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ABSTRACT

Participatory Health Research (PHR) as a research paradigm guides the research process and strives to achieve
positive change in society in the interest of people’s health. In this scoping review, PHR will be used as an umbrel-
la term considering a wide range of collaborative research approaches in the health context. PHR is conducted
‘with” or ‘by’ those it intends to benefit, as opposed to ‘on’ and ‘for’ them. Their involvement throughout the re-
search process seeks to shift power and decision-making from where they traditionally lay within academia toward

community, patient and public end-users. Research cannot be truly participatory without concurrently addressing
power dynamics within the partnership and power imbalances in decision making. Therefore, power sharing can
be defined as a major factor in building effective academic-community collaborations. This scoping review aims to
identify, clarify, and map existing literature on power and power sharing in PHR from both theoretical and practical
perspectives. Specifically, we will explore how power conceptualised throughout the literature, and how power
and power sharing are applied and addressed in real-life PHR partnerships.
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INTRODUCTION es predominantly on the involvement of patients and their
careers and Community-Based Participatory Research (CBPR)
Background that typically focuses on the involvement of communities and

community-based stakeholders to address a wide range of
problems ranging from individual care up to public health pol-
icy intervention [2-6]. Regardless of the term used, all share a
philosophy of inclusivity and end-user involvement throughout
the research process ensuring that those who the research in-
tends to benefit are at the heart of the research decision-mak-
ing process [7].

Participatory Health Research (PHR) is a research paradigm
that aims to generate new knowledge leading to action for ad-
dressing social disparities in health outcomes [1]. It can be seen
as an umbrella term that encompasses a range of research ap-
proaches such as, Integrated Knowledge Translation (IKT), a
participatory approach that primarily partners with clinicians,
service managers and policy makers, as well as patients and

other end-users public and patient involvement which focus-  The defining principle of PHR is to maximise the involvement
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of those whose life or work is the subject of research in all
stages of the research process. PHR strives to harness equita-
ble opportunity for all research partners (i.e., those with both
experiential and methodological expertise) to be meaningfully
involved in the research process to the greatest extent possi-
ble, while intentionally creating collaborative spaces between
those who typically have power and those that often do not
(i.e., doctors together with patients, policy makers together
with refugees, or academic researchers with community part-
ners). Participatory processes help ensure ‘transparent involve-
ment of different stakeholders’ and that all voices are heard
[8-10]. Thus, through these processes, PHR enables a shift in
power and decision-making from where they traditionally
lay within academia towards community, patient and public
end-users [11].

Achieving this level of participation at all stages of health re-
search is challenging and affected by social hierarchies, gender,
power, privilege, marginalisation and other factors [12]. Power
imbalances among academic researchers and non-academic
participants, jeopardises the ability of PHR to bring about pos-
itive and long-term change [13]. Research can entail different
degrees of participation, but formal research involvement that
does not concurrently address power dynamics among part-
ners and power imbalances in decision making is not truly par-
ticipatory [14]. Thus, existing literature defines power sharing
as a major factor in building effective academic-community col-
laborations. Recognising the importance of power and power
sharing, a group of researchers from the International Collabo-
ration for Participatory Health Research (ICPHR) created online
workshops to explore how PHR projects, from a variety of glob-
al contexts, understand the dimensions of power and power
sharing. Results from this qualitative study demonstrated that
while participatory researchers acknowledge the importance
of unpacking “power” the concept is rarely discussed and
addressed explicitly in research partnerships. Thus, although
commonly discussed in the literature as an imperative part of
the PHR process, gaps in understanding the practical aspects of
power and power sharing persist, both conceptually and oper-
ationally [3,10,11,13].

Objectives of Scoping Review

This scoping review aims to identify, clarify, and map existing
literature on power and power sharing in PHR from both the-
oretical and practical perspectives. Specifically, we will explore
how power is conceptualized throughout the literature, and
how power and power sharing are operationalized in real-life
participatory health research partnerships. In doing so, we will
answer the following research question:

Table 1: Eligibility criteria.

“How is power conceptualised, operationalised and measured
both theoretically and practically in participatory health re-
search partnerships?”

