
Seminars in Arthritis and Rheumatism 49 (2019) 145�155

Contents lists available at ScienceDirect

Seminars in Arthritis and Rheumatism

journal homepage: www.elsevier.com/locate/semarthrit
Characterization of indigenous community engagement in arthritis studies
conducted in Canada, United States of America, Australia and New Zealand
Chu Yang Lina, Adalberto Loyola-Sancheza, Kelle Hurdb, Elizabeth D. Feruccic, Louise Craned,
Bonnie Healye, Cheryl Barnabef,*
a Faculty of Medicine & Dentistry, University of Alberta, Canada
b Cumming School of Medicine, University of Calgary, Canada
c Alaska Native Tribal Health Consortium, United States
d Canadian Arthritis Patient Alliance, Canada
e Alberta First Nations Information Governance Center, Canada
f Departments of Medicine and Community Health Sciences, University of Calgary and Rheumatologist, Alberta Health Services, 3330 Hospital Drive NW, T2N 4N1,
Calgary, Alberta, Canada
A R T I C L E I N F O
* Corresponding author.
E-mail address: ccbarnab@ucalgary.ca (C. Barnabe).

https://doi.org/10.1016/j.semarthrit.2018.11.009
0049-0172/© 2018 The Authors. Published by Elsevier In
A B S T R A C T

Background: Research adhering to community engagement processes leads to improved outcomes. The level
of Indigenous communities’ engagement in rheumatology research is unknown.
Objective: To characterize the frequency and level of community engagement reporting in arthritis studies
conducted in Australia (AUS), Canada (CAN), New Zealand (NZ) and the United States of America (USA).
Methods: Studies identified through systematic reviews on topics of arthritis epidemiology, disease pheno-
types and outcomes, health service utilization and mortality in Indigenous populations of AUS, CAN, NZ and
USA, were evaluated for their descriptions of community engagement. The level of community engagement
during inception, data collection and results interpretation/dissemination stages of research was evaluated
using a custom-made instrument, which ranked studies along the community engagement spectrum (i.e.
inform�consult�involve�collaborate�empower). Meaningful community engagement was defined as
involving, collaborating or empowering communities. Descriptive analyses for community engagement were
performed and secondary non-parametric inferential analyses were conducted to evaluate the possible asso-
ciations between year of publication, origin of the research idea, publication type and region of study; and
meaningful community engagement.
Results: Only 34% (n = 69) of the 205 studies identified reported community engagement at� 1 stage of
research. Nearly all studies that engaged communities (99% (n = 68)) did so during data collection, while only
10% (n = 7) did so at the inception of research and 16% (n = 11) described community engagement at the
results’ interpretation/dissemination stage. Most studies provided community engagement descriptions that
were assessed to be at the lower end of the spectrum. At the inception of research stage, 3 studies reported
consulting communities, while 42 studies reported community consultation at data collection stage and 4
studies reported informing or consulting communities at the interpretation/dissemination of results stage.
Only 4 studies described meaningful community engagement through all stages of the research. Inferential
statistics identified that studies with research ideas that originated from the Indigenous communities
involved were significantly more associated with achieving meaningful community engagement.
Conclusions: The reporting of Indigenous community engagement in published arthritis studies is limited in
frequency and is most frequently described at the lower end of the community engagement spectrum. Pro-
cesses that support meaningful community engagement are to be promoted.
© 2018 The Authors. Published by Elsevier Inc. This is an open access article under the CC BY-NC-ND license.
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Introduction

The “Indigenous health gap” is a common conclusion of studies
that draw comparisons between the health status of Indigenous
and non-Indigenous populations [1�3]. In rheumatology, this gap
has been described in the domains of epidemiology [4], disease
phenotypes and outcomes [5], including mortality [6] and health
service utilization [7]. Description of the “Indigenous health gap”
without moving towards solutions to resolve it can further stig-
matize populations and reinforce deficit models. Community
engagement practices in research could help to avoid this stigma,
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as these practices are demonstrated to yield sustainable solutions
based on the strengths of communities, as has been seen in health
promotion research engaging Canadian Indigenous youths [8], as
well as cancer awareness research engaging Native Hawaiians [9].

