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Abstract 
Background and Objectives: Given the increase in methodological pluralism in research on brain health, cognitive aging, and neurodegenera-
tive diseases, this scoping review aims to provide a descriptive overview and qualitative content analysis of studies stating the use of participa-
tory research approaches within Alzheimer’s disease and related dementias (ADRD) literature globally.
Research Design and Methods: We conducted a systematic search across four multidisciplinary databases (CINAHL, SCOPUS, PsycInfo, 
PubMed) for peer-reviewed, English-language studies addressing ADRD that explicitly described their use of a participatory research approach. 
We employed a systematic process for selecting articles that yielded a final sample of 163 studies. Data from articles were analyzed to chart 
trends from 1990 to 2022 in terminology, descriptions, application of participatory approaches, and the extent and nature of partnerships with 
nonacademics.
Results: Results demonstrated geographic differences in the use of stated approaches between North America—where community-based 
participatory research predominates—and Europe, where Action Research is most common. We further found that only 73% of papers in 
this systematic review had identifiable definitions or descriptions of the participatory approach used. Findings also showed that 14% of 
articles demonstrated no evidence of engaged partnership beyond activities typical of research participants, while 23% of articles identified 
partnering with people with dementia, and an additional 16% reported partnerships with members from Indigenous, Black, Asian, or Latinx 
communities. 
Discussion and Implications: This scoping review identifies three areas in need of greater attention in ADRD literature using participatory 
research approaches. First, findings indicate the importance of strengthening the use, transparency, and rigor of participatory methods. Second, 
results suggest the need for greater inclusion of historically marginalized groups who are most affected by ADRD as research partners. Finally, 
the findings highlight the need for integrating social justice values of participatory approaches into research project designs.

Translational Significance: Participatory research approaches constitute an innovative area of methods for Alzheimer’s disease and 
related dementias (ADRD) research that has been found to increase participation among Black, Indigenous, People of Color (BIPOC) 
communities and increase the use of interventions in communities and health institutions. However, no study to date has synthesized 
how participatory approaches are being characterized and applied in ADRD research. We conducted a scoping review to provide an 
overview of the range of applications of participatory research approaches in ADRD across countries, disciplinary settings, topical areas, 
and the extent of inclusion of people with dementia and BIPOC communities. These findings highlight the range of approaches and 
applications and the need for improved professional norms to increase rigor.
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The field of Alzheimer’s disease and related dementias (ADRD) 
has grown tremendously in the past decade, with multiple 
global initiatives supporting research on brain health, cog-
nitive aging, and neurodegenerative diseases (Aranda et al., 
2021; National Institute on Aging, n.d.). Methodological plu-
ralism has accompanied this growth. Researchers from a vast 
array of disciplines, both within and outside the biomedical 
sciences, have oriented to studying ADRD (Brody & Galvin, 
2013; Super & Ty, 2022).

This scoping review aims to describe one emerging 
approach in the field of ADRD: participatory research. 
Participatory research has been defined as a “science and 
discipline of knowledge creation and use” (Andersson, 
2018). The central objective of participatory research is to 
produce a more democratic process of knowledge creation, 
transform the social reality of the people involved, and fur-
thermore, contribute to the social transformation of society 
(Pain & Francis, 2003; Selener, 1997). Its defining character-
istic is the degree and quality of engagement of participants 
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in research-related activities (Pain & Francis, 2003). It cen-
ters on the relationship dynamics that underlie the research 
process, paying particular attention to whom the knowledge 
generated will benefit, whose expertise is valued, and how it 
will be used beyond academia (Andersson, 2018; Gaventa & 
Cornwall, 2006; Wallerstein et al., 2017). Researchers have 
called for greater use of participatory methods in the field of 
ADRD to improve recruitment and retention (Grill & Galvin, 
2014), greater attention to issues of health equity (Gilmore-
Bykovskyi et al., 2019), improved study design and appli-
cation of findings (Hendriks et al., 2018), and to center the 
voices of people living with dementia (Reuben, 2020).

Our study provides an overview of the stated use of par-
ticipatory approaches within peer-reviewed research papers 
on ADRD published through 2022. We deliberately include 
studies across the world that use a variety of terms to describe 
their participatory approaches, engage a range of potential 
partners, and have been conducted in various settings. Guided 
by the origins of participatory approaches in theoretical 
stances on the importance of transformational social change 
and redressing systems of oppression in and of which scien-
tific research methods have developed (Freire, 1968), we also 
focus on the extent to which researchers are partnering with 
people living with dementia and individuals from historically 
oppressed racial/ethnic groups.

