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ABSTRACT

Objective To count and describe the elements that
overlap (ie, present in two or more) and diverge between
models and frameworks of patient engagement in

health services research. Our specific research question
was ‘what are the elements that underlie models and
frameworks of patient engagement in health services
research?’

Design Scoping review.

Data sources On 6-7 July 2021, we searched six
electronic databases (ie, CINAHL, Cochrane Database of
Systematic Reviews, Joanna Briggs Institute Evidence
Based Practice Database, MEDLINE, PsycINFO and Scopus)
and Google Scholar for published literature, and ProQuest
Dissertations & Theses, Conference Proceedings Citation
Index, Google, and key agencies’ websites for unpublished
(ie, grey) literature, with no date restrictions. These
searches were supplemented by snowball sampling.
Eligibility criteria We included published and
unpublished literature that presented (a) models or
frameworks (b) of patient engagement (c) in health
services research. We excluded articles unavailable as full
text or not written in English.

Data extraction and synthesis Two independent
reviewers extracted data from included articles using an a
priori developed standardised form. Data were synthesised
using both quantitative (ie, counts) and qualitative (ie,
mapping) analyses.

Results We identified a total of 8069 articles and
ultimately included 14 models and frameworks in the
review. These models and frameworks were comprised

of 18 overlapping and 57 diverging elements, that were
organised into six conceptual categories (ie, principles,
foundational components, contexts, actions, levels and
outcomes) and spanned intrapersonal, interpersonal,
process, environmental, and health systems and outcomes
domains.

Conclusions There is little overlap between the elements
that comprise existing models and frameworks of patient
engagement in health services research. Those seeking to
apply these models and frameworks should consider the
‘fit’ of each element, by conceptual category and domain,
within the context of their study.

INTRODUCTION
Patient engagement in research involves
the formation of meaningful and active
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STRENGTHS AND LIMITATIONS OF THIS STUDY

= The study’s methodological strengths include use
of a published protocol and the analysis approach,
which supported mapping model and framework
elements to generate a toolbox of options for re-
searchers to use in their own patient-engaged
research.

= Another strength is the involvement of an interdisci-
plinary research team comprised of content experts,
including patient coresearchers.

= A weakness of this study concerns the grey bound-
aries between health services research and other
forms of health research.

= Greater engagement of patient coresearchers would
have likely resulted in other study insights through
more direct contact with the study.

collaborations between academic researchers
and patients (ie, an overarching term that
refers to individuals with personal experience
of a health issue and informal caregivers)
in research governance, priority setting,
conduct and knowledge translation." Glob-
ally, it is also commonly referred to as patient
and public involvement, patient involvement,
consumer and community involvement,
and stakeholder engagement in research.
This research approach necessitates a shift
from the patient’s traditional role as a study
participant to that of a research collaborator
or partner (ie, patient coresearcher). This
shift in roles and power dynamics reflects the
approach’s roots in participatory research®
and is founded on the premises that those
affected by a problem should be actively
involved in the generation of solutions to it’
and individuals’ critical reflections on first-
hand experiences are essential to effecting
individual and social change.* A growing body
of evidence supports the benefits of patient
engagement in research, including improved
enrolment and decreased attrition rates,5
increased relevance of research and accessi-
bility of study materials to study participants,”’
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improved trial design” and increased meaningfulness and
understandability of disseminated findings.” ® However,
despite its underlying rationale and documented bene-
fits, academic researchers report hesitance in adopting
this research approach.®?

Some of the reported challenges of patient engage-
ment in research include uncertainty about the process
(ie, ‘how to’ engage patients in research) and the need
for a culture shift that supports these collaborations.®*
As there is no standard process for engaging patients in
research, this first challenge is not surprising.” ® ' That
is, how patient engagement is operationalised may vary
according to the characteristics of a given project (eg,
design, scope, time and financial resources) and patient
and academic coresearchers (eg, personal and profes-
sional backgrounds, interests, skills). Further, the under-
lying cultural shift needed to support patient engagement
in research necessitates the redistribution of power and
restructuring of traditional research paradigms to support
shared planning and decision-making throughout a
study.'” This requires a mutual understanding and vision
for what these research collaborations entail. An explora-
tion of the models and frameworks that underlie patient
engagement in research may help clarify the processes
and support the culture shift necessary for this approach
by shedding light on the universal elements that underlie
it.

