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ABSTRACT
Objective  This scoping review aimed to map the range 
of programmes in the literature to support children and 
youth with complex care needs and their families during 
transitions in care in the community.
Design  A scoping review of the literature.
Context  This review included programmes that supported 
the transition in care to home and between settings in the 
community.
Data sources  We implemented our strategy to search 
five databases: (1) PubMed; (2) CINAHL; (3) ERIC; (4) 
PyscINFO and (5) Social Work Abstracts. The search was 
last implemented on 29 April 2021.
Study selection  Our search results were imported 
into Covidence Systematic Review Software. First, two 
reviewers assessed titles and abstracts against our 
eligibility criteria. Relevant articles were then retrieved 
in full and reviewed by two reviewers for inclusion. 
Disagreements were resolved by a third reviewer.
Data extraction  Relevant data were extracted related to 
population, concept, context, methods and key findings 
pertinent to our review objective.
Results  A total of 2482 records were identified. After 
our two-stage screening process, a total of 27 articles 
were included for analysis. Articles ranged in the type 
of transitions being supported and target population. 
The most common transition reported was the hospital-
to-home transition. Intervention components primarily 
consisted of care coordination using a teams-based 
approach. The most reported barriers and enablers to 
implementing these transition care programmes were 
related to physical opportunities.
Limitations  Included articles were limited to English and 
French.
Conclusions  This review identified important gaps within 
the literature, as well as areas for future consideration to 
ensure the effective development and implementation of 
programmes to support children and youth with complex 
care needs during transitions in care.

BACKGROUND
There has been a noted increase in the 
number of children diagnosed with chronic 
conditions over the past several decades, with 
an estimated 20% of the paediatric popula-
tion living with a chronic condition affecting 

their daily functioning.1 While children 
can be diagnosed with wide ranging paedi-
atric chronic conditions (eg, developmental 
disabilities, congenital anomalies), they are 
frequently unified and characterised by their 
complex care needs (CCNs), high healthcare 
usage and functional limitations.2 Across the 
research, practice and policy sectors, this 
population of children are often referred to 
by a range of terms, including children with 
special healthcare needs, children with CCNs 
and children with complex chronic condi-
tions.3 A recent concept analysis described 
CCNs as ‘multidimensional health and social 
care needs in the presence of a recognised 
medical condition or where there is no 
unifying diagnosis’.3 As such, we adopted the 
term children and youth with CCNs to refer 
to the population of interest in this work and 
to remain inclusive regardless of their respec-
tive diagnoses.

Caring for children and youth with CCNs 
requires considerable health resources 
spanning across various health services, 
sectors and settings. These can include, but 
are not limited to, hospital-based medical 

STRENGTHS AND LIMITATIONS OF THIS STUDY
	⇒ This scoping review mapped the range of pro-
grammes in the community that support children 
and youth with complex care needs and their fami-
lies during transitions in care.

	⇒ We conducted a systematic search of five electronic 
databases and hand searched relevant reference 
lists for additional articles.

	⇒ We leverage the use of multiple theoretical frame-
works to help analyse and sort the extracted data.

	⇒ Given the wide range of conditions that may result 
in complex care needs, our search strategy may not 
have captured all potential articles; however, we 
attempted to mitigate this by including all potential 
descriptive concepts related to complex care in our 
search strategy.
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care, community-based clinics, respite care and educa-
tional supports. Continued medical advancements have 
improved the quality of life for many of these children 
and have allowed them to successfully transition from 
hospitals to their homes and home communities.2 4 In the 
community, children and youth with CCNs have upwards 
of 13 different healthcare providers involved in their 
outpatient healthcare.5 In addition to the variety of special-
ised healthcare related services, many of these children 
attend school, recreational activities, day programmes 
and/or workplaces in their communities. As such, they 
will experience many transitions between providers and 
settings across their lifetime. Transitions in care are often 
described as ‘a set of actions designed to ensure the coor-
dination and continuity of healthcare as patients transfer 
between different locations’ (p.4).6 This may include the 
transition from hospital to home, hospital to long-term 
care, home to school, paediatric to adult care and many 
others. The complexity of their needs and diverse nature 
of their condition(s) place children and youth with CCNs 
at greater risk for unsafe transitions and gaps in care 
coordination that can lead to adverse experiences, such 
as emergency department visits and unscheduled hospital 
admissions.5 7–10