Accordingly, objectives of this scoping review are to:
e  Explore how power is conceptualised in PHR.

e Understand how is power operationalised and measured
in PHR.

e Determine whether existing literature discusses power in
PHR and if so, at what stage? (i.e., who holds funds, deci-
sions about methodology, who gets to be co-investigator,
etc).

e Report on how (if at all) authors suggest addressing power
and power inequities in PHR partnerships and the barriers
and facilitators of this.

e Exploreif there are any contextual differences to the above
objectives (i.e., geographical, cultural, socio-economic, de-
mographics (e.g., race/ethnicity, etc.).

MATERIALS AND METHODS

This scoping review will be conducted in accordance with the
guidelines outlined in the Joanna Briggs Institute (JBI) Review-
er’s Manual. This scoping review will consider both empiri-
cal and non-empirical research that report on understanding
power and power sharing in participatory health research
partnerships. All appropriate studies will be retrieved from the
following 5 electronic databases: PubMed, Scopus, Embase,
PsycINFO, SocIndex. This review will be limited to articles pub-
lished in English and from January 1998 to April 2022. As the
scoping review aims to capture more than peer-reviewed and
published literature, it will also include grey literature such as
theses and dissertations, reports, conference proceedings, and
editorials. Data from the included literature will be extracted
based on the data extraction tool, defined in advance.

A scoping review was deemed appropriate for this research as
it is considered as an effective tool for exploring, mapping and
summarising the breadth of literature in a given field, when the
scope of the review and research question are broad in focus
[15]. This scoping review will be conducted in compliance with
the most up-to-date scoping review guidelines outlined in the
Joanna Briggs Institute (JBI) Reviewer’s Manual [16]. The JBI
Reviewer’s Manual is premised on the guidelines established
[17]. Which is a further refined methodological framework
[18]? We will incorporate the Population (or participants) Con-
cept and Context (PCC) framework to identify these elements
of interest for this scoping review (Table 1).

Criterion Inclusion Exclusion Justification
Any study population other Referring to unde_rstandlng power in pa_rtlmpatpry hea_1lth research
) . partnerships conceptually and in real-life settings.
. than humans, i.e. animal . ) . . .
Population . Different power dynamics to consider when referring to children
Humans over 18 studies.
and Sample compared to adults.
Humans under the age of 18 . . . . .
. Different ethical considerations when involved people under the
(e.g. children). .
age of 18 in research (19).
Language Written in English Any other language thatis  Reviewers only speak English and thus can only confidently screen

not English

literature in English
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Time Period

Study Focus
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1998-2022

Articles that discuss about
the concept of power/pow-
er sharing in participatory
health research or commu-
nity-based participatory re-
search partnership or patient
and public involvement.
Articles that show how pow-
er or/and power sharing are
conceptualised, operation-
alised or measured practi-
cally in participatory health
research partnership.

Peer reviewed journal
articles or reviews and grey
literature.

Outside this time period

Must be participatory health
research, not other forms of
involvement outside of the

health research context (i.e.,

co-management, shared

decision-making about care,
patient participation).
Literature focusing solely on
empowerment.

Literature discussing about

power which is operating
at the macro level. For this

purpose, the macro level
is defined as socio-political
structures such as historical
factors, governance/rule of
law, different population etc.

Any other literature that is

In 1996, the North American Primary Care Research Group
(NAPCRG) held a preconference workshop called ‘Responsible
Research with Communities’. After that, the use of PR principles

in health-related research became more common. Particularly,
this workshop was followed by the adoption of a Policy Statement
promoting participatory research later in 1998.

Scoping review attempts to identify, clarify, and map existing
literature (if any) on power, and power sharing, in participatory
health research from both theoretical and practical perspectives.
In particular, how is power defined and conceptualised in existing
literature, and how power sharing is applied and addressed in
real-life participatory health research partnerships.
Empowerment was deemed conceptually different from power or
power sharing
For this scoping review, the term ‘power’ is only considered in
social context contrary to biological/chemical/engineering or related
contexts.

As described by Roura et al., 2021 power dynamics operate within
and across the individual (micro), interpersonal (meso), and struc-
tural (macro) levels. The current review is concerned with power
dynamics at the micro level of individual values and attitudes and
meso level of inter-sectorial spaces. The power dynamics at the
macro level is very complex and includes both visible and invisible
power hierarchies compared to the with power dynamics at the
micro level which is mostly concerned with the values and attitudes
of the individual.

