCN and their families during the transition from paediatric
to adult healthcare?

2. What are the reported key components and/or characteristics of
the transitional care programs for youth and their families?

3. What are the reported barriers and enablers to the implementation
of transitional programmes for youth with CCN and their families?

4. What are the reported outcome measures and evaluation methods

of transitional programmes for youth with CNN and their families?

3 | METHODS

Scoping reviews, a type of knowledge synthesis, can help address
exploratory research questions aimed at mapping and organizing what
is known about a specific phenomenon (Joanna Briggs Institute, 2015;
McGowan et al., 2018; Peters et al.,, 2015; Tricco et al., 2018). As
such, our research team conducted a scoping review to provide a

better understanding of the range of transition programs described in
the literature and to report on the characteristics and components of
these programmes, including any barriers and facilitators to their
implementation.

Conducted in accordance with the Joanna Briggs Institute (JBI)
methodology for scoping reviews (Joanna Briggs Institute, 2015;
Peters et al., 2015), we followed the nine steps within this framework.
Before starting the review, a local advisory council was established,
composed of key stakeholders, such as researchers, patients, care-
givers, and librarians, to oversee project milestones. For additional
information on the review methods, refer to the published protocol
(Doucet et al., 2020). Ethics approval was not necessary given that
this synthesis is a review of published and publicly reported literature.

3.1 | Searching and selecting the evidence

An experienced library scientist undertook an initial limited search of
PubMed and CINAHL to identify index terms and keywords to
develop a comprehensive search strategy in each database. To ensure
that the search strategy was optimally designed to capture all relevant
literature, a second library scientist reviewed the search strategy using
the Peer Review of Electronic Search Strategies (PRESS) Guideline
Statement (McGowan et al., 2018). The search strategy was then
adapted for each relevant database, and a final strategy was
implemented into five electronic databases: PubMed, CINAHL, ERIC,
PsycINFO and Social Work Abstracts. Given the broad scope of this
review, grey literature was not included and will be a focus for future
work. The last search of the literature was conducted 29 April 2021,
and the search strategy for PubMed is included in Table 1.

TABLE 1 Search strategy for PubMed

# Query

#1  (‘health transition’ OR ‘transition care’[All Fields] OR
‘transitional care’[All Fields] OR ‘transitional services’[All
Fields] OR ‘transition planning’[All Fields] OR ‘continuity of
patient care’[All Fields] OR ‘continuity of care’[All Fields] OR
‘care coordination’[All Fields] OR ‘transition to adult’ OR
‘transitional program’ OR ‘Transition to Adult Care’[Mesh]
OR ‘transition’[title/abstract])

#2  ((‘complex’[All Fields] OR ‘comprehensive’[All Fields] OR
‘complexity’[All Fields] OR ‘medically fragile’[All Fields] OR
‘multiple chronic’[All Fields] OR ‘Multiple Chronic
Conditions’[Mesh]) AND (‘intervention’[All Fields] OR
‘programs’[All Fields] OR ‘patient care planning’[All Fields]
OR ‘community integration’[All Fields] OR ‘models of
care’[All Fields] OR ‘disease management’ OR ‘transition
services’ OR ‘care coordination’))

#3  (‘adolescent’[All Fields] OR ‘youth’[All Fields] OR ‘pediatric’[All
Fields] OR ‘adolescence’ OR ‘juvenile’ OR ‘youth’ OR ‘teen’
OR ‘teenager’ OR ‘pubescent’ OR pediatricsimh] OR
‘paediatric’ OR ‘minors’ OR ‘boy’ OR ‘boys’ OR ‘girl’ OR
‘kid” OR “kids’ OR “child” OR “children’ OR ‘schoolchildren’)
#4  #1 AND #2 and #3
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3.2 | Inclusion criteria

3.2.1 | Participants

This review considered literature on youth with CCN and/or their
families (e.g. parents, guardians, or others caring for a child/youth)
engaged in programmes to support their transition from paediatric to
adult healthcare. CCN was defined as health and social care needs in
the presence of a recognized condition, with or without a diagnosis
(Brenner et al., 2018).