Community engagement, as an approach to conducting
research, stems from a need for meaningful ways to construct a
relationship between researchers and communities, with the goal
of addressing and understanding the priorities of the community
[10]. Several guiding documents for research with Indigenous
communities have been created in Canada (e.g. Chapter 9 of the
Tri-Council Policy Statement: Ethical Conduct for Research
Involving Humans [11], Ownership, Control, Access, and Posses-
sion (OCAP

�
) [12,13], which invoke community engagement in

the conduct of research. This has been further reinforced through
the requirement of active engagement of Indigenous members in
research teams to access health research funding streams [14].
Not all community engagement practices are equally meaningful
to the community. According to the Edinburgh Beltane - Beacon
for Public Engagement [15], a spectrum for engaging communities
exist and includes: informing, consulting, involving, collaborating
with, and empowering communities of interest.

With that in mind, our primary objective was to characterize the
stage and level of community engagement in arthritis research with
respect to the Indigenous peoples of Australia (AUS), Canada (CAN),
New Zealand (NZ) and the United States of America (USA). With a
common history of colonialism [16], Indigenous peoples’ mistreat-
ment in research [17] and inequities in health status [16], research in
these countries is susceptible to low levels of community engagement
patterns with respect to their respective Indigenous populations. Our
secondary objective was to examine characteristics of studies
Table 1
Assessment toolkit for indigenous community engagement.a

Inception of research

Spectrum of
engagement

Inform Community was provided with
information about the research
idea (e.g. dialogue with
leadership, participants) [15].

Consult Researchers consulted the
community to better understand
the culture and needs (i.e. to
refine or generate the research
idea) [15,22].

Involve Workshops, town halls,
community meeting, dialogues,
debates, or other methods were
employed to obtain community
input to ensure that the research
would be beneficial to the
community [10,15].

Collaborate Power and responsibility for
finalizing the research ideas is
shared between community and
the researchers [10,15], and
solidified through research
agreements or memorandum of
understanding, ceremony, or
group meeting.

Empower Only community members
constituted the decision-making
body for the research idea [15].

a Community Engagement Spectrum adapted from Faulkner and Beltane [15], with ethic
assessed to have meaningful community engagement to identify
actionable predictors to inform future studies involving Indigenous
communities.
Methods

This is a secondary analysis of a previously conducted and pub-
lished systematic review. Our group previously conducted the
review to describe outcomes of arthritis epidemiology including
estimates of incidence or prevalence [4]; disease phenotypes and
outcomes including disease characteristics and activity measures
[5]; mortality estimates [6]; and reports on health service utiliza-
tion including hospitalization and medication use [7] in Indige-
nous populations of AUS, CAN, NZ, and USA. Detailed descriptions
of literature identification, selection and inclusion criteria are
described elsewhere [4�7]. Briefly, keywords and Medical Subject
Headings for the terms ‘arthritis’ and ‘indigenous populations’
from the four countries of interest were selected with the assis-
tance of a medical librarian (Appendix A). Medical literature data-
bases searched included Medline (1946�June 2015), EMBASE
(1980�June 2015) and CINAHL (1996�June 2015). Searches of
these databases was updated in September 2018. Indigenous spe-
cific online indexes and organization websites searched (until
June 2015) were the Circumpolar Health Database, Health Info
Net, Metis Health Database, Native Health Database, Native Indig-
enous Studies Portal and The First Nations Periodical Index. In
addition, a literature search within each country’s government
websites was performed to identify relevant publications. Refer-
ences of relevant identified studies were reviewed for additional
Stage of research

Data collection Results interpretation and
dissemination

Researchers notified the community
about the research plan and the
data collection process [15,19].

Researchers shared interpretation of
data/ results with the community
[15,21].

