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ABSTRACT
Background: People with learning disabilities face significant health inequalities, including lower life expectancy and greater

physical and mental health challenges. Community engagement approaches are increasingly used in health and social care to

address these disparities, yet little is known about their impact. This review explored community engagement models in health

and social care for people with learning disabilities.

Methods: A search strategy combining ‘community engagement’ and ‘learning disability’ was used to identify studies

across multiple electronic databases. Studies were included if they provided empirical data on community engagement

for people with learning disabilities. Data extraction enabled descriptive analyses, characterising studies in terms of

focus, topic area, setting, and factors influencing implementation. Risk of bias was assessed using the MMAT.

Findings: Seven papers met the inclusion criteria. Key enablers included embedding approaches within existing services,

context‐specific model adaptation, recruiting a coordinator to integrate cross‐sector working, and supportive state policy

encouraging community ownership. Barriers included a lack of standardisation, particularly inconsistent definitions of

community engagement, varied approaches across services and the absence of clear outcome measures, making it difficult

to assess impact. Additional barriers included cross‐sector culture clashes and complex needs prohibiting participation of

people with learning disabilities.

Conclusion: Community engagement shows promise in addressing health inequalities, but further research is needed to

measure its impact on patient outcomes compared to standard care. Findings can guide researchers and policymakers in

implementing contextually relevant community engagement approaches.

Clinical Trial Registration: N/A.
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1 | Background

1.1 | Learning Disabilities

In the United Kingdom, approximately 1.5 million people have
a learning disability, constituting 1%–5% of the global popula-
tion (Park 2019; Public Health England 2016; McKenzie
et al. 2016). Terminology used to describe a learning disability
varies by geographical location. The term ‘learning disability’ is
preferred in the UK and clinically recognised in UK services,
while it is referred to as intellectual disability internationally
(Liao et al. 2021). According to MENCAP, a UK‐based charity
that supports people with learning disabilities, it is defined as
‘reduced intellectual ability and difficulty with everyday activ-
ities, for example household tasks, socialising or managing
money’ (MENCAP n.d.). This includes people with intellectual
disabilities, multiple learning disabilities, and those with co‐
occurring learning or intellectual disability and people with
autism. Many people with learning disabilities face greater
physical and mental health outcomes, their life expectancy is
approximately 14–18 years shorter than the general population
(Primary Care Domain, NHS Digital 2017). In 2018, the
Learning Disabilities Mortality Review reported that the median
age of death between people with learning disabilities aged 4
and over was 23 years younger for men, and 27 years younger
for women compared to the general population (University of
Bristol Norah Fry Centre for Disability Studies 2019; University
of Bristol 2013; Tuffrey‐Wijne et al. 2014; Emerson et al. 2012).
Health inequalities affecting people with learning disabilities
have been recognised for over 20 years (Department of Health
and Social Care 2001) with a significant proportion of people

relying on community, social and family networks, which are
increasingly important in supporting people with learning dis-
abilities; however, research into their impact remains limited.
Reduced access to good quality healthcare is attributed to a
range of individual and systemic factors, such as inaccessible
transport links, misdiagnosis, a lack of integrated care and carer
involvement, and inadequate follow‐up care to address com-
plex, additional needs.

1.2 | Policy Shifts to Community
Engagement (CE)

In 2020, the World Health Organisation defined CE as ‘a pro-
cess of developing relationships that enable stakeholders to
work together to address health‐related issues and promote
well‐being to achieve positive health impact and outcomes’
(World Health Organisation 2020). Social care plays a crucial
role in supporting people with learning disabilities in managing
daily tasks such as personal care, building relationships, and
participating in local community activities. However, these
activities can be difficult for people with learning disabilities
(McKenzie et al. 2016).

