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In recent years, a range of academic disciplines have emphasized the potential 
benefits of prioritizing meaningful engagement with individuals and 
communities who have lived and have living experience with the topics, 
phenomena and problems researchers seek to study. In March 2022, we were 
asked to produce a paper to inform a university workshop and training materials 
to help students and faculty engage with participatory methods. In turn, we 
conducted a rapid scoping review of reviews to document key recommendations 
relating to methodology, logistics and ethics within the various modes of 
participatory research. Searches were conducted in Web of Science, SCOPUS, 
ProQuest, Pub Med, OVID (including Medline, PschyInfo/EMBASE, 
APAPsych) to identify published academic reviews (e.g., systematic, scoping, 
literature reviews and evidence gap maps), for best practices relating to 
participatory research. This approach drew out aggregated best practices and 
lessons learned across many primary studies and increased the speed of the review. 
From 276 studies imported for screening, 43 full-text studies were assessed for 
eligibility and 28 were deemed relevant for full inclusion. Results are presented as: 
1) participatory research recommendations for researchers; and 2) participatory 
research recommendations for academic institutions. Three sub-themes emerged 
within the context of suggestions for researchers engaging with participatory 
methods: 1) early-stage considerations for study design and planning; 2) 
conducting the research; and 3) dissemination and knowledge exchange. This 
rapid scoping review highlights key recommendations for researchers interested 
in using participatory approaches in their own research, and for academic and 
institutional stakeholders who aim to support these practices. 

1. Background, Rationale, and Relevance 
There is growing evidence of the importance and value of respectful, 

inclusive, and collaborative participatory approaches across different 
disciplines (e.g., Bonello et al., 2022; Fletcher-Watson et al., 2019; Marzi, 2021; 
Vaughn & Jacquez, 2020; Zimmerman et al., 2019), as well as increasing 
recognition of the potential reach and relevance of meaningfully co-produced 
knowledge (Balazs & Morello-Frosch, 2013; Phillips et al., 2022; Rix et al., 
2022; Vaccaro, 2020). There is a recognition that many types of research can 
benefit from engagement with, or leadership from, those with lived experience 
of the issues in focus (Marrone et al., 2022; Viswanathan et al., 2004; 
Wallerstein et al., 2020; Wallerstein & Duran, 2010). The quality of the 
research, and the potential for broader impacts and more reciprocal 
transformations (Marzi & Pain, 2022), can be developed through deeper 
collaborative engagement with non-academic partners (Balazs & Morello-
Frosch, 2013; Zimmerman et al., 2019). Monitoring and addressing power 
differentials and sharing control with and between academic researchers and 
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non-academic stakeholders1 entails ethical, logistical, and structural 
considerations for those engaging in participatory approaches (Duea et al., 
2022; Lenette et al., 2019; Minkler et al., 2012; Resnik & Kennedy, 2010). 
1.1 Conceptualising and defining meaningful participatory research 

Participatory research shares many underpinning characteristics with 
community engagement more broadly: it must be respectful, accessible, 
inclusive and ethically grounded throughout (Bonello et al., 2022; Fletcher-
Watson et al., 2021; Spiel et al., 2020; Wali et al., 2021). Here, we avoid a 
strict definition of “participatory research,” and instead make a few important 
distinctions which were agreed upon in consultation with university 
stakeholders and collaborators. First, respect, collaboration, and inclusivity 
must be reflected in all research processes: participatory research involves 
adapting, augmenting, or—in some cases—completely reconceptualising 
traditional ways of doing academic research to offer new or different avenues 
for non-academic stakeholders to participate (Blumenthal et al., 2013). Second, 
it often involves data collection methods familiar to qualitative researchers (i.e., 
individual interviews or focus groups): the use of these methods alone does not 
constitute participatory research but rather these methods can be a means to 
involve, collaborate, and share decisions with different stakeholders (Vaughn & 
Jacquez, 2020). Third, despite its qualitative orientation, participatory research 
can include other methods, including the development of statistical models or 
the production of systematic reviews (Jason & Glenwick, 2016; Leavy, 2017; 
Oyana, 2017; Vaughn & Jacquez, 2020). Finally, it can involve different or 
multiple research phases (i.e., design, implementation, analysis, dissemination), 
and to varying degrees within each stage (e.g., from community stakeholders 
giving feedback on the research questions to being formally included as 
members of the research team) (Hacker et al., 2012; Satcher, 2005). To navigate 
and develop more genuine participation and transparency in the process, 
Vaughn and Jacquez (2020) conceptualise “participation choice points,” 
illustrating how decisions can be made (and shared) about the degree of 
participation at each stage in the research process (see Vaughn & Jacquez, 2020, 
p. 6 for illustration). 

For the purposes of this review, we do not take a normative position on 
how much or what kind of “participation” makes a study “participatory;” 
rather, we provide evidence of better practice recommendations from the many 
ways participatory approaches can be used in research, offering researchers a 
broad palette of approaches and ideas to consider in their own areas of interest. 
Insights from the most involved forms of participation might still help shape 
our imagination for using elements of participatory approaches in smaller, 

When discussing academic stakeholders, we are referring to individuals or groups who have a direct or indirect interest in the activities and 
outcomes of academic institutions (i.e., students, faculty members, administrators, funding agencies, university governing bodies and alumni). 
When discussing non-academic stakeholders, we are referring to individuals or groups who are not part of the academic community but have a 
direct or indirect interest in the research outcomes of a specific research project (i.e., specific patient and patient advocacy groups, industry 
partners, community groups, NGOs or government agencies implicated within a research project). 
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meaningful ways. Despite the broadness of what is included, we echo the 
important focus in the literature on the key principles that must underpin 
participatory processes and interactions: critical reflection, respect, meaningful 
engagement, reciprocal capacity building, and shared learning (Duea et al., 
2022; Wallerstein, 2020). We use this review to illustrate how some of the 
micro-decisions and preparations have an important bearing on the process 
and practice of participatory approaches, and how these considerations may 
help researchers navigate both risks and opportunities as they emerge in the 
research (Lenette et al., 2019). 
1.2. Research Question and Aim of this Scoping Review 

In early 2022, our university began an institution-wide endeavor to provide 
support and training for academic staff and students interested in using 
participatory research methods. To start, they commissioned a review of key 
recommendations from the literature that could inform subsequent phases of 
the project and the development of training materials. This paper summarises 
our review efforts and findings. The primary aim of this review was to survey 
the published academic literature for key recommendations on participatory 
research practices. In particular, our charge was to summarize learnings about 
how to plan, deliver and evaluate high-quality participatory research activity, 
and also how to support and encourage a culture of participatory research 
within a university setting. The defined research question for this review was: 
“Based on available peer-reviewed published literature, what are key learnings 
and subsequent recommendations related to high-quality participatory 
research, specifically in relation to the planning, implementation, evaluation, 
and promotion of participatory research within academic institutions?” 

Where evident in the literature, we also hoped to highlight high-quality 
resources that already exist (nationally and internationally) to support 
participatory research activities. We hope to contribute to the diverse and 
growing body of resources and guides detailing inclusive participatory 
approaches (e.g., Centre for Disability Studies, 2021; Duea et al., 2022; 
Minkler et al., 2012; Vaughn & Jacquez, 2020), and hope to offer a review that 
interweaves methodological, practical and ethical considerations to support 
individuals planning for and developing more meaningful and respectful 
participatory practices. 

2. Methods 
Given the broad and sometimes inconsistent definitions for what constitutes 

“participatory research” and the different ways this can be operationalized 
in different disciplines and research settings (e.g., hospitals, neighborhoods, 
online spaces), a scoping review was determined to be the best search approach. 
A rapid scoping review was selected to be responsive to project deadlines and 
deliverables, as this review is intended to inform a suite of training materials 
under development for University of Oxford staff, students and researchers 
(Tricco et al., 2015). Beyond these logistical constraints, the rapid review 
format allowed us to focus on studies that called themselves “participatory,” 
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rather than the much broader task of including studies that use approaches 
we might recognize as participatory, but without the self-described labeling. 
Furthermore, we focused our attention on published reviews, both as a strategy 
for drawing out aggregated best practices and lessons learned across many 
primary studies, and to increase the speed of the review. 
2.1. Search terms and databases 

We developed a preliminary set of search terms and circulated it among 
other researchers and a social sciences reference librarian for feedback. The 
term “participatory” is often used as an umbrella term to capture a multitude 
of more precisely defined research practices. As such, we included additional 
forms of research; although they do not contain the term “participatory” in 
their description, they are very much aligned in terms of their ethos of 
prioritizing meaningful engagement with both stakeholders and participants. 
The full list of search terms appears in Supplemental Table 1. Searches were 
conducted in Web of Science, SCOPUS, ProQuest, Pub Med, OVID 
(including Medline, PschyInfo/EMBASE, and APAPsych). 
2.2. Inclusion and exclusion criteria 