In recent years, many transitional care initiatives have 
been developed to support the care needs of children 
and youth with CCNs and their families.11 12 Transitional 
care initiatives and/or programmes are a set of services/
resources designed to support the safe and effective 
movement between care settings/providers. For example, 
this may include additional nursing follow-up at home 
after an inpatient hospital stay.13 However, much of this 
literature is widely dispersed given the vast array of tran-
sitional care needs, paediatric conditions and diverse 
care settings. Furthermore, transitional care programmes 
may be complex in nature due to the variety of providers 
and services that can be involved. As such, developing a 
greater understanding of the key components of these 
transitional care programmes for children and youth with 
CCNs, as well as the barriers to implementation, will help 
optimise intervention design and improve sustainable 
implementation. Given the rapid growth is this field, it is 
critical that we characterise the range of transitional care 
programmes supporting children and youth with CCNs.

An initial search of PROSPERO, PubMed, the Cochrane 
Database of Systematic Reviews and the Joanna Briggs 
Institute (JBI) Database of Systematic Reviews and Imple-
mentation Reports was conducted to ascertain whether 
a review of all community transition care programmes 
and their characteristics had been previously completed. 
Although evidence syntheses were identified which 
explored specific transitions in care (eg, hospital to 
home)14 and the impact of care transitions on caregivers,15 
we did not identify a comprehensive evidence synthesis 
that reviewed the range of transitions in care programmes 
that have been reported for children and youth with 
CCNs. Mapping the current evidence regarding transi-
tional care programmes in the community for children 

and youth with CCNs and their families will assist to iden-
tify key intervention components; common barriers and 
enablers to implementation; and gaps in the literature.

This scoping review reports on one of two objectives 
outlined in a larger review project exploring all transi-
tional care programmes. This can be read in more detail 
in the published protocol guiding this work.16 This report 
is focused on transitions in care (from hospital to home 
and/or between community settings) for children and 
youth with CCNs up to 19 years of age.16

REVIEW OBJECTIVE AND QUESTIONS
The objective of this review was to map the range of 
programmes that have been reported in the literature to 
support children and youth with CCNs and their families 
during transitions in care. The following research ques-
tions will be addressed:
1.	 What programmes have been reported in the litera-

ture to support children and youth with CCNs 19 years 
of age and under, and their families during transitions 
in care in their home community?

2.	 What are the reported key components and/or charac-
teristics of transitional care programmes for children 
and youth with CCNs and their families?

3.	 What are the reported barriers and enablers to the im-
plementation of transitional care programmes for chil-
dren and youth with CCNs?

METHODS
This scoping review followed steps outlined by the JBI 
Methodology for Scoping Reviews.17 Scoping reviews 
are a type of knowledge synthesis that seek to map and 
examine the body of literature pertaining to a broad 
topic of interest.17 18 Given the breadth of our research 
questions and the lack of existing evidence to address 
these questions, a scoping review is critically needed.

The JBI Methodology for Scoping Reviews outlines five 
main steps for conducting a knowledge synthesis: (1) 
identify and define the research aim and question(s); 
(2) create and implement a search strategy; (3) identify 
and select studies; (4) extract and chart the data and (5) 
synthesise and amalgamate the review findings.17

Patient and public involvement
Prior to commencing our review, we created an advisory 
council composed of researchers, library scientists, clini-
cians and families to oversee the creation and initiation of 
the research protocol. By forming this advisory council, 
we were able to identify the priority need for this scoping 
review to gain a comprehensive understanding into the 
current literature exploring transitional care programmes 
to support this population of children, youth and their 
families.

Search strategy
An experienced library scientist conducted an initial 
search of PubMed and CINAHL to identify articles 
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related to our topic of interest. Based on these articles, 
key words, concepts and index terms were collected and 
reviewed to develop our comprehensive search strategy. 
To increase the rigour and reliability of this review, our 
search strategy underwent peer review by another library 
scientist with the Peer Review of Electronic Search Strate-
gies Guideline Statement.19 The search strategy was then 
adapted for each selected database and was last imple-
mented on 29 April 2021. A manual search of the refer-
ence lists from relevant evidence syntheses and literature 
reviews captured in our search strategy was completed to 
screen for additional articles of interest.