Overview of Participatory Methods
Long-standing approaches to human subjects research clearly 
distinguish roles among actors in research processes: the tra-
ditional role expectation for researchers is to advance knowl-
edge by collecting, analyzing, and interpreting data from 
subjects, and the role of the research participant is to respond 
to the researchers’ requests for information or specimens. 
This process of generating knowledge has often led to the 
objectification of research participants and has been critiqued 
for its potential to perpetuate oppression among marginal-
ized populations (Fals-Borda & Rahman, 1991; Gaventa & 
Cornwall, 2006; Reyes et al., 2022; Torres et al., 2020). In 
this sense, knowledge production is a sociopolitical activity 
that functions to determine the limits and possibilities of our 
society. Fals-Borda and Rahman (1991) describe it as a sys-
tem of power and control that functions alongside processes 
of material production to create and sustain socioeconomic 
inequities: “Domination of masses by elites is rooted not only 
in the polarization of control over means of material pro-
duction, but also over the means of knowledge production, 
including control over the social power to determine what 
is useful knowledge” (Fals-Borda & Rahman, 1991, p. 14). 
From these observations that position knowledge as a tool of 
sociopolitical power, scholars such as Kurt Lewin (1946) and 
Pablo Freire (1968) theorized participatory research as an 
alternative pathway that could promote empowerment and 
social equity (Freire, 1968; Lewin, 1946). Freire in particular 
highlighted the potential of participatory research as a tool 
that could serve oppressed groups to disrupt power dynamics 
embedded in the monopoly of knowledge production.

This literature positions participatory research to be partic-
ularly valuable for challenging deep-rooted power inequities 
in the process of knowledge production, and application, and 
as a tool that can improve the lives of participants. In partic-
ipatory research approaches, the integration of participants’ 
expertise and participation in the research process is a central 

contribution to challenging knowledge inequity and the ineq-
uities that follow through its use and applications (Huffman, 
2017). It also has been stipulated that actions taken from 
the knowledge produced must be “collective efforts to effect 
community-level changes that go beyond efforts to modify 
individual-level behaviors of community members” (Cook, 
2008, p. 669). Without creating processes of decision-making 
and acknowledging power differentials, researchers cannot 
create the conditions for authentic participation (Gaventa & 
Cornwall, 2006; Macaulay, 2017).

Literature Review
Much of the emphasis on participatory approaches in the 
field of ADRD has focused specifically on the participation 
of people with dementia. This focus has been prompted, in 
part, by the efforts of several organizations throughout the 
world. For example, the Alzheimer’s Society in the United 
Kingdom has a public statement on its website discussing 
the importance of including people with dementia and their 
care partners in research processes (Alzheimer’s Society, n.d.). 
With similar aims, in the United States, the 2017 National 
Research Summit on Care, Services, and Supports for Persons 
with Dementia and Their Caregivers included a stakeholder 
group comprised of people living with dementia that enabled 
those individuals and their care partners to share their per-
spective on future research agendas and strategies to encour-
age active participation of people with dementia in research 
(Frank et al., 2020).

Several prior empirical reviews have focused on the use of 
participatory research methods in the field of ADRD, many of 
which include people with dementia and their care partners 
as engaged contributors in the research process. For exam-
ple, Bethell and colleagues sought to describe the extent and 
nature of patient engagement approaches that have been used 
to involve individuals with dementia and their care partners 
in research (Bethell et al., 2018). The authors identified sev-
eral barriers to the engagement of individuals with demen-
tia, such as difficulty maintaining ongoing commitment from 
people with dementia and dementia-related stigma lead-
ing to assumptions about lack of capacity to participate in 
research. On the other hand, the researchers found that the 
involvement of organizations and philanthropies that serve 
people with dementia and their care partners created oppor-
tunities for engagement of people with dementia in research. 
Importantly, the authors acknowledged that some studies that 
actively involved people with dementia in the research pro-
cess did not adequately describe the ways in which people 
with dementia and care partners were engaged.

Most recently, Kowe and colleagues conducted a system-
atic review to explore the impact of participatory research 
with people with dementia on researchers, as well as provide 
guidance on how the participatory research process could be 
improved (Kowe et al., 2022). Based on nine studies from the 
United Kingdom, Belgium, and the United States, the authors 
found that researchers benefitted from actively partnering 
with individuals with dementia by developing an increased 
understanding of, and greater competence for, collaborating 
with people with dementia. Challenges identified included dif-
ficulty establishing a balanced relationship among researchers 
and people with dementia and putting forth the additional 
effort and time to conduct the research beyond traditional 
research study processes. To improve the participatory 
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research process, the authors called for training and struc-
tured guidelines on how to conduct engaged research with 
people with dementia.