Scoping review aims to capture more than peer reviewed and pub-
lished literature in order to expansively explore a broad research
question.

Preliminary searches of grey literature generally revealed those
listed in our inclusion criteria

Type of Specifically, grey literature : . . .
article will include theses/disser- npt ||_sted in the |nc|us_|on
. criteria, such as websites.
tations, reports, conference
proceedings, editorials and
chapters in a textbook.
Geographic  Any location-an international None
Location and global context.

Acknowledging feasibility and time constraints, we felt the literature
criteria listed would be sufficient in capturing the necessary litera-
ture to inform our review and ultimately, a conceptual framework

The context of the review is PHR globally and internationally

Detailed justification for inclusion and exclusion criteria is out-
lined below.

Types of Participants

Only people over the age of 18 will be considered for the
study’s sample. This is because there are different ethical con-
siderations when involving those under the age of 18 in re-
search [19]. The partnership may include individuals or groups
of people who are participating in health research and, directly
or indirectly, are affected by the results and findings of the re-
search [20].

Concept: The main concept under investigation is power and
power sharing, which will be examined in four ways. First, we
will explore how literature conceptualizes power, and wheth-
er different types or levels of power exist (e.g., power within,
power with, power to, power over [21,22]. The second aspect
is surrounding how power is operationalized and measured
among partners from both theoretical and practical perspec-
tives, how partners perceive it, who oversees facilitating the
process in a real-life setting, and how participants are engaged
and involved in the PHR process. When we say theoretically,
we mean identifying how authors would define the concept of
power and power sharing as well its effects; while practically
refers to how these theoretical insights are applied to sustain
functioning research partnerships [23]. Third, we will explore
if power inequities are discussed in the literature and if/how
authors sought to address these inequities. Finally, we will ex-

plore how all the above differ across varying contexts (i.e., geo-
graphical, cultural, socioeconomic etc.)

Context: The context of interest for this scoping review is PHR
acting as an umbrella term for other types of health-related
collaborative research approaches, in which all aspects of the
abovementioned concept will be examined. Further, any other
forms of participatory research outside of the health context
will be excluded.

This review will be limited to articles published from January
1998 until April 2022. This timeframe reflects the 1998 adop-
tion of the North American Primary Care Research Group’s
(NAPCRG) Policy Statement on Responsible Research with
Communities: Participatory Research in Primary Care after
which the use of PHR principles in health-related research be-
came more common [24].

As the reviewers only speak English, studies in languages
other than English will be excluded. Furthermore, the scop-
ing review’s context is PHR globally and internationally, thus,
no country or geographical location restrictions will be used
during the screening process.

Types of Sources

This scoping review will consider all types of quantitative, qual-
itative, and mixed-methods studies and reviews that report on
understanding power and/or power sharing in participatory
health research partnerships, respectively, responding to the
review objectives outlined above.
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Grey literature such as theses and dissertation, unpublished ar-
ticles, opinion pieces, reports, conference proceedings, would
also be considered. Besides, systematic reviews that meet the
inclusion criteria will also be considered.

Search strategy: All aspects of the search strategy develop-
ment, including choosing the appropriate databases, will be
carried out in conjunction with a faculty librarian from the Uni-
versity of Maryland, Baltimore.

To identify relevant studies and articles, 5 electronic databases
will be searched, including PubMed, Scopus, Embase, PsycIN-
FO, Socindex. In addition, grey literature will be searched in
Google Scholar and Open Grey databases.

Following the guidance of JBI, a 3-step search strategy will be
used. First, a preliminary search of PubMed and Scopus will be
conducted [25]. This initial search will then be followed by an
analysis of the text contained in the title, abstracts and index
terms of retrieved papers. A second search using all identified
keywords and index terms will be applied across all databases,
including PubMed, Scopus, Embase, PsycINFO, SocIndex. Final-
ly, we will review additional sources from the reference lists
of the literature selected for full-text screening. The complete
search strategy from the PubMed database can be found in Ap-
pendix I.