Inclusion and exclusion criteria fell under three categories: 1) to extract best 
practices across multiple fields, we included reviews or syntheses of primary 
studies (e.g., systematic, scoping, and literature reviews and evidence gap maps) 
and excluded primary studies and review protocols; 2) to extract practices that 
were self-aware as academic/professional research, we included participatory 
methods as research and excluded studies that explore participation as an 
outcome but not as part of the design (e.g., interventions to increase 
participation or interventions that user participation to increase adherence to 
treatment); and 3) due to the spoken languages of the researchers, we only 
included studies published in English and excluded studies published in other 
languages without English translations available. We independently assessed 
studies for inclusion and exclusion using Covidence [2022, v299701009352], 
with disagreements discussed until a consensus could be reached. 
2.3. Data extraction and analysis 

A data extraction table was developed to extract relevant data, including: 
description and rationale of best practice methodology; discipline of focus; 
description of the public actively involved in the participatory method; barriers 
to implementing the participatory method of focus; facilitating strategies; and 
recommendations for successful participatory research implementation. We 
thematically analyzed this extracted information related to best practices, using 
multiple rounds of theme development and definition, again seeking feedback 
from other researchers. This qualitative analysis approach is in line with the 
“codebook” version of thematic analysis described by Braun and Clarke (2021), 
where agreement between independent coders is sought as a process of 
iteration and discussion, rather than as a tool of quality assessment (e.g., inter-
rater reliability scores). 
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Figure 1. PRISMA flowchart for rapid scoping review 

In conducting our codebook-oriented thematic analysis (Braun & Clarke, 
2006), we began by familiarizing ourselves with the extracted data. Two 
researchers with prior participatory research experience, Scher and Chrisinger, 
read and re-read the data, took notes about analytic ideas, and reacted to the 
data (Braun & Clarke, 2021). Next, we collaboratively created a multi-level 
coding framework to systematically analyze the data and identify relevant and 
meaningful recommendations related to our research question. The coding 
process involved iteration and refinement until all data were either organized or 
excluded from consideration. The themes were developed based on important 
patterns of meaning across the different stages of participatory research (Braun 
& Clarke, 2021). As per the principles of thematic analysis, the themes were 
further refined and synthesized as we developed the headings for our findings 
and recommendations, and throughout the writing process, we synthesized 
them to create a cohesive set of results and recommendations. We used the final 
set of emergent best practice themes to summarise the rapid review findings. 

3. Results 
3.1. Overview of Included Studies 

From 276 studies imported for screening, 173 were removed as duplicates, 
leaving 103 studies that underwent abstract screening. From these, 59 were 
deemed irrelevant, leaving 43 full-text studies which were assessed for eligibility. 
A further 15 studies were excluded as they were: 1) best practices not related 
to participatory methodology; 2) protocols or conference abstracts; or 3) 
inaccessible in a full-text format. Following this process, 28 studies were 
deemed relevant for full inclusion. Figure 1 illustrates these procedures. 
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The self-declared methodological focus of included reviews included: 
community-based participatory research (n=8); public, patient or stakeholder 
involvement (7); participatory/creative methods broadly (5); co-research (3); 
image methods (2); action research (2); body-mapping (1); and mystery client 
(1). Of these, the self-declared demographic or disciplinary focus of studies 
concerning the use of the specified participatory method included Indigenous, 
Native American or Pacific Islander (5), patient stakeholder groups (5), age 
specific (2), cancer patients (2), neurodivergent groups (2), psychology studies 
(2), people who use drugs (1), environment health research (1), participant-
generated image methods (1), organizations broadly (1), photovoice (1), body-
mapping studies (1), health services in low and middle income countries (1), 
publics involved in genomics research (1), and action research in e-health (1). 
The full description of the review characteristics appears in Table 1. 

Below, we summarise key recommendations for researchers and academic 
institutions seeking to engage in participatory research based on our thematic 
codes and subcodes (see Supplemental Table 2). We elaborate on these 
recommendations in sections tailored toward researchers interested in using 
participatory approaches in their own research, and for academic and 
institutional stakeholders who aim to support these practices. In each section, 
we have generally organized the recommendations in order of research phase 
(i.e., preparation to dissemination). 

Participatory Research Recommendations for Researchers 
3.2. Early-Stage Considerations for Study Design and Planning 
3.2.1. Build Relationships and Trust with Individuals and Community 
Stakeholder Groups 

A foundational principle of participatory research is a commitment to 
actively building relationships and trust with individuals and stakeholder 
groups within the community of interest. Cowdell et al. (2022) suggest that 
when participating members feel valued, heard, engaged, and empowered not 
only are they more committed to the research process, but they also report 
more positive experiences in participating in research. Harrison et al. (2019) 
and Shen et al. (2017) advise that in order to develop trust, initiating 
participation with individuals and stakeholder groups should start as early as 
possible. Early involvement will allow for continual conversation around the 
intentions of the research, the study design, and the way in which the study will 
be conducted (Harrison et al., 2019; Shen et al., 2017). 

O’Brien et al. (2021) note how recognizing and continually reflecting on 
dynamics related to power differentials, confidentiality, and communication 
will enhance the quality of relationships developed between academic 
researchers and community stakeholders. Accounting for power differentials 
has been especially critical for researchers working with Indigenous and 
traditionally oppressed communities, though authors highlight that when 
considering any community-engaged study design, researchers should still 
consider power dynamics in settings with less-apparent historical, economic, 
and social inequities (McElfish et al., 2019; Wali et al., 2021). 
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Table 1. Characteristics of Included Studies 

Study Study 
Number Number 

Study Title Study Title First First 
Author(s) Author(s) 

Journal Journal Publication Publication 
Date Date 

Type of Type of 
Study Study 

Population, Population, 
Institution or Institution or 
Practice of Focus Practice of Focus 

Participatory Participatory 
Method of Focus Method of Focus 

Self-defined Self-defined 
Discipline Discipline 

1 Involving the public in 
systematic reviews: a narrative 
review of organizational 
approaches and eight case 
examples 

Boote et al. Journal of 
Comparative 
Effectiveness 
Research 

2012 Narrative 
Review 

Organizations “Involving the public 
in systematic 
review” 

Health 
Research 

2 A Review of Participant-
Generated Image Methods in 
the Social Sciences 

Balamenou & 
Garrod 

Journal of Mixed 
Methods 
Research 

2016 Systematic 
Review 

Participant-
Generated Image 
Method Studies 

“Participant-
Generated Image 
Methods” (auto-
photography, 
participatory 
photography, photo-
elicitation, 
photographic 
methods, 
photovoice) 

Social 
Sciences 

3 Strategies for culturally safe 
research with Native American 
communities: an integrative 
review 

Brockie et al. Contemporary 
Nurse 

2021 Integrative 
Review 

American Indian/
Native American/
Alaska Native 

Community-Based 
Participatory 
Research/Consumer 
Driven Community-
Based Research 

Health, Social, 
and Cultural 
Research 

4 Photovoice: A Review of the 
Literature in Health and Public 
Health 

Catalani & 
Minkler 

Health 
Education and 
Behavior 

2009 Review Photovoice Studies Photovoice Health and 
Public Health 
Related 
Research 

5 A systematic review of the use 
of adolescent mystery clients in 
assessing the adolescent 
friendliness of health services in 
high-, middle-, and low-income 
countries 

Chandra-
Mouli et al. 

Global Health 
Action 

2018 Systematic 
Review 

Health Services in 
High, Middle and 
Low-Income 
Countries 

Mystery Clients Health and 
Public Health 
Related 
Research 

6 How and how well have older 
people been engaged in 
healthcare intervention design, 
development or delivery using 
co-methodologies: A scoping 
review with narrative summary 

Cowdell et al. Health and 
Social Care in 
the Community 

2020 Scoping 
Review 

Older People Intervention co-
design, co-
development, co-
delivery using co-
research 
methodologies 

Health and 
Health 
Related 
Research 

7 Embodied Ways of Storying the 
Self: A Systematic Review of 

De Jager et 
al. 

Qualitative 
Social Research 

2016 Systematic 
Review 

Body-Mapping 
Studies 

Body-Mapping Medical, 
Health, Social 
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Study Study 
Number Number 

Study Title Study Title First First 
Author(s) Author(s) 

Journal Journal Publication Publication 
Date Date 

TType of ype of 
Study Study 

PPopulation, opulation, 
Institution or Institution or 
PrPractice of Factice of Focus ocus 

PParticipatory articipatory 
Method of FMethod of Focus ocus 

Self-defined Self-defined 
Discipline Discipline 

Body-Mapping and Cultural 
Research 

8 Co-research with adults with 
intellectual disability: A 
systematic review 

Di Lorito et 
al. 

