See discussions, stats, and author profiles for this publication at: https://www.researchgate.net/publication/354513706

Community-engaged healthcare model for currently under-served
individuals involved in the healthcare system

Article in SSM - Population Health - September 2021

DOI: 10.1016/j.ssmph.2021.100905

CITATION READS
1 61

7 authors, including:

Nick Maguire Robin E Gearing

University of Southampton University of Houston

46 PUBLICATIONS 464 CITATIONS 94 PUBLICATIONS 2,550 CITATIONS
SEE PROFILE SEE PROFILE

Monit Cheung Daniel Price

University of Houston University of Houston

134 PUBLICATIONS 1,111 CITATIONS 4 PUBLICATIONS 23 CITATIONS
SEE PROFILE SEE PROFILE

Some of the authors of this publication are also working on these related projects:

roject  Homeless Youth Risk and Resilience Study (HYRRS) View project

roject  Rice Therapy (c) Monit Cheung, PhD, LCSW View project

All content following this page was uploaded by Robin E Gearing on 15 September 2021.

The user has requested enhancement of the downloaded file.

ResearchGate


https://www.researchgate.net/publication/354513706_Community-engaged_healthcare_model_for_currently_under-served_individuals_involved_in_the_healthcare_system?enrichId=rgreq-b82bfc77ff1da3082f339d4eadaea8d0-XXX&enrichSource=Y292ZXJQYWdlOzM1NDUxMzcwNjtBUzoxMDY4Mjk3NTI1MTU3ODk1QDE2MzE3MTMzODYzNDg%3D&el=1_x_2&_esc=publicationCoverPdf
https://www.researchgate.net/publication/354513706_Community-engaged_healthcare_model_for_currently_under-served_individuals_involved_in_the_healthcare_system?enrichId=rgreq-b82bfc77ff1da3082f339d4eadaea8d0-XXX&enrichSource=Y292ZXJQYWdlOzM1NDUxMzcwNjtBUzoxMDY4Mjk3NTI1MTU3ODk1QDE2MzE3MTMzODYzNDg%3D&el=1_x_3&_esc=publicationCoverPdf
https://www.researchgate.net/project/Homeless-Youth-Risk-and-Resilience-Study-HYRRS?enrichId=rgreq-b82bfc77ff1da3082f339d4eadaea8d0-XXX&enrichSource=Y292ZXJQYWdlOzM1NDUxMzcwNjtBUzoxMDY4Mjk3NTI1MTU3ODk1QDE2MzE3MTMzODYzNDg%3D&el=1_x_9&_esc=publicationCoverPdf
https://www.researchgate.net/project/Rice-Therapy-c-Monit-Cheung-PhD-LCSW?enrichId=rgreq-b82bfc77ff1da3082f339d4eadaea8d0-XXX&enrichSource=Y292ZXJQYWdlOzM1NDUxMzcwNjtBUzoxMDY4Mjk3NTI1MTU3ODk1QDE2MzE3MTMzODYzNDg%3D&el=1_x_9&_esc=publicationCoverPdf
https://www.researchgate.net/?enrichId=rgreq-b82bfc77ff1da3082f339d4eadaea8d0-XXX&enrichSource=Y292ZXJQYWdlOzM1NDUxMzcwNjtBUzoxMDY4Mjk3NTI1MTU3ODk1QDE2MzE3MTMzODYzNDg%3D&el=1_x_1&_esc=publicationCoverPdf
https://www.researchgate.net/profile/Nick-Maguire?enrichId=rgreq-b82bfc77ff1da3082f339d4eadaea8d0-XXX&enrichSource=Y292ZXJQYWdlOzM1NDUxMzcwNjtBUzoxMDY4Mjk3NTI1MTU3ODk1QDE2MzE3MTMzODYzNDg%3D&el=1_x_4&_esc=publicationCoverPdf
https://www.researchgate.net/profile/Nick-Maguire?enrichId=rgreq-b82bfc77ff1da3082f339d4eadaea8d0-XXX&enrichSource=Y292ZXJQYWdlOzM1NDUxMzcwNjtBUzoxMDY4Mjk3NTI1MTU3ODk1QDE2MzE3MTMzODYzNDg%3D&el=1_x_5&_esc=publicationCoverPdf
https://www.researchgate.net/institution/University-of-Southampton?enrichId=rgreq-b82bfc77ff1da3082f339d4eadaea8d0-XXX&enrichSource=Y292ZXJQYWdlOzM1NDUxMzcwNjtBUzoxMDY4Mjk3NTI1MTU3ODk1QDE2MzE3MTMzODYzNDg%3D&el=1_x_6&_esc=publicationCoverPdf
https://www.researchgate.net/profile/Nick-Maguire?enrichId=rgreq-b82bfc77ff1da3082f339d4eadaea8d0-XXX&enrichSource=Y292ZXJQYWdlOzM1NDUxMzcwNjtBUzoxMDY4Mjk3NTI1MTU3ODk1QDE2MzE3MTMzODYzNDg%3D&el=1_x_7&_esc=publicationCoverPdf
https://www.researchgate.net/profile/Robin-Gearing-2?enrichId=rgreq-b82bfc77ff1da3082f339d4eadaea8d0-XXX&enrichSource=Y292ZXJQYWdlOzM1NDUxMzcwNjtBUzoxMDY4Mjk3NTI1MTU3ODk1QDE2MzE3MTMzODYzNDg%3D&el=1_x_4&_esc=publicationCoverPdf