Our study expands upon empirical knowledge of partici-
patory approaches in ADRD literature in several ways. First, 
our review centers on the concept of participatory research 
methods, as described earlier. Second, our review includes 
studies encompassing diverse partnerships to include care 
partners, family members, health-care professionals, and oth-
ers in addition to people with dementia. In addition, it draws 
attention to the inclusion of historically marginalized groups 
(i.e., people with dementia and individuals from historically 
marginalized racial/ethnic groups), which is theoretically a 
primary motivation of participatory approaches as described 
by Freire (1968) and Lewin (1946). Furthermore, our review 
incorporates studies representing a global scope given inter-
national interest in increasing community-engaged research 
in the field of ADRD.

Method
We conducted a scoping review of ADRD studies that char-
acterized their research approach as participatory. A scoping 
review was selected given its utility for examining the extent 
of empirical literature on a given topic, the range and charac-
teristics of evidence on the topic, current trends, and gaps in 
the literature to improve future research (Arksey & O’Malley, 
2005). Guided by Arksey and O’Malley’s scoping review 
framework (Arksey & O’Malley, 2005) and Peters et al.’s 
(2020) updated guidance for conducting a scoping review, 
our research aims were to provide a descriptive overview of 
(a) the range of geographic and disciplinary settings, as well 
as topical areas, in which participatory research approaches 
in ADRD empirical literature had advanced, (b) the terms 
and definitions of participatory approaches used, and (c) the 
extent of inclusion of people with dementia and other groups 
as participatory partners, as well as individuals from histori-
cally marginalized racial/ethnic groups. This study follows the 
reporting guidelines of the PRISMA-ScR Checklist (Tricco et 
al., 2018).

Inclusion Criteria
Consistent with our research aim to review studies in the field 
of ADRD that report the use of participatory methods, our 
inclusion criteria were as follows:

1.	 Empirical study, or study that describes the methods em-
ployed for an empirical study;

2.	 Substantive focus on cognitive aging or ADRD in later 
life;

3.	 Explicitly state the use of at least one of the following: 
participatory research, action research, participatory ac-
tion research (PAR), community-based participatory re-
search (CBPR), co-research, or some variation thereof;

4.	 Published in a peer-reviewed publication; and
5.	 Available in English

Our search did not apply any specific limits regarding geo-
graphic region, time of publication, or severity/type of 
dementia. Given the variety of participatory approaches and 
definitions, we focused on selecting studies primarily through 
the terminology used. Therefore, studies that engaged par-
ticipants beyond traditional research subjects but did not 

explicitly state the use of a participatory approach term in 
any part of the article (i.e., title, abstract, and main body of 
the text) were not included in this study. In addition, sys-
tematic/scoping reviews and conceptual articles were not 
included.

Data Sources and Search Strategies
A manual preliminary search on Google Scholar of relevant 
literature was conducted to gain a sense of terms and key-
words being used throughout different disciplines, geographic 
regions, and time. The preliminary search yielded 19 articles; 
this list was provided to a university librarian, who worked 
with us to develop and select search terms and databases. 
Using the records for this initial list, the librarian browsed 
titles, abstracts, keywords, MESH, identifiers, thesaurus, sub-
ject headings, and key concepts and subsequently designed a 
three-category search term strategy, using “and” across the 
categories of cognition, participatory research, and aging (see 
Table 1).

Given the multidisciplinary nature of the research topic 
(e.g., across ADRD specifically, health in general, and 
the social sciences), we used four databases for a system-
atic search of articles: CINAHL, SCOPUS, PsychInfo, and 
PubMed.

Study Selection
Search results were downloaded into Zotero, a reference 
management software. The lead author screened titles and 
abstracts identified by the search, removed duplicates, 
and applied the selection criteria. Following this initial 
review of studies for inclusion criteria, full-text copies of 
sources were obtained for all studies. For articles that the 
full-text could not be obtained through institutional hold-
ings, authors were directly contacted to procure the arti-
cle. Studies were downloaded to a spreadsheet created to 
facilitate our screening for inclusion/exclusion criteria. This 
tracker included the following categories: citation, year 
of publication, keywords, meets criteria (reasons why the 
article meets criteria), and does not meet criteria (reasons 
why the article does not meet criteria). As recommended 
by Levac and colleagues to ensure the reliability of arti-
cle inclusion and exclusion, the authors independently 
reviewed papers, classified them according to criteria, and 
discussed discrepancies to arrive at a final sample (Levac et 
al., 2010). The first and third authors reviewed the first 30 

Table 1. Search Terms

Criteria # Concept Search text string 

1 Cognition Alzheimer’s disease or Alzheimer’s or 
Alzheimer*or cognition disorder* or 
memory disorder* or dementia

2 Participatory 
research

Participatory action research OR partici-
patory research OR action research or 
appreciative inquiry or community-based 
participatory research or community 
engagement or community involvement 
or user research

3 Aging Older adults OR aged OR older people OR 
aging
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papers separately to ensure consistency in inclusion/exclu-
sion criteria.