Journal of 
Applied 
Research in 
Intellectual 
Disabilities 

2017 Systematic 
Review 

Adults With 
Intellectual 
Disabilities 

Intervention Co-
Design, Co-
Development, Co-
Delivery using Co-
Research 
Methodologies 

Medical, 
Health, Social 
and Cultural 
Research 

9 The Underutilization of 
Community-based 
Participatory Research in 
Psychology: A Systematic 
Review 

Espinosa & 
Verney 

American 
Journal of 
Community 
Psychology 

2020 Systematic 
Review 

Psychology Studies Community-Based 
Participatory 
Research 

Psychology 

10 Community-Engaged 
Approaches to Cervical Cancer 
Prevention and Control in Sub-
Saharan Africa: A Scoping 
Review 

Habila et al. Frontiers in 
Global Women’s 
Health 

2021 Scoping 
Review 

Cervical Cancer 
Patients 

Community-Based 
Participatory 
Research 

Health and 
Public Health 
Related 
Research 

11 Patient stakeholder 
engagement in research: A 
narrative review to describe 
foundational principles and best 
practice activities 

Harrison et 
al. 

Health 
Expectations 

2019 Narrative 
Review 

Patient Stakeholders 
(patients, families 
and caregivers) 

Patient Stakeholder 
Engagement 

Health and 
Health 
Related 
Research 

12 Lessons Learned from three 
Inquiries on Capacity 

Hearod  The University 
of Oklahoma 
Health Sciences 
Center ProQuest 
Dissertations 
Publishing 

2018 Literature 
Review 

American Indian 
Communities 

Community-Based 
Participatory 
Research 

Medical, 
Health, Social 
and Cultural 
Research 

13 A review of literature about 
involving people affected by 
cancer in research, policy and 
planning and practice 

Hubbard et 
al. 

Patient 
Education and 
Counseling 

2007 Systematic 
Review 

Cancer patients Participatory 
Research Broadly 

Healthcare 
Research 

14 Best practice framework for 
Patient and Public Involvement 
(PPI) in collaborative data 
analysis of qualitative mental 
health research: methodology 
development and refinement 

Jennings et 
al. 

BMC Psychiatry 2018 Critical 
Literature 
Review 

Patients and the 
Public 

Patient and Public 
Involvement (PPI) in 
collaborative data 
analysis of 
qualitative mental 
health research 

Mental Health 
and Related 
Research 
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Study Study 
Number Number 

Study Title Study Title First First 
Author(s) Author(s) 

Journal Journal Publication Publication 
Date Date 

TType of ype of 
Study Study 

PPopulation, opulation, 
Institution or Institution or 
PrPractice of Factice of Focus ocus 

PParticipatory articipatory 
Method of FMethod of Focus ocus 

Self-defined Self-defined 
Discipline Discipline 

15 Assessing the influence of 
researcher–partner 
involvement on the process and 
outcomes of participatory 
research in autism spectrum 
disorder and 
neurodevelopmental disorders: 
A scoping review 

Jivraj et al. Autism 2014 Scoping 
Review 

Autistic individuals 
and individuals with 
other 
neurodevelopmental 
conditions 

Participatory 
Research Broadly 

Health and 
Health 
Related 
Research 

16 A scoping review: The utility of 
participatory research 
approaches in psychology 

Levac et al. Journal of 
Community 
Psychology 

2019 Scoping 
Review 

Psychology 
Research 

Participatory 
Research Broadly 

Psychology 
Research 

17 Best Practices for Community-
Engaged Research with Pacific 
Islander Communities in the US 
and USAPI: A Scoping Review 

McElfish et 
al. 

Journal of 
Health Care for 
the Poor and 
Undeserved 

2019 Scoping 
Review 

Pacific Islander 
Communities in the 
US and US Affiliated 
Pacific Islands 

Community-
Engaged Research 
Broadly 

Medical, 
Health, Social 
and Cultural 
Research 

18 Participatory Methods to 
Engage Health Service Users in 
the Development of Electronic 
Health Resources: Systematic 
Review 

Moore et al. Journal of 
Participatory 
Medicine 

2019 Systematic 
Review 

Health Service 
Users 

Participatory 
Methods Broadly in 
the development of 
electronic health 
resources 

Health and E-
Health 
Related 
Research 

19 Public Involvement in Global 
Genomics Research: A Scoping 
Review 

Nunn et al. Frontiers in 
Public Health 

2019 Systematic 
Review 

Publics Involved in 
Genomics Research 

Public Involvement Human 
Genomics 
Research 

20 Best Practices and Lessons 
Learned for Action Research in 
eHealth Design and 
Implementation: Literature 
Review 

Oberschmidt 
et al. 

Journal of 
Medical Internet 
Research 

2022 Literature 
Review 

Action Research in 
eHealth Design and 
Implementation 

Action Research Health and E-
Health 
Related 
Research 

21 A scoping review of the use of 
co-design methods with 
culturally and linguistically 
diverse communities to improve 
or adapt mental health services 

O’Brien et al. Health and 
Social Care in 
the Community 

2021 Scoping 
Review 

Culturally and 
Linguistically 
Diverse (CALD) 
communities 
Engaging with 
Mental Health 
Services 

Co-Design Methods 
Broadly 

Health and 
Mental Health 
and Related 
Research 

22 The ethics of community-based 
research with people who use 
drugs: results of a scoping 
review 

Souleymanov 
et al. 

BMC Medical 
Ethics 

2016 Scoping 
Review 

People Who Use 
Drugs 

Community-Based 
Participatory 
Research 

All 
Community-
Based 
Research 
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Study Study 
Number Number 

Study Title Study Title First First 
Author(s) Author(s) 

Journal Journal Publication Publication 
Date Date 

TType of ype of 
Study Study 

PPopulation, opulation, 
Institution or Institution or 
PrPractice of Factice of Focus ocus 

PParticipatory articipatory 
Method of FMethod of Focus ocus 

Self-defined Self-defined 
Discipline Discipline 

23 How and why should we engage 
parents as co-researchers in 
health research? A scoping 
review of current practices 

Shen et al. Health 
Expectations 

2016 Scoping 
Review 

Parents Co-Research and 
Patient Engagement 
Broadly 

Health, 
Medical and 
Public Health 
Related 
Research 

24 Patient and service user 
engagement in research: a 
systematic review and 
synthesized framework 

Shippee et al. Health 
Expectations 

2013 Systematic 
Review 

Patients and Service 
Users 

Patients and Service 
User Engagement 
Broadly 

Biomedical 
and Health 
Related 
Research 

25 Co-production practice and 
future research priorities in 
United Kingdom-funded applied 
health research: a scoping 
review 

Smith et al. Health Research 
Policy and 
Systems 

2022 Scoping 
Review 

Healthcare Patients 
in the UK 

Co-Production in 
Healthcare Services 
and Research 
Broadly 

Health and 
Related 
Research 

26 Using Participatory and 
Creative Methods to Research 
Gender-Based Violence in the 
Global South and With 
Indigenous Communities: 
Findings From a Scoping Review 

Thomas et al. Trauma, Violence 
and Abuse 

2020 Scoping 
Review 

Indigenous 
Communities in the 
Global South 

Participatory and 
Creative Methods 
Broadly 

Medical, 
Health, Social 
and Cultural 
Research 

27 What do you mean by 
engagement? – evaluating the 
use of community engagement 
in the design and 
implementation of chronic 
disease-based interventions for 
Indigenous populations – 
scoping review 

Wali et al. International 
Journal of Equity 
in Health 

2021 Scoping 
Review 

Indigenous 
Populations in North 
America 

Community-
Engaged Research 
Broadly 

Health and 
Health 
Related 
Research 

28 Key Components of 
Collaborative Research in the 
Context of Environmental 
Health: A Scoping Review 

Wine et al. Journal of 
Research 
Practice 

2017 Scoping 
Review 

Environmental 
Health Related 
Collaborative 
Studies 

Co-Creation/Co-
Production Broadly 

Environmental 
Health 
Related 
Research 
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3.2.2. Engage Community Members Throughout the Research Process 
Participatory approaches to research emphasize the importance of engaging 

community members throughout the research process (Cowdell et al., 2022; 
Nunn et al., 2019; O’Brien et al., 2021). Advisory groups comprised of both 
academic and community members can facilitate this collaboration and ensure 
community-defined concerns direct the trajectory of research (Brockie et al., 
2021; Di Lorito et al., 2018; Harrison et al., 2019; Levac et al., 2019; Wali et al., 
2021). To address power inequalities and promote inclusivity, it is important 
to include people with lived and living experience of the issues under study as 
members of the research team (Jennings et al., 2018; Levac et al., 2019; O’Brien 
et al., 2021; Shippee et al., 2015). When recruiting community co-researchers 
and advisory group members, it is valuable to partner with community 
organizations that have important knowledge and expertise (Levac et al., 2019). 
Additionally, conducting an Equality Impact Assessment and having open 
discussions about language can help avoid entrenching existing inequalities 
or producing unintended outcomes (Jennings et al., 2018; Levac et al., 2019; 
Wali et al., 2021). Lastly, obtaining final study approval from the community 
advisory group can ensure that any overlooked or new issues have been 
accounted for (Levac et al., 2019; Wali et al., 2021). 
3.2.3. Employ a Collaborative Approach in the Design of Ethical 
Protocols 

Participatory research has often been conducted with communities who 
have historically been oppressed or excluded from participating in research 
processes (Moore et al., 2019; O’Brien et al., 2021; Thomas et al., 2022). As a 
result, many of these communities have developed their own ethical guidelines 
and research protocols for researchers to consult and abide by when initiating 
and conducting participatory research (see Supplemental Table 3 for 
examples). Identified authors all recommend scoping for internationally 
relevant protocols before the research process to ensure that a project, from 
its earliest forms of engagement, is responsive to local contexts (Brockie et al., 
2021; Jivraj et al., 2014; McElfish et al., 2019; Moore et al., 2019; Scheim et 
al., 2015; Shen et al., 2017; Thomas et al., 2022; Wali et al., 2021). Reporting 
engagement with established protocols will also ensure the transparency and 
validity of methods used and will further refine and improve on best practice 
standards within these protocols. 