In 2017/2018, over 1 million adults in England received social
care support, with 17% of these individuals citing a learning
disability as the primary reason for their care needs (Adult
Social Care Statistics, NHS Digital 2018). The health and social
care sector has traditionally taken a paternalistic approach to-
wards patients, particularly people with learning disabilities
(Redworth and Phillips 2009; South et al. 2021). However,
progressive shifts in social norms and policies have begun to
blur the traditional boundaries between professional ‘experts’
and ‘passive’ service users (Russell and Boelman 2013). In 2001,
the ‘Valuing People’ strategy introduced principles of social
inclusion, independence, personal control and equality to sup-
port people with learning disabilities (Department of
Health 2001). Despite its ambitions, the strategy has been cri-
ticised for not serving those with severe learning disabilities,
compared to those with less complex needs (Russell and
Boelman 2013). Almost a decade later in 2012, the white paper
‘Caring For Our Future: Reforming Care and Support’ empha-
sised improving health and wellbeing through strengthening
support networks. It advocated for cultivating connections
within local communities, shared decision‐making, self‐
management of care, and expert patient and peer support pro-
grammes (Department of Health and Social care 2012). In 2015,
‘Building the Right Support’ was published as part of the
Transforming Care Programme to improve community provi-
sion, enabling people to lead independent lives with better fo-
cussed community support and reducing inappropriate hospital
admissions. This initiative was spearheaded against a backdrop
of austerity, where cuts to services forced a radical re‐think to
service design delivery to reduce inappropriate hospital admis-
sions (Russell and Boelman 2013). The UK government priori-
tised strategies to reduce strain on healthcare staff as
recommended by the NICE guidelines committee (King's
Printer of Acts of Parliament n.d.). Examples of CE models
include asset‐based community development (ABCD), which
focuses on mobilising individual and community strength
(McKnight and Kretzmann 1993), community‐led support

Summary

• People with learning disabilities often have a lot of
health problems, have shorter lives and do not always
get the same level of care as other people.

• Involving people with learning disabilities in local
activities (known as community engagement) can help
them feel more included and can improve their health,
but we don't know how well this works.

• This study looked at how community engagement can
be organised by those providing care to people with
learning disabilities to see what helps or makes it
difficult.

• It is helpful to include community engagement into
existing services that think about local needs, having
coordinators to link groups, and supportive government
policies.

• Challenges include unclear ways to measure how well
community engagement works, different ways organi-
sations organise and prioritise activities and difficulties
involving people with multiple needs regularly.

• Recommendations include longer‐term funding for
flexible community engagement activities, to help peo-
ple with learning disabilities feel included and healthier
and more research to find out other ways of improving
the health of people with learning disabilities compared
to regular care.
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(CLS), which encourages co‐produced solutions tailored to local
needs and builds on existing relationships, skills and networks
to improve care (National Development Team for Inclusion
[NDTi] 2024). These efforts included pooling human resources
across sectors and shifting towards community‐based care to
decrease the demand on institutions such as hospitals and care
homes (Russell and Boelman 2013). While this review is based
within the UK policy context, several included studies were
international, where health and social care systems differ sig-
nificantly. For example, in the United States, community en-
gagement is embedded with Medicaid programmes and in
countries such as the Netherlands, municipal public health
services play a key role.

1.3 | Previous Research

Over the last 10 years, most empirical studies and systematic
reviews relating to CE have focused on reducing health
inequalities for people with learning disabilities in high‐
income settings (National Development Team for Inclu-
sion 2017; Klein and McCarthy 2009; McAllister et al. 2018;
Warr et al. 2013). The interventions were mainly in urban
cities due to the presence of greater resources and networks,
but a small number were conducted in rural areas (Klein and
McCarthy 2009; McAllister et al. 2018). Specific examples
include; reviews targeting the general population (Luo
et al. 2019; Milton et al. 2011), improving the health of dis-
advantaged and minoritised communities (Luo et al. 2019;
Milton et al. 2011) and evaluating public health interventions
(O'Mara‐Eves et al. 2013; Attree et al. 2011; Cyril et al. 2015).
However, these reviews did not focus specifically on people
with learning disabilities. Milton et al (Milton et al. 2011)
synthesised UK‐based literature on CE initiatives which
sought to address the social determinants of health (SDOH),
they appeared to positively impact housing, crime, social
capital and community empowerment, but not population
health or service quality. Others have focused on infectious
diseases and communicable disease control in low and lower‐
middle income countries (Nakibinge et al. 2009; Barker
et al. 2020). All actively or indirectly enabled the participation
of people with learning disabilities to inform an aspect of a
service, diagnostic procedure and care management for health
improvement, however these reviews failed to identify well‐
designed empirical studies.