Figure 1 shows the Preferred Reporting Items for 
Systematic Reviews and Meta-Analyses (PRISMA) Flow 
Diagram, which outlines the study selection process (Moher 
et al., 2009). Our initial systematic search began at the end 
of 2019 but was halted due to the COVID-19 pandemic. The 
study then restarted in late 2021, and we conducted a new 
systematic search across the same four databases using the 
same keywords that yielded a total number of 374 studies. 
Of these 374 studies, 228 did not meet inclusion criteria, 
which brought our sample to 146. This sample was divided 
up into three lists that underwent a full-text review by all 
three authors independently, and meetings were held to dis-
cuss a selection of studies and inclusion criteria. The data 
extraction and analysis were carried out with this final sam-
ple of studies. In January 2023, we decided to do a refresh to 
include new articles published throughout 2022. This search 
yielded an additional 51 nonduplicated studies, of which 34 
were excluded after undergoing the same process for prelim-
inary and full review. In total, we assessed 425 for eligibil-
ity and excluded 262 articles, yielding a final sample of 163 
publications.

Data Charting Process
We developed a data charting spreadsheet to extract key 
information from each of the included articles, consistent 
with the methodological standards for scoping reviews 
(Arksey & O’Malley, 2005; Peters et al., 2020). To ensure 
consistency of approach to data extraction (Levac et al., 
2010), the study team (authors and a graduate assistant) 
independently reviewed all papers. Supplementary Table 1 
describes the data fields that we extracted in our review 
for each article, including geographic region, participatory 
research method, study setting, evidence of active partnership 
with nonacademic research partners (i.e., non-professionally  
trained researchers from outside of academia), partner 
type, research method, community partners from diverse 
ethnoracial groups, journal type, and research topics. 
Supplementary Table 2 lists each of the articles organized 
by type of participatory approach used, their first-listed 
author’s last name, year of publication, geographic setting 

(by country), a brief summary of the research aim, and 
research setting.

Synthesis of Results
Analysis was conducted in compliance with the fourth and 
fifth stages of the scoping review framework (Arksey & 
O’Malley, 2005) where key information from selected arti-
cles was charted, collated, and summarized. Findings from 
the studies were compared and contrasted according to the 
objectives of the review (Peters et al., 2020), which involved 
a description of the characteristics of the studies, terminolo-
gies and definitions, and nonacademic partners. Specifically, 
we used thematic analysis—where the researchers “identified, 
analyzed and reported patterns within the data” (Vaismoradi 
et al., 2013)—to derive insights about terminologies and defi-
nitions as well as nonacademic partners. We also identified 
the limitations of this group of studies and their implications 
for future research in this area of study.

Findings
We present results in three sections: (1) a descriptive summary 
of the characteristics of ADRD research stating the use of a 
participatory research approach, (2) results from an analy-
sis exploring trends in the use of approach terminologies and 
definitions, (3) a description of the range of nonacademic 
partners engaged across countries and types of participatory 
approaches, with particular attention to the inclusion of peo-
ple with dementia and individuals from Indigenous, Black, 
Latinx, and Asian communities.

Characteristics of ADRD Research Papers 
Stating the Use of Participatory Approaches
The number of research articles published by year (1995 
to January, 2023) included in the current sample is shown 
in Figure 2. The results suggest a growing interest in the 
use of participatory methods within the field of ADRD, as 
evidenced by the increase in articles published at the turn 
of the 21st century. CBPR, participatory methods, and co- 
research are relatively newer approaches (published more 
frequently in the 2010s and beyond), while action research 
and PAR have been used since the late 1990s. For example, 
the earliest paper (Rolfe & Phillips, 1995) used the term 
“action research,” and it was not until more than a decade 
later that the term “CBPR” emerged (MacDonald et al., 
2006).

Table 2 shows a descriptive overview of study character-
istics for the 163 articles included in our review. Most stud-
ies were conducted in the UK (31%), followed by 25% in 
North America (United States and Canada), and 17% in 
Oceania (Australia and New Zealand). An additional 17% 
were conducted across Europe, 7% in Asia, and 4% in other 
regions. The study settings varied considerably, with 33% in  
nonhealth-care settings, 33% in institutional settings, and 
31% in community-based health care settings. A total of 23% 
of articles provided evidence of partnerships with people with 
dementia, 1% partnered with rural communities, and 16% 
partnered with Indigenous, Black, Latinx, or Asian commu-
nities. In addition, the majority of studies used qualitative 
methods (66%), 13% were quantitative, 12% used mixed 
methods, and 9% were process articles (i.e., they described a 
larger program of empirical research). In addition, the studies 

Figure 1. PRISMA flow diagram of study selection process. ADRD = 
Alzheimer's disease and related dementias.

http://academic.oup.com/innovateage/article-lookup/doi/10.1093/geroni/igad091#supplementary-data
http://academic.oup.com/innovateage/article-lookup/doi/10.1093/geroni/igad091#supplementary-data
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were published in a wide range of journals, with 36% in 
health professions journals, 18% in ADRD-focused journals, 
and 16% in aging journals.