After gaining an understanding of appropriate international protocols, it is 
recommended that researchers gather input from community partners (e.g.: 
tribal/community advisory boards, project advisory group) to confirm the 
applicability of the study design and amend where necessary in light of 
appropriate ethical and/or procedural protocols (Jivraj et al., 2014; O’Brien 
et al., 2021). This will work to ensure culturally safe research methods and 
engagement practices that are inclusive of the partners’ perspectives (Brockie 
et al., 2021). Researchers should ensure the chosen, adapted, or developed 
ethical protocol balances risks and benefits to communities and individuals and 
these should be clearly considered and communicated to participants (Scheim 
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et al., 2015). Finally, where appropriate, researchers should seek ethical review 
from tribal Institutional Review Boards in relation to chosen, amended, or 
developed protocols, even though it may not be part of funding requirements 
(Brockie et al., 2021). 
3.2.4. Seek to Understand Cultural Context and Respect Cultural Norms 

Due to differences in culture and the ways that communities operate, 
conventional approaches to co-design may need to be reconsidered and adapted 
to fit the particular community context (O’Brien et al., 2021). Best practice 
recommendations assert the importance of researchers seeking to understand 
their specific cultural context of focus and in particular appreciate if and how 
historical injustices (e.g., colonialism) bear upon present circumstances (e.g., 
structural racism, marginalization) (Brockie et al., 2021; Habila et al., 2021; 
Levac et al., 2019; McElfish et al., 2019; O’Brien et al., 2021; Thomas et 
al., 2022). These dynamics can influence trust and power dynamics between 
community members and research teams (Brockie et al., 2021; O’Brien et 
al., 2021). These authors advocate that research practices not only appreciate 
the realities of historical structural inequalities but actively work to address 
them by respecting, familiarizing, and engaging with cultural norms during the 
research design phase. 

Habila et al. (2021) propose the additional strategy of working with 
language interpreters (if needed), cultural advisors, or existing community 
leaders to identify key areas of research interest and best practices for collecting 
and using information and selecting appropriate underpinning theoretical 
research frames, all to be considered in the research design. Authors also note 
that in research with Indigenous groups, community partners may also be 
able to advise on ways to utilize community/tribal governance procedures that 
promote cultural safety, respect collectivist cultural structures, and work to 
mitigate any potential stigmatizing outcomes of participating in research 
(Brockie et al., 2021; McElfish et al., 2019). 
3.2.5. Build Capacity for Participation in the Community of Interest 

Research capacity within the community of interest can be built using low-
threshold and flexible training to teach basic principles and theoretical 
understandings about the methodology being used (Scheim et al., 2015). This 
can lead to more appropriate research topics and processes, more success with 
recruitment, and a bridged knowledge-to-action gap (Brockie et al., 2021; 
Catalani & Minkler, 2010; Chandra-Mouli et al., 2018; Di Lorito et al., 2018; 
Habila et al., 2021; Harrison et al., 2019; Hawke et al., 2020; Hubbard et al., 
2007; Jennings et al., 2018; McElfish et al., 2019; Oberschmidt et al., 2022; 
Scheim et al., 2015; Shen et al., 2017; Shippee et al., 2015). Further, warm-
up and reflective exercises can orient community members to the research 
processes and tasks at hand and create a more inviting atmosphere for 
participation (Scheim et al., 2015). 
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Involving community members from the outset of decision-making will 
also help to build capacity and a greater understanding of research principles 
(McElfish et al., 2019). Certain communities may be well accustomed to 
engaging and participating in research. In such cases, training may not be 
necessary or may be completely community-led. Brockie et al. (2021) and 
Shippee et al. (2015) both discuss this process, highlighting that training may 
need to be initiated by the researcher and then delivered in consultation with 
community leaders. These authors also highlight that this training and initial 
research engagement should be seen and designed as a platform through which 
to develop leadership capacity with the goal of transitioning traditional 
research leadership from academia to the community of focus. 
3.3. Conducting the Research 
3.3.1. Provide Varied and Flexible Avenues for Participation 

When working with community groups, it is important for researchers to 
provide multiple avenues for engagement and participation as well as be open 
to flexible and adaptive research processes (Jennings et al., 2018; McElfish et al., 
2019; O’Brien et al., 2021; Scheim et al., 2015; Shen et al., 2017; Shippee et al., 
2015; Wali et al., 2021). For certain groups (e.g., parents with young children 
or unhoused individuals) it is important to use flexible and accommodating 
methodologies that both align with research aims and are responsive to the 
social realities of co-researchers and participants (Jennings et al., 2018; Scheim 
et al., 2015; Shen et al., 2017). This will ensure that individuals are not entirely 
excluded from study involvement if they are deemed (or deem themselves) 
unable to participate in the study at a particular time (Scheim et al., 2015). 

Finally, to facilitate the development and implementation of such 
methodologies, the researcher should provide details to the community 
regarding various modes of community engagement (McElfish et al., 2019; 
Wali et al., 2021). This will allow the community to approve the appropriate 
methods or propose alternatives that are contextually appropriate. 
3.3.2. Involve Community Members in Data Collection 

A variety of best practices were identified for involving community members 
in aspects of data collection and analysis. Harrison et al. (2019) recommend 
that, where possible, researchers hire auxiliary staff who are from the 
community as they will have an in-depth knowledge of the local context, 
partners, and local systems. Further, authors encourage researchers to include 
community members in the conduct of interviews and/or the recruitment of 
participants through agreed-upon terms of purposive or snowball sampling 
within their social networks (Habila et al., 2021; Scheim et al., 2015; Wali 
et al., 2021). A review of participatory studies engaging networks of people 
who use drugs conducted by Scheim et al. (2015) demonstrated that peer 
recruitment was integral to recruiting large and diverse samples. However, 
this method also presented ethical challenges regarding support for recruiters, 
coercive recruitment, and participant confidentiality. Within these 
collaborations it is imperative that involved community members are treated as 
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Table 2. Early-Stage Considerations for Study Design and Planning 

Recommendation Recommendation Key Points Key Points Citations Citations 

3.2.1. Build 
Relationships and 
Trust with 
Individuals and 
Community 
Stakeholder 
Groups 

Cowdell et al. (2022); Harrison et al. (2019); McElfish et al. (2019); 
O’Brien et al. (2021); Shen et al. (2017); Wali et al. (2021) 

3.2.2. Engage 
Community 
Members 
Throughout the 
Research Process 

Brockie et al. (2021); Cowdell et al. (2022); Di Lorito et al. (2018); 
Jennings et al. (2018); Levac et al. (2019); Nunn et al. (2019); 
O’Brien et al. (2021); Shippee et al. (2015); Wali et al. (2022) 

3.2.3. Employ a 
Collaborative 
Approach in the 
Design of Ethical 
Protocols 

Brockie et al. (2021); Jivraj et al. (2014), McElfish et al. (2019); 
Moore et al. (2019); O’Brien et al. (2021); Scheim et al. (2015); Shen 
et al. (2017); Thomas et al. (2022) 

3.2.4. Seek to 
Understand 
Cultural Context 
and Respect 
Cultural Norms 

McElfish et al. (2019); O’Brien et al. (2019); Tait et al. (2018); 
Thomas et al. (2022) 

3.2.5. Build 
Capacity for 
Participation in 
the Community 
of Interest 

Brockie et al. (2021); Catalani & Minkler (2010); Chandra-Mouli et 
al. (2018); Di Lorito et al. (2018); Habila et al. (2021); Harrison et al. 
(2019); Hawke et al. (2020); Hubbard et al. (2007); Jennings et al. 
(2018); McElfish et al. (2019); Oberschmidt et al. (2022); Scheim et 
al. (2015); Shen et al. (2017); Shippee et al. (2015) 

1. Actively build relationships and 

trust with individuals and 

stakeholder groups within the 

community. 