Information sources
We implemented our strategy to search five electronic 
databases: (1) PubMed; (2) CINAHL; (3) ERIC; (4) 
PyscINFO and (5) Social Work Abstracts. The search 
strategy for all databases is included as in online supple-
mental file 1. Given the broad scope of this review, grey 
literature was not included and will be a focus for future 
work.

Inclusion criteria
Participants
This review considered all literature on children and youth 
with CCNs between 0 and 19 years old and their families. 
We defined CCNs according to Brenner et al’s conceptual 
analysis as ‘multidimensional health and social care needs 
in the presence of a recognised medical condition or 
where there is no unifying diagnosis’ (p.1647).3 Children 
and youth with specified health conditions, as well as the 
broader paediatric population with CCNs, were included.

Concept
The concept of interest for our review was transitional 
care programmes. This was defined as one or more inter-
ventions, services, or acts that support or target any move-
ment between care settings, care providers or services. 
Articles that did not explicitly state that their programme 
supported a transition in care were excluded from this 
review.

Context
This review included articles where the transitional care 
programme involved a transition from: (1) hospital or 
other healthcare locations to the home or community 
settings; or (2) between community settings. However, 
articles that described transitional programmes deliv-
ered exclusively within a hospital setting (eg, intrafacility 
handover) with no community component were excluded 
from this review. We included articles regardless of the 
delivery modality. No geographical or temporal limita-
tions were placed on this review to explore any potential 
patterns or trends across location and/or time. Articles 
that discussed transitions from paediatric to adult care 
were separated and reported on as the aforementioned 
overarching review.

Types of sources
This scoping review considered all types of published 
literature, including both empirical and non-empirical 
reports. Non-empirical reports included any articles that 
described transition programmes or services but were 
not formally evaluated by quality initiative or research 
methods. Any identified evidence syntheses of related 
concepts were reviewed for additional primary articles. 
Articles published in the English and French languages 
were included.

Study selection
All identified citations from our full search strategy were 
imported in Mendeley and duplicates were removed. The 
complete reference list was then imported into Covidence 
Systematic Review Software and any remaining duplicates 
were removed.

To ensure our eligibility criteria were uniformly applied 
by all reviewers, members of our review team inde-
pendently conducted an initial pilot test of our screening 
tool with 10 citations. Reviewers met to discuss findings 
and resolve any areas of disagreement. Next, teams of two 
independent reviewers first conducted screening of the 
titles and abstracts and then all full-text articles deemed 
relevant. Disagreements arising from either stage of 
screening were resolved by a third reviewer.

Date extraction
Data from the included articles were extracted by two 
independent reviewers using a predetermined data 
extraction tool developed by the research team. Extracted 
data included population, concept, context, methods, 
use of theoretical frameworks, barriers and enablers to 
implementation and key findings relevant to our review 
objective. Barriers and enablers were conceptualised 
as any determinant that was reported to influence the 
uptake of the transition care programme at any level (eg, 
family or health system level).20 The data extraction table 
can be found in our published protocol.16 Two indepen-
dent reviewers extracted all relevant information, and any 
discrepancies were resolved through discussion.