Table 3 shows the primary research topics explored in 
the included studies (see Supplementary Table 3 for specific 
articles corresponding to each topic). The majority of stud-
ies (61%) focused on enhancing the quality of dementia care 
delivered by health-care professionals, family members, or 
volunteers. In addition, 14% focused on understanding the 
lived experience of people with dementia, their care partners, 
and health-care professionals. An additional 13% aimed to 
demonstrate the feasibility of partnering with people with 
dementia and other stakeholders in engaged research. The 
remaining articles aimed to improve outreach to, and research 
participation, among people with dementia, their care part-
ners, and individuals from historically oppressed groups 
(5%), understand environmental and place-based contexts 
for people with dementia (e.g., outdoor and public spaces; 
4%), and increase awareness of dementia and dementia ser-
vices for the community at large (4%).

Trends in Terms and Definitions of 
Participatory Approaches within ADRD 
Research
Participatory research in ADRD literature has used distinct 
but related terminology to describe research involving part-
nerships between researchers and nonacademic partners. As 
shown in Table 2, action research was the term most used 
(33%; 54 papers), followed by PAR (29%; 47 papers), CBPR 
(20%; 33 papers), participatory research (9%; 15 papers), 
and co-research or another related term (e.g., co-production; 
9%; 14 papers). Our findings revealed that the choice of ter-
minology was often closely related to geographic region. For 
example, the majority of papers that used CBPR and related 
terms (e.g., CBPAR, CPAR) were from North America (39% 
from the United States and 36% from Canada). In fact, all 
papers (100%) published in the United States used CBPR, 
while publications from other countries varied in the use of 
participatory terminologies. For example, publications from 
England made up 63% of publications using co-research, 
53% of publications using participatory research, and 35% 
of publications using action research. On the other hand, 
26% of Australian and 17% of Canadian publications used 

PAR. Studies conducted in countries across Asia (11 papers) 
primarily used CBPR (36%) and PAR terminology (36%).

In addition, we reviewed groupings of articles according to 
each participatory approach category and related terminol-
ogy (denoted by “+”) and synthesized definitions for each ter-
minology as presented in the literature. Only 73% of papers 
in this systematic review had identifiable definitions or con-
ceptual descriptions of the participatory approach that the 
articles stated. Following is a summary of the literature by 
type of participatory approach used.

Figure 2. Number of research articles published by year (N = 163).

Table 2. Characteristics of Studies in the Final Sample (N = 163)

Study Characteristics N % 

Region

 � UK 50 31

 � North America 40 25

 � Oceania 28 17

 � Europe 28 17

 � Asia 11 7

 � Other (including multiregion) 6 4

Participatory research method

 � Action research 54 33

 � Participatory action research 
(PAR)

47 29

 � Community-based participato-
ry research (CBPR)

33 20

 � Participatory research 15 9

 � Co-research 8 5

 � Other 6 4

Study setting

 � Nonhealth-care setting 54 33

 � Institution 54 33

 � Community-based health care 51 31

 � Mixed 4 2

Partnered with people with 
dementia

38 23

Partnered with rural communities 2 1

Partnered with Indigenous, Black, 
Latinx, or Asian communities

26 16

Research method

 � Qualitative 108 66

 � Quantitative 22 13

 � Mixed methods 19 12

 � Process article 14 9

Journal type

 � Health professions 59 36

 �  Alzheimer’s disease and relat-
ed dementias (ADRD)

30 18

 � Aging 26 16

 � Social sciences and health 17 10

 � Research methods 16 10

 � Other 9 6

 � Policy 2 1

 � Disability 2 1

 � Technology 2 1

http://academic.oup.com/innovateage/article-lookup/doi/10.1093/geroni/igad091#supplementary-data
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Action Research (+)
A total of 45 studies stated using action research, and an addi-
tional nine papers used a variation of this term (e.g., eman-
cipatory action research and organizational action research). 
Of these 54 articles, 69% provided a description or definition 
of the term. Most definitions state or describe the “action 
research cycle” (Ayton et al., 2020; Davies et al., 2014; 
Mitchell et al., 2020). This multiphase research cycle begins 
with problem definition, developing a practice-based solu-
tion, generating insights from that change, and re-engaging  
in the cycle until an improvement is made. Definitions also 
showed that this is practitioner-centered research with a 
strong emphasis on their leadership in implementation and 
practice/systems change within their workplace.