3.22 | Concept

This review's concept of interest was transitional care programs. Tran-
sitional care programmes included any intervention, service(s), or set of
activities with a goal to support the movement of youth and their fam-
ilies from paediatric to adult healthcare services. These programs could
be delivered in person or remotely, by professional or lay individual(s)
(e.g. peer navigators) that targeted youth, and/or their families with
the goal of improving transitions in care. Articles that did not explicitly

state their intent to support this transition process were excluded.

3.23 | Context

The review considered articles where transition programmes were
delivered in any setting in the youth's community (e.g. home and
school), neighbouring communities or healthcare institution
(e.g. primary care and tertiary care). Articles describing transitional
care programmes delivered by a range of approaches (e.g. e-health
and clinic-based) were included. However, literature describing
programmes that were delivered to support transitions exclusively
within a hospital setting with no community component were
excluded, as were programmes for individuals residing in long-term
care facilities. An intrafacility handover is an example of a transition
exclusively in a hospital setting involving individuals who are institu-
tionalized, for example a youth transitioning from a paediatric to adult
hospital unit. There were no geographic or temporal limitations placed
on the review to allow for the examination of any potential trends in

transitional care programmes across time.

3.3 | Types of sources

This scoping review considered all published article types (excluding
reviews), including quantitative studies, qualitative studies, mixed
methods studies, descriptive reports, and study protocols if sufficient
information was provided to discern programme characteristics. Sys-
tematic, scoping, and literature reviews were not considered for inclu-
sion in this review; however, the reference lists of relevant reviews
were screened for additional articles. This review included articles

published in the English and French languages.

3.4 | Atrticle selection

Screening for study selection occurred in two stages: (1) title and
abstract and (2) full text. All citations identified by our search strategy
were uploaded into Mendeley and duplicates removed. Remaining
citations were then imported into Covidence Systematic Review Soft-
ware and any remaining duplicates removed. Two independent
reviewers screened all titles and abstracts for assessment against the
eligibility criteria. For the second stage of screening, full texts of all
potentially relevant citations were imported into Covidence software
(Covidence Systematic Review Software, 2018). Two independent
reviewers assessed the full text of each selected citation in detail
against the inclusion criteria. Any disagreements were resolved
through consultation with a third reviewer. Note that some individuals
involved in screening, and data extraction are not authors on the man-
uscript. Quality appraisals were not conducted as they are not

required for scoping reviews.

3.5 | Data extraction and analysis

Two independent reviewers extracted data from the articles using
a data extraction tool developed a priori by the research team.
Extracted data included specific details about the article character-
istics, transition programme characteristics, and reported barriers
and enablers to implementation. The reviewers resolved any dis-
agreements that arose through discussion to achieve consensus.
Qualitative descriptive content analysis was used to code charac-
2000; Vaismoradi
et al, 2013). Quantitative content analysis was used to describe

teristics into overall categories (Mayring,
article characteristics using frequency counts and percentages. Con-
tent analysis is a qualitative and quantitative systematic approach
to coding and categorizing text (Mayring, 2000; Vaismoradi

et al., 2013).

4 | RESULTS

A total of 2482 citations were identified by our search strategy,
with 1523 remaining after the removal of 959 duplicates. After
screening titles and abstracts, 421 citations progressed to full text
review. A total of 47 articles met the eligibility criteria and were
included in the review, of which 36 were empirical studies or proto-
cols and 11 descriptive articles. The results of the search were
reported in full following the Preferred Reporting Items for System-
atic Reviews and Meta-analyses (PRISMA) Extension for Scoping
Reviews and presented in a PRISMA flow diagram (Moher
et al., 2015; Tricco et al., 2018) (Figure 1). All included articles were
in English, and reasons for exclusion at full text screening are pres-
ented in the diagram. The extracted data are summarized in Tables 2
and 3 and presented below, including article characteristics, pro-
gramme characteristics and barriers and enablers related to

implementation.
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959 duplicated removed