Data analysis
Data were sorted and coded using two theoretical frame-
works to aid in answering the review questions: (1) 
The Effective Practice Organisation of Care (EPOC) 
Taxonomy of Health Systems Interventions21 and (2) The 
Capability, Opportunity, Motivation-Behaviour (COM-B) 
Model of Behaviour.20 The EPOC Taxonomy was devel-
oped through iterative revisions by Cochrane to help 
classify health interventions and their implementation 
strategies. In its development, it was applied to interven-
tions in both high-income to low-income countries to 
ensure relevancy.21 This taxonomy has four main domains: 
(1) Delivery Arrangement; (2) Financial Arrangements; 
(3) Governance Arrangements and (4) Implementation 
Strategies.21 Each domain contains various categories and 
subcategories to classify specific details and information 
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related to the health interventions under examination 
(eg, who is providing care, what is being delivered, and 
where is it taking place).21 Using this taxonomy as an 
analysis framework can help to identify potential gaps in 
the literature and group similar programmes.21 Further-
more, given that these programmes are anticipated to 
be complex in nature, the EPOC Taxonomy was used to 
identify and organise intervention components, as well 
as highlight similarities and variances across reported 
programmes. The COM-B Model of Behaviour suggests 
that behaviour change occurs when there is a change in an 
individual’s capability (physical or psychological), oppor-
tunity (physical or social) and/or motivation (autonomic 
or reflective).20 For example, physical opportunities 
refers to environmental context, structures and resources, 
whereas psychological capability reflects the knowledge 
and decision making that influence behaviour.20 This 
theoretical and evidenced based framework helps to 
better identify and comprehend the nature of behaviour 
change, the mechanisms needed to change behaviour 
and their required actions.20 With this knowledge, the 
COM-B model can help identify critical areas that should 
be considered when developing and implementing health 
programmes.20 We used the COM-B to provide a theoret-
ical basis for classifying and organising reported barriers 
and enablers to the implementation of transitional care 
programmes included in our review.20 Two independent 
reviewers coded data related to intervention components 
using the EPOC framework and data related to barriers 
and enablers using the COMB-B model. Reviewers met to 
resolve any disagreements in coding to achieve consensus. 
An inductive analysis approach was then used to group 
and theme recurring and similar barriers and enablers to 
implementation.22 Descriptive statistics were also run to 
provide the frequency in which concepts occurred.

RESULTS
Our initial search strategy identified a total of 2482 
records. After title and abstract screening, 421 remained 
for full-text review. Following the exclusion of articles that 
did not meet our eligibility criteria, a total of 27 articles 
were included in our analysis (figure 1).

Transitional care programmes
Over 85% of our included articles were conducted in 
the USA (n=23). The remaining articles originated 
from Australia (n=2), Canada (n=1) and the UK (n=1). 
Over 40% of the articles (n=12) specifically targeted 
the hospital-to-home transition. Other care transitions 
included supporting transitions within school (n=3); 
within community settings (n=2); between hospital-to-
ambulatory care (n=2); school-to-work (n=1); early inter-
vention programmes-to-pre-school (n=1); inpatient and 
outpatient care (n=3); hospital-to-community (n=1); 
tertiary care-to-primary care medical home services (n=1); 
and transition program-to-community (n=1). A summary 

of the article characteristics is outlined in online supple-
mental file 2.

Target population
The reported transitional care programmes support a 
variety of paediatric populations living with CCNs. This 
included children and youth with specific diagnoses (eg, 
children who sustained brain injuries, patients having 
undergone allogenic stem cell transplantation, children 
with cerebral palsy, children with respiratory technology 
dependence) or specific groups (eg, preschool special 
education children, high-risk neonatal patients or hospi-
talised children and youth). Approximately one-third of 
the programmes targeted the broader population of chil-
dren and youth with CCNs, irrespective of their specific 
conditions/diagnoses (n=10).

Key intervention components using EPOC taxonomy
O’Shea et al reported on the evaluation and comparison of 
two transitional care interventions which were coded sepa-
rately using the EPOC taxonomy. Therefore, there were a 
total of 28 interventions identified and categorised based on 
the EPOC framework. Of note only eight articles reported 
the use a conceptual or theoretical framework underpin-
ning their work. A breakdown of intervention descriptions 
and identified theoretical frameworks can be found in 
online supplemental file 3.

The two key intervention components present in the 
majority of strategies or programmes were case manage-
ment (n=23) and the use of teams (n=21). Of the overall 
components included in the EPOC taxonomy (eg, delivery 
arrangements, financial arrangements, governance arrange-
ments, implementation strategies), the most reported types 
of information were related to delivery arrangements and 
implementation strategies (n=28). Financial arrangements 
were the least reported component. In terms of delivery 
arrangements, more than half of the interventions discussed 
case management, communication between providers, use 
of teams, coordination of care among different providers, 
continuity of care, care pathways, self-management, decision 

Figure 1  PRISMA diagram. PRISMA, Preferred Reporting 
Items for Systematic Reviews and Meta-Analyses.
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making and disease management. Seven interventions 
discussed governance arrangements, including decision 
making about what or who is covered, insurance, prescribing, 
scope of practice and professional competence. Lastly, more 
than half of our included programmes target healthcare 
workers, with only two targeting health organisations. A full 
breakdown of the EPOC analysis can be found in table 1.