https://www.researchgate.net/profile/Robin-Gearing-2?enrichId=rgreq-b82bfc77ff1da3082f339d4eadaea8d0-XXX&enrichSource=Y292ZXJQYWdlOzM1NDUxMzcwNjtBUzoxMDY4Mjk3NTI1MTU3ODk1QDE2MzE3MTMzODYzNDg%3D&el=1_x_5&_esc=publicationCoverPdf
https://www.researchgate.net/institution/University-of-Houston?enrichId=rgreq-b82bfc77ff1da3082f339d4eadaea8d0-XXX&enrichSource=Y292ZXJQYWdlOzM1NDUxMzcwNjtBUzoxMDY4Mjk3NTI1MTU3ODk1QDE2MzE3MTMzODYzNDg%3D&el=1_x_6&_esc=publicationCoverPdf
https://www.researchgate.net/profile/Robin-Gearing-2?enrichId=rgreq-b82bfc77ff1da3082f339d4eadaea8d0-XXX&enrichSource=Y292ZXJQYWdlOzM1NDUxMzcwNjtBUzoxMDY4Mjk3NTI1MTU3ODk1QDE2MzE3MTMzODYzNDg%3D&el=1_x_7&_esc=publicationCoverPdf
https://www.researchgate.net/profile/Monit-Cheung?enrichId=rgreq-b82bfc77ff1da3082f339d4eadaea8d0-XXX&enrichSource=Y292ZXJQYWdlOzM1NDUxMzcwNjtBUzoxMDY4Mjk3NTI1MTU3ODk1QDE2MzE3MTMzODYzNDg%3D&el=1_x_4&_esc=publicationCoverPdf
https://www.researchgate.net/profile/Monit-Cheung?enrichId=rgreq-b82bfc77ff1da3082f339d4eadaea8d0-XXX&enrichSource=Y292ZXJQYWdlOzM1NDUxMzcwNjtBUzoxMDY4Mjk3NTI1MTU3ODk1QDE2MzE3MTMzODYzNDg%3D&el=1_x_5&_esc=publicationCoverPdf
https://www.researchgate.net/institution/University-of-Houston?enrichId=rgreq-b82bfc77ff1da3082f339d4eadaea8d0-XXX&enrichSource=Y292ZXJQYWdlOzM1NDUxMzcwNjtBUzoxMDY4Mjk3NTI1MTU3ODk1QDE2MzE3MTMzODYzNDg%3D&el=1_x_6&_esc=publicationCoverPdf
https://www.researchgate.net/profile/Monit-Cheung?enrichId=rgreq-b82bfc77ff1da3082f339d4eadaea8d0-XXX&enrichSource=Y292ZXJQYWdlOzM1NDUxMzcwNjtBUzoxMDY4Mjk3NTI1MTU3ODk1QDE2MzE3MTMzODYzNDg%3D&el=1_x_7&_esc=publicationCoverPdf
https://www.researchgate.net/profile/Daniel-Price-6?enrichId=rgreq-b82bfc77ff1da3082f339d4eadaea8d0-XXX&enrichSource=Y292ZXJQYWdlOzM1NDUxMzcwNjtBUzoxMDY4Mjk3NTI1MTU3ODk1QDE2MzE3MTMzODYzNDg%3D&el=1_x_4&_esc=publicationCoverPdf
https://www.researchgate.net/profile/Daniel-Price-6?enrichId=rgreq-b82bfc77ff1da3082f339d4eadaea8d0-XXX&enrichSource=Y292ZXJQYWdlOzM1NDUxMzcwNjtBUzoxMDY4Mjk3NTI1MTU3ODk1QDE2MzE3MTMzODYzNDg%3D&el=1_x_5&_esc=publicationCoverPdf
https://www.researchgate.net/institution/University-of-Houston?enrichId=rgreq-b82bfc77ff1da3082f339d4eadaea8d0-XXX&enrichSource=Y292ZXJQYWdlOzM1NDUxMzcwNjtBUzoxMDY4Mjk3NTI1MTU3ODk1QDE2MzE3MTMzODYzNDg%3D&el=1_x_6&_esc=publicationCoverPdf
https://www.researchgate.net/profile/Daniel-Price-6?enrichId=rgreq-b82bfc77ff1da3082f339d4eadaea8d0-XXX&enrichSource=Y292ZXJQYWdlOzM1NDUxMzcwNjtBUzoxMDY4Mjk3NTI1MTU3ODk1QDE2MzE3MTMzODYzNDg%3D&el=1_x_7&_esc=publicationCoverPdf
https://www.researchgate.net/profile/Robin-Gearing-2?enrichId=rgreq-b82bfc77ff1da3082f339d4eadaea8d0-XXX&enrichSource=Y292ZXJQYWdlOzM1NDUxMzcwNjtBUzoxMDY4Mjk3NTI1MTU3ODk1QDE2MzE3MTMzODYzNDg%3D&el=1_x_10&_esc=publicationCoverPdf

SSM - Population Health 15 (2021) 100905

FI. SEVIER

Contents lists available at ScienceDirect
SSM - Population Health

journal homepage: www.elsevier.com/locate/ssmph

Community-engaged healthcare model for currently under-served
individuals involved in the healthcare system

S.L. Barker ™", N. Maguire ?, R.E. Gearing ”, M. Cheung ", D. Price?, S.C. Narendorf”, D.S. Buck ¢

2 University of Southampton, School of Psychology, Building 44, University Road, Southampton, SO17 1BJ, United Kingdom

b University of Houston, Graduate College of Social Work, Houston, TX, 77204, USA
¢ University of Houston College of Medicine, Houston, TX, 77204, USA
4 University of Houston, Honors College, Houston, TX, 77204, USA

ARTICLE INFO ABSTRACT

Keywords:

Community engagement
Agency

Power

High need

High cost

Inclusive health

In the US, many people are excluded from healthcare structures and systems, due to multiple macro and micro
factors. Poverty, health ecosystems, mental health, and community amenities are some of the issues confronting
those who are not able to access appropriate support. This population is often referred to as ‘high needs, high
cost’ (HNHC), a term that has been applied to refer to people who repeatedly utilize services without significant
benefit (we have replaced this term with ‘currently under-served’; C-US). For many traditional health solutions
may not address the fundamental issues confronting their health. Community-Engaged Healthcare (CEH) is an
approach that equips members of the community to levy power to advocate for their own health or social so-
lutions, designing their own interventions to address needs with support from health providers. A realist review
was conducted to identify the existing literature around CEH. This yielded ten papers that were reviewed by at
least two authors and rated in terms of quality. A model describing the processes underpinning CEH was then
iteratively generated, resulting in additional terms that were used in a second review of the literature. A further
16 peer-reviewed articles were identified and were independently reviewed and quality rated. These articles
were used to refine further iterations of the model and included in the review where appropriate. The resulting
model schematically posits a set of relational factors identified to be important in the establishment of CEH.
Notably, the transfer of autonomy and power over health decision-making processes is emphasized, which will
require revolutionary thinking about how healthcare is delivered for patients.

1. A call for a patient engagement model

Many people with complex health and mental health needs are not
served well within our current health service configuration. ‘High-need,
high-cost (HNHC) patients’ is a term that has been used by healthcare
systems for many years to describe individual consumers who have
multiple chronic health conditions and functional limitations inhibiting
their daily activities (Hayes et al., 2016). The high needs often result in
high costs due to the way in which health care ecosystems are set up,
meaning effective engagement and treatment is difficult. These people
are often overwhelmed by the number of tasks to be undertaken or ap-
pointments needed as well as the complexity in choosing between
competing needs to manage their health (Rifkin, 2009). This results in
difficulties in acquiring essential services, and consequently they are
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unable to obtain timely access to community-based treatment, may
experience exacerbations in their health and disease conditions, and end
up seeking emergency treatment (Hamilton et al., 2016). Further, these
individuals’ limited ability to pay for services where universal health-
care is not available often results in additional treatment costs being
born by healthcare providers, which has stimulated ideas for
inter-professional teams to design a community engagement model that
reduces costs and embodies ‘person-centered and efficient care delivery’
(Smeets, Kroese, Ruwaard, Hameleers, & Elissen, 2020).

However the term ‘high needs, high cost’, although commonly used,
is deemed by the authors to be pejorative and unhelpful, inherently
blaming people for their high needs and consequent high health costs.
We propose the term ‘Currently under-served individuals familiar with
the healthcare system’ (short-form: C-US) to replace HNHC. This
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acknowledges that despite complex needs, many individuals are not
served well by current configurations of healthcare services.

In the United States, 5% of the population are responsible for 50% of
healthcare spending, of which 47% are C-US patients (Hayes et al.,
2016). Interventions designed to address the health conditions of people
with multiple needs have not demonstrated effectiveness in the longer
term (Ryan, Abrams, Doty, Shah, & Schneider, 2016). Specifically,
feedback on these existing treatments includes health service trends
designed to treat the insured majority that tend to be system-centric, e.
g., medical care that is setup for the convenience of the providers rather
than the patients or care targeting a single health condition rather than
the intersecting healthcare issues (Aldridge et al., 2018). Alternate
treatment models for this patient population need to reduce the time
patients spend seeking services to reduce costs for both patients and
services (Barker, Maguire, et al., 2020; Rochon et al., 2006). Further,
treatment initiation should focus on engagement and ongoing adherence
to address these patients’ multiple chronic diseases. C-US patients
frequently lack connections to social and internal resources (often due to
competing priorities) for managing these co-morbid conditions (Doupe
et al., 2012).

Systematic and structural barriers associated with high wealth dif-
ferentials provide a steep social gradient, one of the significant mecha-
nisms of exclusion for C-US patients (Marmot, 2005). Systemic factors
(such as insurance systems), and structural factors (such as access to
transportation) are some of the mechanisms of exclusion. These factors
systematically exclude those who have the worst problems as they also
have least access to the income and power needed for treatment
(Luchenski et al., 2017).

Research has identified barrier categories to accessing services across
several domains, including the individual, family, clinician, agency, and
environmental areas (Gearing, Schwalbe, & Short, 2012). The location
and physical space where the service is offered, how it is offered, and
methods of communicating interventions are factors potentially
excluding people from accessing that service (Smeets et al., 2020). There
are also barriers in terms of what is offered at the point of care, not least
that the form of medical care offered, driven by provider incentives, may
not be what the person wants.

Diagnostic services are influenced by reimbursement, availability,
and provider preferences, introducing a circularity to service delivery
(Leach, Wiese, Agnew, & Thakkar, 2018). Empirical support may be
provided for such interventions on a population level, but very little
evidence is generated for populations who are multiply excluded (Ryan
et al., 2016), who likely differ in significant ways in their service needs.
People with C-US remain under-served in all health contexts and this is
likely not surprising given the frameworks that have been used to
develop and test health system interventions.

An alternative paradigm is needed to serve high need populations
given the persistence and failures of the dominant healthcare paradigm.
Community-located health programs offer a model for providing health
services that incorporates empowering community members as one of its
goals. Developing services and programs responsive to community
needs empower members of that community and can also be achieved
through community health workers (CHWs) (or promotoras in Spanish-
speaking communities). CHWs provide a liaison function with bidirec-
tional communication, education in both directions, while ideally also
addressing structural inequities and connecting with C-US patients
(Story & To, 2016).