1102 articles irrelevant

374 articles excluded

. 68 Wrong type of intervention

. 33 Unable to discern from abstract

. 4 Wrong language (not English/French)

DOUCET ET AL
FIGURE 1 Preferred . .
Reporting Items for Systematic 2482 articles |mported R
Reviews and Meta-analyses fOf Screening e
(PRISMA) diagram l
1523 articles screened
421 full-text articles
assessed for eligibility e o
. 61 Review
. 27 Community Transitions
. 19 Wrong patient population
. 10 Irretrievable
. 10 Wrong setting
Y
47 articles included
4.1 | Article characteristics

The characteristics of the included articles are summarized in Table 2.
Article characteristics included article objectives, design, comparators,

outcomes, and outcome measures.

41.1 | Article objectives

The majority of article objectives, as described by their authors, pri-
marily focused on describing a transition programme (n = 42). A sec-
ondary objective of many articles was an evaluation of a described
programme, intervention, or innovation (n = 17). Additional article
objectives centred around transition readiness (n = 15), satisfaction
(n=12), disease knowledge (n = 11), patient and family needs
(n = 6), lessons learned during the development of a programme
(n = 5), personnel compliance with performing or documenting the
intervention (n = 2), paediatric-adult system collaboration (n = 2), and
future plans to assess intervention impact (n = 2).

41.2 | Article designs

There were a mix of research studies (n = 33 studies, n = 3 study pro-
tocols) and descriptive articles (n = 11) included in the review. Of the
included articles that conducted an evaluation, the majority were
mixed-methods studies. Studies also used retrospective analyses
(n = 6), prospective cohort designs (n = 6), and pre-post study (n = 6)
designs. Some studies employed randomized controlled trial (RCT;

n=9) or longitudinal (n = 3) designs. Where RCT designs were

employed, the studies included a combination of cluster, parallel-
group, and non-blinded types of randomization.

413 |
measures

Article comparators, outcomes, and outcome

Comparators were included in studies that comprised pre-post inter-
vention designs (n = 4) or when a pre-intervention group was com-
pared with an intervention group (n = 2). The majority of the control
groups were described as ‘standard care’ (n = 6), ‘usual care’ (n = 2),
or ‘standard clinical practice’ (n = 1). Other comparators included
results from a national survey (n = 1) and a transition service from a
different country (n = 1). Several studies did not have comparators
due to the nature of the study focus.

Although more than half of the articles explored programme- or
patient-level outcomes as evidenced by their study design or results
(n=230), only 16 studies explicitly identified study outcomes.
Programme-level outcomes included personnel compliance with inter-
vention delivery (n = 8); programme strengths, weaknesses, opportu-
nities and threats (n = 4); and transition successes in terms of patient
health and continuity of care (n = 4). Various papers described transi-
tion programmes or interventions without measuring specific out-
comes (n = 9). Two articles, one of which was a protocol, described
outcomes and outcome measures that could be used to evaluate
programmes, but no results were presented. Few articles described
patient-level outcomes in their methods, with many presenting only
descriptive patient demographics (n = 16). Of those that reported
patient-level outcomes, the most common were patient, family, or

provider satisfaction (n = 8); transition readiness (n = 6); patient
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(Continued)

TABLE 2

Comparators

NA

Outcome measures

NA

Outcomes
NA

Article objectives

Design

Country
uUs

Author/year

Describe how a Children's

Qualitative case report on

Wu et al. (2018)

Hospital of Philadelphia
clinic embedded a patient

patient and provider

experiences

perspective into a

multidisciplinary team
tasked with addressing

transition to adulthood.