Three previous reviews have broadly synthesised the
literature on models, frameworks and/or other system-
atic approaches to the engagement of patients (and
in the case of Jull et al—other knowledge users) in
research.'™"® Of these, only one described the elements
that comprised identified frameworks and guide-
lines describing best practices for engaging patients in
research.'”” Perhaps more importantly, none of these
reviews focused on health services research, which entails
considerations unique to health research. Specifically,
health services research focuses on the impact of social
factors, financing systems, organisational structures and
processes, health technologies, and personal behaviours
on healthcare access, quality and cost, and population
health and well-being."* This differs substantially from
general health research, whose goal is often to improve
clinical outcomes, the effectiveness of a particular inter-
vention, or uptake of research among patients with a
specific condition. Engaging patients in health services
research may require added considerations related to
partnering with a more diverse group of patients with
lived experience of different conditions, groups, inter-
ventions and/or interactions with the healthcare system.
Therefore, we set out to contribute to the existing litera-
ture on patient engagement in research by conducting a
knowledge synthesis of models and frameworks of patient
engagement in health services research. Specifically, we
undertook a scoping review, which is ‘a type of knowledge
synthesis that addresses an exploratory research ques-
tion aimed at mapping key concepts, types of evidence
and gaps in research related to a defined area or field

by systematically searching, selecting and synthesising

> 15

existing knowledge’.

Objectives

The research question driving our review was ‘what
are the elements that underlie models and frameworks
of patient engagement in health services research?’
Our primary objective was to count and describe the
elements that overlap (ie, present in two or more models
or frameworks) and diverge between identified models
and frameworks. This objective intended to support a
clearer understanding of similarities in thinking about
patient engagement rather than to judge the relevance
of elements or prescribe a ‘one-size-fits-all’ approach.
Thus, rather than synthesising the identified elements,
we chose to map them according to the categories devel-
oped by the original authors and the themes that arose
among them, with the vision of presenting a ‘toolbox’ of
potential approaches that researchers may choose from
for their given research endeavour. Finally, the explor-
atory nature of our research question and our desire
to identify and map key concepts that underlie patient
engagement in research led us to adopt a scoping review
methodology."®

METHODS

Our scoping review’s design and conduct followed the
methodological framework proposed by Arksey and
O’Malley17 and enhanced by Levac et al.'® The protocol
for this scoping review, including definitions of under-
lying key concepts, is published elsewhere.'" Reporting
was guided by the Preferred Reporting Items for System-
atic Reviews and Meta-Analysis (PRISMA) extension for
Scoping Review” and the revised Guidance for Reporting
Involvement of Patients and the Public short-form®'
checklists.

Eligibility criteria

We included published and unpublished (ie, grey) liter-
ature that presented (1) models or frameworks (2) of
patient engagement (3) in health services research.
Both original and adapted models and frameworks were
eligible as long as they were developed in or for health
services research. Since patient engagement also encom-
passes participation in research governance,' we included
models and frameworks that conceptualised how patient
engagementinresearch wasembeddedacross the different
levels of health services research centres. We excluded
articles unavailable as full text due to the limited descrip-
tive information they provide (eg, context, description of
development, underlying elements) and not written in
English due to feasibility-related considerations.