2. Initiate participation with 

individuals and stakeholder 

groups as early as possible. 

3. Recognize and reflect on dynamics 

related to power differentials, 

confidentiality, and 

communication. 

1. Engage community members 

throughout the research process. 

2. Use advisory groups comprised of 

both academic and community 

members to facilitate 

collaboration. 

3. Include people with lived and 

living experience as members of 

the research team. 

4. Partner with community 

organizations to recruit 

community co-researchers and 

advisory group members. 

5. Conduct an Equality Impact 

Assessment and have open 

discussions about language. 

6. Obtain final study approval from 

the community advisory group. 

1. Scope for internationally relevant 

protocols before the research 

process to ensure responsiveness 

to local contexts. 

2. Gather input from community 

partners to confirm the 

applicability and amend where 

necessary appropriate ethical and/

or procedural protocols. 

3. Ensure the chosen, adapted or 

developed ethical protocol 

balances risks and benefits to 

communities and individuals and 

that these are clearly considered 

and communicated to participants. 

4. Seek ethical review from tribal 

Institutional Review Boards where 

appropriate. 

1. Reconsider and adapt 

conventional approaches to co-

design to fit the community 

context. 

2. Understand cultural context and 

respect cultural norms. 

1. Provide low-threshold and flexible 

training to build research capacity 

within the community of interest 

2. Utilize warm-up and reflexive 

exercises during these training 

sessions 

3. Training may need to be initiated 

by the researcher and delivered in 

collaboration or by community 

leaders 
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equals (Cowdell et al., 2022; Shen et al., 2017; Shippee et al., 2015). Cowdell 
et al. (2022) specify examples such as recognition and encouragement of 
participants/community advisory group contributions, as well as practical 
actions such as collaborative brainstorming, when problems arise within the 
research. 
3.3.3. Consider If and How to Compensate Participants 

Researchers should explore compensation best practices with regards to the 
specific demographic being worked with (e.g., ethical setting of compensation 
amounts and type)2 (Scheim et al., 2015). This should be considered from 
the outset of research design and incorporated appropriately into funding 
applications. Authors highlight the benefits of clearly communicating with 
communities and potential participants about compensation (Scheim et al., 
2015; Thomas et al., 2022). Further, to ensure safety of both participants 
and researchers, researchers should monitor for unintended harms related to 
compensation in the research process and report incidents to relevant 
stakeholders and ethical review bodies (Thomas et al., 2022). 
3.3.4. Anticipate Flexible Timelines 

Numerous authors state the importance of planning for longer time 
horizons than might be necessary for other less-participatory kinds of research, 
as well as the ability to adjust timescales and processes as the project progresses 
(Boote et al., 2012; Cowdell et al., 2022; Hubbard et al., 2007; Moore et al., 
2019; Shen et al., 2017). Boote et al. (2012) and Moore et al. (2019) suggest 
that this kind of “patient” research may mean that participatory projects take 
longer, and thus may not always be suited to certain kinds of time-sensitive 
research (e.g., those studying rapidly changing technologies or demanding 
time-pressured policy recommendations). Additionally, in the study design, 
researchers should anticipate some unpredictability: have backup plans and 
conflict resolution strategies, make the research process transparent, and ensure 
participants are aware of everything from the start — including the inherent 
unpredictability of research (Shen et al., 2017). 
3.3.5. Consider Special Budgetary Needs 

Participatory projects may require different or additional budget items than 
more traditional projects and equitable compensation for project partners and 
participants is a critical consideration (Cowdell et al., 2022; Harrison et al., 
2019; Hubbard et al., 2007; Jennings et al., 2018; Shen et al., 2017). These 
reviews caution that such budget items may take the form of payments to 
account for staff time (for partner organizations), foregone wages (for 
participants who may have to choose between work and participating), or 
other direct payments to participants in recognition of their contributions. 

Example of compensation best practice review: Greer, A. M., Pauly, B., Scott, A., Martin, R., Burmeister, C., & Buxton, J. (2019). Paying 
people who use illicit substances or ‘peers’ participating in community-based work: a narrative review of the literature. Drugs: education, 
prevention and policy, 26(6), 447–459. 

2 
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Additionally, the costs of ensuring transparency and access to project processes 
and outcomes should also be considered, such as high-quality project websites 
or open-access publication fees. Other budget items may help outset the costs 
of participation (e.g., offering reimbursements for transport, providing 
refreshments or childcare). The above reviews all recommend that questions 
of “What is fair and ethical compensation?” should be discussed in the early 
planning phases of a project, so that appropriate budgets can be secured and 
the agreed compensation is delivered throughout the project (Hubbard et al., 
2007). 
3.3.6. Leverage Staff and Structural Supports 

Those utilizing a participatory approach should support both co-researchers 
from the community and participants by considering structural supports 
(Hubbard et al., 2007; Jennings et al., 2018; Shen et al., 2017; Wine et al., 
2017). For instance, it may be helpful to include staff with the right kinds of 
skills to enable participation, experience facilitating group discussions, and/
or conducting data analysis with community members. It may also be useful 
to consider removing barriers to language by offering community members 
the option of conducting data analysis in either English or appropriate 
Indigenous/local languages, as well as using visual materials to make research 
processes accessible (Di Lorito et al., 2018; Wali et al., 2021). 

Other structural supports, including meeting in convenient places, offering 
monetary incentives or reimbursements (as described above), allowing 
adequate break times, providing food and childcare, and creating group 
guidelines and expectations, may also be beneficial (Shen et al., 2017). 
Additionally, thinking about accessibility to research resources and materials 
is a general best practice throughout the various forms of community-based 
participatory research and can help ensure that diverse perspectives are able to 
be included (Cowdell et al., 2022). 
3.3.7. Maintain Clear Communication, Expectations, and Feedback 

Goals, expectations, and potential impact of participative research should 
be clearly communicated to all from the outset of the project and ensure that 
each participant is able to articulate the value of the endeavor (Cowdell et al., 
2022). This includes clarification of roles within the research team, and the 
expected research processes and procedures (Harrison et al., 2019; Jennings et 
al., 2018; Oberschmidt et al., 2022; Shen et al., 2017). In relation to research 
team communications, regular face-to-face meetings, the appointment of an 
engagement coordinator, the use of lay language, neutral facilitators, accessible 
meetings, work in small groups, and multiple meeting modalities are all seen 
as best practices that facilitate successful participative research (Harrison et 
al., 2019). Authors also note the value of networking among community 
stakeholders and encourage researchers to build these opportunities into plans 
for regular communication and discussion (Brockie et al., 2021; Harrison et al., 
2019). 
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3.3.8. Ensure Shared Decision-Making and Reflexivity 
A review by Harrison et al. (2019) pointed to the role of shared decision-

making and ownership, flexibility, and institutional support as a means of 
promoting a sense of equal participation. Moving through the various stages 
of research, Jennings et al. (2018) recommend having systematic reflective and 
evaluative processes to examine ongoing methods and experiences of 
community co-researchers involved in the project. Wali et al. (2021) advise 
that for ongoing consultation with the wider community, it can be useful to 
create interim reports that are distributed and allow for feedback before the 
completion of any final report. 

Authors highlight the need for ongoing self-reflection and evaluation 
(Brockie et al., 2021; Cowdell et al., 2022; Harrison et al., 2019; Jennings et al., 
2018; Levac et al., 2019; Nunn et al., 2019; Oberschmidt et al., 2022; Shippee 
et al., 2015; Thomas et al., 2022; Wali et al., 2021). In practice, they suggest 
that researchers establish open and iterative processes of discussion among 
researchers and community participants that are regular and clear throughout 
the research process. They continue to clarify that this can help identify 
facilitators and barriers to the ongoing research and reflect a continuing 
commitment to co-equal partnership with community members (Levac et al., 
2019; Shippee et al., 2015; Wali et al., 2021). 
3.4. Dissemination and Knowledge Exchange 
3.4.1. Ensure Appropriate Reporting of Research Designs and Procedures 
in Publications 

It is important to identify a variety of quality standards for reporting 
(Balomenou & Garrod, 2016; Boote et al., 2012; Brockie et al., 2021; Cowdell 
et al., 2022; Moore et al., 2019; Oberschmidt et al., 2022; Smith et al., 2022). 
This supports validity and transparency and strengthens the output of 
participatory research (e.g., Staniskewska et al., 20113). These authors 
encourage researchers to explore whether guidelines have been published in 
their own field or might be adapted from similar settings. In academic 
publications resulting from participatory projects, ownership agreements and 
detailed descriptions of community-engagement processes should be 
delineated to ensure both transparency and replicability within future research 
(Boote et al., 2012). Further, when describing the community-engagement 
process, it’s recommended that researchers detail the activities they undertake 
as part of co-production (e.g., which stakeholders were involved in this process 
and in what way ways, with a particular emphasis on how power is shared 
between stakeholders), record the stages of the research and implementation 
process that the stakeholders were involved in, record the skills that were 

