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ABSTRACT

Purpose: This knowledge synthesis aimed to 1) Map the extent and nature of the literature on
capacity building in the field of rehabilitation for transition-age youth with disabilities (12-30years old)
and 2) Describe how capacity building is conceptualized and identify principles and key ingredients
underpinning this concept.

Materials and Methods: A scoping review using JBI methodology was employed. A search of six
databases resulted in 2169 English documents; 34 were retained. Two reviewers charted and analyzed
the data, supported by the third reviewer. Inductive content analysis was used to identify principles
and key ingredients.

Results: Seven documents provided explicit definitions of capacity or capacity building. Content
analysis revealed four principles describing capacity building as: 1) individualized approach with
real-world application 2) fostering a preferred future 3) youth taking ownership for change and 4) an
ongoing process. Six key ingredients detail how to build capacity: 1) individualized and flexible
approach in natural context 2) shared responsibility 3) use of accessible information and resources 4)
cultivate strengths 5) opportunities for full participation and 6) facilitate reflection on experiences.
Conclusion: Clinicians and researchers can draw upon identified capacity building principles and
ingredients to support meaningful real-world outcomes for transition-age youth.
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> IMPLICATIONS FOR REHABILITATION

» Programs and interventions that seek to build capacity of youth with disabilities can consider the
identified ingredients to guide the generic rehabilitation process.

- Capacity building approaches address youth's beliefs, knowledge, and skills, related to pursuing their
desired goals and problem-solving through barriers in their own changing contexts.

- As our field shifts toward a focus on capacity building approaches; it is important to clearly define
this concept within our intervention and outcomes.

neurodevelopmental disabilities [4-6] where building child and
family capacity to self-manage disability related situations is an
intended outcome. Interventions such as coaching or

Introduction

Capacity building in the context of rehabilitation has been

described as a process encompassing change in knowledge and
skills with the focus on future growth and development of the
client’s potential [1]. Capacity building can be difficult to define
theoretically and operationally [2] since it is an approach that is
transactional, highly dependent on an individual’s unique context
and focuses on future change. It is necessary to find ways to
capture the process and outcomes of capacity building. There is
inconsistency in defining and using capacity building as both a
process and an outcome in pediatric rehabilitation.

Capacity building is a desired outcome in rehabilitation, which
considers the future potential of an individual to adapt to envi-
ronmental conditions [3]. To illustrate, participation-based
approaches are increasingly being used for youth with

participation-based therapies are typically done in natural contexts
(involve real life learning) and aim to build the capacity of clients,
caregivers, or others in the client’s environment to solve their
own problems [1,7]. There is also some documented use of capac-
ity building approaches for youth with mental health problems
[8,9]. Although capacity building is considered important, as it is
commonly used as a desired target end of intervention, the con-
cept of capacity building is also elusive; there is no unified the-
oretical definition and thus no clear operational definition. While
there are emerging capacity building approaches (often embedded
within coaching approaches) to improve outcomes in the field of
rehabilitation, research is needed to examine sustainability of
effects [10]. Examining long-term effects of capacity building
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approaches is challenging given the gap in knowledge about how
to operationalize these effects.

Capacity building is important for youth as they transition from
adolescence to a more independent adulthood (and adult roles)
which includes transitioning to adult health care systems [11].
The United Nations typically defines youth as ranging from age
15-24years old [12]. In rehabilitation, the preparation for transition
to adult care is recognized to start as young as age 12 [13], about
the age that youth with chronic conditions start to develop
self-management skills [14]. Additionally, this period of emerging
adulthood may be a longer process for people with disabilities
who often attend secondary school longer than same-age peers
and experience delays in finding employment [15]. Therefore, for
the purpose of this review, the expanded age range of 12-30 is
used to encompass the adolescent period of many youth with
disabilities.

A scoping review is used to identify and synthesize existing
knowledge to understand how capacity building is framed and
used in rehabilitation of youth with neurodevelopmental or
chronic disabilities, and/or mental health disorders. A scoping
review methodology was selected for several reasons. First, to
clarify the concept of capacity building and its related definitions
in the literature for rehabilitation, second to identify key char-
acteristics of capacity building, and finally to identify potential
knowledge gaps [16]. The scoping review methodology uses an
exploratory, descriptive approach allowing for inclusion of studies
with different methodological approaches and populations which
is useful given the heterogeneity of the emerging literature on
capacity building. The goal of a scoping review is to describe
concepts, findings, and outcomes rather than to summarize or
assess the quality of studies. The research question guiding this
review is: How is capacity building framed within the literature
for rehabilitation of transition-age youth with neurodevelopmen-
tal disabilities and/or mental health problems and/or their
caregivers?

Objectives

This knowledge synthesis aimed to 1) Map the extent and nature
of the literature on capacity building in rehabilitation for
transition-age youth (ages 12-30) with disabilities and 2) Describe
how capacity building is conceptualized and identify principles
and key ingredients underpinning this concept.

Methods

The scoping review was conducted in accordance with the Joanna
Briggs Institute (JBI) methodology for scoping reviews [16]. This
methodology builds upon the six-stage methodological framework
by Arksey and O'Malley [17] and additional recommendations by
Levac et al. [18]. This manuscript follows the Preferred Reporting
Items for Systematic reviews and Meta-Analysis extension for
Scoping Reviews (PRISMA-ScR) [19], a completed PRISMA-ScR
checklist is provided in the supplementary file.

The protocol is registered online with Open Sciences Framework
[20]. To ensure the currency of the synthesis an updated search
was completed on June 17, 2024. Although an overview of all
results is presented in the current manuscript, the qualitative
analysis focuses on answering the first subquestion of the proto-
col: (a) how is capacity building conceptualized within theoretical
and practical models (principles and key ingredients) of rehabilitation
for youth?

Search strategy

The search strategy aimed to identify relevant peer-reviewed arti-
cles, book chapters, and dissertations. An academic librarian was
involved with developing and implementing a targeted and iter-
ative search strategy. The comprehensive search strategy was used
to identify literature that explicitly includes the concept of capacity
building, rather than related concepts (e.g., empowerment,
self-determination) since this review aims to understand how the
term capacity building is used in the literature. To identify literature
relevant for the rehabilitation context, diagnoses of youth who
typically receive rehabilitation services were included. With the
goal of capturing a broad range of disabilities and mental health
problems of youth who are serviced by rehabilitation professionals,
a comprehensive list was developed through expanding on search
terms used in previous scoping reviews. Specifically, the list of
search terms used for childhood-onset disabilities in Anaby et al.
[21] and mental health problems in Lal et al. [22] were used to
build the search since both of these reviews also aimed to develop
a broad and comprehensive list of relevant diagnoses. Additional
search terms and MeSH headings were also applied to the current
search as needed. Finally, the target population (i.e., youth
12-30years old) was searched broadly based on salient terms and
keywords related to capturing ‘transition-aged youth’ A full search
strategy was developed for OVID Medline (Table 1). The search
strategy, including all identified keywords and index terms, was
adapted for each included database, allowing a more sensitive
search of the literature. The reference lists of all included sources
of evidence were hand searched for additional documents.
Studies published in English without any date restraints were
included. This scoping review considered all study designs, including
experimental, case reports, and qualitative designs. Opinion papers,
theoretical papers, book/book chapters, and dissertations were also
considered for inclusion. Published abstracts were not included due
to the limited information that can be extracted from an abstract.
Six databases were searched (initially on July 14, 2021; and
updated on June 17, 2024): Medline (OVID), CINAHL (EBSCO), ERIC
(EBSCO), EMBASE (OVID), Psycinfo (OVID), and ProQuest (for disser-
tations). These databases were selected to search for information
from a combination of fields (i.e., health, education, psychology) for
broader results which may be relevant for the rehabilitation context.