Information sources

The lead author (AMC) searched six electronic data-
bases (ie, CINAHL, Cochrane Database of Systematic
Reviews, Joanna Briggs Institute Evidence Based Practice
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Database, MEDLINE, PsycINFO and Scopus) and Google
Scholar for published literature. Electronic databases
(ie, ProQuest Dissertations & Theses and Conference
Proceedings Citation Index), Google and the websites of
key agencies (ie, Canadian Institutes of Health Research,
INVOLVE, Patient-Centered Outcomes Research Insti-
tute) were searched for unpublished literature. These
searches were supplemented by snowball sampling, which
entailed backwards and forwards reference searches
of included articles and contacting experts in patient
engagement in research for recommendations about any
potentially relevant models or frameworks.

Searches

The search strategy was codeveloped by an academic
librarian (LLD) and the lead author (AMC) and final-
ised through discussion with the rest of the research
team. The search strategy used a combination of search
terms related to our underlying concepts (ie, ‘models,’
‘frameworks,” ‘patient engagement’ and ‘health services
research’) was adapted to the syntax used by each data-
base, register and website, and used Boolean terms. The
search strategies for all databases, registers and websites
are found in online supplemental appendix 1. There
were no restrictions on publication dates. Searches of the
published and unpublished literature were conducted on
6 July 2021 and 7 July 2021, respectively, while backward
and forward searches ended on 13 January 2022.

Selection

Search results for the six electronic databases and Google
Scholar were imported into a reference management soft-
ware (Endnote), and duplicate references were removed.
Only the first 10 pages of Google Scholar results (n=100
citations) were imported as advised by an academic
librarian (LD). One reviewer (AMC) conducted the level
1 (title) screening. The remaining relevant references
were then imported into an online systematic review
production and management software (Covidence;
Veritas Health Innovation, Melbourne, Australia), where
two reviewers (AMC and TH) independently conducted
the level 2 (abstract) and level 3 (full text) screening.
Potentially relevant literature identified through websites
and snowball sampling was screened for inclusion by
both reviewers (AMC and TH). A third reviewer (ASHS)
helped resolve discrepancies at the close of level 2 and 3
screening, which predominantly dealt with whether iden-
tified literature focused on health services research.

Data charting process

A standardised data charting (ie, extraction) form was
developed a priori in Microsoft Word by the study team
(online supplemental appendix 2). Items were chosen
that described the eligible models and frameworks, as
well as provided context, including how and by whom
the models/frameworks were developed. Two reviewers
(AMC and TH) independently extracted information
from the final set of included articles using the form.

They met with the senior author (ASHS) to compare
their data after extracting from an initial set of five and
ten articles and on completion of data extraction. Any
inconsistencies were resolved through discussion and ulti-
mately referring back to the original article. Further, in
two instances,? ** the lead author (AMC) contacted the
corresponding authors of included frameworks to obtain
clarifying information. Consistent with methodological
guidelines for scoping reviews, we did not appraise the
methodological quality of included articles.' '°

Synthesis of results

Data were compiled into a single Microsoft Excel (2019)
spreadsheet for synthesis, which included both quantita-
tive (ie, counts) and qualitative (ie, mapping) analyses.
In conducting the analyses, the lead author (AMC) first
immersed herself in the included models and frame-
works by thoroughly (and repeatedly) reading the asso-
ciated literature and reviewing graphical representations
(when available) along with element definitions. With
increased familiarity, the lead author was able to combine
and reframe (where appropriate) similar elements found
in the original publications. For example, ‘improved
quality health decisions’ and ‘improved patient decision-
making’” were combined into the element ‘health
decision-making’ based on similarities in the element
names and descriptions provided by the original study
authors. The revised elements were used to obtain
counts of overlapping and diverging elements. During
this process, it became evident that the elements were
organised into similar over-arching conceptual catego-
ries by the original authors, and that they could also be
located within multiple domains (table 1). These catego-
ries and domains were identified inductively during the
synthesis exercise. As such, in our analysis, we mapped
each element according to conceptual category and
domain. The validity (ie, content and face) of the final
set of elements was established through discussion with
this study’s authors. Visual representations of the data (ie,
concept maps) were created using Mind Manager 2020
software, V.20.1 (Corel Corp., Austin, Texas, USA). To
support applicability, some elements within the concept
maps contain clarifying examples in brackets.