Acceptance of research plan through
completion of consent forms or
another method to endorse the
project [1,2], or a process for the
community to report and address
concerns about the data collection
process [15,18].

Feedback was obtained from the
community with regards to the
interpretation and dissemination
of the results [15].

The community provided input
during the definition of the
research plan and data collection
[15,19], or community members
were directly involved in
collecting data.

The community provided input
which was incorporated into the
interpretation and the
dissemination of results [15,19].

Power and responsibility for
finalizing the research plan,
including data collection, was
shared between community and
the researchers [10,15].

Power and responsibility for
interpreting and disseminating
data was shared between
community and the researchers
[10,15].

Only community members
constituted the decision-making
body for the research plan,
including data collection [15].

Only community members
constituted the decision-making
body for the interpretation and
dissemination of the results [15].

al goals identified through a literature review conducted by MacQueen et al. [20].
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primary references. No language or publication date restrictions
were imposed during the electronic search.

Data collection process and data items

For the purposes of this review, we developed an Assessment
Toolkit for Indigenous Community Engagement (ATICE) (Table 1).
The design of this toolkit was informed by an established model
for public engagement developed by the Beacon for Public
Engagement in the UK which considers community engagement
as a spectrum, from Informing, Consulting, Involving, Collaborating
to Empowering communities [15]. In addition, community engage-
ment criteria [10,15,18�22] specific to each stage of research
were included in the ATICE, as adapted from a literature review
on the ethical goals of community engagement [20]. Conse-
quently, the ATICE tool reflects an evaluation of the extent of
decision-making power transfer from researchers to Indigenous
communities, as well as the relevance of the research conducted
for the communities of interest, within an ethical research frame-
work. [23]

Using the ATICE toolkit, we evaluated community engagement
descriptions in studies across the various stages of research: incep-
tion of research, data collection, and the interpretation and dissemi-
nation of data. The described methodologies at each stage of the
research for each included study were assessed and located within
the community engagement spectrum contained in the ATICE. In
addition, some study characteristics, which were defined a priori as
potentially related to the existence of meaningful community
engagement, were extracted separately from the assessments for
community engagement. These characteristics included: a) year of
publication, b) origin of the research idea (i.e. idea generated from
community vs. idea generated from literature gaps), c) publication
type (i.e. full publication vs. abstract) and d) region of study (i.e. North
America vs. Oceania).
ORIGINAL LITERATURE SEARCH (1946-2015)
Records retrieved through database searches:
MEDLINE (n=2,211)
EMBASE (n=4,380)
CINAHL (n=436)
Bibliography of Native North Americans (n=98)
Circumpolar Health Database (n=111)
Native Health Database (n=309)
Native Indigenous Studies Portal (n=30)
Metis Health Database (n=9)
Health InfoNet (n=167)

Records retrieved through handsearch: n=19

Title and Abstract Review, after duplicates removed: n=5,269

Full Text Review: n=504

Selected for Data Extraction (any outcome): n=159*

Epidemiology outcome n=88
Clinical outcome n=85
Mortality n=12
Health Services Use n=19

*some articles report more than 1 outcome; 3 abstracts
removed from analysis as they were subsequently published as
full-texts and included in the 2015-2018 updated search data
extraction

Excluded: n=345

No Indigenous
population or
population-specific
estimates n=45
No arthritis condition 
of interest n=37
Wrong study design 
n=87
Overlapping data
n=68
No outcome of
interest n=86
Non-English n=4
Could not retrieve
n=18
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Fig. 1. Article identifica
Ahmed and Palermo reported that the sharing of power and respon-
sibility with communities is one of the ethical goals of community
engagement [10]. Consequently, we attributed “meaningful” community
engagement to the studies reviewed if the community engagement was
clearly assessed to be at Involving, Collaborating or Empowering levels.
This judgment for “meaningful” community engagement was further
characterized at each of the three main research stages.