Source of evidence selection

Following the search, all identified citations were collated and
uploaded into EndNote X9.3.3 and duplicates removed. Specific
eligibility criteria for including documents were defined according
to population, concept, and context.

Population

The target population of interest was youth receiving rehabilitation
services as they transition from adolescence to a more indepen-
dent adulthood (or their caregivers). Documents were included if
the population was: 1) Youth with persistent or chronic physical
disabilities, neurodevelopmental disorders, and/or mental health
problems who typically receive rehabilitation services OR their
parent(s)/caregiver(s) AND 2) The adolescent, youth, or young
adult(s) were within the transition-age range of 12-30years old.
Documents were excluded if: 1) The specified median age of youth
sample was outside of the 12-30years old range OR 2) The age
was not specified but was focused on “early intervention” or
“young children.”
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Table 1. Search strategy for OVID Medline.

Participants: Transition-age Youth
Pediatric Filter: (child* or pediatric* or pediatric* or prematur* or preterm* or perinat* or
neonat* or neo nat* or newborn* or new born* or infan* or baby* or babies or toddler*
or boy* or girl* or kid$1 or school* or juvenil* or underage* or under age* or teen* or
minor$1 or youth$1 or adolescen* or pubescen® or puberty).mp.
OR
(neonat* or infan* or child* or adolescen* or pediatric* or pediatric*).jw.
OR
young adult*.mp.
OR
MeSH Headings:
exp infant/ or exp child/ or adolescent/ or exp pediatrics/
Young Adult/
Transition to Adult Care/
Students/

AND

Concept: Capacity Building
(Capacity adj3 build*).mp. OR Self-capacit*.mp.

AND

Context: Rehabilitation of Youth with Neurodevelopmental Disabilities or Mental Health Problems
(Cerebral Palsy, Spina Bifida OR myelomeningocele OR meningocele, Down syndrome, Attention Deficit Disorder OR ADD OR Attention Deficit/hyperactivity
disorder OR ADHD, Developmental Coordination Disorder, Communication Disorder OR DCD OR developmental dyspraxia OR Motor coordination disorder OR
clumsy child syndrome, Eating disorder OR disordered eating, Orthopedic Muscular Dystrophies (OR ... Duchenne’s, Spinal Muscular Atrophy), Congenital
deformity, Brachial Plexus injury, Epilepsy OR seizure disorder, Movement disorder, Autism OR autistic disorder* OR Autism spectrum disorder OR ASD OR
Pervasive Developmental Disorder OR PDD OR PDD-NOS, Sensory disintegrative disorder OR sensory defensiveness OR sensory processing disorder, Anxiety,
Global developmental delay, Fine motor dysfunction, Acquired brain injury OR traumatic brain injury OR brain injury OR head injury Learning Disability,
Non-verbal learning disabilities/disorder, Cleft lip and palate (OR cleft lip; cleft palate; cleft lip and palate; orofacial cleft), Juvenile adj3 arthritis).mp.
OR
(Physical disability or physical handicap or neurodevelopmental disorder).mp
OR
(Mental* ill* person* or Mental health* or Psychiatric diagnosis or Psychotic disorder* or Brief reactive psychosis or Schizoaffective disorder* or
Schizophreniform disorder* or Psychosis or Schizophrenia or Schizophrenic disorder* or Bipolar disorder* or Bipolar depression or Manic disorder* or Manic
state* or Mania or Bipolar affective psychosis or Anxiety or Depression or Substance* abuse* or Substance* related disorder* or Eating disorder* or ASD or
Autism or DSM).ab,kf kw,ti.
OR
MeSH Headings:

Cerebral Palsy/ or Spinal Dysraphism/ or Spina Bifida Occulta/ or Meningomyelocele/ or Meningocele/ or Down Syndrome/ or Attention Deficit Disorder with
Hyperactivity/ or Motor Skills Disorders/ or exp Communication Disorders/ or exp Developmental Disabilities/ or Apraxias/ or Neuromuscular Diseases/ or
Duchenne/ or Scoliosis/ or Muscular Dystrophies/ or Muscular Atrophy, Spinal/ or Abnormalities, Multiple/ or Birth Injuries/ or Brachial Plexus Neuropathies/
or Epilepsy/ or Movement Disorders/ or Autistic Disorder/ or Asperger Syndrome/ or Autism Spectrum Disorder/ or Child Development Disorders, Pervasive/
or Sensation Disorders/ or Brain Injuries, Traumatic/ or Brain Injuries/ or Craniocerebral Trauma/ or Cleft Lip/ or Cleft Palate/ or Arthritis, Juvenile/ or
Disabled Persons/ or Neurodevelopmental Disorders/ or Feeding and Eating Disorders/ or exp Anxiety/ or Learning Disabilities/ or Congenital, Hereditary,
and Neonatal Diseases and Abnormalities/ or Disabled Children/

Concept

We were interested in how the concept of capacity building is
explicitly used (i.e., when the term capacity building is clearly
named) in the literature for transition-age youth who receive
rehabilitation services. Documents were included if they: 1)
Included capacity building as at least one aspect of the interven-
tion, framework, outcome measured/reported, or findings (i.e.,
themes) for either the youth or their caregiver. Documents were
excluded if they: 1) Focused on capacity building exclusively of
staff/service providers at an organizational level.

Context

The aim was to include documents relevant to the rehabilitation
context, in any setting (i.e, home, school, community, etc.), with-
out restrictions on geographic location. The World Health
Organization’s definition of rehabilitation was used to clarify the
meaning of rehabilitation context [23]. Documents were included
if they: 1) Are within the rehabilitation field including (but not
limited to) occupational, physical, or speech therapy, or social

work. Documents were excluded if they: 1) Are focused on con-
texts outside of the rehabilitation of youth such as public health,
health behavior change, educational context without mention of
a rehabilitation specialist, knowledge translation for health pro-
fessionals, or youth/family engagement in research.

The eligibility criteria were pilot tested by having two reviewers
(M.R. & N.F.) independently screen the first 20 titles and abstracts.
With 75% agreement initially, consensus was reached through
discussion between the two reviewers and confirmation from a
third reviewer (D.A.). All remaining titles and abstracts were then
screened by M.R. & N.F. for assessment against the inclusion and
exclusion criteria for the review and then compared. Potentially
relevant sources were retrieved in full, and their citation details
imported into EndNote X9.3.3. The full texts of selected citations
were assessed in detail against the inclusion/exclusion criteria by
M.R. & N.F. Rayyan [24] was used for blinding decisions made by
each reviewer. Reasons for exclusion of sources of evidence
screened at the level of the full text were recorded. Disagreements
that arose between the reviewers at each stage of the selection
process were resolved through discussion, or consultation with
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D.A. as needed. A validation process was conducted by D.A. who
screened 25% of the excluded documents (every 4™ document
when listed alphabetically by title). Consensus was reached
through discussion. A similar screening process was used for the
updated search although screening was completed by M.R. with
support from two research assistants. Consensus was reached
through discussion with D.A. and M.G. as needed.

Data charting

After collectively developing the data charting form and prior to
starting data charting, two reviewers (M.R. & N.F.) independently
piloted the data charting form for five documents, comparing
afterwards to determine that their approach was consistent with
the research question and purpose as recommended by Levac
et al. [18]. Each of these two reviewers finished charting data for
half of the remaining documents, meeting regularly to discuss
the charting process and to confirm all relevant data was included.
The data items charted included publication year and country/
location and specific details about the participants (age, diagnoses),
concept of capacity building, definitions of capacity or capacity
building, context/setting, study methods and key findings relevant
to the review questions. Specifically, data was charted about models,
theories and frameworks presented in the documents which were
relevant for capacity building. Details charted included the title and
source/author of the model/theory/framework as well as their key
elements (that related to capacity building) and descriptions.