Abbreviations: NA, not applicable; NR, not reported.

knowledge (n = 5); perception of illness, care and care coordination
(n = 5); self-management or efficacy (n = 5); quality of life (n = 4);
health service utilization (n = 3); and patient needs (n = 2). Of note,
12 of the reviewed articles described the use of validated survey tools
for data collection, such as the Transition Readiness Assessment
Questionnaire (TRAQ), the State-Trait Anxiety Inventory (STAI), and
the Patient Assessment of Chronic lliness Care (PACIC).

42 | Programme characteristics

Several programme characteristics for transition services were
described. These included programme services, clients, setting, team
composition, and guiding frameworks. A supplemental table (Data S1)
is also available upon request that outlines the programme character-
istics at the patient, provider, and system/organization level following

the Children's Healthcare Canada (CHC) transition guidelines.

421 | Services

Programme services ranged from a specific tool or resource to com-
prehensive multi/interdisciplinary clinics with a transition framework.
A limited number of programmes included full paediatric to adult
healthcare provider integration (n = 6), and two articles included
‘stand-alone’ adolescent medical clinics that bridged the gap between
paediatric and adult healthcare. A few articles described quality
improvement processes (n = 5), where one paper outlined a multi-
year approach to improving transitions across a health centre. In some
articles (n = 10), person-centred care was a principle in the delivery of
transition programmes for youth transitioning from paediatric to adult
healthcare.

Very few articles referred specifically to policies that support
cross-sector collaboration or collaboration between health centres or
the broader healthcare system. Transition-focused clinics allowed
greater capacity to deliver a multi/interdisciplinary approach and
often more comprehensive care (n = 11). Collaboration between clini-
cians and patients/families was a key element of comprehensive care
(n = 6).

Some of the included programmes offered online resources and
services (n = 4), such as access to electronic health records and video
appointments to ease travel burden. Two articles outlined a novel
electronic approach to engagement that included video games aimed
at building condition-specific health knowledge.

The age at which transition planning services began varied
greatly. Some described initiating transition care in the early teenage
years (n = 9); however, a few programmes took a more long-term
approach with transition planning beginning at birth and/or diagnosis
to prepare patients and families for self-management and transfer of
care (n = 3). Some programmes targeted transition preparation later
when youth were in their late teens or early 20s (n=9). Two
programmes provided care for patients into and beyond their early
30s.
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422 | Clients

Several articles did not report a complete profile of the characteristics
of their programme clients. Of the articles that reported on the num-
ber of programme clients, these ranged from 10 to 332 clients. The
mean ages ranged from a low of 10.2 years to a high of 22.6 years.
The reported age ranges were from 1 to 54 years.

Reviewed articles reported programme clients as having a variety
of conditions, including physical conditions (n = 19), mental health
conditions (nh = 7), and intellectual disabilities (n = 4). Some clients
had more than one condition and were thus included in more than
one category, for example physical and intellectual (n = 5; e.g. Down
syndrome and cerebral palsy). Other reported conditions were
referred to in more general terms (n = 8; e.g. CCN, developmental

delays).

423 | Setting

Included articles reported a variety of different programme settings.
Hospitals (n = 14) and medical institutions with an academic focus
(n=7) were the most common programme settings. Articles also
reported various types of medical clinics and centres. A few articles
simply listed the programme focus as a specific community or service
(n=4).

424 | Team composition

Articles consistently mentioned transition work as being interdisciplin-
ary and often having a multi-year approach to care. Typically, articles
described team composition as including physicians, nurses, psycholo-
gists, social workers and occupational, physical and speech therapists.
A few articles included a broader range of team members
(e.g. housing, social services and educational specialists), typically not-
ing the importance of collaboration with other community services
(h = 6). Seldom were youth and family supports discussed (n = 4),
with only one article listing the patient and parent/guardian as mem-
bers of the interdisciplinary team. Team composition varied depending
on the specific health conditions. Healthcare systems also influenced
differences in transition processes and team compositions due to
health funding and insurance needs for patients. In some instances,
the transition team provided direct referral to a specific specialist
(n = 10), whereas others allowed the youth and family to choose their
specialist (n = 3). Differences in health systems also posed specific
issues when transition involved providers and teams in other prov-
inces or states (n = 3).