Staniskewska et al. (2011). The GRIPP checklist: Strengthening the quality of patient and public involvement reporting in research. 
https://doi.org/10.1017/S0266462311000481 
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Table 3. Recommendations for conducting research 

Recommendation Recommendation Key Points Key Points Citations Citations 

3.3.1. Provide 
Varied and 
Flexible Avenues 
for Participation 

Jennings et al. (2018); McElfish et al. (2019); 
O’Brien et al. (2021); Scheim et al. (2015); Shen 
et al. (2017); Shippee et al. (2015); Wali et al. 
(2021) 

3.3.2. Involve 
Community 
Members in Data 
Collection 

Cowdell et al. (2022); Habila et al. (2021); Scheim 
et al. (2015), Shen et al. (2017); Shippee et al. 
(2015); Wali et al. (2021) 

3.3.3. Consider If 
and How to 
Compensate 
Participants 

Scheim et al. (2015); Thomas et al. (2022) 

3.3.4. Anticipate 
Flexible 
Timelines 

Boote et al. (2012); Cowdell et al. (2022); 
Hubbard et al. (2007); Moore et al. (2019); Shen 
et al. (2017) 

3.3.5. Consider 
Special 
Budgetary Needs 

Cowdell et al. (2022); Harrison et al. (2019); 
Hubbard et al. (2007); Jennings et al. (2018); 
Shen et al. (2017) 

3.3.6. Leverage 
Staff and 
Structural 
Supports 

Cowdell et al. (2022); Di Lorito et al. (2018); 
Hubbard et al. (2007); Jennings et al. (2018); 
Shen et al. (2017); Wali et al. (2021); Wine et al. 
(2017) 

3.3.7. Maintain 
Clear 
Communication, 
Expectations and 
Feedback 

Brockie et al. (2021); Cowdell et al. (2022); 
Harrison et al. (2019); Jennings et al. (2018); 
Oberschmidt et al. (2022); Shen et al. (2017) 

1. Researchers should provide multiple avenues for 

engagement and participation and be open to flexible 

and adaptive research processes. 

2. Researchers should use flexible and accommodating 

methodologies that align with research aims and are 

responsive to the social realities of co-researchers and 

participants. 

1. Researchers should involve community members in 

aspects of data collection and analysis. 

2. Researchers should hire auxiliary staff from the 

community when possible, include community members 

in the conduct of interviews, and/or recruit participants 

through agreed-upon terms of purposive or snowball 

sampling within their social networks. 

1. Researchers should explore compensation best 

practices for the specific demographic they will be 

working with. 

2. Compensation should be considered from the outset of 

research design and incorporated appropriately into 

funding applications. 

3. Researchers should clearly communicate with 

communities and potential participants about 

compensation. 

4. Researchers should monitor for harms in the research 

process and report incidents to relevant stakeholders 

and ethical review bodies. 

1. Researchers should plan for longer time horizons than 

might be necessary in other less-participatory kinds of 

research and the ability to adjust timescales and 

processes as the project progresses. 

2. Researchers should anticipate unpredictability, have 

backup plans and conflict resolution strategies, make 

the research process transparent, and ensure 

participants are aware of everything from the start, 

including the inherent unpredictability of research. 

1. Equitable compensation for project partners and 

participants is a critical consideration. 

2. Budget items may take the form of payments to account 

for staff time (for partner organizations), foregone 

wages (for participants who may have to choose 

between work and participating), or other direct 

payments to participants in recognition of their 

contributions. 

3. Costs of ensuring transparency and access to project 

processes and outcomes should also be considered. 

4. Questions of fair and ethical compensation should be 

discussed in early planning phases of a project. 

1. Include staff with skills in facilitating group discussions 

and data analysis with community members. 

2. Offer language options and use visual materials to make 

research processes accessible. 

3. Meet in convenient places. 

4. Offer monetary incentives, reimbursements and 

adequate break times. 

5. Provide food and childcare. 

6. Create group guidelines and expectations. 

7. Ensure accessibility to research resources and 

materials. 

1. Regular face-to-face meetings. 

2. Appoint engagement coordinator. 

3. Use lay language and neutral facilitator. 

4. Ensure accessible meetings and work in small groups. 

5. Use multiple meeting modalities. 
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Recommendation Recommendation KKeey Py Points oints Citations Citations 

3.3.8. Ensure 
Shared Decision-
Making and 
Reflexivity 

Brockie et al. (2021); Cowdell et al. (2022); 
Harrison et al. (2019, p. 2022); Jennings et al. 
(2018); Levac et al. (2019); Nunn et al. (2019); 
Oberschmidt et al. (2022); Shippee et al. (2015); 
Thomas et al. (2022); Wali et al. (2021) 

6. Build networking opportunities among community 

stakeholders. 

7. Ensure all involved can articulate the value of the 

research. 

1. Encourage shared decision making and ownership, 

flexibility, and institutional support. 

2. Reflect on facilitators and barriers to ongoing research. 

3. Show continuing commitment to co-equal partnership 

with community members. 

developed by participants (including researchers), and specify the desired and 
achieved outcomes of these activities and the methods used to assess these 
outcomes (Smith et al., 2022). 
3.4.2. Include Community Members in Dissemination 

A number of authors recommend that participants and co-researchers be 
given the opportunity to be involved in research dissemination through co-
authorship in project outputs (Catalani & Minkler, 2010; Di Lorito et al., 
2018; Habila et al., 2021; Jennings et al., 2018). Additionally, authors note 
that it may be appropriate to organize a stakeholder event which would allow 
everyone involved in the project, including co-researchers, to disseminate 
findings to policymakers and community stakeholders (Catalani & Minkler, 
2010; Di Lorito et al., 2018; Habila et al., 2021) They suggest that further 
training (e.g., presentation development, public speaking, advocacy) may be 
necessary to allow full participation in these dissemination phase activities. 

In the knowledge exchange process and translation of participatory research 
projects, researchers must seek ways to balance their academic objectives with 
the desired outputs from community members and other various target 
audiences (Oberschmidt et al., 2022; Wine et al., 2017). As an example, for each 
target audience, researchers should seek to find ways to narrate the research in 
such a way that is appropriate and that others can learn from (Oberschmidt et 
al., 2022). 

Participatory Research Recommendations for Academic Institutions 
Academic institutions looking to promote participatory research need to 

ensure they provide researchers with appropriate training on these approaches 
(Espinosa & Verney, 2021; Harrison et al., 2019; Shippee et al., 2015; Wine et 
al., 2017). Shippee et al. (2015) recommend that this training should educate 
researchers on the realities of the social dynamics and relationships they will 
need to foster with community partners. It should also address protocols and 
best practices by which to measure and disseminate the results of participatory 
methods. 

Brockie et al. (2021) suggest that some sources of grant funding and 
university policies may prohibit expenditures on food or payments to 
community members. Thus, it’s necessary to procure additional funding or 
additional flexibility in funding and an appreciation that research that employs 
participatory methods is often more complex than traditional research. 
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Table 4. Recommendations for research dissemination 

Recommendation Recommendation Key Points Key Points Citations Citations 

3.4.1 Ensure Appropriate 
Reporting of Research 
Designs and Procedures in 
Publications 

Balomenou & Garrod (2016); Boote et al. (2012); 
Brockie et al. (2021); Cowdell et al. (2022); Moore et 
al. (2019); Oberschmidt et al. (2022); Smith et al. 
(2022) 

3.4.2 Include Community 
Members in Dissemination 

Catalani & Minkler (2010); Di Lorito et al. (2018); 
Habila et al. (2021); Jennings et al. (2018); 
Oberschmidt et al. (2022); Wine et al. (2017) 

1. Explore quality standards for reporting 

in the field. 

2. Delineate ownership agreements and 

community-engagement processes in 

academic publications. 

3. Detail activities undertaken during co-

production, record skills developed by 

participants, and specify desired and 

achieved outcomes. 

1. Offer co-authorship to participants and 

co-researchers in project outputs. 

2. Organize stakeholder events for 

community-based projects to 

disseminate findings to policymakers 

and community stakeholders. 

3. Provide further training to enable full 

participation in dissemination activities. 

4. Balance academic objectives with 

desired outputs from community 

members and target audiences. 

Additionally, other challenges can arise with ethical review boards, which may 
not be willing to accept certain degrees of ambiguity or flexibility that highly 
participatory projects might envisage (Brockie et al., 2021; Espinosa & Verney, 
2021; McElfish et al., 2019). In response, they propose that academic 
institutions can further support researchers with pools of flexible funding for 
participatory research, and specialized training for ethical review staff who may 
be less familiar with the risks and benefits of participatory approaches. 