Patient and public involvement

We engaged two patient coresearchers (RS and SH), at the
level of ‘involve’,** in the design and conduct of this study.
The patient coresearchers and lead author (AMC) arrived
at this mutual decision at the study’s outset, during the
development of a term of reference that guided the study’s
engagement process. By ‘involve’ we mean that the lead
author worked consistently with patient coresearchers to
ensure that their ideas and perspectives were understood
and considered at study milestones. Specifically, patient
coresearchers contributed to developing and publishing
the scoping review protocol,' provided feedback on the
analyses (including element groupings), provided their
perspectives on the interpretation of the study findings
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Table 1
and domains

Explanation of over-arching conceptual categories

Over-arching

conceptual
category Explanation
Principles Values that orient and rule the conduct of

Foundational

a group.
Core elements that comprise patient

components engagement.

Contexts Resources or decisions that are external
to but inform the engagement process.

Actions Activities (eg, behaviours, phases,
advisory bodies) involved in the actual
conduct of engagement and associated
research.

Outcomes Results of engagement and its

associated research.

Organisational Different organisational levels at which

levels engagement may occur in a research
organisation.

Domain Elements pertain to...

Intrapersonal Individual-level knowledge, perceptions,
attitudes and beliefs.

Interpersonal Relationships with other people.

Process Carrying out the engagement or broader

research.

Environmental Research or organisational policies,
cultures, perceptions.

Health systems  Health systems and health outcomes.

and
outcomes

and co-authored this manuscript. In helping shape these
stages of the research cycle and related outputs, a notable
impact of engagement also included identifying gaps in
the current literature relevant to patient partners. The
primary methods of engagement were one-on-one and
small group meetings, as guided by a terms of reference
codeveloped at the outset of the research partnership.
The patient coresearchers will continue to be involved in
further knowledge translation activities, such as synthe-
sising the findings for our research group’s website (www.
patientengagementinresearch.ca), copresenting about
the engagement process and study findings, and identi-
fying other appropriate methods of dissemination.

RESULTS

Flow of models and frameworks into the study

Online supplemental appendix 3 displays the flow of
eligible articles into the review (PRISMA flow chart). Of
the 10840 initially identified citations, 2771 duplicates
were excluded. After applying inclusion criteria, 7150 arti-
cles were excluded at the title screen, 712 at the abstract
screen and 194 at the full-text screen, leaving 13 models
and frameworks. One unpublished framework was then
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identified through snowball sampling, resulting in a total
of 14 models and frameworks included in the review.

Characteristics of included articles and models/frameworks

Select descriptive characteristics of the included models
and frameworks and the articles they were published in
(where applicable) are presented in online supplemental
appendix 4. Included articles were published between
2012 and 2020 (n=10 were published in or after 2015)
and based in the USA (n=b), the UK (n=b), Canada
(n=2), and Australia (n=1). The included unpublished
framework was developed in Canada as part of the The
CONItiNuity of carE and serviCes for autistiC adulTs
(CONNECT) project (Caroline Jose, Patricia George-
Zwicker, Louise Tardif, Aaron Bouma, Darlene Pugsley,
Luke Pugsley, Mathieu Bélanger, Jeffrey Gaudet, Marc
Robichaud, CONNECT framework). Models and frame-
works were developed in a variety of contexts including
organisations (ie, Patient-Centered Outcomes Research
Institute, British Columbia Support Unit, Sunnybrook
Hospital, PRIME Centre Wales), medical specialties (ie,
paediatric subspecialty care, palliative care), research
disciplines (ie, healthcare operations research), diseases
(ie, chronic or long-term conditions; cancer; dementia;
stroke) and other health conditions (eg, autistic adults,
persons with lived experience of long-term physical and/
or mental health illness, parents of children with disabil-
ities). They were developed for general use as well as in
specific health services research contexts such as health-
care operational research, practice-based research and
innovation, pragmatic trials, patient-centred outcomes
research and comparative effectiveness research. None
targeted a specific component of the research process,
and patients were involved in the development of slightly
over half (n=8) of the included models/frameworks.
Eight of the models/frameworks took into account the
public participation spectrum® either explicitly or by
including considerations related to control of decision-
making and/or directionality of information exchange.