Data extraction was conducted in duplicate and independently
by two reviewers (CL and ALS) using Google Forms (Google, Califor-
nia US). The results of data extraction were discussed by the two
reviewers, who reached consensus without the need to involve a
third party.
Analyses

Descriptive analyses were conducted to characterize the
extent of community engagement reported in each included
study, as well as the frequency of studies that reported meaning-
ful community engagement at each stage of research. Contin-
gency tables were constructed and chi-squared tests were
applied, where applicable, to identify studies’ characteristics that
were likely related to the determination of meaningful commu-
nity engagement. The year of publication was used to create a
dichotomized category for the period of publication (i.e. prior to
1980, or 1980 and after), based on the date of the first revision of
the Helsinki Declaration in 1975 [23]. This revision clarified that
research should be submitted to independent research review
boards and be “diagnostic or therapeutic” in nature. Conse-
quently, the period of publication might have an influence on the
practice of community engagement. P values lesser than 0.05
were considered as significant. Statistical software (STATA 12.1,
StataCorp, Texas USA) was used to estimate descriptive and infer-
ential statistics.
PDATED LITERATURE SEARCH (2015-2018)
ecords retrieved through database searches:
EDLINE (n=678)

MBASE (n=1,754)
INAHL (n=505)

ecords retrieved through handsearch: n=2

itle and Abstract Review, after duplicates removed: n=2,291

ll Text Review: n=142

lected for Data Extraction (any outcome): n=49*

pidemiology outcome n=14
linical outcome n=31
ortality n=6
ealth Services Use n=14

ome articles report on more than 1 outcome

Excluded: n=93

No Indigenous population 
or population-specific
estimates n=37
No arthritis condition of
interest n=6
Wrong study design n=8
Overlapping data n=14
No outcome of interest
n=28

tion and selection.
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Results

In total, 205 studies were included (Fig. 1). These studies pri-
marily reported the epidemiologic, phenotypic, and health services
utilization aspects of arthritis in Indigenous populations [24�228].
Twenty-two studies (11%) were published prior to 1980. Seventy-
nine percent of the studies were conducted in North America (see
Appendix B).

Only 34% (69/205) of the included studies reported some level
of community engagement at� 1 stage of the research, with 5%
(11/205) of studies reporting this at> 1 stage of research. Sixty-
two of the 69 (90%) studies which described community engage-
ment were published on or after 1980. Fewer studies reported
community engagement at inception of research (n = 7) and results
interpretation/dissemination (n = 11) stages in comparison to the
data collection stage (n = 68).

At the inception of research stage, three studies reported below
Involvement, while four studies reported at or above Involvement
level. Specifically, three studies reported community engagement
at the Consultation level, and four reported community engage-
ment at the Collaboration level (Fig. 2). At the data collection stage,
42 studies reported below Involvement, while 26 studies reported
at or above Involvement level. Specifically, 42 studies reported
community engagement at the Consultation level, 17 studies
reported at Involvement level, and 9 studies reported at Collabora-
tion level. (Fig. 2). At the results interpretation/dissemination
stage, 4 studies reported community engagement below the
Involve level, whereas 7 studies reported at or above this above
that level (Fig. 2). Specifically, 3 studies reported Informing com-
munities, 1 study reported Consultation, 2 studies reported Involve-
ment and 5 studies reported community Collaboration.

Meaningful community engagement (i.e. community engagement
greater than the Consultation level at any stage, excluding recruiting
community members for data collection) was observed in a small
proportion of studies across the various stages of the research. Specif-
ically, four studies reported meaningful community engagement dur-
ing the inception stage of research (2%). Sixteen studies reported
meaningful community engagement during the data collection stage
(8%). Finally, 7 studies reported meaningful community engagement
during the results’ interpretation and dissemination stage (3%).