Analysis

Given the variability and emerging use of capacity building in
rehabilitation with youth, we anticipated a variety of study designs
and research approaches. We did not plan to conduct a critical
appraisal of the sources of evidence included in this scoping review.
Rather, we aimed to identify the scope and breadth of how capacity
building is currently used in the rehabilitation literature for youth
to better understand the concept of capacity building and its out-
comes in this context and to identify gaps in knowledge.
Charted data about the scope and nature of documents were
analyzed descriptively using counts, proportions, and tables. A
table was used to organize how capacity building was captured
and defined within each document. Data charted about models
and frameworks from the initial search were analyzed using qual-
itative content analysis to describe principles and key ingredients
of capacity building. Conventional content analysis, an approach
that involves inductive category development [25], was chosen
due to the limited existing literature and theory on capacity build-
ing. In line with this process, the researchers started by immersing
themselves in the data through reading all the data charted relat-
ing to models, theories, and frameworks relevant to capacity
building. Next, one reviewer (M.R.) color-coded specific words
from the charted text that appeared to be important in describing
key information about capacity building while also making notes
of their initial thoughts/analysis. The initial coding scheme was
discussed with the second (N.F) and third (D.A.) reviewers after
coding the first ten documents. Once M.R. completed the coding
process, the final list of codes was sent to N.F. The two reviewers
independently grouped codes that appeared similar or related to
each other to develop emergent categories and suggest potential
meaningful clusters to organize the information. M.R. and N.F.
each suggested eight categories to group the codes — many of
which were similar to one another. D.A. was consulted to discuss
the categories and provide input into how to organize them into
meaningful clusters. Through discussion and further analysis — data

were clustered into a set of four principles, which focus on the
overarching ideas describing what capacity building is, and six
key ingredients that describe more specifically how to build capac-
ity. Each principle and key ingredient were then defined, key
examples were identified and the list of all references which sup-
ported the development of the principle or ingredient was orga-
nized. Updated search results were then deductively analyzed
according to the identified principles and key ingredients.

Results
Identification of included documents

After removing duplicates, 2169 documents were screened (title
and abstract), of which 191 were read in full. Subsequently, 32
documents were identified for inclusion. Based on hand-searching
the included documents, two additional relevant documents were
identified for a total of 34 documents to be included in the review.
The PRISMA-ScR flow diagram is included in Figure 1.

Characteristics of included documents

Documents published in peer-reviewed journals (n=31) included
a) three review papers, b) 17 studies presenting original research
including 11 studies evaluating a program or service (six qualita-
tive and five mixed methods) and six descriptive qualitative stud-
ies, ¢) eleven perspective papers including seven theoretical
manuscripts, three manuscripts that presented a specific capacity
building initiative or program (implemented in their local con-
texts), and one commentary. Additionally, there were two textbook
chapters, and one doctoral dissertation included.

Of the 34 included documents, 20% were published between
2006 and 2013, 65% between 2014 and 2020, and 15% within the
last three years (2021-2024). Most were published in the
United-States (38%) or Canada (38%). Many of the documents (53%)
were relevant for a broad rehabilitation context (i.e., not specific to
one discipline). The largest represented discipline was Occupational
Therapy (OT), 11/34 documents (32%) included an OT context, of
which five were OT only, four were OT and Physical Therapy com-
bined, and two were OT with other rehabilitation professionals. One
document was specific to speech and language pathology, one
specific to vocational rehabilitation, and one specific to therapeutic
recreation. The context of four documents were not specified.

Table 2 presents the included documents, the details about
their scope and nature, and summary of relevant info extracted
that relates to the research question.

Population
With regards to the target population of the included documents,
15 of the documents (44%) addressed capacity building for both
youth and their caregiver/family, 10 documents (29%) focused on
building capacity of the youth only, and nine documents (27%)
were focused more on building the capacity of the youth’s caregivers.
Population diagnoses discussed in the selected sources varied.
Most documents (n=22; 65%) included a youth population that
had more than one diagnoses or were documents that were rele-
vant broadly to youth with disabilities (including eight which did
not specify a diagnosis). Whereas 35% of documents (n=12) per-
tained to one specific diagnosis as follows: cerebral palsy (n=3),
brain injury (n=2), developmental coordination disorder (DCD)
(n=2), learning disabilities/dyslexia (n=2), autism (n=1), intellectual
disability (n=1), and Rett syndrome (n=1). Overall, neurodevelop-
mental diagnoses were most prevalent with 94% of documents
that specified a diagnosis including these conditions. Examples of



Figure 1. PRISMA flow diagram.

specific neurodevelopmental conditions mentioned were intellectual
disability (n=8), cerebral palsy (n=6), autism (n=4), brain tumor/
brain injury (n=3), learning disorder/dyslexia (n=3), seizure (n=2),
DCD (n=2), and ADHD (n=1). Other physical/sensory diagnoses
were observed/addressed in 21% of the documents: orthopedic/
clubfoot (n=1), visual/hearing (n=2), unspecified physical disability
(n=4). A few documents (n=4; 12%) included mental illness, with
only one document specifying the following list of mental health
comorbidities: depression, anxiety, bipolar disorder, trauma,
post-traumatic stress disorder, eating disorder.

CAPACITY BUILDING FOR YOUTH WITH DISABILITIES . 5

Definitions of capacity building

Seven documents provided an explicit definition of capacity or
capacity building (Table 3). The term ‘capacity’ was described as
moving away from traditional skill development in a particular
area of function (e.g., physical skills, academic skills), toward
addressing future abilities and potential [28,54,57]. Capacity was
defined by Stewart as “the ways and means to do what has to
be done” [57, p.139]. Capacity building was identified as the pro-
cess of strengthening competencies, knowledge, abilities, resources
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16 M. RYAN ET AL.

Table 3. Definitions of capacity or capacity building.

Term

Explicit definitions

Capacity

“Capacity is more than just traditional skills such as motor or cognitive skills. Capacity includes attributes such as

understanding and using one’s abilities, problem solving and decision making, being in control of one’s life and directing
others to provide supports. Everyone, including service providers, need to build capacity to promote positive, inclusive
adult outcomes for all young people with disabilities” [28, p. 171].

“Capacity is described as the ‘ways and means needed to do what has to be done” [57, p. 139].

“Capacity represents a shift away from simple skill development in a particular area of function such as physical skills,
academic skills, or vocational skills to address the current and future abilities and assets of each individual” [57, p. 139].

“Capacity: The ability or power to do, experience, or understand something” [53, p. 1835].

“Individual capacity includes knowledge and skills, resources, strengths, and experiences that all contribute to participation in

daily life” [57, p. 139].

“Self-capacity: potential to develop or potential that an individual can reach in the future” [54, p. 1033].

“Advocacy capacity refers to the knowledge and self-efficacy parents need to engage in activities designed to enrich their
child’s development. Advocacy capacity requires: (a) knowledge of service systems (i.e., opportunities and barriers for
obtaining support); (b) empowerment (i.e., viewing oneself as an authority); and (c) emancipation (i.e., experiencing freedom

from social restrictions.” [31, p. 136]
Capacity Building

“Capacity-building: Strengthening the skills, competencies, and abilities of people and communities” [53, p. 1835].

“The model outlines two sets of capacity-building processes: (a) environment-to-person processes, including resources,
supports, and opportunities for experiences, and (b) person-to-environment processes, including choice, collaboration, and

active engagement” [53, p. 1832]

\..capacity-building is the process of ensuring that an individual or organization has the skills, competencies, knowledge,

structures and resources to realize their goals effectively. For family support programmes, capacity building means first
and foremost the provision of relevant and practical materials and skills that can be implemented independently by

participants” [32, p. 35-36].