The included articles generally did not describe transition related
skill sets for providers. In some cases, one member of the team was
designated as the transition coordinator (n = 13), but there was little
mention of the skills required to ensure the professional in this role

had specific transition training.

425 | Guiding frameworks

Some articles reported explicit use of a validated theoretical frame-
work to guide programme development (n = 10). One such theoretical
framework was the Socio-ecological Model of Adolescent and Young
Adult Readiness for Transition (SMART). Two articles used implemen-
tation science methods to guide the approach to programme develop-
ment and implementation but did not discuss specific frameworks.
Additionally, six studies reported the use of established approaches to
the development of transition programmes, such as the Got Transi-
tion's 6 core elements of healthcare transition (White et al., 2020) and
the Lean approach (Lord et al., 2014).

4.3 | Programme barriers and enablers

Barriers and enablers to programme implementation were reported in
many articles. Commonly reported barriers and enablers included
financial support, training of care providers, transition coordinators,
collaborative care, transition tools, and interpersonal support. The fol-
lowing section provides an overview of these barriers and enablers.

Please see Table 3 for a comprehensive summary.

43.1 | Financial support

One barrier to implementing transition programming was related to
having different funding models in paediatric and adult care. Some of
the reviewed articles reported a lack of sustainable programme
funding to cover staff time and associated resources to operate transi-
tion programmes (n = 4). Alongside this, articles identified having
financial investment in transition care from the institution as being
key to the success of transition programmes (n = 2). In addition, there
were reports of a lack of healthcare coverage to participate in transi-
tion programmes or treatment in adult care (e.g. lack of insurance and
having to pay for prescriptions out of pocket). These financial barriers
are context and country specific and were not emphasized in most
studies.

4.3.2 | Training of care providers

A number of articles reported that a lack of knowledge and education
around managing complex conditions, as well as a lack of curriculum
training around transition care, were barriers to providing appropriate
care (n = 6). Care providers themselves were also reported as a barrier
to transition if they lacked knowledge of the adult system. This lack of
training and/or knowledge was shown to lead to a reluctance of pae-
diatric providers to transition patients, which was often coupled with
a lack of care coordination and/or miscommunication with adult pro-
viders (Hergenroeder et al., 2016; Ladouceur et al, 2017; Lord
etal., 2014).
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4.3.3 | Transition coordinators

Having access to a transition focused position involved in the care
team appeared to be key to having well-developed, structured, and
organized programmes (n = 11). This position was typically filled by
a nurse (n = 14) who acted as a transition coordinator allowing for
more time to be spent with the patient and family and facilitating
a better transition. The absence of a dedicated position to support
the transition process was found to be a barrier because clinicians
did not have enough time to provide the necessary support.
This issue was highlighted when physicians led transition prepara-
tion and were unable to balance the many duties required to

support a smooth transition to adult care (Hergenroeder
et al., 2016).
434 | Collaborative care

A few articles identified interdisciplinary teams as enablers given their
ability to address diverse health needs as well as social needs (n = 6).
Having a team of care providers with knowledge of a broad range of
services reduced duplication, which, in turn, was more cost effective
for both the client and the programme (Betz & Redcay, 2003).
Improved coordination of appointments, including the arrangement of
the first appointment with the new adult care provider, was reported
to improve transitions (Steinbeck et al., 2012). Having an adult pro-
vider embedded in a paediatric clinic or on the same site allowed
patients to acclimatize to their new provider and facilitated collabora-
tion between paediatric and adult care systems (Fremion et al., 2017).
Finally, studies identified having strong and supportive administrative
leadership as part of the broader team as an important enabler
(n=23).