1.4 | Research Gaps in Current Knowledge

Since Milton et al.'s, (Milton et al. 2011) review, there have been
few methodological developments that robustly study complex
social interventions to evidence the population impact of CE.
Reviews pertaining to CE fail to specifically mention learning
disabilities, whereas reviews focusing on people with learning
disabilities tend to emphasise increasing their participation in
research, co‐production and training purposes (Ham and
Davies 2018; Bradley 2015; Read et al. 2016; Liabo et al. 2017).
This review focuses on the main components of CE amongst
people with learning disabilities across community and
healthcare settings.

2 | Aims and Objectives

2.1 | Aims

The aim of this systematic review is to evaluate the evidence on
the implementation of CE models among people with learning
disabilities in health and social care contexts. The review
identifies the main components of these models and the key
factors that enable or restrict their application.

2.2 | Research Questions

The systematic review seeks to address the following questions:

1. How are CE models defined in the context of learning
disabilities?

2. What are the main components of these models?

3. What are the main factors acting as barriers or enablers in
the implementation of these models?

4. What are the lessons learned from using CE models in the
context of learning disabilities?

3 | Methods

This systematic review included peer‐reviewed articles due to
the heterogeneous nature of the findings. The review followed
the Preferred Reporting Items for Systematic Reviews and Meta‐
Analysis (PRISMA) guidelines for systematic reviews (Moher
et al. 2009) and Tricco et al.'s (Tricco et al. 2017) rapid review
method.

3.1 | Search Strategy

The PICOS (Population, Intervention, Comparison, Outcomes,
Setting) framework was used to establish the search strategy
(Table A1) (Robinson et al. 2011). Adaptations were im-
plemented to streamline and reduce the time spent appraising
the literature. These included using large teams to review ab-
stracts and full texts, assigning a second researcher to cross‐
check a percentage of excluded articles, and utilising the soft-
ware REDCap (Research Electronic Data Capture) and Rayyan
to increase the efficiency of data extraction and synthesis. Given
the broad scope of the topic, the review was conducted in two
parts using a phased search approach to guide the literature
review (Evidence and Targeted mapping). Studies were limited
to those published from 1990 onwards, as this period marked
key shifts in learning disability policy and service delivery, for
example, in the United Kingdom, the term ‘learning disabilities’
gained more discourse (Liao et al. 2021).

3.2 | Selection

The researchers conducted the initial screening at the title
phase, followed by a second reviewer cross‐checking 20% of
exclusions in the abstract and full‐text phases. The reasons for
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exclusion at the screening stage were recorded in a Microsoft
Word table. Duplicates were removed using the reference
manager Mendeley, and discrepancies were discussed until a
consensus was reached.

3.3 | Type of Samples

The review included studies focused on CE involving a wide
spectrum of people with learning disabilities and their care-
givers in healthcare or community settings. These studies aimed
to improve health outcomes, reduce health inequalities, and
respond to the SDOH.

3.4 | Categorisation of Articles

Eligible papers comprised peer‐reviewed journal articles that im-
plemented CE models to improve individual and population‐level
health outcomes for people with learning disabilities. Grey liter-
ature including evaluation reports and case studies that primarily
focused on examples of CE were excluded.

3.5 | Data Extraction and Management

Data extraction was conducted using a REDCap form after
screening full‐text articles. Key aspects of the research questions
were summarised in columns for each paper. The data extrac-
tion form was piloted by F.A. and C.V. using a random sample
of five articles, resolving disagreements through discussion
until a consensus was reached. The form was finalised based on
the findings from the pilot (Table A3).

3.6 | Data Synthesis

The data from REDCap was exported to synthesise the main
characteristics of the articles. The information entered in free
text boxes from REDCap were examined using a narrative
analysis to identify key themes in the literature. A framework
analysis was also conducted to systematically manage the
analysis of qualitative data in health research (Snilstveit
et al. 2012; Gale et al. 2013). The initial categories for the
framework were informed by the research questions, with
flexibility to incorporate new topics that emerged from the
data. After the first screening of full‐text articles, the data were
categorised into themes in a Microsoft Word table (see
Table A3).