Overview of the elements of included models and frameworks
A total of 112 elements of patient engagement were iden-
tified across the 14 included models and frameworks.
Combining and reframing similar elements reduced
the total number to 75. Among these, 18 elements over-
lapped across the included models and frameworks and
57 diverged (ie, were unique to individual models and
frameworks). We present the elements by conceptual cate-
gory and identify the domains they are situated in below.
In considering these results, it should be noted that we
placed select elements from the models by Deverka et
al® (ie, inputs, methods, outputs) and Evans et al’® (ie,
opportunities for engagement, research environment
that actively supports engagement and its underlying
principles, resources to support engagement, and system
to enhance the breadth of patient and carer experience
brought to research activities) in the ‘actions’ conceptual
category despite that not being what the original authors
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Figure 1

labelled them. This is due to the fact that although these
elements were uncategorized by Deverka et al® they
closely aligned with the actions category, and Evans et
als definition of the conceptual category that encom-
passed these elements closely aligned with other authors’
conceptualization of ‘actions’.

Principles

Principles represent the values that orient and rule the
conduct of a group. They form the ethical backdrop
of engagement’” and underpin effective collaborative
involvement in research.? For example, communication,
which included mutual communication and feedback,
was identified as a core principle of patient engagement
by Evans et al.”® Figure 1 displays the 13 elements in this
conceptual category, as reported by two articles.* " These
elements were situated in interpersonal (n=7), process
(n=5) and environmental (n=1) domains.

Foundational components

Foundational components represent the core elements
that comprise patient engagement in health services
research (figure 2). According to the eight models
and frameworks? represented here, the 26 under-
lying elements were primarily situated in the process
domain (n=14 elements), with the remainder situated in

elements that overlap across

domain

-G Mutua, feedback)

Co ionti
(.9, munMunication

elements that overlap within
conceptual categories

O

Concept map—principles of patient engagement in health services research.

intrapersonal (n=7), interpersonal (n=3) and environ-
mental (n=2) domains.

Contexts

This conceptual category identifies elements that relate
to resources or decisions that are external to but inform
the engagement process.”* Figure 3 presents the four
elements in this category, as contributed by one article.*
Three of the underlying elements resided in the process,
and one in the intrapersonal domains.

Actions

The elements within this category pertain to the activi-
ties (eg, behaviours, phases, advisory bodies) involved
in the actual engagement of patients in health services
research. Figure 4 presents the elements that comprised
this category, as reported by six articles.”? 27 %23 These
elements were primarily (n=18) situated in the process
domain, with one element in each of intrapersonal and
environmental domains, and two elements in the inter-
personal domain. As displayed in the top half of elements
in the process domain (figure 4), some of the elements
located here were conceptualised in terms of phases of
research (ie, preparatory, execution, translational phases
and inputs, methods, outputs).
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Figure 2 Concept map—foundational components of patient engagement in health services research. PER, patient

engagement in research.

Outcomes

Figure 5 presents the elements that comprise the
outcomes of patient engagement in health services
research, based on three articles® 273" and the unpub-
lished CONNECT framework. As reflected in the figure,
all but the CONNECT framework further organised
the elements by time frame (ie, immediate/near term,
intermediate and long term), with three elements (ie,
health decision-making, research culture and research
outcomes) belonging to two time frames. Overall, this
category’s elements were primarily situated in the process
(n=11) and health systems and outcomes (n=8) domains.
A further three elements were situated in the intraper-

sonal, one in the interpersonal and two in the environ-
mental domains.