Study selection: Following the search, results from all databas-
es will be exported to Covidence software for screening. Be-
fore each source is screened for eligibility, duplicates will be
removed [26]. The screening process for study selection will

Table 2: Preliminary table for data extraction and associated questions.

be conducted by two independent reviewers in two stages.
First, two independent reviewers will screen the literature by
titles and abstracts based on the predetermined inclusion cri-
teria. Following, all included articles from the title and abstract
screening will be screened at full text, documenting at this
stage, the reasons for the exclusion. If the two independent
screeners disagree, the final decision will be made by a third
reviewer/arbitrator. At each review stage, all reviewers (includ-
ing arbitrator) will select approximately 10% of the literature to
review. They will then meet with the entire research team to
discuss their thought process, decision-making, and revisit the
eligibility criteria. Reviewers will then repeat this step, and will
only precede independently once an agreement rate of 75% or
greater is achieved [16].

Data extraction: Two independent reviewers will extract data
from the included literature using the data extraction tool
based and refined by the reviewers [16]. Extracted informa-
tion will include, for example, publication details, general study
details, and key findings relevant to the review objectives. See
Table 2 below for the preliminary charting table. If there are
any changes required during the data extraction process (i.e.,
key findings related to the concept of power, additional study
details etc.), a detailed description of such changes will be re-
ported in the full scoping review. Preferred Reporting Items for
Systematic Reviews and Meta-Analyses flow chart (PRISMA)
(found in Appendix ) will be also used to identify the number
of included and excluded articles at each stage of the review
process [27].

Extracted data

Associated question

Publication details
Author(s)
Year of publication
Origin/country of origin
Publication type
General study details
Aims/purpose

Methodological design
Study population and sample size (if applicable)

Methods

Intervention type, (if applicable)
Comparator and duration of the intervention (if applicable)

Outcomes and details of these (if applicable)

Key findings that relate specifically to the concept of power
What is the context of power?

How power is conceptualized?

How power is operationalized? (Theoretically and practically)

Who wrote the study/document?
When was the study/document published? (year)
Where was the study/document conducted and/or published?

What type of publication is this? (Empirical study or grey literature)

What were the aims of the study/document?
What methodological design was used for this study?

Who is the target population of the study and how many (n) were
included in the study?

What specific methods were used in this study?
Was an intervention used in this study?

If yes to the intervention type, what was the comparator and duration of
the intervention?

What was the study outcome?

Is the study/document conceptualising or operationalizing power in
PHR?

How does the study define power?

What are the dimensions and indicators used for power?
What operationalization issues exist?
What observations were made?
Is any mechanism defined to facilitate the research process in a re-
al-life setting?
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RESULTS AND DISCUSSION

Data Analysis and Presentation

The extracted studies will then be analysed using frequencies
and counts, providing a narrative summary of the findings
based on our research objectives. Our findings will be discussed
collaboratively by a team of knowledge users and experts in
relation to gaps in the literature and future implications. The
findings will contribute to the development of a framework for
assessing the level of power sharing attained in PHR projects
and practical guidelines.

Consultation with Knowledge Users

In the advanced and extended methodology of the scoping
review an additional stage of expert consultation (e.g. with
knowledge users or experts by experience) was suggested [25].
The present scoping review will be conducted in collaboration
with two institutions (the University of Limerick and the Uni-
versity of Maryland, Baltimore) and a community partner pro-
viding expert knowledge by experience, (co-author BJ) residing
in Baltimore, Maryland, USA. The rationale for this scoping re-
view was derived from a previous workshop by, capturing the
experiences of participatory health researchers in relation to
power [13].

CONCLUSION

Findings from the workshop inspired future research in this
field to gain a better understanding of the concept of power
and power sharing in PHR partnerships. Afterwards, these in-
sights will be discussed with the group of researchers from the
University of Maryland, Baltimore and the community part-
ners from the surrounding community. The detailed format for
structured stakeholder discussion will be considered later. We
anticipate that gaining the perspectives from non-academic
stakeholders will contribute to a more complete understand-
ing of power inequities and the co-production of knowledge
in PHR.

SUPPORTING INFORMATION

S1 Appendix |. Search Strategy.
S2 Appendix Il. PRISMA Flow Chart 2020.
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