435 | Transition tools

The development or use of pre-existing transition tools and technol-
ogy (e.g. websites and apps) provided support for health education,
resource referrals, and virtual care coordination (n=8). Some
programmes also developed a variety of transition materials, for
example a medical summary developed with an adult provider's input
to facilitate transfer to adult care. Flexible use of communication
tools, particularly text message, teleconference, telephone, and email,
was also an enabler to improve the transition process. Some transition
tools or materials were, however, noted to be barriers due to the time
required to develop or adapt the tool or because uptake among pro-
viders was slow. Insufficient tools and a lack of physical resources
were also reported as barriers to a smooth transition process. Some
authors noted that social determinants of health could affect parental
access to tools and necessary supports for youth, resulting in a lack of

transition readiness.

43.6 | Interpersonal support

Several enablers were identified around interpersonal support (n = 7).
It was reported that peer support—whether promoted through more
formalized transition support groups or informally, such as in the
waiting room—was very beneficial to youth. A strong relationship with
paediatric care providers was identified as an important enabler to a
smooth transition, and it was recommended that the transition pro-
cess includes discussions with youth early on. Access to a primary
care provider was reported as essential to support attachment in adult
services, where the primary care provider would become the coordi-
nator or ‘quarterback’ for many patients and families after establish-
ment in adult care (Ciccarelli et al., 2015; Schraeder et al., 2020). In
terms of barriers, issues arose when youth became too comfortable in
the paediatric system and were resistant to the necessary shift to
adult care (Hergenroeder et al., 2016). This could occur when youth
become too dependent on their parents and/or lack motivation to
manage their health.

5 | DISCUSSION

This scoping review examined the range and characteristics of
programmes in the literature that support youth with CCN and their
families as they transition from paediatric to adult healthcare. This
review also identified reported barriers and facilitators to the imple-
mentation of these initiatives, as well as common outcome/evaluation
measures. The findings from this review can help to inform practice,
policy, and research directions to improve the transition between pae-
diatric and adult health services for youth with CCN and their families.
Whereas the large number of articles (n = 47) included in this review
is indicative of the shared concern for the topic of paediatric to adult
healthcare transition, our work nonetheless highlights a concerning
paucity of information, which must be taken into consideration when
informing policy, practice, and further research. Although there are
several reviews that have examined the area of transition, generaliz-
able findings have previously been difficult to extract, as the focus
was narrowed to specific populations; the interventions and outcome
measures were heterogeneous; or the descriptions of context limited.
This review has begun to fill this knowledge gap.

In the discussion below, we first examine the strengths of the
programmes reviewed and then identify areas for improvement. We
discuss these in relation to recommendations by the CHC transition
guidelines. While our review has an international focus, we have used
this Canadian framework for discussion purposes given its focus on
supportive transitions from paediatric to adult healthcare. However,
this framework can be applied in other contexts. We conclude our dis-
cussion with several policy and guideline recommendations to
improve the transition from paediatric to adult healthcare, which draw
on our findings about the various programme strengths and areas for

improvement reported below.
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51 | Programme strengths

Several strengths were identified in the transition programmes
reviewed. Strengths included a commitment to assessing readiness
with the use of readiness questionnaires and/or assessment conversa-
tions with clinical and transition support personnel. The focus on
readiness also included building self-management skills in youth,
which may incorporate general health management and advocacy
skills, as well as condition-specific skills (e.g. insulin management).
Self-efficacy has been found elsewhere to be a feature of transitional
healthcare that is associated with better outcomes for young people
with long-term conditions during their transition from child to adult
healthcare (Colver et al., 2018). Additionally, there was an emphasis
on the importance of developing a plan for the transition to adult
healthcare that involved both the youth and their family.

Interdisciplinarity among the transition care team, with emphasis
on social services, was also identified as a programme strength. This
included at least one professional having a dedicated leadership role
in overseeing the entire transition process and supporting transition
stages, such as a transition coordinator. Current literature indicates
that there remains a lack of clarity regarding which provider is ulti-
mately responsible for the coordination of care (Bishop et al., 2020).
In this review, the care coordinator's role was found to incorporate:
youth's health knowledge, the parent's role in transition, a specific
plan for transfer of care, and support for the social determinants of
health that surround transition-aged youth (e.g. vocation, education,
finances, insurance and housing).