Barriers and enablers to programme implementation
The most reported barriers and enablers to programme 
implementation fell under the COM-B category of ‘phys-
ical opportunities’ (n=18), with ‘social opportunities’ being 
the second most reported category (n=10) (table  2). The 
most common barrier within physical opportunities (n=3) 
was the lack of service coordination, while good communi-
cation was the most common enabler in the social oppor-
tunities’ category reported in three studies. The remaining 
coded COM-B categories are listed in descending order of 
frequency: reflective motivation (n=6); psychological capa-
bilities (n=5); physical capabilities (n=4); and automatic 
motivation (n=2). In regard to reflective motivation, six arti-
cles described the stigma and social isolation that surround 
individuals with disabilities as a barrier to successful transi-
tions in care. Lack of knowledge by providers about specific 
illness presentations, as well as the services available to fami-
lies, was another reported barrier to the implementation of 
these programmes. There were eight articles that did not 
report any barriers and enablers to their intervention imple-
mentation.23–30 Many papers reported barriers and enablers 
that fell into multiple categories, with two articles reporting 
within four COM-B categories, six articles reporting within 
three, nine articles reporting within two, and three articles 
reporting within one (table 2). A full breakdown of examples 
of the barriers and enablers coded in each of the COM-B 
categories from a variety of papers are highlighted in table 3.

Study designs and outcome measures
Our review included all articles, regardless of their study 
design. A total of 17 articles reported an empirical evalu-
ation, including the following study designs: retrospective 
quantitative methods (n=6), qualitative methods (n=4), 
randomised controlled trials (n=2), quality improve-
ments (n=2), mixed methods (n=2) and prospective 
quantitative methods (n=1). Of those that reported 
outcome measures, seven articles reported on provider 
level outcomes, five articles reported on health system 
outcomes, four reported patient/family-level outcomes, 
and one article reported on both. Online supplemental 
file 2 provides a more detailed breakdown and summary 
of the study outcomes.

DISCUSSION
Children and youth with CCNs are a growing population 
within our health and community care systems.2 Various 
health and social resources are needed to support chil-
dren, youth and families to achieve seamless and safe 
transitions in care, as well as ensure successful integration 

into the community.2 4 7 11 31 Without adequate access 
to the appropriate resources, children and youth are at 
risk for adverse health outcomes and gaps in their conti-
nuity of care.4 32 To better understand this concept, we 
undertook a scoping review to map the range and char-
acteristics of programmes reported in the literature that 
support children and youth between 0 and 19 years old 
with CCNs during transitions in care to and between 
community settings. Our review identified several gaps 
within the literature, including a limited number of 
empirical studies and a dearth of programmes identified 
to support transitions across various community settings. 
The results of this scoping review also identified areas for 
future directions to ensure the effective development and 
implementation of programmes that support the needs 
of these children and youth during transitions in care.

Most interventions focused on the transition from 
hospital to home, while few focused on supporting chil-
dren and youth with CCNs and their families in their 
home community and/or movement between community 
settings (eg, school, workplace). This review suggests that 
most of the transitional care programmes for children 
and youth with CCNs are designed and implemented 
to support the hospital to home transition, with other 
community-based transitions, such as the transition from 
home to school, poorly understood and/or supported. 
These transitions in care are imperative, as many indi-
viduals with complex needs are cared for in their homes, 
instead of acute and long-term care settings.2 33 Many 
children and youth with CCNs are attending schools, day 
programmes, and workplaces; however, our review iden-
tified few published articles that focused on programmes 
to support transition to educational services (eg, public/
private schooling)27 34–36 or community care (eg, respite 
care). To accompany this shift in care provision, it is 
crucial that resources and services are in place to support 
the transitions encountered by many of these children 
and youth. However, families often report difficulty in 
accessing essential community services, such as respite 
care that can help facilitate family involvement in their 
communities.37 Furthermore, children and youth with 
CCNs can face challenges when seeking to fully integrate 
and participate within schools’ educational and play 
activities, subsequently impacting educational attainment 
and quality of life.38 Inclusive education, social integra-
tion and access to community system supports are key 
domains in achieving optimal health for children with 
medical complexity and their families.39 As more chil-
dren with CCCNs are being cared for in community, it is 
critical that programmes are designed and evaluated to 
support these various community-based care transitions.