Participatory Action Research (+)
A total of 43 studies were identified using PAR, and an addi-
tional four papers used a variation of this approach (e.g., 
applied PAR and PAR storytelling). Of these 47 articles, 81% 
provided a description or definition of the term. Notably, 
while the term used in the title or abstract of these papers 
was PAR, many of the definitions drew from action research 
or explicitly used the terminology and described the action 
research cycle (Andrews et al., 2019; Chenoweth & Kilstoff, 
1998; Harkin et al., 2022). The main difference that emerged 
between studies using action research versus PAR was that 
the latter focused more on community partnerships beyond 
practitioners, and more readily identified the involvement of 
people from marginalized backgrounds (Dupuis et al., 2021; 
Goeman et al., 2016). Studies stating the use of PAR also 
included more discussions on different ways of knowing, such 
as those emerging from lived experience. Definitions often 
highlighted mutual learning leading to work that supported 
the transformation of people’s lives and social change.

Community-Based Participatory Research (+)
A total of 27 studies stated the use of CBPR, and an addi-
tional six papers used a variation of this approach (e.g., 
CPAR and de-colonized CBPAR). Of these 33 articles, 75% 
provided a description or definition of the term. These defini-
tions centered on relationship building and integrating scien-
tific, lived experience, and indigenous knowledge to produce 
new insights (Cornect-Benoit et al., 2020; MacDonald et al., 
2006). The main values of CBPR identified throughout the 

literature were attention to equity, collaborative partnerships, 
bridging knowledge and change, acknowledging expertise 
beyond academia, attention to culture, and valuing partners’ 
leadership (Askari et al., 2018; Lee et al., 2018; Parker et al., 
2022). In addition, community members were sometimes 
identified as the initiators of the research study, rather than 
academic researchers. A few studies highlighted the benefit of 
CBPR for the recruitment and retention of hard-to-reach pop-
ulations (Austrom et al., 2010; Etkin et al., 2012; Park et al., 
2022), and for promoting community-led research (Austrom 
et al., 2010; Phillipson & Hammond, 2018).

Other Approaches
Less common terminologies in the literature were participa-
tory research (15 articles) and co-research or related terms (14 
articles). The studies stating the use of participatory research 
(and variations) placed emphasis on respect and acknowledg-
ment of participant’s and their expertise. Most articles (80%) 
using participatory research provided a definition. These defi-
nitions discussed the value of engaging participants’ exper-
tise in the research process, as well as acknowledging power 
dynamics between researchers and participants. In addition, 
unlike action research, PAR, and CBPR, studies stating the use 
of participatory research mostly engaged individuals, rather 
than teams or community groups. Furthermore, only 37% 
of the eight studies specifically using the term co-research  
provided a definition. Definition focused involvement 
of participants in the research process and describing  
co-researchers as joint contributors (Sprange et al., 2021) and lay  
co-researchers (Mockford et al., 2016). This language locat-
ing participants as nonprofessional rather than experts was 
not found among the other participatory approaches.

Trends in Partnerships in ADRD Research
Studies’ descriptions of the partners’ participation varied 
widely. Participation ranged from traditional participant sub-
ject to being part of a steering committee or feedback group, 
engaging in problem identification, instrument and interven-
tion development, recruitment, data collection, data analysis, 
dissemination of research findings, and co-authoring. Of the 
total 163 articles stating the use of a participatory approach, 
14% (23 articles) demonstrated no evidence of engaged part-
nership beyond activities typical of research participants (e.g., 
providing data, member checking, etc.). Of these studies that 
demonstrated no evidence of engaged partnership, 61% spec-
ified using an action research + approach, and the largest con-
centration was in the UK and Europe.

Of the remaining 140 articles that demonstrated evidence 
of engaged partnerships, 38 articles identified partnering with 
people with dementia. Among the 38 studies, 42% identified 
solely partnering with individuals living with dementia, and 
the rest included practitioners and caregivers as partners in 
addition to people with dementia. One study described part-
nering with people with dementia living in a rural commu-
nity (Hicks et al., 2020), and no study specified partnering 
with people with dementia from Indigenous, Black, Asian, or 
Latinx populations. Globally, only 26 studies discussed part-
nerships with individuals (e.g., residents, caregivers, health-
care professionals) from, or organizations serving Indigenous, 
Black, Asian, or Latinx communities. Some studies reported 
partnering with Asian practitioners and community mem-
bers (Lhimsoonthon et al., 2019; Li & Ho, 2019; Lindgren 

Table 3. Overarching Research Topics

Topics N % 

Enhance quality of dementia care delivered by health-
care professionals, family members or volunteers

99 61

Understand the lived experience of people with demen-
tia, their care partners, and health-care professionals

23 14

Demonstrate the feasibility of partnering with people 
with dementia and other stakeholders in engaged 
research

21 13

Improve outreach to, and research participation among, 
people with dementia, their care partners, and individ-
uals from historically oppressed groups

8 5

Understand environmental and place-based contexts for 
people with dementia

6 4

Increase awareness of dementia and dementia services 6 4
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et al., 2012; Park et al., 2022) as well as Indigenous com-
munity members (Acharibasam et al., 2022; Cornect-Benoit 
et al., 2020; Cox et al., 2019; Dieter et al., 2018; Jacklin et 
al., 2020; Pace, 2020; Walker et al., 2021; Webkamigad et 
al., 2020). In addition, a few studies specified partnering with 
multiethnic practitioners, caregivers, and community res-
idents (Goeman et al., 2016; Kilstoff & Chenoweth, 1998; 
Nielsen et al., 2022).