3.7 | Quality Assessment

The Mixed Methods Appraisal Tool (MMAT) was used to
assess the methodological quality of the included articles that
met the inclusion criteria. It was not used to exclude articles or
applied to the supplement article as it is not an empirical study
(Pluye and Hong 2014; Pace et al. 2012; Tyndall 2010) (see
Table A4).

3.8 | Bias

The strategies described above, such as cross‐checking work
with a second reviewer and adhering to the PRISMA guidelines,
were implemented to reduce selection and reporting bias.

4 | Results

4.1 | Search Results

The database search rendered 777 results.

After de‐duplication, screening title and abstract (n= 324), and
screening full text (n= 55), seven studies were included on full
text (see Figure 1). The main characteristics of the included
studies can be found in Table 1.

4.2 | Types of Learning Disabilities

The following types of learning disabilities were targeted by
implementations; special educational needs, neurodevelop-
mental, early language and speech difficulties, autism spectrum
disorder, intellectual disabilities, functional dependence, and a
range of long‐term mental and physical health conditions
(Klein and McCarthy 2009; Warr et al. 2013; Luo et al. 2019;
Carnaby 1997; Anrooji et al. 2020; Latulippe et al. 2020).

4.3 | Main Components of Community
Engagement Approaches

There was variety regarding the type and location of CE, the
coordinator and funder of the intervention, and the population
health outcome of interest. Most papers took place within pri-
mary and secondary healthcare systems in the United Kingdom,
United States, the Netherlands, and Canada (Klein and
McCarthy 2009; McAllister et al. 2018; Luo et al. 2019;
Carnaby 1997; Anrooji et al. 2020; Latulippe et al. 2020; Coury
et al. 2020). Two studies focused on patient‐led care planning
and collaborative goal setting (McAllister et al. 2018;
Carnaby 1997). Three studies used family outreach to engage
patients and caregivers from ‘hard to reach’ communities (Klein
and McCarthy 2009; McAllister et al. 2018; Luo et al. 2019).

Two articles specified professional training of caregivers to
implement interventions for people with learning disabilities
within the home, and another two to develop a digital tool for
health promotion (Klein and McCarthy 2009; Luo et al. 2019;
Anrooji et al. 2020; Latulippe et al. 2020). One study involved the
parents of child patients with learning disabilities to conduct
screening for diagnostic purposes (Klein and McCarthy 2009),
and the supplement article reported a family advisory committee
which reviewed service delivery of an learning disability network
(Coury et al. 2020). Overall, four papers were focused on children
and caregivers (Klein and McCarthy 2009; McAllister et al. 2018;
Luo et al. 2019; Coury et al. 2020). The other three targeted adults
(Carnaby 1997; Anrooji et al. 2020; Latulippe et al. 2020). De-
tailed information about each study is in Table 1.
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4.4 | Study Designs

The majority of the included studies (four out of seven) used
qualitative designs. The most frequent qualitative data collec-
tion methods were focus groups, interviews, observations, eth-
nography and audio recordings (Luo et al. 2019; Carnaby 1997;
Anrooji et al. 2020; Latulippe et al. 2020). One study was mixed
methods and used surveys, clinical interviews and observations
(McAllister et al. 2018). The single mixed methods study used
questionnaires and surveys (Klein and McCarthy 2009). The
studies ranked medium‐to‐high quality, whereas the mixed
methods study was low. Please see Table 1 for a more detailed
breakdown and the quality assessment scores.

As highlighted in the tables above, there is significant diversity
in terms of CE approaches and types of learning disabilities
targeted by implementations. The outcome of interest are the
main trends identified in the literature that enable and prevent

the implementation of CE models amongst people with learning
disabilities in health and social care.

5 | Findings

5.1 | Enablers of CE

5.1.1 | Build Within Existing Services

Several papers highlighted significant variation in knowledge
and understanding of CE and patient‐centred approaches across
sectors, disciplines and health specialities (Luo et al. 2019;
Anrooji et al. 2020; Latulippe et al. 2020). Building on existing
initiatives with complementary goals, or working with similar
stakeholders such as social work teams, local area coordinators,
or mental health services were found to be more effective (Luo
et al. 2019). In challenging cases, management support could be

FIGURE 1 | Flow of studies through the review. [Color figure can be viewed at wileyonlinelibrary.com]
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gained by embedding CE within existing services and aligning it
with shared objectives (McAllister et al. 2018). Designing a new,
separate model often disrupted established workflows (Klein
and McCarthy 2009). Enabling training through active partici-
pation, rather than relying on didactic methods such as ad hoc
lectures, encouraged frontline staff to take ownership and shape
changes while integrating CE production into clinical priorities
(McAllister et al. 2018; Luo et al. 2019). However, in some in-
stances, this approach may limit the scope of innovation.