Community participation, or the assertion that people have the right
to be involved in decisions that affect their lives and that this has a
positive impact on health, has been advocated since the late 1980s in the
Alma Alta Declaration (Rifkin, 2009). There have been increased efforts
to achieve this, including the proliferation of CHWs and empowerment,
but successes are found at the local levels only and do not easily scale up
(Rifkin, 2009). Indeed, Rifkin (2009) argues that the dominant system
needs to be challenged and to reframe our approach from examining
effectiveness to understanding ‘what works, for whom and why?’ (p.
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35).

Over the past decades, research methods have confronted similar
barriers in attempts to study diverse and ‘hard to reach’ populations.
There has been a shift in research epistemology and methods, which
challenges the positivist view of science and is broadly captured under
the rubric of participatory research (Wallerstein & Duran, 2010). The
underlying principles posit that the community is the agent that is
fundamental in determining the research agenda and power is shared in
the planning, data collection, analysis, and dissemination of research
(Wallerstein & Duran, 2010). These participatory methods have been
increasingly popular in advancing research and science in hard to serve
or underserved communities. Although community-based participatory
research (CBPR) has been listed as one of the public health education
areas since 1996 (Stoto, Abel, & Dievler, 1996), its popularity has
exponentially grown in the past decade. However, a framework is
warranted that can connect the development of community-engagement
projects to the clinical and evaluative aspects of research on
engagement.

A frequently missing or minimized element to engaging communities
effectively, in health in general and health care systems in particular, is
the identification of a framework that can accommodate and guide
developing projects, evaluations, and research, as well as improve access
to services. CBPR and similar models are largely for research purposes,
including the community and its members is understanding problems
but not providing an appropriate framework for all interventions. In
these frameworks, a combined model that includes ecological and
clinical aspects, as well as research outcomes would be ideal. A com-
bined model would communicate a continuum of engagement whereby
broad impacts on health, agency, and perception of power could be
accommodated.

The proposed principle of co-design and delivery of health and social
interventions has implications beyond health; the difficulties of chang-
ing systems that so powerfully discriminate are real and require a sig-
nificant shift in where the power to change systems lies. This article
presents a fundamental alternative to structuring healthcare delivery to
better address social determinants in the context where health can be
promoted or inhibited.

1.1. Study objectives

This review articulates an approach to community engagement
integrating best practices from models to guide practitioners and
healthcare educators in an array of choices for partnering with com-
munities. We have termed this approach Community-Engaged Health-
care (CEH). CEH involves collaboration and co-creation of community-
level healthcare interventions.

The CEH concept uses individual and collective activities within the
community to identify and direct interventions to improve health out-
comes. It posits that the drive for community services should not only
come from the existing providers of those services, but also from the
communities (and therefore community members) themselves. The ob-
jectives of this study are:

1. Develop and present a model highlighting the ‘community-engaged
healthcare’ concept

2. Cross-validate the model with current literature using realist
methods

3. Examine how the model might work in practice, i.e., evaluating
utility in the educational context

2. Method
2.1. Rationale for realist methods

Realist reviews are a focused method to understand how the existing
literature suggests an intervention, or framework of interventions,
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would work in practice, and to develop a preliminary model of relevant
processes and outcomes (Greenhalgh et al., 2015). Realist reviews
approach the evidence base from a more focused theoretical stance;
under a realist view, questions about ‘what works’ transform into “what
is it about this program that works, for whom and under what circum-
stances” (Pawson & Bellamy, 2006, p. 22).

Realist reviews have the advantage of considering complex mecha-
nisms of change in novel, underdeveloped interventions, rather than
being limited to a simple understanding of the effectiveness of existing
interventions. This is achieved by specific inclusion, interpretation and
data extraction methods (Pawson & Bellamy, 2006). Although CEH has
received empirical attention in terms of principles, no literature has yet
modelled its implementation and mechanisms of effectiveness.

In this article, we use this framework and realist synthesis methods to
create a middle-range or program theory explaining how CEH may be
effective through examining a broad range of literature and iteratively
searching for relevant resources.

2.2. Initial database search

In accordance with guidelines for performing a realist review
(Pawson, Greenhalgh, Harvey, & Walshe, 2005; Wong, Westhorp,
Pawson, & Greenhalgh, 2013), this review began with an initial search
of the literature (see Fig. 1). Search terms were synonyms of ‘commu-
nity’; ‘healthcare’; ‘complex needs’; and included multiple research
designs. We searched PubMed, Academic Search Complete, PsycINFO,
CINAHL, SocIndex and it was limited to articles published in
2009-2019, peer-reviewed journals, and in English (for details of initial
search see additional file 1).
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Title and abstract screening were completed by reviewers based on
methodology (e.g., excluding book reviews, literature reviews, and let-
ters to the editor) and relevance to the topic. Each article was screened
by at least two reviewers/authors at each stage of the sifting process.
Any disagreements were brought to the wider research team for dis-
cussion and resolution. Through screening, we focused our review on
those articles that described ‘community-engaged healthcare’ (CEH)
research. That is, research with the community beyond community
participation or ‘community-based’ research (e.g., collaboratively
developed interventions, research questions, methods, analyses).

Subsequently, data were extracted from each article by two re-
viewers from the research team (see additional file 2 for data extrac-
tion). We extracted basic article information, identified any patterns,
identified change mechanisms, the context of each study, any identified
theoretical aspects, and outcomes reported in each article.