Best practice methods for designing successful interven-
tions includes a behavioural analysis to identify barriers 
and facilitators to implementation, and tailoring strategies 
to address these behavioural determinants.40 We used the 
COM-B model and EPOC taxonomy to identify known 
barriers and enablers to programme implementation and 
existing intervention components being used in practice. 
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Using the COM-B model and the EPOC taxonomy as anal-
ysis frameworks revealed an apparent mismatch between 
the reported barriers to implementing transitional care 
programmes for children and youth with CCNs and the 
implementation strategies being used. For instance, many 

authors reported barriers related to physical resources 
and opportunities, such as a lack of service coordination, 
when implementing transitional care programmes.25 28 41 
This is consistent with current literature exploring the 
experiences and barriers to transitioning children and 

Table 2  Barriers and enablers COM-B analysis summary

Authors

Capabilities Opportunities Motivation Total

Physical Psychological Physical Social Reflective Automatic

Betz and Redcay (2002)41 x x x x 4

Olley et al (2017)55 x x x x 4

Smart et al (2017)56 x x x 3

Rutkowski et al (2006)57 x x x 3

Myers (2007)34 x x x 3

Gordon et al (2007)58 x x x 3

Thrall et al (2012)35 x x x 3

Coller et al (2018)59 x x x 3

Kelly et al (2008)26 x x 2

Baker et al (2016)60 x x 2

O’Shea et al (2007)13 x x 2

Graham et al (2008)61 x x 2

Storgion and Stutts (2000)62 x x 2

Moyer et al (2010)63 x x 2

Statile et al (2016)64 x x 2

Stephens (2005)65 x x 2

Graham et al (2017)66 x 1

Biffl and Biffl (2015)67 x 1

Martel et al (2015)36 x 1

Total 4 5 18 10 6 2

COM-B, Capability, Opportunity, Motivation-Behaviour.

Table 3  Examples of Barriers and Enablers in Each COM-B category

Category Subcategory Total Example

Capabilities Physical 4 Learning context: Needs to be in ‘real-life’ context57

Minimal training r/t early career transitions; provide training34

Psychological 5 Lack of knowledge by HCP and families as to resources available41

Knowledge of child’s condition58

Opportunities Physical 18 Lack of expertise in the community, for example, school-based services61

Lack of service coordination62 64 65

Varying eligibility requirements for services and financial aid, and insufficient resources62

Transportation concerns64

Funding35

Financial problems experienced by families66

Lack of formal criteria for enrollment in programme58

Social 10 Family members be engaged in our improvement processes58 64

Lack of communication between Health care providers, educators, client41

Good communication facilitated relationships and trust between services and aided 
supportive counselling34 55 62

Motivation Reflective 6 Children with special needs may experience stigmas, social isolation, and an impaired 
development of social skills, self-esteem, sexuality and sense of identity35

Action plans for goal setting59

Automatic 2 Family stress and comfort with medical complexities61

COM-B, Capability, Opportunity, Motivation-Behaviour.



9Breneol S, et al. BMJ Open 2022;12:e056799. doi:10.1136/bmjopen-2021-056799

Open access

youth with medical complexity from the hospital to home 
settings.12 31 Conversely, the majority of implementation 
strategies are focused on the healthcare provider and 
child/family level, with few approaches at the organi-
sational and health system level to target those barriers. 
The EPOC taxonomy further highlighted the dearth of 
evidence regarding the strategies to secure financial provi-
sion to implement and sustain these programmes within 
the health system. Without the appropriate infrastructure 
or support at the organisational level, the implementation 
and sustainability of these programmes in the clinical and 
community settings are limited.42 43 Harnessing frame-
works such as the COM-B model and EPOC taxonomy 
provides a theoretical and conceptual foundation to not 
only identify these mismatches of barriers and strategies, 
but also provide a clear indication of next steps.44–46 Find-
ings from our work highlight the need for attending to 
health system level barriers such as sustainable infrastruc-
ture and funding when designing transitional care initia-
tives to support this vulnerable population. This review 
also highlighted the overall lack of conceptual and theo-
retical guidance underpinning the transitional care litera-
ture for children and youth with CCNs and their families. 
Forthcoming research can benefit from the theoretical 
and pragmatic guidance to designing and implementing 
sustainable transitional care programmes and ensure that 
challenges are mitigated, and facilitators are amplified.