“Community Capacity Building (CCB) differs from other approaches to community development as it focuses on identifying
and developing a community’s capacities as assets to addressing health concerns instead of a focus on risks, needs, or other
deficits. A community’s capacities can include: The extent of community member’s participation and leadership in the
community, the skills and resources available in the community and the extent of a community’s social and

interorganizational networks” [39, p. 92].

or structures to realize goals effectively [32,53] and was described
by King et al. [53] to be bi-directional: environment-to-person and
person-to-environment. Wynn et al. [39] included a definition for
Community Capacity Building (CCB) which addresses health con-
cerns through developing a community’s capacities as assets
rather than focusing on risks, needs, and deficits. Across all doc-
uments, capacity building was primarily described or captured as
part of an intervention approach (n=8) [10,29,46,48,50-52,57], as
part of the objectives/goals (n=9) [31-33,35,39,42,45,47,55], within
the findings/results (n=9) [9,26,30,34,37,38,40,41,44], as an iden-
tified gap or recommendation (n=4) [27,28,43,56], or as part of
the underlying theory (n=4) [36,53,54,58]. A summary about how
capacity building was addressed is included in Table 2.

Models, theories and frameworks

Twenty-nine of the 34 documents included a model, theory, or
framework related to capacity building. Four of these documents
presented real-world (practical) models of capacity building ini-
tiatives that were implemented within specific (local) contexts
[32,45-47] There were eleven practice models and two theoretical
frameworks identified in the documents that explicitly aimed to
build capacity of youth and/or families. Seven of these practice
models were specific to the rehabilitation context: 1) Best Journey
to Adulthood - An evidence-based Model and Best Practice
Guidelines [27,28,57], 2) Partnering 4 Change (P4C) [29,51], 3)
Participation-based therapy (including specific examples such as
PREP-Pathways and Resources for Engagement and Participation
and TEAMS-Teens making Environment and Activity Modifications)
[34,48, 52,53], 4) Solution-focused Coaching (SFC) [10,30], 5)
Occupational Performance Coaching (OPC) [10], 6) Lifecourse
Health Development Model [42] and 7) Model of family-professional
collaboration: a 4-step process of collaborative service delivery
[50]. Four practice models were situated more broadly (not exclu-
sive to rehabilitation): community capacity building (CCB) [39,57],
La Trobe Framework for Decision Making [33], Supported

Internships [36], and Fostering Advocacy, Communication,
Empowerment and Supports (FACES) [31]. One of the theoretical
frameworks was specific to rehabilitation: 1) A transactional resil-
iency framework for pediatric rehabilitation [54] and the other
was broad: 2) Framework for Improving Health Literacy, Health
Communication and Caregiver Capacity after Trauma [37].
Additionally, several theories/models were also described as ele-
ments underlying capacity building approaches in the documents
(e.g., coaching [10,29,38,53], family-centered care [38,43,57], col-
laborative approaches [47,53,58], person-centered planning/care
[34,35], conceptual development model [43], Universal Design for
Learning [35]). Furthermore, the FACES program was described to
draw upon three underlying theories (i.e., FACES theory of change,
a simple-to-complex sequence, and adult learning theory) [31].
Finally, two documents used theoretical frameworks to organize
their findings (which were relevant for capacity building) including
the ecosystemic model used to conceptualize the breadth of social
inclusion [36], and the F-words analogy for the ICF framework
[41]. The names of relevant models, theories, and frameworks for
which data was extracted and analyzed are included in Table 2.
The documents which did not specify a relevant model, theory
or framework (marked as N/A in Table 2) were not included in
the content analysis for identifying underlying principles and key
ingredients.

Principles and key ingredients of capacity building

To answer the question, “How is capacity building conceptualized
within theoretical and practical models of rehabilitation with
youth?’, four principles and six key ingredients were identified
through the content analysis of data extracted from 23 of the
initial documents relating to theories, models, and frameworks of
capacity building. Examples were also added based on deductive
analysis of six documents from the updated search which con-
tained relevant theories/models/frameworks. Table 4 presents four
overarching principles that define what capacity building is in the
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Table 5. Key ingredients of capacity building.

Principle Description References
#1 - Capacity building Interventions are delivered  [n=19; 10,27, 29,33,
interventions involve in context and are 35-39,41-43,

meaningful,
individualized
approaches that
have real-world
application for
youth now and in the
future.

relevant throughout the
lifespan of youth.

46,48, 50-53,55]

#2 - Capacity building Interventions equip youth [n=21; 10,28,
fosters youth and/or with the knowledge and 30-34,36,
caregivers’ vision for skills to overcome 38,39,42,45,46,48,
a preferred future barriers. Strategies target 50-55,57]

and cultivates their
ability to
problem-solve
through barriers.

a) what youth and/or
caregivers believe (about
themselves and their
future) and b) what they
do (to act on their
environment).

#3 - In capacity building Through transformative
approaches, youth learning processes, youth
and/or caregivers and/or caregivers are
have agency and empowered to act.
take ownership for

[n=13; 10,28, 30,34,
38,46, 48,50,
52,54,55,57,58]

change.
#4 - Capacity building is Youth are supported to [n=11; 10,27, 33,38,
an ongoing problem-solve, try the 42,50, 52-55,57]

process, involving
reflection and
learning from
experiences.

identified strategies,
modify them as needed,
and develop new
solutions.

context of rehabilitation of youth and the corresponding docu-
ments that support them. Table 5 specifies six key ingredients,
framed as actionable items with examples, that service providers
implement when building the capacity of youth/caregivers. The
principles and key ingredients are described in more detail below.

Principles: what is capacity building?

The following four principles describe guiding beliefs about capac-
ity building approaches based on relevant models, theories, and
frameworks documented in the literature for rehabilitation of
youth. Key references are included which support the underpin-
ning beliefs identified about capacity building.

Principle 1: meaningful, individualized approaches that have real-
world application for youth now and in the future. Capacity building
focuses on addressing outcomes that are based on individualized
goals and driven by youths’ needs and preferences
[10,33,35,42,50,52,55]. Using an individualized capacity building
approach, such as the person-centered planning approaches
described in Ellem's qualitative study allows “the person with a
disability and his or her allies to come together to determine a
better life now and into the future” [35, p. 398]. Several documents
described the importance of sustainability of outcomes [38,39],
including preventing deterioration [29] and considering healthy
lifestyle and development across the lifecourse [37,42,43,46,53,].
Furthermore, the importance of using capacity building approaches
to support youth's transition to adulthood with special consideration
of the environment was specified in three documents [27,36,48].
Another two documents viewed youths’ development as a capacity
and lifelong process that considers the complexity of environmental
factors and interactions with the individual [37,53]. Strategies to
support generalization of learning and application to real-life
settings were described in four documents as an integral part of

Supporting

Key ingredient Examples references

#1 - Use an « Focus on client priorities [n=21; 10,27,
individualized (and + Address holistic needs 29,32-34,
flexible) approach + Optimize strategies for natural 36-38,41-43,
embedded in the environment 45,46,50-53,55,
natural context of  « Embed flexibility and supports 57,58]
the youth/family.

#2 - Share +  Youth/family active engage- [n=19; 10,27,
responsibility for ment 29,32-34,
planning and « Collaboration and coaching 38,39,42,43,
decision making. + Mutually-agreed upon goals 45-47,50-53,

+  Co-construct manageable 57,58]
plans

#3 - Assume youth/ + Recognize unique areas of [n=15; 10,32,
families are capable strengths 34,35,38,39,
and cultivate their ~ « Build on strengths/abilities 42,45,46,50,
strengths. + Besolution-focused 52,53,55,57,58]

+  Use family and social connec-
tions and youths’strengths in
everyday environments

#4 - Share and + Multiple methods of dissem-  [n=24; 27-32,
facilitate the use of ination 35-39,
accessible and + Develop in partnership with 42,45-48,
meaningful youth 50-55,57,58]
information, + Collaborate with others in
resources, and community
networks. +  Power of personal relation-

ships

#5 - Provide accessible « Remove environmental [n=20; 10,27-29,
opportunities for barriers 34,36-39,
full participation in  « Provide contextual supports 41-43,45,

daily environments. « Focus on participation-level
outcomes

- Facilitate experiences that
promote self-determination
Reflection and feedback
Supported problem-solving
Discuss successes, challenges,
changes, lessons learned
Share and learn from others’
lived experience

48,50-53, 55,57]

#6 - Facilitate ongoing -«
learning processes
through promoting -
reflection on
experiences. .