A further strength of transition programmes is organizational or
institutional support and a multi-year duration. This approach was
found to facilitate the integration of services, coordination of care,
and person-centred support of youth and their families in their trans-
fer to adult care. The strengths of the articles in this review reflect the
person-centred, clinical, and system-level recommendations by the
CHC transition guidelines, which serve as a framework for a support-
ive process transitioning from paediatric to adult healthcare (Canadian
Association of Pediatric Health Centres [CAPHC] & National Transi-
tions Community of Practice, 2016).

5.2 | Areas for improvement

Although interdisciplinarity was considered a strength where avail-
able, overall there is a need for more programmes to adopt this
approach. Whereas some programmes reported having a broader
range of social services (e.g. housing and educational specialists), most
continue to favour health service providers (e.g. physicians, nurses
and psychologists) and do not regularly include non-clinical, social ser-
vice, and educational team members. Additionally, access to a primary
care provider to support the coordination of care for youth is not
mentioned in most programme descriptions. A recent study by
Schraeder et al. (2020) explored strategies to improve the role of pri-
mary care providers in the transition of youth to adult healthcare and

proposed strategies for improvement: education for youth and

families on the importance of primary care; adapting current primary
care support for youth to best suit their needs; and adopting new pri-
mary care practices specifically for the transition of youth and their
families (Ciccarelli et al., 2015). Finally, collaboration with community-
based organizations and services was seldom mentioned despite best
practice recommendations to cultivate strong bonds with community
services for successful transition, particularly for youth at a socio-
economic disadvantage (Bishop et al., 2020; Doren et al., 2013;
Larson & Bolton, 2019; Luecking et al., 2015).

Transition programmes rarely tracked the movement of youth to
the adult healthcare system (and beyond) to ensure secure attach-
ment with their new provider. Indeed, in a recent systematic review
of systematic reviews, only 14 of 71 primary studies considered the
often overlooked third phase of transition care, which follows transfer
to adult care (Gabriel et al., 2017). In contrast, a current study sug-
gests that implementing a self-monitoring practice into a transition
programme, which is then used by youth and their families, can sup-
port successful transition and improve the overall transition experi-
ence (Schraeder, 2017). Much of the literature is anchored to
paediatric care; however, the shared responsibility for attachment to
adult-based care suggests that ensuring that the patient has ‘landed
safely’ in adult care is also important (Han et al., 2018).

This review highlights the importance of transition programmes
to consider the skill sets required by providers to support successful
transition for youth with CCN. There was a general lack of knowledge
among paediatric providers regarding adult care. Consistent with pre-
viously published work, providers in general demonstrate a lack of
knowledge regarding the process of transition, including current litera-
ture and best practices (Hart, van Tilburg, et al., 2019; Lindsay, 2018).
Additionally, studies exploring the perspectives of youth, families, and
providers felt that adult care providers lack transition knowledge and
are not sufficiently involved in programmes, further emphasizing the
need for education in this regard (Gabriel et al., 2017).

An area poorly described in the articles is the person-
centeredness of the transition programmes. While person-centred
approaches are often acknowledged as being important, either explic-
itly or implicitly, there is little information describing how these are
implemented. Articles that include person-centred concepts more
often do so in terms of engaging youth and families in the completion
of readiness assessments and conversations about transitions with cli-
nicians and service providers. Youth and their families were seldom
actively involved in the transition planning. This may reflect the fact
that patient and family engagement in healthcare is still evolving
(Hart, van Tilburg, et al., 2019). However, Canadian guidelines recom-
mend that transition planning be youth-focused and inclusive of per-
sonal choice, while addressing the various social determinants of
health (Canadian Association of Pediatric Health Centres [CAPHC] &
National Transitions Community of Practice, 2016).