Quality of empirical articles was assessed using the Mixed Method
Appraisal Tool (MMAT; Souto et al., 2015). The MMAT justifies how
much to weigh articles when considering the impact on the developing
model. However, we also used guiding principles of relevance to the
research aims and methodological rigor (Wong, Westhorp, et al., 2013).
When the initially assigned reviewers had discrepancies in their MMAT
ratings, the research team discussed and revised their ratings. If a con-
flict was not resolved, the research team as a group would join the
discussion until consensus was reached. MMAT/Quality assessment
resulted in the exclusion of three articles, given that reviewers agreed
that these articles lacked relevance to the established research aims.

The initial search identified many studies, very few of which seemed
to investigate community-engaged interventions. Nevertheless, three
broad categories of literature were identified: 1) community-based

1. Initial Database Search
PubMed, Academic Search Complete;

2. Preliminary Model Development
Discussion group use expertise and

3. lterative Search
Key words of CEH and in prelim.

PsycINFO, CINAHL, and SocIndex. i included articles to create preliminary model using CINAHL & psycINFO
Duplicates removed (n = 335 model (n = 10) Duplicates removed (n = 498
| \j
. : Articles
A.rtlcles |nc|ude‘d Afer Two authors Two authors included
title/abstract sift for ) tusies :
“communitv-based’ create initial create initial after title/
(n=228) ¥ CEH model CEH model abstract sift
- (n=34)
T T
v ¥ v
Articles included after All four ::ctllljf;d
title/abstract sift for combine
i . 7 : after full-text
Community Engaged independent
(n=99) models screen
(n=15)
. iheis MMAT &
Articles included after research Data
full-text screen team reviews .
i extraction
(n=13) and edits
(n=14)
model
MMAT Quality Includgd .
after citation
assessment & Data
extraction (n = 10) seanch
(n=2)
4. Final Model Development . ’
. " . " Final articles
Discussion group edit model, then discuss . 3
R included in
with whole research team and use <—
X X X CEH model
included articles to create a final model (n=26)
(n=26) B

Fig. 1. RAMESES (Realist And Meta-narrative Evidence Syntheses: Evolving Standards) Search Strategy and Model Development Flow Diagram (Wong, Greenhalgh,

Westhorp, Buckingham, & Pawson, 2013, p. 7).
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interventions, where the health interventions were based in the com-
munity but did not have any clear elements of collaboration or co-
creation; 2) community-based interventions with some elements of
community engagement and collaboration; and 3) descriptions of prin-
ciples of community engagement and barriers to execution. Conse-
quently, this step required us to re-evaluate the aims of this work and use
more flexible methods to further explore the role of community
engagement in healthcare.

Using the identified literature and a discussion group in the research
team, a preliminary model emerged. Four team members collaborated to
develop a model of CEH. The discussion group worked as pairs, each
developing their understanding of what CEH would look like using their
expertise and informed by the existing literature from the initial search
(see Fig. 1). Then the pairs compared their conceptualization, inte-
grating them to create a preliminary ‘abstracted program theory,” which
was then shared with the rest of the research team and further refined
(Wong, Westhorp, et al., 2013). This preliminary CEH model is pre-
sented in the results section.

2.3. Second search of database

Once the preliminary model was developed and refined, we con-
ducted a second literature search using CINAHL and PsycINFO. Using
new key terms and concepts identified from the initial search and model
development (see additional file 1), we searched two databases
removing the limits of the initial time boundary (searching all years) and
not limited to peer-reviewed journals. This search was limited by the use
of English language and exact key terms identified through the selected
literature in the preliminary model.

This resulted in the additional of 14 articles to our initial search
results. Sifting, data extraction, and quality assessment as procedurally
detailed above were again followed. A subsequent citation search was
conducted on all 24 included articles, conducting a hand search for
relevant articles in the reference lists and citing research. One-hundred
and eighty articles were screened for relevance, resulting in another two
included articles (see additional documents for details). Therefore, the
final total number of included articles in this review is 26.

3. Results
3.1. The preliminary community-engaged healthcare model

The preliminary CEH model was developed with the literature from
the initial search in addition to the discussion within the research team,
drawing upon our collective knowledge and known literature that might
explain elements of a CEH model (see Fig. 2).

Healthcare System (HS)

Community Health Worker

(CHW)

Household Centered Care

Engaged
Health
Model

Eligible Community
Member (ECM)

Client System
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Individual and group factors dynamically interact with the local
environment making it a complex system that is difficult to design
(Ronzi et al., 2019). Any model attempting to describe such complex
interactions will necessarily need to simplify the issues. A good model
needs to be flexible enough to adequately describe the interplay of in-
dividual and group interactions, but specific enough to enable pre-
dictions about how the interventions can be effectively implemented.
Upon reflection, our preliminary model did not adequately represent the
tension between both imperatives.

3.2. Changes to the CEH model

Data extraction and literature from the initial search revealed the
preliminary model was lacking. For example, terms like ‘agency’ and
‘power’ are important underlying concepts found in our preliminary
literature that needed to be further explored in a final CEH model.

Evidence was further examined for considering additional novel
concepts that were not used to build the preliminary model. Extra efforts
revealed literature with other inclusion criteria: keywords related to
community-engaged healthcare and synonyms of concepts in the pre-
liminary model.

After completion of the secondary literature search, data extraction,
and MMAT quality assessment, the research team modified the pre-
liminary model. Several changes were made to the model and schematic,
and consideration of the literature included (shown in Fig. 3). It is
important to take account of multiple factors when describing this
inherently complex process.

Client System
Ecological Model

Community
Engaged
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«
Team Uiaison(CHW)
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&

shifting
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________________ -
Pyttt ety

Willing
D

Fig. 3. Final CEH model.