[n=12; 10,27,
31,33, 38,42,
47,50-52, 55,57]

rehabilitation interventions for youth [41,51-53]. The ultimate aim
of capacity building, as described by the example in Rappolt-
Schlichtmann et al’s theoretical paper, is to “create the foundation
for thriving in learning and life” [55, p. 872].

Principle 2: fosters youth and/or caregivers’ vision for a preferred
future and cultivates their ability to problem-solve through
barriers. Capacity building interventions equip youth with the
beliefs, knowledge, and skills to overcome barriers. Approaches
described in the literature considered youth’s awareness of
themselves, youth and/or caregivers’ perceived capacity to evoke
change, their ability to visualize a preferred future and their
application of knowledge and skills to solve problems [10,28,
31,32,38,42,46,50,53,57]. Hanson et al. [36] suggest that self-
concept (self-image, self-esteem and self-determination)
contributes to (or detracts from) capacities for participation. King
et al's resiliency framework [54] includes both the capacity to
envision a positive future and the capacity to adapt to change
across a variety of contexts as important for building resilience
in youth with disabilities. Similarly, Schwellnus et al. [38] describe
the value of nurturing youth and family’s adaptive capacity to
changing contexts. Capacity building approaches involved raising
expectations and aspirations [45], cultivating youth’s perceived
competence [30,50], developing their awareness of their own
strengths and limitations [28,55], and valuing preferences [33].
Building youth'’s capacity to problem-solve and overcome barriers
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in their environment was discussed in several documents
[28,34,39,48 51,52]. Self-efficacy and self-determination were linked
to youth'’s capacity to succeed in five documents [10,28,32,36,55].

Principle 3: youth and/or caregivers have agency and take
ownership for change. In capacity building approaches youth were
described as actively guided and involved in joint planning and
action [52,55]; youth develop a sense of control [30,50,57] and
take ownership of goals [10,46]. Central to this principle is the
concept of empowerment, which was discussed in several
documents [10,28, 34,38, 48,50, 54,55,57,58]. For example, An &
Palisano [50] describe a collaborative approach which uses
empowering processes through providing opportunities for
families to make informed decisions about the intervention.
Similarly, participation-based interventions, as discussed by Anaby
have the purpose of “...empowering adolescents and families to
become problem-solvers and self-advocators. Building the capacity
of adolescents by enhancing their knowledge and ability to use
solution-based strategies on their own” [48, p. 735]. According to
Schwellnus et al. [38], utilizing transformative learning processes
could be important for facilitating sustainable changes when
building client capacities through promoting ownership for
change. The qualitative theme “enhanced client capacity” emerged
from therapists who implemented the SFC approach in Schwellnus
et al’s study [38]. This theme describes how ‘the seeds of change’
were planted within clients (including examples from both youth
and families) which led to clients taking ownership for change
and developing an enhanced sense of agency.

Principle 4: an ongoing process, involving reflection and learning
from experiences. Theories and models involving capacity building
approaches were described as ongoing and iterative [42,50,53].
When capacity is built, youth and/or caregivers can identify and
try strategies in their everyday life and/or develop new solutions
[10,38,52]. Self-capacities (i.e., activity self-efficacy, marshaling
resources, life situation adaptability, envisioning a positive future)
are described by King and colleagues as part of a transactional
framework which are “both proactive and reactive, propelling
personal and environmental change as well as being influenced
by change. They are seen as interdependent, triggered by
adversity..." [54, p. 1034]. Six documents identified that reflection,
feedback, and sharing experiences promote learning
[27,33,42,52,55,57]. Parents who received decision support training
in Bigby et al’s [33] study reported that the training acted as ‘a
catalyst for reflection’ As emphasized by Chiarello, “reflections on
the intervention approach (what was most helpful, what worked,
what did not work) guide the future direction of services as well
as provide the family and child with the capacity to realize new
participation experiences” [52, p. S18].

Key ingredients: how do we build capacity?

The six ingredients described below outline strategies for building
capacity of youth and their families, with supporting references
from the literature.

Key ingredient 1: use an individualized (and flexible) approach
embedded in the natural context of the youth/family. This
ingredient emphasizes the need to consider the youth and family
in their broader context [10,27,34,36,37,41-43, 45,50-53,57,58].
First, several documents discussed keeping client priorities at the
forefront and offering choices to ensure the intervention is
individualized to meet their needs [10,27,32,33,38,45,46,50-53].

Furthermore, through understanding that every individual learns
differently and thus flexibility, or the use of differentiated
instruction is necessary [29,55]. Use of tiered approaches to
learning can be beneficial to implement a combination of
strategies such as universal design, differentiated instruction and/
or accommodation as described by Camden et al. [51] or ensuring
avenues for more individualized or intensive assistance as
described by Carter et al. [45]. Shimmel et al. [43] also identify
that youth are embedded in the family which is also part of a
larger community; thus, elements of both the family and
community must also be addressed in interventions with youth.
Other documents also indicate the role of contextual factors in
interventions and suggest strategies should be optimized for
youth's natural environments [34,38,42,52,53]. When using coaching
approaches, King et al. [10] describe the role of clinicians in
assisting clients and families to “discover solutions that fit their
everyday contexts, thus building capacity.” (p. 2).

Key ingredient 2: share responsibility for planning and decision
making. This ingredient emphasizes youth/family’s active
investment and involvement throughout the process
[10,32,38,42,47,50, 52,58]. Several documents emphasized the
importance of ‘partnerships’ or included the use of collaborative
approaches when building capacity of youth/families
[10,27,29,38,39,42,43,45-47,50-53,57,58]. Documents emphasized
the quintessential role of the partnership between the therapist
and youth/family throughout the process as well as the value of
building relationships between the youth/family with other
stakeholders in the community, researchers, and/or policy makers.
Additionally, coaching methods and/or sharing information and
working together to engage the youth/family to co-construct
manageable goals and plans was also documented
[10,29,34,38,39,42,50-52]. Youth/families should be trusted and
supported to make informed decisions [32,33] and enabled to
discover their own solutions [10,38,52]. Bigby et al. [33] focus on
training caregivers in supported decision making that respects
the will and preferences of youth with disabilities rather than
substitute decision making. Furthermore, Stewart [57] and Raynor
et al. [47] both suggest the value of the mutual learning that
occurs for individuals involved in capacity building approaches
(i.e., both service providers and recipients of care). In their model
of family-professional collaboration, An & Palisano [50] offer
practical recommendations for how service providers can promote
shared responsibility and decision making including specific
strategies related to goal-setting, therapy planning, reflecting on
the intervention process, and evaluating outcomes.

Key ingredient 3: assume youth/families are capable and cultivate
their strengths. This ingredient identifies the importance of having
positive beliefs about youth and families’ strengths and capabilities
and using these as a starting point for development [10,32,38,3
9,42,46,53,55,57,58]. It is about building and sustaining a
relationship grounded in respect [52,55] and using a solution-
focused approach that enables youth/families to apply their
unique strengths and talents in their everyday environments
[10,34,42,50,52]. This can include mobilizing youth’s family and
social connections [35]. Increasing expectations for competitive
work for youth and young adults with intellectual and
developmental disabilities was one aim of the multi-faceted
capacity building intervention documented by Carter et al. [45],
providing an example of an intervention which not only assumed
capabilities of youth but aimed to increase these expectations for
youth, family and community professionals as part of their



capacity building approach. Stewart suggests that therapists can
support youth and families to think first about their strengths,
and to view “asking for assistance as a sign of personal strength
in knowing what they need and want” [57, p. 146].