5.1.2 | Flexible and Context‐Relevant

CE is less impactful when implemented as a set of consistent,
concrete tasks across different settings. Engagement was higher
among patients when approaches were relevant to their cultural
beliefs, practices and priorities, particularly for ethnic minority
and migrant people with learning disabilities who are under-
represented in services (Luo et al. 2019). Therefore, it is es-
sential for approaches to be adaptive and responsive to local
needs and social contexts (Klein and McCarthy 2009; Latulippe
et al. 2020). Practical examples include using appropriately
worded materials (Luo et al. 2019; Anrooji et al. 2020; Latulippe
et al. 2020), regular rest breaks, and flexibility to work off plan
to accommodate complex and additional needs (Klein and
McCarthy 2009).

5.1.3 | Recruit a Community or Partnership
Coordinator

Mainstream health services, local organisations, and patients
often operate as fragmented entities, preventing a whole‐
systems, holistic approach to tackle health inequalities faced by
people with learning disabilities. Employing a designated indi-
vidual to integrate and coordinate CE was beneficial in
streamlining action and communication between key stake-
holders (South et al. 2021; Klein and McCarthy 2009; McAllister
et al. 2018). This role supported people with learning disabilities
to navigate complex systems (McAllister et al. 2018) and pro-
vided a space to share independent feedback (Luo et al. 2019).
The ideal coordinator for this role would be a trusted local
resident with appropriate training in safeguarding and mana-
ging complex needs. This approach enhances patient involve-
ment and increases staff capacity by alleviating clinicians from
responsibilities such as recruitment and follow‐ups (South
et al. 2021).

5.1.4 | Community Ownership and Supportive State
Policy

People with learning disabilities have historically been treated
as passive recipients of healthcare by statutory bodies
(Redworth and Phillips 2009; Russell and Boelman 2013).
However, cultural shifts away from professional‐led processes
and decisions have encouraged greater patient involvement
(South et al. 2021). To maximise engagement, state policy and
leadership at all levels must rebuild community trust and pro-
mote confidence in patients to take ownership of their health.

This involves taking a listening role and actively acknowledging
patient expertise through compensation and early participation
(South et al. 2021; National Development Team for Inclu-
sion 2017). Importantly, strong buy‐in and active reinforcement
must go beyond tokenistic gestures to ensure that authentic
representation and leadership by service users (Latulippe
et al. 2020).

5.2 | Barriers

5.2.1 | Cross‐Sector Culture Clashes

Stakeholders often doubted the efficacy of alternative community‐
based solutions in addressing the urgent mental and physical
concerns of people with learning disabilities, as their working
styles and priorities frequently misaligned (Luo et al. 2019). For
example, healthcare systems and government agencies tend to
manage curative care, whereas the charity sector focuses on the
SDOH (Luo et al. 2019). Additionally, risk averse, safeguarding
parameters prevent the flexibility and innovation required for
holistic, community‐driven approaches (McAllister et al. 2018). A
lack of clarity regarding individual expectations, roles and
accountability for patient health and safety issues further prevent
investments in CE programmes (Luo et al. 2019). Implemented
interventions risk becoming diluted or reliant on ‘cherrypicked’
ideas, failing to build trust with communities and preventing
sustainable, empowering changes in care delivery and perceptions
of people with learning disabilities (Klein and McCarthy 2009;
Latulippe et al. 2020).

5.2.2 | Inconsistent Definitions, Approaches and
Evidence

CE approaches vary widely in participants, service provision
and organisational dynamics, leading to inconsistent applica-
tion, definitions, standards, and formal evaluation processes
(McAllister et al. 2018). A lack of information on reach,
participation, and criteria for success has hindered the ability
to assess programme impact comprehensively (McAllister
et al. 2018). This lack of standardisation makes it difficult to
persuade key stakeholders of improvements in healthcare ser-
vices and patient outcomes, particularly for people with learn-
ing disabilities who have complex medical and psychosocial
needs (McAllister et al. 2018).