At a structural level, institutions must recognize they need to change values 
and attitudes toward participatory methods; the authors explain this shift will 
require institutions to not only promote and reward the application of 
participatory methods but also change internal attitudes away from 
paternalism toward partnerships with communities (Brockie et al., 2021; 
Espinosa & Verney, 2021; Hubbard et al., 2007). Finally, Espinosa and Varney 
(2021) caution that a lack of diversity among researchers may contribute to 
community mistrust, affecting participation and the development of 
meaningful research partnerships; increasing recruitment and retention of 
diverse researchers and graduate students are key in this regard. 

4. Discussion 
The findings of this review are consistent with practical and ethical 

recommendations from prominent single study or single method reviews of 
participatory approaches (Armstrong et al., 2011; Guta et al., 2010; Wilson 
et al., 2018). Recommendations were identified in relation to all stages of 
the research process, from study design to research dissemination as well as 
from the broad spectrum of studies “participatory.” At their core, these 
recommendations outline approaches to participatory research that builds 
trust with communities, democratizes the production of knowledge through 
collaboration, and, in many cases, seeks to address, minimize, or reverse power 
differentials in traditionally problematic research relationships. This review 
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Table 5. Recommendations for academic institutions 

Recommendations Recommendations Key Points Key Points Citations Citations 

Participatory 
Research 
Recommendations 
for Academic 
Institutions 

Brockie et al. (2021); Espinosa & Verney (2021); 
Harrison et al. (2019); Hubbard et al. (2007); 
McElfish et al. (2019); Shippee et al. (2015); Wine et 
al. (2017) 

1. Provide researchers with appropriate training on 

participatory research approaches. 

2. Provide additional funding or flexibility in funding 

for research that employs participatory methods. 

3. Provide specialized training for ethical review 

staff who may be less familiar with the risks and 

benefits of participatory research. 

4. Promote and reward the application of 

participatory methods and change internal 

attitudes away from paternalism towards 

partnerships with communities. 

5. Increase recruitment and retention of diverse 

researchers and graduate students. 

has highlighted the various ethical, logistical, and structural considerations 
that need to be built into participatory study designs from the outset. We 
recognize that these considerations often interrelate — for example, logistical 
and structural preparations are often needed to ensure there is the flexibility 
to be responsive when ethical dilemmas arise (equally, structures and logistics 
can often present barriers when navigating ethical dilemmas). Therefore, we 
discuss these three domains of consideration and locate the discussion in 
current debates in this journal and the literature more broadly, while 
recognizing that all three strands of consideration are essential to developing 
respectful, collaborative, and meaningful participation. 
4.1 Ethical Considerations 

To summarize how we conceptualize ethical considerations, we highlight 
the importance of cultural safety (Lenette, 2022), processes that reflect and 
respect the values, interests, and choices of all those involved (Brown, 2021), 
as well as recognizing the physical or emotional risks that involvement may 
entail (Jumarali et al., 2021). We also emphasize that ethical considerations 
would ideally be negotiated and co-created with the communities involved; see, 
for example, the Manifesto for Ethical Research in the Downtown Eastside 
(Boilevin et al., 2018). 

We wish to highlight the continuous dialogue and self-reflexivity (Duea et 
al., 2022) necessary to enable researchers to navigate both ethics in practice 
(Guillemin & Gillam, 2004; Lenette et al., 2019; Spiel et al., 2020) and impact-
in-process (Marzi & Pain, 2022). Moment-to-moment micro-decisions can: 
affect present and future interactions between both individuals and 
community partners (Wali et al., 2021); catalyze, impede, or exclude the 
participation of different individuals (Phillips et al., 2022); and have a huge 
bearing on the outcomes and impacts of the research (Derrick et al., 2018; 
Marzi & Pain, 2022). A helpful description of ethics in practice is explained by 
Lenette and colleagues (2019): “Frequently, we are navigating shifting — and 
competing — opportunities, risks and agendas, with ramifications both for the 
research and for collaborators” (p.166). Their important and honest account 
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emphasizes that navigating these shifts can be both physically and emotionally 
draining and risky (especially where their own values or identities intersect with 
the research focus; see also Caldera et al., 2020; Phillips et al., 2022). 

This review emphasizes the significance of ethical considerations by 
providing context on the distinguishing features of participatory practices, 
which intentionally draws attention to power differentials within research 
encounters (Gast et al., 2022; Lenette et al., 2019), in academia (Brown & 
Leigh, 2018; Caldera, 2020), and in society more broadly (Nind et al., 2017). 
We highlight the importance of recognising and addressing racism, ableism, 
and other factors precipitating inequity and power hierarchies (Minkler et 
al., 2012; Wallerstein, 2020, p. 1), and emphasise the value of articles that 
specifically support researchers to develop practices that recognise and 
prioritise the importance of cultural safety (Lenette, 2022), and identify the 
role research epistemologies and methodologies have in racial justice (Rizvi, 
2022a, 2022b). We draw attention to recent valuable work on how to address 
racism in real-time, whether in interviews (Gast et al., 2022), or when raised 
in discussion leveraging creative and visual approaches (Moses, 2022). We also 
highlight the importance of research that is explicit about the diverse expertise 
and experience different individuals offer, and the importance of guidance on 
developing research that is respectful of difference and reflects this respect in all 
elements of the process, from language choice and accessible co-design through 
dissemination practices and authorship decisions (e.g., Bonello et al., 2022; 
Fletcher-Watson et al., 2019; Phillips et al., 2022). 
4.2 Logistical Considerations 

To summarize how we conceptualize logistical considerations, we highlight 
the importance of access to resources and resource redistribution (especially 
in relation to money, time, and energy), we highlight the importance of 
considering location and space (ensuring spaces are accessible, welcoming, and 
safe), and that thoughtful preparation and support is offered (transport to 
and from research location, and materials for before, during, and after the 
research encounters). We also emphasize the value of frank conversations with 
co-researchers, communities, and advisory groups about feasibility, including 
what elements are practically possible as well as meaningful in the available 
timeframe (see Le Cunff et al., 2023, for helpful discussion of the value of 
meaningful collaboration with a community advisory group). 

This process requires building trust and often entails a higher level of 
researcher engagement than traditional, less participatory projects 
(Oberschmidt et al., 2022). As demonstrated by a common focus on power 
differentials within the studies included in this review, participatory research is 
often oriented toward communities who have previously been marginalized or 
exploited through research practices: this has logistical implications. As such, 
the ideological rationale is distinctly predicated on equitable and sustainable 
outcomes which are not only valued by the partnering community but also 
framed explicitly towards informing community development or progressive 
social change (Armstrong et al., 2011). With this ethos of close and constant 
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collaboration in mind, this review shines a light on how participatory research 
should be a reciprocal, progressive endeavor in which each stage informs the 
next through systematic feedback loops. 
4.3 Structural Considerations 

To summarize how we conceptualize structural considerations, we highlight 
the work of Muller-Schoof and colleagues (2023) who provide a helpful 
description of how structural considerations were navigated throughout their 
research: structural considerations could be university processes or policies, or 
could be the processes or policies of the organizations involved (such as health 
organizations and employment protocols). 

Important experiential knowledge and expertise is often not affiliated with 
academic institutions and organizations: including people with direct lived 
experience as co-researchers or advisory team members will not only improve 
relations between the research team and the participant group but will also 
increase the applicability and integrity of the research. By exploring key 
recommendations for academic institutions, this review has also proposed ways 
for universities to champion the above sentiment. The findings of this review 
encourage institutions to consider structural supports as equally providing 
support to researchers and removing barriers for participants and co-
researchers. Where applicable, this increased holistic structural support has 
the potential to transform the historically problematic community-researcher 
relationship and mitigate the reproduction of damaging engagement 
relationships between communities and academic institutions. The aim of this 
review was to collate and outline how researchers and institutions can 
implement participatory research practices that benefit partnering 
communities. 

This review has highlighted key insights and practical considerations that 
must precede and underpin each stage of the research process: therefore, we 
re-emphasize our call to university institutions and funders to develop systems 
and processes to support researchers and their collaborators throughout these 
processes, listening carefully to needs, dilemmas, and opportunities, and 
responding collaboratively. We also echo the call by Vaughn and Jacquez (2020) 
to document and share the “challenges and facilitators” (p.7) of implementing 
and developing meaningful participatory research processes, in order that we 
as a field may learn from across the disciplines, and develop more inclusive, 
ethical, and respectful research practices. 
5. Limitations 

Though the review took a broad approach to what counted as 
“participatory,” using a variety of search terms, other features of the review 
design likely led to the omission of these bodies of knowledge. Certain 
participatory approaches were not strongly reflected in this review but were 
known to the research team. These include citizen science, emancipatory 
research, inclusive research, and living lab approaches. 
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The difficulty of representing all forms of participatory research is notable; 
indeed, future reviews that aim for more comprehensiveness may want to 
employ their own participatory processes to ensure that conceptually similar 
research that does not use “participatory” terminology is better represented. 
Additionally, our inclusion criteria explicitly required studies to report best 
practices or lessons learned; for the purpose of a rapid scoping review, these 
were also incorporated as limiting search terms. Thus, if papers did not 
explicitly state that best practices or lessons learned were being reported, they 
were not picked up by our search. 