Fig. 2. The Preliminary CEH model.
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The following is a summary of reflections on the process of designing
and developing the model. The authors agreed that the identification of
power and agency (see below), and the way in which this is shifted to the
community were important steps in the process. The two epistemolog-
ical approaches (broadly psychological and systems) were distinct and a
discursive approach was taken to knit the diverse constructs into a fluid
model which accounted for the change in ecological and individual
terms.

The preliminary model, according to the team, seemed to be
describing two different models with two different aims that were not
integrating well. The nested ecological models seemed to be presenting a
framework without accounting for psychological interplay and the
breakout box was more concerned with identifying specific mechanisms
and a process without accounting for the dynamic of power transitions
that are in real-time and in constant flux.

There were iterative attempts to integrate the two models. One
attempt brought the box to the center and collapsed the two different
ecological models (the client system and the healthcare system). But this
potential adaptation seemed to suggest that the process we describe was
occurring at the center, the individual level, rather than a community-
level process which we were attempting to detail.

The model was adapted when we determined that we were depicting
a process that shifted power and agency from the healthcare system,
which has traditionally held this power, to the community. With the
concepts of power and autonomy clarified, it became clear that the
model was trying to describe a dynamic process whereby CEH could be
achieved, rather than just the state of CEH operating. This idea of rep-
resenting power and control passing to the community from care pro-
viders is crucial, as the barriers to this then become apparent (e.g.
practitioners having a vested interest in keeping healthcare in hospitals).

4. The Community-Engaged Healthcare evolved model
4.1. Client and healthcare systems: the ecological model

The CEH model is situated in the larger ecological model, which
recognizes that an individual is influenced by and influences the larger
mezzo (e.g., family, school, work) and macro (e.g., community, culture,
societal policies) environmental systems situated in their environment
(Amutah-Onukagha et al., 2018; Brault et al., 2018; Bronfrenbrenner,
1979; Wheeler, Roennfeldt, Slattery, Krinks, & Stewart, 2018).

Specifically, the ecological model emphasizes the complex interac-
tion, interplay, and interdependence between the individual and their
extending physical and sociocultural environmental systems (Hochman
& Kernan, 2011; Krug, Mercy, Dahlberg, & Zwi, 2002). Core concepts
within the ecological model facilitate the identification of intervention
points for engaging and promoting health (McLeroy, Bibeau, Steckler, &
Glanz, 1988). The concept of ‘reciprocal causation’ recognizes firstly
that behavior “affects, and is affected by, multiple levels of influence;
secondly, individual behavior both shapes, and is shaped by, the social
environment” (Rimer & Glanz, 2005, p. 11).

Higher performing communities in Brault et al. (2018) shared similar
social contexts and saw reduced emergency health service usage. Higher
performing communities were those that complemented the work of
health providers and were built upon strong informal support networks,
underscoring the reciprocal nature between context and health
outcomes.

The inclusion of the transactional model recognizes how the trans-
action between the client and worker, and their ecological models,
interact and influence each other across time. For example, the thera-
peutic alliance between client and worker grows and develops itera-
tively, not just from one interaction, but across a multitude of
interactions over time. Originally used to describe and emphasize the
dynamic relationship between a child and parent across time (Sameroff
& Chandler, 1975), the transactional model has been adapted for any
dynamic reciprocal interchanges and context between two individuals,

SSM - Population Health 15 (2021) 100905

such as a patient and a health worker, where each has a bidirectional
influence on the other (Sameroff & Mackenzie, 2003). The CEH model
posits the importance of the reciprocal transaction over time. For
example, Jobling et al. (2016) used information from focus groups with
Aboriginal and Torres Strait Islander people in Australia to highlight the
importance of developing a long-term trusting relationship with a health
provider, validated in ways that respect the culture, which allowed
navigating and overcoming other barriers.

Beyond describing transactions at a system and community level, it is
necessary to describe factors at an individual level, including psycho-
logical factors that may be implicated in an individual’s motivation to
engage in positive health behaviors. Included literature suggested that
lack of patient agency led to barriers in relationships between patients
and health providers (Backman, Stacey, Crick, Cho-Young, & Marck,
2018; Kangovi et al., 2017; Lechner et al., 2016). Similarly, Lazarus et al.
(2014) evidenced the utility of peer workers and the relationships that
were built between current drug users in Ottawa, Canada, enabling trust
to develop and participant buy-in to the research methodology. Another
included study highlighted the value of participatory methods in
developing an intervention (Poleshuck et al., 2018). These methods
involve community members who provide input to demonstrate how the
various CEH components impact research and intervention
development.

A community is made up of individuals, and although many in-
dividuals change behaviors when acting in groups (Deutsch & Gerard,
1955), it is important to account for motivation at the individual level.
Issues such as perceptions of personal agency (Deci & Ryan, 2008),
bystander apathy (Latané & Darley, 1969), and dominant leadership
may influence an individual’s likelihood of engaging in community
health delivery.

In the United Kingdom, for example, a national initiative for local
groups to oversee health care delivery was met with mixed results, with
leadership and engagement being cited as key factors in success (White,
2013). This is a useful lesson in the effectiveness of community in-
terventions and the diverse factors which are implicated in their utility.
At a slightly higher level, communities center on cultural, spiritual, or
other values, which may inhibit or promote community engagement.
Individuals form groups with norms and values, leaders, and
followers-all of which moderate the ways several groups of individuals
may behave as a community.