5.2.3 | Complex Needs and Circumstances of People
With Learning Disabilities

People with learning disabilities disproportionately face inter-
connected socioeconomic disadvantages, including poverty,
unemployment and mental health issues (Klein and
McCarthy 2009; McAllister et al. 2018; Carnaby 1997). These
barriers often reduced their readiness and capacity to engage in
CE activities. The primary focus on meeting survival needs, such
as securing housing, food and employment, leads to high
mobility and unanticipated needs, complicating planning and
delivery (Luo et al. 2019; Coury et al. 2020). While initial
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participation rates were high, frequent dropouts and cancella-
tions posed significant challenges. Project coordinators often
spent excessive time following‐up with participants, exceeding
the resource allocated in grant budgets and contributing to staff
burnout (McAllister et al. 2018; Luo et al. 2019).

5.3 | Lessons Learnt for the Future

5.3.1 | Sustainable Funding Sources

Due to public sector financial constraints, CE projects often rely
on short, disparate funding from local authorities, academia and
philanthropic organisations (McAllister et al. 2018; Luo
et al. 2019). Funding agencies often overlook the unique capac-
ities and complexities of high‐risk communities, such as people
with learning disabilities, when creating implementations,
resulting in the overworking of staff (Luo et al. 2019). Therefore,
sustainable funding mechanisms which acknowledge the need to
balance community and stakeholder needs are required for long‐
term improvements in the health of people with learning dis-
abilities. One approach is to identify funders with a history of
financing similar projects, and/or highlighting success stories to
obtain sponsorship (Klein and McCarthy 2009; Luo et al. 2019).
Alternatively, devolving financial decision‐making from local
authorities and clinical commissioning groups to community
teams and frontline practitioners, may create services that better
incorporate patient needs and requirements. Importantly, fixed
parameters should be set from the start to ensure decisions are
made in a timely manner to factor in disagreements
(Carnaby 1997; Anrooji et al. 2020; Latulippe et al. 2020).

5.3.2 | Strong Cross‐Sector Collaboration

Having an external, independent agency with local knowledge
can improve communication and collaboration between health
and voluntary sectors whilst combatting the mistrust of state
authorities by marginalised groups such as people with learning
disabilities (Luo et al. 2019). To compensate for the unseen,
unpaid labour of community groups, designated time should be
allocated for relationship building instead of relying on existing
goodwill (Luo et al. 2019). Breaking down barriers between
disciplines enables a collective understanding of patient prior-
ities and transference of best practice across systems, whilst
avoiding duplication efforts and silo working (Klein and
McCarthy 2009). Useful methods to obtain buy‐in from stake-
holders include launch events to promote strategy, and one‐to‐
one conversations with local services, including religious and
community groups, and business and political institutions
(Latulippe et al. 2020).

5.3.3 | Consistent Evaluation and Monitoring

Stakeholders and funders are unclear about whether health
improvements can be attributed to CE, as several uncontrolled
variables influence community‐based activities (Luo et al. 2019).
However, routine monitoring demonstrating its costs and bene-
fits to system efficiency and patient outcomes can ensure

accountability and improve compliance (Coury et al. 2020). A
team should be appointed to analyse and quantify the results of
engagement activities to produce robust, sensitive data (Coury
et al. 2020). To ensure greater information ownership and con-
sent, bottom‐up data systems that measure outcomes of impor-
tance to patients, and not state institutions, could be created. For
example, defining ‘success’ as overall improved quality of life, not
just reduced dependency on secondary services. This also mini-
mises the burden of evaluation on local services and healthcare
staff (Luo et al. 2019).