This review also highlights the lack of written policy among
programmes for the provision of transitional care and strategies for
quality improvement. Only a very small number of studies make
explicit reference to policies that support transition services. It should

be noted that this may be a result of not having scoped the grey
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literature. Furthermore, there is little discussion about transition poli-
cies that support collaboration between health centres, disciplines
and sectors. This contrasts with system-level recommendations by
CHC that all services have a written policy for the provision of transi-
tion care (Canadian Association of Pediatric Health Centres
[CAPHC] & National Transitions Community of Practice, 2016).

Finally, this review highlights the need to develop a method for
consistent data collection to be used by stakeholders for quality
improvement and evidence-based practices (Canadian Association of
Pediatric Health Centres [CAPHC] & National Transitions Community
of Practice, 2016). This need stems from both a health system angle
(e.g. mechanisms are often not in place), as well as a programme angle
(e.g. there are limited resources to allocate to evaluation). However,
most programmes did not include evaluation data. This review rev-
ealed that several articles neither mention or allude to patient-level
outcomes in their methods section, whereas others only include
descriptive patient demographics, limiting the potential for pro-
gramme improvement and future recommendations. Although Cana-
dian accreditation standards have little focus on transition from
paediatric to adult care and ultimately lack evidence on measurable
indicators and evaluative tools to support improved transitions, recent
articles note consensus indicators, key elements and core components
of transition (Cleverley et al, 2020; Singh et al, 2010; Suris &
Akre, 2015). Further, core components of transition could be used as
a guide for selecting outcome measures.

53 | Recommendations

Drawing on our findings about the various programme strengths and
areas for improvement reported here, we suggest several policy and
guideline recommendations in the domains of practice, education, and
research, to improve the transition from paediatric to adult healthcare,

which are summarized in Table 4.

TABLE 4 Policy and guideline recommendations

Domain Recommendation

Practice Improved integration and coordination across health,
education, social service sectors, and community
partners (Gorter et al., 2011)

Further use of interdisciplinary teams to support the
youth and their families, with a coordinator
overseeing the transition process

The use of digital tools to support self-monitoring

during the transition process

Education  Improved knowledge and training for care providers on
the transition process and adult healthcare services
with an emphasis on provider-patient relationships to

ensure attachment to adult care

Provision of resources for programme development
including conceptual frameworks that could inform
the design and implementation of programmes

Building capacity around evaluation research, and
providing programmes with evaluation guidelines

Research

5.4 | Limitations

Despite many strengths, this scoping review has limitations con-
nected to the data available, as well as to its approach. In terms of
the former, several studies did not report on key aspects of their
transitional programme. Furthermore, although evaluation was of
interest in this study and included when available, several studies did
not include an evaluation of the programme. Regarding limitations of
the review's approach, the search strategy may not have captured all
potential articles given that, by definition, CCN may produce a large
yield of conditions. To minimize this limitation, all potential descrip-
tive concepts related to complex care were included in the search
strategy. Additionally, the grey literature was not scoped given the
broad and international reach of this review. This will be the focus of

a future study.

6 | CONCLUSION

Transition of care from paediatric to adult healthcare services for
youth with CCN is complex given its inherent interdisciplinary
nature, its multi-year duration and the necessity to consider a wide
range of needs. Our review has presented a number of policy and
guideline recommendations to support youth transitioning from
paediatric to adult healthcare, including improved integration and
coordination; further use of interdisciplinary teams; the use of digi-
tal tools to support self-monitoring; improved knowledge and train-
ing for care providers; the provision of resources for programme
development; and building capacity around evaluation research.
Our review consolidates available information about programmes
designed to support youth with CCN through their successful tran-
sition from paediatric to adult care. To our knowledge, such work
around generalizable findings has not been done and will help to
inform further research, as well as transition policy and practice

advancement.
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