4.2. Rising agency and shifting power: barriers and enablers

Brunton et al. (2017) highlight the role of power in ‘community
engagement’ and argue that many authors do not consider the under-
lying tradition of the community-engagement model to which they
subscribe. They argue two dominant schools of thought: utilitarian and
social justice. Utilitarian models seek to involve communities to enhance
the effectiveness of an intervention so that elements of the intervention
are often pre-determined and not developed in collaboration with the
community. In contrast, a community-driven model with a social justice
focus could assert that the health need is identified by the community
and then acted upon by members. Brunton et al. (2017) posit that the
best method to enhance community engagement is one that shares
power and is not merely focused on enhancing outcomes.

Therefore, the CEH model is likely to be most effective when there is
true and meaningful co-creation. That is, health providers cede power
and instead help to support the community to change their environment
and health issues as they define them in ways that make sense for them.

This is further supported and extended by Howard and Howard
(2000) that examines self-determination and self-reliance in a commu-
nity context, with the aim of communities becoming self-sufficient.
Since agency and community engagement are core to the CEH model,
a novel concept that might underpin this is the bystander effect (Ban-
yard, Weber, Grych, & Hamby, 2016). The study by Banyard et al.
(2016) found bystanders would be helpful in a crisis if perceptions of
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informal community and social support were increased. This shows that
context and perceptions of informal social support are important to an
effective CEH model and underlines the interplay between social con-
texts, pinpointing where potential barriers may emerge.

Evidence shows the consideration needed for cultural and/or reli-
gious groups — health providers need to consider the context of the
community they are serving and engage in discourse to overcome bar-
riers presented by the dominant approach to the health system (Adjei
et al., 2013; Anderson, Calvillo, & Fongwa, 2007; Krause & Hayward,
2013; Kwon et al., 2017).

As the CEH model gets more detailed, it is useful to consider the roles
of health providers and community leaders needed in effective CEH, e.
g., community members, community leaders, CHWs, Health care
workers (nurses, community mental health, physicians), researchers,
commissioners, and politicians (Kudless & White, 2007; Maguire et al.,
2019; Rodriguez, Bowie, Frattaroli, & Gielen, 2009; Story & To, 2016).

Shea et al. (2017) developed a tool for community-engaged
dissemination and implementation research, highlighting some novel
concepts for the CEH model. By examining the role of a researcher
within a participatory research setting, we can draw upon these aspects
to understand how a health provider may need to consider the com-
munity and ways to share/redistribute power in a CEH setting. Specif-
ically, this highlights the importance of introspection and openness,
identifying existing strengths, engaging and adapting to the commun-
ity’s attitudes, and understanding of prior experience with health pro-
viders and its systems. In effect through co-development and co-creation
with the community and its leader, CEH will be feasible.

4.3. Culture shifting

Any community-engaged health model needs to account for the shift
in power from the medical establishment within the community being
served. This is no less than a revolutionary step, as medicine and medical
services have set themselves up as the agents of change related to health.
The CEH proposition is that the agents of change are members of the
community themselves, engaging medicine only when they deem it
necessary. This process towards sharing of power by the healthcare
ecosystem and the resulting empowerment of the community is a central
element of CEH.

The CEH model highlights areas of power and agency addressing
system failures by encouraging collaboration and communication be-
tween services and community (Nunes & Lotta, 2019). By moving to-
wards co-creation, the current system can make changes to address
systemic failures. The most frequently reviewed concept for use in the
CEH model is about a patient’s engagement and ongoing involvement in
the decision-making process. This element enhances the feasibility of
moving from the current medical model to CEH because it incorporates
the users’ perspective and empowers patients to become informed users,
rather than focusing on service utilization or other statistical metrics.

In addition, the priorities of the patients may not necessarily align
with the priorities of the healthcare provider/clinician or system.
Sathanapally et al. (2020) found that clinician and patient agreement on
the priorities of treatment was patchy and low. In such a power rela-
tionship, the patients’ agency is lowered and might lead to disengage-
ment. In a context where collaboration is valued, these types of
discrepancies would be infrequent and resolved through dialogue
valuing differing perspectives.

5. Discussion

This review synthesized evidence to define a Community-Engaged
Healthcare (CEH) model outlining how health providers might shift
power and position the community for improving the health of C-US
patients. The initial search resulted in 10 articles describing engaging
with the community beyond basic community participation. Following
the realist methods, we created a preliminary model of CEH and refined
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it through discussions and evidence. A second literature search was
subsequently conducted, using key terms that were noted to be missing
from the first search, which resulted in an additional 14 articles. The
final model was adapted to reflect changes through synthesis and a final
citation search was conducted, including two more articles. Therefore,
the total number of articles included in this review is 26.

The final evolved model of this realist review shows how CEH is
nested within ecological systems that are shifting power and agency
from the healthcare system to clients, recognizing potential barriers and
enablers.

5.1. Centralization and decentralization

Traditional healthcare involves a set of implicit assumptions about
where care is provided (e.g., provided via clinics or hospitals), who is the
most important person in the transaction and therefore around whom
the services are configured (the healthcare professional), and how and
what form of intervention is warranted (something medical at the level
of the individual patient). For some medical needs (e.g., acute illness or
pathology) there may be a very good rationale for this, but where
community health is concerned, we may question these assumptions.
Thus, traditional medical care may be seen to be highly centralized, with
resources organized around the care provider. While there are effi-
ciencies in this on behalf of the health system (in terms of serving a large
population e.g., travel time, built environment, reduction of service
duplication, resource management, etc.), there are inherent in-
efficiencies for dealing with chronic and socially determined health is-
sues. The CEH model proposes organizing care around the patient and
health system rather than only the health system or clinician; however,
it must include all aspects to ensure co-production. Methods must
integrate patients’ beliefs and preferences about their health in the in-
terventions and lead the discussion. These kinds of methods are not new;
indeed, manufacturing has made use of such methods. In this way, some
of the factors in healthcare provision may address social determinants of
health.