Key ingredient 4: share and facilitate the use of accessible and
meaningful information, resources, and networks. This ingredient
helps to develop youth and/or caregiver’s knowledge of their
environment and the skills/resources to interact with it [30-32,
35,36,38,39,42,45,48,50,51,53-55,57]. Documents highlighted the
value of information, resources, training, and relationships which
are meaningful and delivered effectively to meet youth and
caregiver’s needs [27,31,42,45,52]. Pearson and colleagues [31]
evaluate a capacity-building program that aims to address barriers
and experiences that are unique to Black parents raising autistic
youth; sessions included topics such as stigma and disability in
the Black community, the role of religious belief and practice in
coping, and empowerment (which included a panel of Black
mothers raising autistic youth who shared advocacy experiences)
for example. Palisano et al. [42] highlight the importance of timing
of information provided to youth/families since information needs
change over time. Similarly, Moore et al’s enhanced model of
family centered care [37] identified the need for continuity of care
communication, as well as earlier discussion and training for
families (about how to care for their child). Using multiple
methods of communication, representation, or dissemination were
also identified as a strategy across several documents [45-47,55].
For example, in the CECY project presented by Raynor and
colleagues [47] which focused on systems change to support
employment of youth with developmental delays, multiple
methods of dissemination were used to build capacity and share
information with youth, families, professionals, and providers
including presentations, webinars, websites, policy and
informational briefs, resource guides, and weekly CECY E-news.
Furthermore, the CECY alliance organized two employment strands
at an education-sponsored “Bridge to the Future” Transition
Institute attended by over 1,000 transition specialists, rehabilitation
counselors, families, and youth. In their theoretical paper, Rappolt-
Schlichtmann and colleagues [55] recommend using guidelines
developed by the Center for Applied and Special Technology
(CAST) to design learning experiences from a universal design
perspective, which considers multiple ways to demonstrate
learning. Nguyen [27] also recommend that information, education
and resources be developed in partnership with youth/families
and suggest that peer mentors could serve as navigators for youth
to navigate complex systems and information. Importantly,
community partnerships and relationship-building with
stakeholders were described across several documents as necessary
to develop a supportive network for youth [28,29,45,47,52,57,58].
For example, in the textbook chapter by Stewart [57], the value
of using community capacity building strategies is documented
and evidence for offering capacity building workshops for
community agencies is highlighted. Stewart suggests that
occupational therapists can collaborate with other agencies and
community services to increase the understanding and capacity
of these services to offer community-based experiences and
opportunities for youth.

Key ingredient 5: provide accessible opportunities for full
participation in daily environments. This ingredient focuses on
the person-environment (or eco-behavioral) interactions and the
need to provide real-world experiences for youth [27,28,36,38,39,41—
43,48,50-53,55,57]. King et al's framework of transactional
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processes and adaptive development for pediatric rehabilitation
[53] proposes that “people build capacity, adapt, and change
through transactional opportunities and experiences” [53, p. 1833,
Fig. 2]. Several documents outlined the use of a holistic approach
that considers contextual barriers and supports in the environment
to promote functional outcomes supporting learning and
participation [10,27-29,34,37,42,48,51,55]. Furthermore, the
literature suggests that providing opportunities for youth to
experience true inclusion in the community and promote their
self-determination starting in childhood and through adolescence
facilitates participation in current and future environments [27,57].
Palisano et al. [42] suggest that providers “pay attention to the
timing of opportunities and experiences” (p. 2007) since children
and youth learn and develop when they are ready. Similarly, within
the context of improving work outcomes for youth in the
TennesseeWorks Partnership described by Carter et al. [45] access
to competitive and integrative work opportunities as well as early
work experiences were emphasized. The literature also suggests
that it is also necessary to build capacity not only of youth, but
of others in the youth’s natural environments to support these
opportunities, as summarized in a narrative review by Nguyen
and colleagues,

Capacity building among parents, community members, and policy
makers is also key to provide experiences and opportunities for youth
and young adults with disabilities that extend beyond health to address
their holistic needs including participation and inclusion in communities.
[27, p. 86].

Key ingredient 6: facilitate ongoing learning processes through
promoting reflection on experiences. This ingredient outlines that
capacity-building is an ongoing process involving opportunities
to problem-solve, try out and modify strategies as needed,
develop solutions, and reflect on experiences [10,33,38,42,
47,50,52]. In the context of participation-based approaches,
Chiarello outlines in their perspective paper that service providers
can involve the youth and family in evaluating processes and
outcomes to promote future participation by inviting them to
“identify their current participation level across the dimensions
relevant to them - performance of the activities, social
involvement, enjoyment, and satisfaction as well as what they
learned from the experience” [52, p. S18]. A graduated approach
can be used to build capacity of youth and families through
supported problem-solving and feedback (i.e., discussing what
worked, what was most helpful, and what didn’t work) [51,52,55].
For example, when designing learning experiences from a
universal design framework, Rappolt-Schlichtmann and colleagues
[55] describe ‘just-in-time feedback’ as a technique that can be
gradually withdrawn as learner’s expertise increases. The literature
suggests that there are also mutual benefits for youth/caregivers
in sharing their experiences (e.g., related to transitioning to
adulthood), supporting, and learning from others [27,31,57].
Specifically, based on the evidence, Stewart [57] recommends
peer mentorship (i.e., encouraging youth in transition to meet
with young adults to share lessons learned) and connecting
parents of youth in transition with parent networks in the
community to build capacity of youth and families. Drawing on
the lifecourse health development model, Palisano and colleagues
[42] describe this ingredient as ‘experiential learning’”.

-what everyone learns from different experiences. While there is value
in participating in everyday experiences, there is a need to provide the
opportunity to reflect on, and learn from, these experiences, as this
learning builds capacity. (p. 2009)
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Evaluative studies and emerging outcomes (n=11)

The eleven evaluative studies collected data following a program
or service (e.g., Helping Families Project [35], family support pro-
grammes [32], Community Capacity Building Project [39]).
Qualitative methods were employed across all the evaluative stud-
ies, with semi-structured interviews being the predominant form
of data collection. Interviews were completed with parents and/
or family members in five studies [30,32,33,35,37], while Wynn
et al's participatory action pilot study [39] included perspectives
from parents, youth, and community members. Hanson et al’s
[36] exploration of social participation through Supported
Internship (Sl) involved interviewing graduates/interns (i.e., youth)
as well as job coaches and colleagues. Missiuna et als feasibility
study [29] interviewed parents, therapists, and teachers, and
another study interviewed therapists only [38]. Burrough et al’s
knowledge translation study [34] also focused on the therapists’
perspective but used a focus group. Four of these evaluative
studies also included quantitative tools, employing a mixed meth-
ods approach to evaluation. Within three of these studies, struc-
tured questionnaires were designed drawing on items from
existing measures to reflect the objectives of the study such as
caregiver’s perception of their child with disabilities as well as
perceived supports [30,32], and therapist/teacher beliefs, knowl-
edge, and skills [29]. Pearson et al's [31] quasi-experimental design
involved six measures completed by caregivers before and after
the FACES intervention which evaluated: knowledge (of autism),
empowerment, confidence (in advocating), frequency of commu-
nication with school-based professionals, satisfaction with
family-professional partnership and perceptions of advocacy
capacity (using the special education advocacy scale; SEAS).
Caregivers also provided written feedback (i.e., satisfaction, rele-
vance, suggestions) on the intervention sessions.