Organisational levels

Two articles presented frameworks whose elements
captured the organisational levels at which patient
engagement in health services research occurred within
research centres.”  As displayed in figure 6, these

elements were located in environmental (n=3) and
process (n=1) domains.

DISCUSSION

Principal findings

Our scoping review identified 14 models and frameworks
of patient engagement in health services research, which
were comprised of 18 overlapping and 57 diverging
elements (n,__ elements=75). This work representsanovel
contribution as, to our knowledge, it is the first to synthe-
sise the literature on models and frameworks of patient
engagement in health services research. Our approach to
data synthesis is also unique in that we attempt to maxi-
mise the intuitiveness and applicability of our findings by
presenting elements by overarching conceptual catego-
ries (ie, principles, foundational components, contexts,
actions, levels and outcomes) and corresponding
domains (ie, intrapersonal, interpersonal, process, envi-
ronmental, and health systems and outcomes). We antic-
ipate this approach will facilitate the ready application
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Figure 3 Concept map—contexts of patient engagement in
health services research.

of our findings to readers’ own research programmes by
serving as a ‘toolbox’ of elements to consider according
to the multilevel facets of a research team and study. To
illustrate, research partners could begin to meet at a
study’s outset to codevelop terms of reference that guide
the relational and activity related aspects of the study’s
engagement process. In doing so, they could reflect
on whether/how elements within the domains of each
conceptual category resonate with their study’s engage-
ment process (as influenced by factors such as the study
design, available resources, research partner strengths
and interests, etc). These conversations could be guided
by prompts such as ‘do we want to embody or incorpo-
rate this element within our study (why/why not)?’, ‘what
does the embodiment or incorporation of this element
look and feel like to us?” and ‘how will we know when we
have or have not embodied or incorporated this element
within our study?’ In doing so, the ‘toolbox’ of elements
found within our review is transformed into a codevel-
oped ‘roadmap’ to help guide a study’s engagement
process.

Strengths and weaknesses of the study

Strengths of this study include its scoping review design,
which enabled us to gain a broad perspective of the liter-
ature on models and frameworks of patient engagement
in health services research. Other strengths include (1) a
published protocol, (2) the use of an established meth-
odological framework to guide its design and conduct,
(3) the involvement of an interdisciplinary research team
that included patient coresearchers with lived experi-
ence of engaging in health services research and other

researchers with content expertise in health services
research and participatory approaches (including patient
engagement in research) and (4) and the codesign of
the search strategy with an academic librarian (LD) and
the rest of the research team. A weakness of this study
concerns the grey boundaries between health services
research and other forms of health research, which may
have resulted in the inclusion or exclusion of models or
frameworks that others could argue do/do not belong
in this review. We attempted to minimise this possibility
through a screening process that used two reviewers (with
a third to resolve discrepancies), an a priori agreed on
definition of health services research and reaching out
to study authors for clarification when necessary. Further,
the engagement of patient coresearchers in our scoping
review at the level of involve limited their opportunities to
formally provide insights and expertise to predetermined
study milestones. Engagement at the level of collaborate
or empower may have resulted in other insights through
more direct contact with the study.