Collaborating with families as partners in care was 
identified by this review as an important factor in the 
development and implementation of transitional care 
programmes for CCNs (see table  3). Over the past 
decade, the importance of patient/family engagement in 
codesigning care with providers is becoming more widely 
understood and adopted.47 48 Further, fostering partner-
ships with patients/families and end-users in research 
evaluating these interventions has been shown to support 
the development of patient/family identified priorities 
and ultimately improve health outcomes, services and 
systems.49–52 These partnerships need to be authentically 
and meaningfully cultivated to mitigate power imbal-
ances, create shared learning environments and build 
research capacity.53 Engaging children and youth, in 
particular those with developmental disabilities, as part-
ners in research also presents additional and unique 
ethical considerations.50 New frameworks and strategies 
are now being developed to help guide researchers in this 
complex process, challenge ableist assumptions, and ulti-
mately create inclusive research practices.50 53 While we 
specifically highlight the role families play as partners in 
research and quality improvement, it is also critical to culti-
vate these meaningful relationships between providers 
and families in the clinical setting and ensure this is a 
key component to any clinical initiative. Researchers and 
policy-makers should be including children and youth 
with CCNs and their families on their team to ensure the 
development of a responsive health system to the needs 
of children, youth and their families during transitions 
in care.

Limitations
This review considered all articles, regardless of their 
design. Further, some articles did not report on key aspects 
related to their programme components and/or imple-
mentation. We encourage authors to follow reporting 
guidelines (ie, Equator Network Reporting Guidelines) 
to ensure readers can discern critical information related 
to programme components, implementation strategies, 
and evaluation methods.54 Without this information, 
replicability of these initiatives is limited. Further, this 
review considered all articles that reported on supporting 
children and youth with CCNs regardless of their specific 
diagnoses. Given the wide range of conditions that may 
result in CCNs, our search strategy may not have captured 
all potential articles; however, we attempted to mitigate 
this by including all potential descriptive concepts related 
to complex care in our search strategy. We also did not 
conduct a search of the grey literature, as this work is 
being undertaken separately due to its potentially large 
scope. Lastly, including only articles published in English 
or French language may have limited the international 
scope of this review.

CONCLUSIONS
It is imperative that the appropriate resources and 
services are in place to support children and youth with 
CCNs and their families during the various transitions 
in care encountered across their lifespan. This review 
mapped the range and characteristics of programmes 
being reported in the published literature to support 
these transitions in care and brought to light areas to 
explore for future direction. It is encouraging that this 
review identified a number of programmes designed to 
support children and youth with CCNs and their fami-
lies during the essential transition from hospital to home; 
however, important gaps were also identified. The results 
from this review call for more empirical research focused 
on transitions to community and educational-based 
services. As more children are being cared for in their 
homes and home communities, transitions to services 
such school and respite are imperative to achieve optimal 
health. Further, there is disconnect between the reported 
barriers and enablers to implementing these transitional 
care programmes, their intervention components and 
selected implementation strategies. Using theoretical 
frameworks, such as the COM-B Model of Behaviour 
and EPOC taxonomy, can help identify and map poten-
tial barriers and enablers, intervention components and 
implementation strategies to create more tailored and 
sustainable interventions to support the transitional care 
needs of children and families. Moreover, researchers, 
clinicians and decision-makers must invest the time and 
effort to authentically engage children and youth with 
CCNs and their families in the design and implementa-
tions of these programmes. Creating inclusive research 
and clinical teams will aid in the development of transi-
tional care programmes that are attentive to the needs of 
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children and youth with CCNs and their families and ulti-
mately improve healthcare experiences and outcomes.
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