5.3.4 | Change Management Support

Many clinicians are new to CE and require constant dialogue and
training to support their transition into an unfamiliar, working
style (Luo et al. 2019). Although flexibility and adaptation to
context‐specific factors are necessary, it is helpful to have core
principles, goals and visions that clearly state the need, and pro-
cess for change (Klein and McCarthy 2009). Starting with small‐
scale initiatives, proving the concept, and building capacity for
rotation and reflective practice can encourage investment and
compliance in CE rather than requiring a complete overhaul of
existing models (Klein and McCarthy 2009). For wider changes to
occur, developing training programmes and health‐related degree
curriculums which emphasise quality improvement and patient
and public involvement through CE can shift cultures from crisis
response and public management, to prevention and community
leadership (Klein and McCarthy 2009; McAllister et al. 2018).

6 | Discussion

The findings of the review show the importance and value of CE
approaches in fostering social networks and improving the ability
of people with learning disabilities to manage personal care and
navigate daily life, such as medication, symptoms, and triggers
(National Development Team for Inclusion 2017). Furthermore,
CE approaches showed promising evidence of tackling the per-
sisting health inequalities faced by people with learning dis-
abilities, giving them a voice and helping others understand their
diversity, perspectives, circumstances and capacities (National
Development Team for Inclusion 2017; Latulippe et al. 2020).
However, more needs to be done, and a critical gap remains in
engaging and creating capacity for people with learning disabilities
who have multiple marginalised identities, including those from
the homeless community, ethnic minorities, LGBTQI+ , asylum‐
seekers and refugees, as they are underrepresented in all learning
disability support services (Humanly 2018).

The wider literature suggests that healthcare staff have observed
benefits of CE interventions due to the shift from acute, spe-
cialist services to home‐based, community support. This shift
can reduce costly secondary care interventions, in‐patient ad-
missions, GP visits and A&E spells, as well as staff sickness and
burnout (National Development Team for Inclusion 2017;
McLean et al. 2017; Dayson and Bennet 2017; Dayson and
Damm 2017; Humanly 2018). These findings suggest that CE
can positively impact staff morale, workload and system effi-
ciency. However, CE should not replace well‐funded
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healthcare, instead, it should be embedded alongside stable,
existing public services and social support to reduce the fre-
quency of crises, demand and dependency (Rippon et al. 2015).

6.1 | Strengths and Limitations

This is the first known systematic review to outline the en-
ablers, barriers and evaluations of CE approaches involving
people with learning disabilities across a varied range of set-
tings, countries, designs and learning disabilities.

Several measures were implemented to strengthen the review's
robustness. For instance, a second reviewer was involved, the
search strategy was revised collaboratively, and a broad range of
databases were searched to locate peer‐reviewed academic jour-
nals and cover a broad range of evidence. Despite most studies
being case study methodologies, which rank lower in the hier-
archy of evidence, they were included as they provided empirical
data on implementation and/or evaluation in line with our
inclusion criteria. The included studies were conducted in dif-
ferent countries, variations in the health and social care systems
may affect the transferability of findings to the UK context.

However, the review had several limitations. The use of mul-
tiple, broad search terms, may have missed some relevant
publications. Given the limited academic attention to this topic,
the included studies often had small sample sizes and low‐
quality methodological approaches. Additionally, the review
was limited to English language articles, potentially overlooking
important insights from non‐English settings. CE models,
however, appear more prevalent in Western, industrialised
countries with more established healthcare and civic sectors.
Moreover, there was limited exploration of the demographic
characteristics of people with learning disabilities, despite fac-
tors such as socioeconomic position, ethnicity, employment
status, gender, sexuality and adverse childhood experiences
likely influencing health inequalities and engagement capacity.

6.2 | Implications for Policy

Since 2010, austerity‐driven public sector funding cuts have dis-
proportionately affected people with learning disabilities. Dramatic
reductions in learning disability services and welfare benefits have
exacerbated poor health outcomes, particularly those with other
minoritised identities (Russell and Boelman 2013; Macdonald and
Morgan 2020; Malli et al. 2018; Pilkington 2020). Simultaneously,
tighter budgets and reduced resources have, in some cases, enabled
greater patient participation and cross‐sector working to create
more inclusive, health promoting environments (Russell and
Boelman 2013). There is some urgency to reduce demand on health
services and shift away from a dependency culture (National
Development Team for Inclusion 2017).