In several studies, capacity building was captured within
themes that emerged through the qualitative analysis. Outcomes
of capacity building that were captured for parents included
changed perceptions, attitudes, or worldviews [32,38,39], increased
knowledge [29,32], improved self-confidence and self-efficacy in
advocating for their child [29], an increased capacity for parents
to work together with their child [38], prompting helpful reflection
and a more deliberate approach to supporting decision-making
(of their youth) [33], empowerment and empowered mindsets
[29,38], agency and self-determination [30,38], positive changes
to self-concept (i.e., self-confidence-socially, self-determination,
self-efficacy) and participation [36], as well as skills in advocacy
[32] or problem-solving [34,38]. Therapists in two studies perceived
impacts for the youth and family beyond therapy sessions [34,38].
Therapists in Burrough et al. [34] perceived these ‘ripple effects’
for the multidisciplinary team as well (i.e., professionals’ attitudinal
changes and greater shared management of participation chal-
lenges). In Moore et al's findings [37], capacity building was iden-
tified as an area for recommended improvement in terms of
needing to improve capacity of families to care for their child
after traumatic brain injury (as well as service provider and facil-
ities’ capacities). Findings from Ellem et al's ‘Helping Families
Project’ [35] which aimed to build capacity of families to imple-
ment person-centered-planning (PCP) approaches revealed that
although there was utility in providing these workshops, there
were also challenges related to families being able to apply what
they had learned due to environmental and social barriers. They
recommend that capacity building initiatives for family members
must consider cultural nuances, the families’ local context, and
formal and informal supports [35]. Pearson et al. [31] found sig-
nificant changes for caregivers who received the FACES

intervention on measures of family empowerment, perceived advo-
cacy capacity, and frequency of communication with school-based
professionals. In terms of outcomes for youth, therapists in
Burrough et al’s study [34] felt that youth gained insight into
their participation challenges (and in one instance a youth began
participating in new community experiences beyond the inter-
vention) and families of youth with disabilities in Daly et al’s
parent-focused capacity building intervention [32] reported
enriched quality of life for youth through linked outcomes such
as improved community involvement, employment, independent
living, and socializing. Some parents (of youth with intellectual
disabilities) who received decision-support training in Bigby et al’s
intervention perceived greater confidence of their adult children
in expressing preferences [33].

Discussion

This review enhances our understanding of how capacity building
is framed within the literature of rehabilitation of youth with
disabilities. A total of 34 documents were included, of which
approximately half were empirical in nature, and the other half
consisted of theoretical documents, descriptions of capacity build-
ing programs, textbooks, and perspective papers. Results from
this review suggest that the term capacity building is being used
increasingly in recent years in the rehabilitation literature for youth
with disabilities. Historically, capacity building has been the focus
of initiatives to support liberation/empowerment of people with
disabilities from multi-ethnic populations, typically through com-
munity capacity building and/or through building individual’s
capacity for advocacy [59]. The increasing use of this term more
broadly in pediatric rehabilitation is in line with the ongoing
paradigm shift in pediatric rehabilitation documented in the lit-
erature and described by King and colleagues as, “a movement
from therapist-as-expert approaches to those that build empow-
erment and capacity” [10, p. 1]. Based on the documents included
in this review, the concept of capacity building is a universal task
for many professional categories and is reflected in the literature
in a variety of ways: as a targeted aim of interventions, an out-
come captured, a recommendation for future practice, or as part
the underlying theory supporting intervention approaches. The
four principles and six key ingredients identified contribute to the
theoretical definition of the concept including what capacity build-
ing is and strategies to build capacity of youth with disabilities
and their families. This clarification can support clinicians in the
field to identify when they are using capacity building approaches
and to articulate the rationale behind their chosen intervention
strategies. It can also guide the development of interventions
aimed at building capacity and provide guidance on how to oper-
ationalize the concept and identify appropriate outcomes of
capacity building in research and practice.

Capacity building approaches and emerging outcomes docu-
mented in this review drew upon various theories, models, and
frameworks. Content analysis revealed the overarching aims of
capacity building and the key ingredients that contribute to build-
ing capacity of youth in their contexts. Interventions that address
capacity building draw on other approaches used in pediatric
rehabilitation including family-centered services, collaborative
practice, coaching models, environmental/contextual approaches,
and participation-based approaches. For example, the notion of
respecting, valuing, and collaborating with youth and families
which are foundational elements of family-centered services [60]
and collaborative practice models [50] was integrated throughout
the process of capacity building in the identified principles and



ingredients. In some cases, these other specific underlying
approaches used in pediatric rehabilitation (e.g., coaching,
participation-based approaches) can facilitate capacity building
outcomes on their own, such as the three coaching approaches
described by King and colleagues that each have hypothesized
long-term capacity building outcomes [10]. Given that capacity
building outcomes can be addressed by drawing on several inter-
vention approaches, it is important that service providers and
researchers clearly define the intervention and the intended out-
comes. Being explicit with how capacity building is defined within
the intervention or outcome will help to clarify the use of this
concept. The principles and key ingredients in this review offer
guidance on the kinds of approaches and interventions that can
be used to facilitate capacity building of youth with disabilities
to make decisions and pursue their goals for themselves as they
move toward adulthood.

Youth with disabilities experience changing social roles, expec-
tations, and needs across contexts over the lifespan (and partic-
ularly as they transition to adulthood) [3]. In the framework
proposed by King et al. [53] development is also viewed as both
a capacity and a lifelong process involving dynamic interaction
between youth and their environment and reinforce the need to
consider interventions that facilitate long-term capacity building
outcomes across changing contexts. This is seen as an ‘adaptive
process’ that occurs within contexts that are multidimensional,
transactional, and unique to individuals [42]. Parallels can be
drawn between the four principles of capacity building identified
and these lifecourse approaches. For example, the principles
describe how building capacity of youth has ‘real-world applica-
tion’ now and in the future (Principle #1), cultivates youth’s ability
to problem-solve through barriers (Principle #2), empowers youth
to take ownership for change (Principle #3), and is an ongoing
process with opportunities for youth to learn and reflect on expe-
riences throughout their life (Principle #4). It is therefore important
to consider characteristics of both the person (i.e., self-efficacy,
problem-solving) and the context (intervention, professionals,
environment, etc.), as well as the interaction between the person
and their context, when building youth’s capacity.

In recent research in participation, there have been examples
of documented strategies used by families’ [61,62] and youth [63]
to support the participation of children and youth in ‘real-world’
activities at home and in the community; many of these strategies
targeting the environment/context. This scoping review links to
this growing body of knowledge, reinforcing the value of thera-
pists supporting youth’s problem-solving skills in their own con-
texts (Key Ingredient #6), believing in their capabilities (Key
Ingredient #3), and providing opportunities for shared
decision-making (Key Ingredient #2). However, it is also important
to consider how to effectively engage youth and families in capac-
ity building interventions without overloading them. For example,
in their recent publication, Grandisson and colleagues [64] propose
nine principles to build capacities of families (of young children
with special needs) without overburdening them. These principles,
identified through forums with parents and therapists (e.g., pro-
pose flexible conditions, prioritize with the child and their family,
take time, highlight the positive, collaborate with the family and
different healthcare providers), align with many of the key ingre-
dients of capacity building identified in this scoping review while
emphasizing the need to limit burden during capacity building
interventions. Similarly, findings of our review also indicate strat-
egies that actively guide and support youth throughout the pro-
cess such as the need for flexible and individualized supports
(Key Ingredient #1), providing accessible and meaningful infor-
mation (Key Ingredient #4), and ensuring ‘real-world’ opportunities
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to participate (Key Ingredient #5) for youth. Existing literature on
family engagement in therapy can also provide guidance to sup-
port the process of working together with youth and families to
promote capacity building outcomes. For example, Phoenix and
colleagues offer insights into the conditions in which attendance,
participation, and engagement in therapy occur [65] and recom-
mend that service providers understand family composition, ask
about parents’ mental health, and when multiple services are
involved, offer service navigation or a collaborative interprofes-
sional approach to care. In addition to these conditions, The
Phoenix Theory of Attendance, Participation, and Engagement in
therapy also outlines the process of parent engagement and child,
parent, service provider, and organizational factors that impact
engagement [66]. In this theory parents’ feelings, knowledge, and
skills are all identified as elements that can help or hinder the
process of attendance, participation, and engagement. These ele-
ments (beliefs, knowledge, skills) were also reflected as aspects
of capacity building outcomes in the current scoping review.