Comparison with other studies

Previous reviews of models, frameworks and/or other
systematic approaches to the engagement of patients
and other knowledge users in research had a broader
scope'™ (although only one involved a comprehen-
sive search of multiple databases'') and different levels
of analyses. Specifically, rather than report underlying
elements, Greenhalgh et al developed a taxonomy for
the classification of identified systematic approaches (ie,
tools, frameworks, benchmarks, guidelines and critical
appraisal checklists) based on their primary focus and
intended purpose (ie, power focused, priority setting,
study focused, report focused, partnership focused)."
Innovatively, they piloted codesign workshops that aimed
to improve the aesthetic appeal and usability of ‘best
in-class’ resources identified through the review. Similar
to our questioning of the appropriateness of a ‘one-size-
fits-all’ framework, preliminary findings from their code-
sign workshops indicated that although stakeholders were
presented with a common set of resources, they generated
widely differing frameworks suited to meet their different
needs and purposes. The review by Jull et al reported 15
high-level concepts for knowledge user engagement in
research that they identified through a directed content
analysis of underlying elements."” Although they organ-
ised these concepts across four general research phases
(ie, prepare, plan, conduct, apply), they concluded
that variation in the reported concepts between frame-
works indicated that research teams should consider the
concepts as fluid rather than strictly required. Lastly,
the findings of Harrison et al’s narrative review of frame-
works and guidelines culminated in the proposal of an
overarching framework that (similar in principle to
our scoping review) conceptualised three distinct but
interrelated elements of the patient engagement in
research process—engagement foundational principles
(ie, domains that original study authors ‘... considered
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Figure 4 Concept map—actions of patient engagement in health services research.

foundational to patient engagement in research’; n=15
elements), engagement best practices (ie, best practice
activities to support engagement; n=25 elements) and
research phases where engagement should occur (n=3
elements).'” Taken together, existing reviews demon-
strate diversity in how patient engagement in research has
been conceptualised through models, frameworks and

other systematic approaches and the approaches used to
synthesise their findings.

The meaning of the study

Our findings indicate that the conceptualisation of patient
engagement in health services research varies between
existing models and frameworks. Although models and
frameworks posit to break down a concept into its base
components (which implies the existence of convergence
among underlying elements), this finding is not surprising
as patient engagement is an approach to research rather
than a method. Contributing to the heterogeneity among

8

identified elements is the diversity in the populations,
contexts and approaches used to develop the models
and frameworks, which also emphasises the importance
of avoiding a ‘one-size-fits-all’ approach to engagement.
Perhaps congruence between models and frameworks
actually exists at the level of conceptual categories. These
could be taken to represent the essential components
of patient engagement in health services research. The
elements that underlie them, as identified across the
various models and frameworks, would then serve as
considerations for researchers and patient coresearchers
when planning and operationalising patient engagement
in health services research. For this to be better devel-
oped from the current literature, consensus is needed on
the definitions of the underlying categories, followed by
some reshuffling of the elements across the conceptual
categories in order to align with the agreed on definitions.
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Unanswered questions and future research

In sum, our study found that there is little overlap between
the elements that comprise existing models and frame-
works of patient engagement in health services research.
Readers seeking to apply our findings to their own engaged
work should consider the ‘fit’ of each element, by concep-
tual category and domain, within the context of their study.

Environment
domain

Figure 6 Concept map—organisational levels of patient
engagement in health services research.

Future research that builds on our work should consider
addressing three major gaps. First, most existing models
and frameworks identified factors that needed improve-
ment for patient coresearchers to be better research
partners, with a lot less consideration paid to factors that
needed improvement for academic coresearchers to be
better research partners. This may be in large part due to
the fact the majority of the models and frameworks were
written from an academic researcher lens (as evidenced,
eg, by the fact that only a third of the included models
and frameworks stated that they involved patients in their
development). Second, there is a lack of focus on the intra-
personal domain of engagement, including the ‘soft skills’
that underlie interpersonal interactions and relationships
(eg, body language, wording, tone) and the environmental
domain of engagement, which shapes the context in which
engagement is set. Third, patient coresearchers are not just
‘patients’ that can be lumped into a single homogenous
category. They are people with different backgrounds, skills
and interests extending beyond their health conditions
or needs. Thus, it is important to incorporate a trauma-
informed and intersectional approach that acknowledges
and promotes an understanding of human beings as
shaped by the interactions of different social locations and
experiences.”® Relatedly, it is important for patient core-
searchers and academic researchers to get to know each
other as people, instead of making assumptions (including
about a patient coresearcher’s experience with healthcare
services). Engagement is as much about relational inter-
actions as it is research processes. Careful attention needs
to be paid to both for academic—patient coresearcher rela-
tionships to thrive.
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