5.2. Co-creation

Co-creation is a key concept underlying the CEH model. This review
suggests that meaningful participation in co-creation will result in a re-
aligning and shift of power. Indeed, barriers to CEH such as attachment
to expert role and healthcare system values on the part of the provider
are inherently challenged by co-creation. These roles can be seen as
barriers in excluding certain groups from leadership, for example those
experiencing homelessness; we have found these social barriers can be
overcome if structures are in place to accommodate variation in expe-
rience, education, and training (Buck et al., 2004). Co-creation, shared
decision making, (a communication strategy used to identify patient
preferences, values, and goals for treatment; Drake et al., 2009), and
reframing healthcare issues through a community lens (rather than a
medicalized understanding of health) will increase participation
through better engagement and incorporating community values
(Maguire et al., 2019). Broadly, co-creation is the mechanism of change
that will result in the outcome of shifts in power and agency key to CEH
success.

Some evidence suggests that CHWs might be predisposed to a CEH
model, as there has been development of relationships and distribution/
shifting of power between care providers and CHWs. CHWs are gener-
ally people with lived experience in a health system and/or particular
issues that influence health (such as mental or physical health, addic-
tion, or homelessness; Barker, Maguire, et al., 2020). Involving service
recipients into the delivery of that intervention requires a certain level of
reflection and openness to feedback by everyone involved in the orga-
nization. CHWs can help a healthcare service with co-production, by
engaging people at all levels of service delivery and being willing to
reflect and change when necessary. Nevertheless, the expertise of the
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CHW must be uplifted and recognized through the power they are given
to shape clinical team decisions and through adequate compensation
that recognizes the importance of their role. The mere presence of CHWs
on a team does not ensure the application of a CEH approach.

5.3. Service recommendations
To challenge traditional status quo power structures, healthcare

systems could consider the different types/roles of power. The core
power constructs include the following:

Person-power: Each involved agency must engage a liaison (person
or team) in Interagency and multidisciplinary collaboration with a
local hospital/clinic/community health unit;

Agency-power: A part of the mission in each health team/agency
must include a language related to community engagement devel-
opment or commitment;

Knowledge/expertise-power: Research and practice ideas are inte-
grated to enhance patient engagement for effective treatment; and
Policy-power: State or local government must adhere to a policy that
provides preventive measures/services for the healthcare system
informed by the priorities of consumer communities.

Further, we posit that a healthcare service co-creation must have the
following components:

1) Basic principles of service delivery, design, and outcome measures;

2) A plan to empower patients to participate in service planning;

3) Patient-centered services (with patients being the first to identify
medical problems before detailed examination); and

4) Clear roles and responsibilities for service providers and patients/
community members after coordinated efforts are called for to
ensure participation from all members along with the separate ac-
tivities of research, clinical provision, community intervention.

5.4. Implications

The Community-Engaged Healthcare (CEH) model challenges us to
modify the way we work to engage with C-US patients. Healthcare
development requires a major shift to practices shaped by the commu-
nity, based on its values and goals which may be at odds with current
healthcare values. This is a call to providers to integrate major CEH
concepts to improve service delivery, leadership, and governance.
Further, this review suggests that research should champion participa-
tory methods and include measurements of CEH in the interventions
being evaluated. Indeed, research benefits from the input of participants
in CBPR models, and this should be assessed in the evaluation of
interventions.

Legislators may need to consider focused funding on a CEH culture
shift, for projects and standards resulting in increased community
involvement challenging power structures, and ensuring the most
marginalized are supported.

5.5. Strengths and limitations

The main limitation of this review is that it required a significant
level of abstraction and interpretation by the research team and argu-
ably would be interpreted differently by a different group of researchers.
To mitigate this limitation, we attempted to be as explicit as possible in
describing the methods and encourage readers to access our additional
materials to assess the progression of the synthesis. Included studies
have different strengths and limitations but their quality assessment
scores were not excluded. Overall, quality appraisal ratings were mod-
erate to high. The majority of the included studies were qualitative (n =
11). In contrast, a strength of the methods deployed in the study includes
multiple reviewers for each article, ensuring agreement on the relevance
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of each article and the unique contribution to the overall CEH model.

This model presents a novel understanding of the multiple levels of
intervention needed to engage with a community to increase efficiency
and effectiveness in health service deliveries. Rigorous methods pro-
duced the CEH model and can guide a research platform to understand
how to expand essential concepts for developing community engage-
ment interventions. Future research should focus on evidencing and
clarifying concepts in the model by conducting qualitative studies to test
the shared power assertions. Subsequent research could explore how to
test CEH models in practice and identify key components for exemplars
to inform best practice.

6. Conclusion

It is challenging to engage currently under served (C-US) patients in
healthcare decisions. C-US patients have remained an underserved
population frequently lacking services beyond expensive and episodic
emergency and hospital care that fail to address underlying illness and
barriers. Current medical approaches effective with many patients are
ineffective in treating the C-US population who live in marginalized
conditions. The CEH Model offers a powerful new tool, an approach to
engage C-US patients. Specifically, the CEH illuminates the powerful
relationship between agency and shifting power to patients for greater
engagement. It acknowledges the great gap in power in all aspects of the
lives of many excluded populations. Understanding the methods by
which these changes manifest is essential to engaged health. Community
engagement, as presented in this conceptual framework, is defined as a
shared power process focusing on social, economic, and respective ser-
vice deliveries that patients inform and lead before the treatment team
plans and co-creates an effective treatment plan with them.
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