6.3 | Implications for Practice

Clinicians and patients often remain unaware of the potential
benefits of CE due to the inconsistent methodical evaluation

and a lack of systematic standards (Adult Social Care Statistics,
NHS Digital 2018; McAllister et al. 2018; McLean et al. 2017;
Dayson and Bennet 2017; Dayson and Damm 2017;
Humanly 2018). Risk assessment guidelines and bureaucratic
pressures to meet clear targets limit space for trial, error and
innovation (McLean et al. 2017). Systematically measuring
changes for individuals and systems should inform decisions
about recommissioning or decommissioning services to
improve continuity and sustainability. Most importantly, it is
essential that public health funding is protected for vulnerable
groups like people with learning disabilities as CE approaches
alone cannot tackle the structural inequalities which result in
poorer health outcomes for them in the first instance (National
Development Team for Inclusion 2017; McLean et al. 2017).
Holistic, community‐based care and continuous feedback
opportunities with specialists are critical to overcoming barriers
to people with learning disabilities' mental and physical health
(Luo et al. 2019; Anrooji et al. 2020; Humanly 2018).

6.4 | Research Priorities and Future Research
Directions

Future research should prioritise high‐quality empirical studies
with sufficient sample sizes and statistical power to stratify
findings by risk factors and enable the identification of the
demographics of people with learning disabilities that are most
vulnerable. Prospective, longitudinal study measuring people
with learning disabilities from baseline to post‐CE interventions
could establish the factors influencing health promotion and
engagement capacity (National Development Team for Inclu-
sion 2017). Qualitative research can also provide a greater depth
of understanding about the influence and subtle variations of
CE on their day‐to‐day life.

7 | Conclusion

There remains insufficient high‐quality evidence to conclude
that CE models yield long‐term health benefits for people with
learning disabilities. Future research must prospectively assess
the lasting implications of CE interventions on service users,
local communities, and statutory agencies. While people with
learning disabilities may have some limited mental and physical
capacities, their unique experiences and concerns should not be
diminished by statutory agencies. If dissatisfaction is expressed,
it should be met with compassion, care and a commitment to
find the best approach for their individual needs.
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TABLE A1 | PICOS framework.

Population People with learning disabilities and their caregiver‐companions

Intervention Community engagement models

Comparison None

Outcomes System efficiency, health outcome, health improvement, improved assessment and diagnosis, patient‐centred care and
control, easier navigation of systems, improve patient participation and compliance, health promotion, decrease health
inequalities, address social determinants of health, less demand on healthcare services, improve patient wellbeing, build

patient capacity for self‐management, facilitate access, reduce crisis frequency, improved social connections

Setting Healthcare and the community

TABLE A2 | Search strategy.

Search Query Additional specifications

#1 ‘community engagement’ OR ‘community development’ OR ‘community model’ OR ‘community‐
based approach’ OR ‘community health’ OR ‘community’ OR ‘community participation’ OR

‘community building’ OR ‘community organising’ OR ‘community organization’ OR ‘community
public health’

Limited to English language

#2 ‘asset‐based community development’ OR ‘asset‐based community design’ OR ‘asset mapping’ OR
‘ABCD’ OR ‘asset model’ OR ‘asset*map*’ OR ‘asset*‐based’ OR ((people OR neighbourhood or

communit*) and ‘asset*’) OR ‘salutogenesis’

Limited to English language

#3 ‘learning disab*’ OR ‘learning difficult*’ OR ‘learning problem*’ OR ‘SLD’ OR r ‘Dyslex*’ OR
‘Dyscalculia’ OR ‘special needs’ OR ‘special education needs’ OR ‘SEN’ OR ‘SEND’ OR ‘learning
disorders’ ‘down* syndrome’ OR ‘Williams syndrome’ OR ‘autis*’ OR ‘asperger*’ OR ‘fragile X’ OR

‘global developmental delay’ OR ‘cerebral palsy’ OR ‘challenging behav*’

Limited to English language

#4 #1 AND #3 Limited to English language

#5 #2 AND #3 Limited to English language

TABLE A3 | Data extraction form.

First author surname

Year of publication

Title of publication

Location/country

Population 1. People with learning disabilities

2. The carers and caregivers of people with learning disabilities

3. Clinicians/front‐line staff

4. Statutory agencies/stakeholders – Local authorities, NHS Trusts

Community engagement model

Facilitation to implementation

Barriers to implementation

Lessons learnt for future implementations
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