Another possible factor is related to the review of reviews design, which 
necessitated that primary studies had already been captured by an evidence 
synthesis method and published. Certain fields, especially medical and health 
sciences, commonly produce systematic and scoping reviews, while other fields 
may be less likely to publish in this format. While we broadened the search 
terms to include a variety of evidence syntheses (e.g., “evidence gap map,” 
“literature review,” “scoping exercise”), we acknowledge there could be a bias 
away from some disciplines. Still, given the breadth of the disciplines reflected 
in the review, we feel that the recommendations generally have broader 
applicability, and we have indicated where best practices are derived from a 
particular population (e.g., Indigenous communities, cancer patients, etc.) or 
methodology (e.g., Photovoice). 

Our findings on “lessons for academic institutions” are relatively limited, 
though important. This is possibly a product of primary studies not having 
space or scope to discuss these issues or best practices. In order for community-
engaged methodologies to meaningfully and ethically develop as a research 
practice, the provision of academic institutional policy surrounding 
participatory approaches needs to be further explored and promoted. 

6. Conclusion 
As momentum builds for participatory research across the disciplinary 

fields, it is important to support more reflective, ethical, and collaborative 
decisions about the different ways to engage with participatory approaches 
(Brown, 2021; Vaughn & Jacquez, 2020). It is important to acknowledge the 
role institutions can play in facilitating and supporting participatory 
collaborations and to seek better ways to develop meaningful engagement 
(Wali et al., 2021). This rapid scoping review offers researchers and academic 
institutions key insights and recommendations for the diverse ways in which 
they could develop participatory methods within the various stages of their 
project designs. The review highlights that respect, collaboration, and 
compromise should underpin all research decisions and that research should be 
valuable and meaningful to the communities and individuals leading, involved, 
and impacted by the research. 
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Appendix 
Supplemental Table 1. Summary of search strings and used in databases 

Database Database Search String Search String Number Number 
of Hits of Hits 

Web of 
Science 

((TS=("participatory research" OR "co-production" OR "action research" OR "engage* research" OR 
"community-based research" OR "community-based participatory research")) AND 
TS=("participatory research design" OR "participatory research method*" OR "research exemplars" 
OR "best practic*" OR "good practice")) AND TS=("systematic review" OR "scoping review" OR 
"scoping study" OR "scoping exercise" OR "systematic map* review" OR "rapid review" OR "evidence 
map*" OR "systematic scoping review") 

37 

SCOPUS ( TITLE-ABS-KEY ( "participatory research" OR "co-production" OR "action research" OR "engage* 
research" OR "community-based research" OR "community-based participatory research" ) AND 
TITLE-ABS-KEY ( "participatory research design" OR "participatory research method*" OR "research 
exemplars" OR "best practic*" OR "good practice" ) AND TITLE-ABS-KEY ( "systematic review" OR 
"scoping review" OR "scoping study" OR "scoping exercise" OR "systematic map* review" OR "rapid 
review" OR "evidence map*" OR "systematic scoping review" ) ) 

47 

ProQuest noft("participatory research" OR "co-production" OR "action research" OR "engage* research" OR 
"community-based research" OR "community-based participatory research") AND 
noft("participatory research design" OR "participatory research method*" OR "research exemplars" 
OR "best practic*" OR "good practice") AND noft("systematic review" OR "scoping review" OR 
"scoping study" OR "scoping exercise" OR "systematic map* review" OR "rapid review" OR "evidence 
map*" OR "systematic scoping review") 

33 

Pub Med (("participatory research"[Title/Abstract] OR "co-production"[Title/Abstract] OR "action 
research"[Title/Abstract] OR "engage* research"[Title/Abstract] OR "community-based 
research"[Title/Abstract] OR "community-based participatory research"[Title/Abstract]) AND 
("participatory research design"[Title/Abstract] OR "participatory research method*"[Title/Abstract] 
OR "research exemplars"[Title/Abstract] OR "best practic*"[Title/Abstract] OR "good practice"[Title/
Abstract])) AND ("systematic review"[Title/Abstract] OR "scoping review"[Title/Abstract] OR 
"scoping study"[Title/Abstract] OR "scoping exercise"[Title/Abstract] OR "systematic map* 
review"[Title/Abstract] OR "rapid review"[Title/Abstract] OR "evidence map*"[Title/Abstract] OR 
"systematic scoping review"[Title/Abstract]) 

24 

OVID 
(including 
Medline, 
PschyInfo/
EMBASE, 
APAPsych) 

KEYWORD(participatory research) OR (co-production) OR (action research) OR (engage* research) 
OR (community-based research) OR (community-based participatory 
research)KEYWORD(participatory research design) OR (participatory research method*) OR 
(research exemplars) OR (best practic*) OR (good practice)KEYWORD(systematic review) OR 
(scoping review) OR (scoping study) OR (scoping exercise) OR (systematic map* review) OR (rapid 
review) OR (evidence map*) OR (systematic scoping review) 

134 
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Supplemental Table 2. Themes and Subthemes 

Theme Theme Subtheme Subtheme Recommendations Recommendations 

Participatory Research 
Recommendations for Researchers 

3.2 Early-Stage Considerations 
for Study Design and Planning 

3.2.1. Build Relationships and Trust with 
Individuals and Community Stakeholder Groups 

3.2.2. Engage Community Members Throughout 
the Research Process 

3.2.3. Employ a Collaborative Approach in the 
Design of Ethical Protocols 

3.2.4. Seek to Understand Cultural Context and 
Respect Cultural Norms 

3.2.5. Build Capacity for Participation in the 
Community of Interest 

3.3. Conducting the Research 3.3.1. Provide Varied and Flexible Avenues for 
Participation 

3.3.2. Involve Community Members in Data 
Collection 

3.3.3. Consider If and How to Compensate 
Participants 

3.3.4. Anticipate Flexible Timelines 

3.3.5. Consider Special Budgetary Needs 

3.3.6. Leverage staff and Structural Supports 

3.3.7. Maintain Clear Communication, 
Expectations and Feedback 

3.3.8. Ensure Shared Decision-Making and 
Reflexivity 

3.4. Dissemination and 
Knowledge Exchange 

3.4.1. Ensure Appropriate Reporting of Research 
Designs and Procedures in Publications 

3.42. Include Community Members in 
Dissemination 

Participatory Research 
Recommendations for Academic 
Institutions 
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Supplemental Table 3. Examples of Protocols and Frameworks for Participatory Research 

Citation Citation 
Population/ Population/ 
Setting Setting 

Topic Topic 

Wright et al. (2021). Our journey, our story: a study protocol for the evaluation of a co-
design framework to improve services for Aboriginal youth mental health and well-
being BMJ Open 11:e042981. http://dx.doi.org/10.1136/bmjopen-2020-042981 

Aboriginal 
youth in 
Western 
Australia 

Mental health and 
well-being 

Neufeld et al. (2019). Research 101: A process for developing local guidelines for 
ethical research in heavily researched communities. Harm Reduct J 16(41). 
https://doi.org/10.1186/s12954-019-0315-5 

Marginalized 
communities 
in Vancouver, 
Canada 

Community ethics 

Zuber-Skerritt, O. (2018). An educational framework for participatory action learning 
and action research (PALAR). Educational Action Research, 26(4), 513-532, 
https://doi.org/10.1080/09650792.2018.1464939 

Education Learning, teaching, 
assessment, and 
leadership 
development 

Bagley et al. (2016). A patient and public involvement (PPI) toolkit for meaningful and 
flexible involvement in clinical trials - a work in progress. Res Involv Engagem. 27(2), 15. 
https://doi.org/10.1186/s40900-016-0029-8 

Healthcare 
patients 

Increasing patient 
and public 
involvement in 
clinical trials 

Mental Health Experience Co-Design (MH ECO). https://tandemcarers.org.au/Web/
Web/Resources/Research-Projects/MH-ECO.aspx 

Recipients of 
mental 
health 
services 

Improving quality 
and experience of 
mental health care 
services 

Experience-Based Co-Design (EBCD). https://www.pointofcarefoundation.org.uk/
resource/experience-based-co-design-ebcd-toolkit/ 

Healthcare 
patients 

Improving 
experience of 
healthcare 
services 

Metro-Regional Intellectual Disability Network (MRID) Co-Design Kit. 
http://codesignkit.org.au/co-design-in-practice/co-design-from-scratch/ 

Individuals 
with 
intellectual 
disabilities 

Improving 
healthcare 
services 
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