Principles and key ingredients identified in this review can also
provide guidance for researchers about how to capture the pro-
cess and outcomes related to capacity building. Firstly, existing
tools may be available to capture the various strategies (e.g.,
collaboration, engagement, accessibility of information) used in
capacity building processes. For example, King et al. propose an
observational tool (PRIME-O) that measures engagement of fam-
ilies and service providers that can provide insight into therapy
as a “co-constructed relational and goal-oriented process” [67, p.
96]. Such a tool could facilitate measuring the process or mech-
anisms contributing to capacity building interventions. More
recently, King and colleagues [68] have described four principles
of co-constructed engagement when working with youth and
identified specific underlying strategies which can help researchers
to capture these underlying processes. Furthermore, key ingredi-
ents of capacity building identified in this review suggest other
potential changes that would come about due to the transactional
nature of the process of capacity building. For example, based
on Key Ingredient #4, sharing relevant information, resources and
supports could be observed through an increased number of
people supporting the youth (i.e., increase in their network) and
potentially measured through the individual’s knowledge and use
of these resources/supports. Additionally, changes could be
observed beyond the person involved (and observed in the envi-
ronment) such as more opportunities and experiences in real-world
settings (Key Ingredient # 5). In terms of designs, mixed methods
approaches can offer value in measuring changes of targeted
outcomes quantitatively while also including the perceptions of
youth, families, and therapists which are crucial to understand
whether changes are meaningful to youth, applicable to the
real-world setting, and relevant over the long-term. It is also
important to consider designs that can evaluate such long-term
outcomes. Recommendations documented in a perspective paper
by Hsieh and colleagues [69] suggest the use of a follow-up phase
after the end of participation-based interventions that aim to
build capacity. The follow-up phase can be used to document
problem-solving strategies that youth may have learned and/or
applied and provide insight into the extent to which youth gen-
eralize acquired skills beyond the intervention to new participation
experiences. Documenting youths’ pursuit of new participation
experiences after the intervention, including the level of support
and/or strategies used, is one way to examine whether youth
were able to act on learned knowledge, suggesting increased
capacity to pursue desired goals.

Several gaps were identified through this scoping review. First,
only seven documents included an explicit definition of capacity
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or capacity building, suggesting there is no unified, consistent
definition of the concept. This gap reinforces the importance of
clarifying the use of this concept within rehabilitation contexts.
Furthermore, given the relatively small number of evaluative doc-
uments included, primarily qualitative in nature, it is important
that future research focus on developing appropriate methods to
evaluate interventions that use capacity building approaches and
their impacts. Across documents, qualitative methods such as
semi-structured interviews, were seen as valuable tools for cap-
turing capacity building outcomes from the perspective of parents
and therapists. Interestingly, most of the evaluative studies that
were included focused on building the capacity of parents rather
than youth themselves. Further research is needed to evaluate
interventions that aim to also build youth’s capacity directly.
Additionally, included documents were primarily published in
North America and focused on youth with neurodevelopmental
disabilities. Future research on capacity building should aim to
include and report on outcomes specific to youth with disabilities
from other marginalized populations such as youth from
low-income, indigenous, refugee, or LGBTQI communities.

Limitations and future directions

A comprehensive approach was used to identify documents eli-
gible for inclusion in this scoping review. There are several poten-
tial limitations worth discussing. First, in terms of the search
strategy and eligibility, only documents published in English were
included. Documents published in other languages may have
been missed and perhaps the extent of the publications on capac-
ity building of youth may have been limited to English-speaking
regions. Furthermore, based on the research objectives, the term
capacity building was searched explicitly to clarify the use of this
concept. There may have been capacity building outcomes
reflected in other interventions which did not use this term within
their title/abstract, or whose findings reported on similar inter-
ventions or related constructs. For example, a publication by
Kramer et al. [49] outlines initial findings from an
environmental-focused problem-solving intervention for youth
with developmental disabilities, and although strategies and find-
ings are similar to documents found in this review, the term
‘capacity building’ was not used. Concurrently, such additional
publications are unlikely to change the principles derived. Findings
from this scoping review can be used to inform future review
questions through including other relevant concepts that emerged
as related to capacity building (i.e., self-determination, empower-
ment). This review included dissertations and textbooks, but did
not include other grey literature (i.e., other non-peer reviewed
documents, websites); other relevant documents could have been
missed. For example, when reviewing the citations lists of included
documents, one document by Stewart et al. [70] was identified
which is the original document outlining the Best Journey to
Adulthood model with more details related to the model that
supports capacity building of youth. However, aspects of this
model were captured through the included documents within
the review.

Our process did not include involvement of people with lived
experience of disability. This was primarily due to the lack of
funding and resources available to meaningfully compensate indi-
viduals for the work and time that would be required. For similar
reasons, the data extraction was not performed independently
by two reviewers, but rather piloted, then divided and reviewed
by each of the two team members. This is still in line with min-
imum requirements recommended for the involvement of two

reviewers in the process of extraction [16]. The initial coding of
data during content analysis was also completed by only one
reviewer yet was reviewed by the second and third reviewer who
were also then involved in the development of meaningful clusters
and categories leading to the development of the principles and
key ingredients. Given the nature of the data that was extracted
and the aims of our scoping review, this level of content analysis
was considered appropriate for our research objectives. Involving
youth with disabilities or their families may have enhanced cred-
ibility of these findings, however, all three of the reviewers did
have clinical experience working with a range of youth with dis-
abilities and their families. The identified key ingredients in this
review identify important considerations when working with youth
including the need for individualized and flexible supports, the
integral role of family, as well as the value of building community
capacity to provide accessible opportunities for youth. Furthermore,
few documents implied a bi-directional influence between youth/
caregivers and their contexts (including professionals), however
little is known about how professionals change (for example)
when applying capacity building approaches. Therefore, obtaining
perspectives of youth, their families, and other stakeholders
involved in supporting capacity building (i.e., service providers,
community services, etc.) is an important future direction of
research.

Implications for rehabilitation

Therapists servicing youth with disabilities are working within a
shifting paradigm that addresses both present and long-lasting/
enduring outcomes for youth [69]. Approaches that aim to build
capacity of youth consider “the current and future abilities and
assets of each individual” [57, p. 139]. The definitions of capacity
building extracted from the literature serve as valuable references
and examples of how to explicitly define what is meant by the
term capacity building. Recognizing and naming the intervention
process as capacity building is the first step toward accurately
documenting, implementing, and measuring effectiveness of such
approaches. The four principles offer clarification about when an
intervention/approach can be considered ‘capacity building’ in
terms of supporting youth and families to self-manage their
disability-related situations and pursue a meaningful life according
to their own visions and goals. Importantly, researchers and cli-
nicians should consider the transactional nature of capacity-building
approaches and provide specific details about both the processes
and the outcomes of such approaches. Researchers could draw
upon these four principles to develop fidelity measures (i.e., a
checklist) for interventions that are focused on building capacity.
Therapists can implement the key ingredients outlined in this
review when working with youth and families to build their capac-
ity toward targeted outcomes of the intervention and beyond.
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