Among studies that demonstrated evidence of partnering 
with individuals with dementia and/or community orga-
nizations, residents, caregivers, and/or practitioners from  
ethno-racially diverse groups (n = 66), the majority were 
located in Canada (27%), England (21%), and Australia 
(18%). Almost all studies that reported partnering with 
Indigenous communities were conducted in Canada, with the 
exception of one in Australia (Cox et al., 2019). In the United 
States, no study specified partnering with individuals with 
dementia, one study reported partnering with Black American 
community members (Bardach et al., 2021), and another 
described partnerships with Latinx and Middle Eastern/Arab 
Americans (Ajrouch et al., 2020). Some studies reported 
partnerships with organizations representing historically 
marginalized groups (Askari et al., 2018; Hong et al., 2019; 
Morhardt et al., 2010; Park et al., 2022). Although a variety 
of participatory approaches were described across this sub-
set of 66 studies, the most common participatory approaches 
were CBPR (30%) and PAR (24%).

Discussion
This scoping review provides a descriptive overview of 
English-language, peer-reviewed publications on ADRD that 
state the use of participatory research approaches. We explic-
itly designed our review to focus on studies conducted across 
a range of geographies, settings, and disciplines, with a vari-
ety of partners and on a diversity of research topics. Despite 
the expansiveness of our review, we were intentional in our 
focus on studies that expressly reported the use of participa-
tory approaches, such as through their use of specific terms 
including action research, CBPR, and the like (refer to search 
terms in “Method”). Unlike engaged research in general, 
which broadly calls for participants’ involvement in research 
projects beyond the typical role of “subject” (Bethell et al., 
2018), participatory methods are epistemologically grounded 
in principles of democratizing knowledge production and 
attending to issues of power in interpersonal interactions and 
broader systems change (Freire, 1968; Lindhult, 2022).

Our foundational review provides a beginning portrait 
of participatory approaches within the field of ADRD. For 
example, participatory methods were used in the context of 
biomedical, social, scientific, demographic, and other research 
traditions. We also found geographic tendencies and histor-
ical trends, such as the more predominant use of CBPR in 
Canada and the United States. In addition, while the majority 
of studies using participatory approaches in ADRD research 
used qualitative methods, there were some studies that used 
quantitative and mixed methods, as well as process-oriented 
articles that provided an in-depth description of conducting 
a study using a particular participatory approach. Our anal-
ysis of terms and definitions revealed that terminologies are 
variable, with different emphases on particular components 
of relational processes and research activities across studies 
employing both similar and different approaches. Finally, our 

analysis of partnerships also showed a scarcity of research 
on people with dementia and Black, Indigenous, Asian, and 
Latinx people and communities in this field. Primarily, the 
lack of attention to intersectionality among people with 
dementia population is a critical gap in ADRD studies using 
participatory research approaches. In light of these important 
findings, our foundational review demonstrates the value of 
undertaking a full systematic review as a next step to advance 
understanding of this area of research (Arksey & O’Malley, 
2005).

Therefore, we interpret our findings to identify essen-
tial areas for continuing to develop the use of participatory 
approaches within the field of ADRD. Subsequently, we dis-
cuss ways in which this review highlights the need for greater 
attention to “how,” “who,” and “why” of participation among 
partners of academic researchers.

Attending to “How” Participatory Practices are 
Facilitated and Enacted
Our paper provides an essential foundation for future explo-
ration of how researchers enact core values of participatory 
research in their practices (e.g., acknowledgment of power 
dynamics, decision-making processes, and equitable partici-
pation; Minkler, 2012). For example, some studies have used 
a consensus model of governance where every participant 
receives an equal vote toward decision-making (Tan et al., 
2014). Another strategy toward shared power is the use of a 
decentralized decision-making model, where subcommittees 
are established with representation from the different stake-
holder groups, and each is responsible for a specific aspect 
of the research project and can shape decisions in that area 
(Israel et al., 2010). However, as stated previously, many stud-
ies only used a participatory term without providing a defi-
nition or a description of their approach. This hindered our 
ability to draw systematic conclusions on the extent to which 
researchers were attending to key features of participatory 
research. Similar to conclusions from prior reviews (Bethell 
et al., 2018; Kowe et al., 2022; Suijkerbuijk et al., 2019), our 
review indicates the need for greater transparency in how 
studies implement participatory designs, such as through 
journal guidelines, study-specific process-focused papers, and 
Supplemental Materials describing their participatory process 
to improve the credibility of these approaches and increase 
replicability of methods in this field. Without evidence-based 
guidelines on the “how” of participatory research methods, 
the stated use of participatory approaches can easily subvert 
their very intention to attend to power issues and contribute 
to social change (Chambers, 1994).

Attending to “Who” is Participating
Much of the discourse on participatory approaches has called 
for the inclusion of people with dementia (Tanner, 2012) and 
people from historically oppressed ethno-racial groups, who 
are the populations primarily affected by ADRD (Moon et al., 
2019). Here in the United States, where all three authors of 
this paper are located, Black older adults are twice as likely to 
experience ADRD than non-Hispanic White older adults, and 
Latinx older adults are 1.5 times more likely to have ADRD 
compared with non-Hispanic White older adults (Alzheimer’s 
Association, 2023). Yet, in our sample, only one study con-
ducted in the United States included Black older adults, and 
another included Latinx and Middle Eastern adults of all ages 
for recruitment into future ADRD research (Ajrouch et al., 

http://academic.oup.com/innovateage/article-lookup/doi/10.1093/geroni/igad091#supplementary-data
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2020; Bardach et al., 2021). Furthermore, from the global 
sample, not a single study reported including people with 
dementia who were also Black, Indigenous, Asian, or Latinx. 
This is a critical gap in the current literature that future 
research should attend to, especially with regard to attending 
to how experiences of racism and discrimination negatively 
affect brain health across the life course (Glymour & Manly, 
2008; Pohl et al., 2021). ADRD research has a responsibility 
to integrate the voices of individuals and communities from 
historically marginalized racial/ethnic groups to improve the 
state of empirical knowledge on the subject.

Attending to the “Why” of Participatory Research
We found that some participatory approaches were more cen-
tered on action and systems change than others. For exam-
ple, our analysis of terms indicated that action research and 
PAR were often applied within intervention studies to change 
material and structural processes (e.g., in health-care settings), 
whereas CBPR methods placed greater focus on relationship 
building over time, with less emphasis on outcomes of the 
collaborative research. Future participatory research studies 
might consider integrating community-level actions into their 
project design to ensure that this dimension of participatory 
research is attended to. This can include helping to strengthen 
a community group’s policy advocacy; enhancing the capac-
ity of community stakeholders to conduct their own research 
and evaluation; helping to bring in additional funding, pres-
tige, and resources to a community; and improving organiza-
tional or interorganizational practices (Caldwell et al., 2015; 
Huffman, 2017). In many cases, the “action” component of 
research is not singular, but rather a combination of these 
examples that together provide a benefit in the short- and 
long-term for the communities involved.

Limitations
Although participatory research was partially developed by 
Brazilian scholar Paolo Freire, only one study in our sample 
was from Latin America (Barros et al., 2020). This is a lim-
itation of our study; given our English-language focus, it is 
probable that this literature is much larger in Latin America 
and other world regions than what is included here. We also 
only included studies that stated using a specific term to 
describe their use of a participatory approach. It is possible 
that participatory methods are being used more or differently 
than what we have documented in this review, but our search 
did not identify them without their use of key terms in the 
title, abstract, keywords, or body of their published paper. 
Relatedly, we only included peer-reviewed publications. A 
review of other types of publications, such as book chapters, 
dissertations, and “gray literature” reports, might have gener-
ated additional nuances to our findings. Also, as stated earlier, 
our review was designed to address breadth in the literature, 
as opposed to depth.

Conclusion
Strengthening the use, transparency, and rigor of participa-
tory methods in ADRD research is especially important as 
leading voices in the field frame ADRD as a focal concern 
of health equity (Aranda et al., 2021; Bacsu et al., 2022; 
Bethell et al., 2018). The acceleration of professional norms 
and journal guidelines would help to better ensure that 
key information concerning participatory approaches is 

included as part of the scientific peer-review process. These 
developments would strengthen the use of participatory 
approaches in ADRD and are especially important consid-
ering growing attention to ADRD as a key health equity 
concern. The inequitable rates of risk of dementia and 
Alzheimer’s across racial groups coupled with the lack of 
structural support and integration of people with dementia 
in society leads to detrimental consequences for individu-
als, communities, and our society. These engaged research 
methods emerging from social justice philosophies would 
help push the field beyond just describing inequities and  
begin contextualizing these inequities within historical 
and sociopolitical processes that call for the collaboration  
and expertise of community members, practitioners, schol-
ars, and policymakers to redress them through a multilevel 
systems approach.
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