The origin of the research idea was significantly associated
with an assessment of meaningful community engagement. At the
data collection stage, 4 of the 10 studies that reported the research
idea had been generated from the community were assessed as
having meaningful community engagement, while only 12 of the
195 studies which reported that research ideas were originated
from the literature were assessed to have meaningful community
engagement. Similarly, at the results interpretation/dissemination
stage, 4 of the 10 studies with the research ideas originating from
the community were assessed to have meaningful community
engagement compared to just 3 of the 195 studies where the
research idea originated from the literature. These differences
were statistically significant with p values< 0.001.

Only North American studies were assessed to have meaningful
community engagement at the inception of research and results
interpretation/dissemination stages, with no studies conducted in
Oceania determined to meet the meaningful community engage-
ment definition. Similarly, at the data collection stage, 13 of 161
North American studies were assessed to have meaningful commu-
nity engagement compared to just 3 of the 44 studies conducted in
Oceania. Only full-text studies described meaningful community
engagement. Finally, all studies with meaningful community
engagement at any stage were published on or after 1980. Never-
theless, statistical tests to confirm the significance of all these dif-
ferences were not significant.

There were only four studies that were assessed to have meaning-
ful community engagement at the three main stages of research.
These four studies either had Indigenous co-authorship or had a
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formal academic-Indigenous research partnership. In addition, they
were either community-driven or community-based research initia-
tives [135,186,229,230]. Furthermore, these 4 studies were all North
American in origin and were published after 1980.
Discussion

Our study has quantified and qualified the reporting of commu-
nity engagement in rheumatology studies conducted with Indigenous
peoples, identifying significant gaps in the reporting and conduct of
ideal processes. Only 34% (n = 69) of the identified studies from our
search reported community engagement at some research stage,
mostly at the data collection stage, which could reflect the process of
having obtained individual informed consent for the research, and
not a more significant community engaged process. Fewer than 5% of
studies reported community engagement at the inception of research
(n = 7), and results’ interpretation/dissemination stages (n = 11),
respectively. Only 4 studies were deemed to have “meaningful” com-
munity engagement, or Involvement, Collaboration or Empowerment
of Indigenous communities, in all three stages of the research process.
More meaningful community engagement research practices were
described when the research idea was clearly originating from com-
munities involved. Effects of location of research (North America
compared to Oceania) and time also impacted this determination.
Our findings of low levels of community engagement reporting are
similar to a previous literature review recently conducted in the Cir-
cumpolar North [231], which indicates that only 19% of studies have
included discussions on Indigenous community engagement.

Research that does not engage Indigenous communities is at
increased risk of misrepresenting community values, and this has
occurred historically and repeatedly with Indigenous health research
[12]. Considering that arthritis is one of the most common chronic ill-
nesses that Indigenous populations face [232] and that community
engaged research has been linked to positive outcomes in health
[233], there is a clear need for guidelines and promotion of commu-
nity engagement when conducting arthritis research in Indigenous
communities that aim to identify and resolve care gaps.

Historically, patient engagement in research is poor. In Canadian
arthritis research however, patient engagement for non-Indigenous
populations has a strong track record. Patient-driven research is sup-
ported through a national funding stream of the Canadian Institutes
of Health Research [234] and promoted by dedicated organizations
such as the Arthritis Patient Advisory Board of Arthritis Research Can-
ada [235] and the Canadian Arthritis Patients Association (CAPA). In
the US, similar organizations exist, such as the Patient-Centered Out-
comes Research Institute (PCORI). Similarly, there is an ongoing strat-
egy for national patient engagement in health research in Australia
(e.g. Sydney Health Partners) [236]. Yet, none of these strategies are
specifically crafted for Indigenous populations. Given the historical
legacy of research that is inconsistent with Indigenous community
values, and the prevalence of deficit-based research hypotheses,
engagement of Indigenous communities in arthritis research remain
a distinct area of need.

The enactment of Indigenous-specific research guidelines and
principles reflect a shift in research that stems from academia to one
that reflects community values, a core aspect of community engage-
ment in research. Additionally, methods of community engagement
in research are gaining the spotlight as a means of best-practice and
as a way to address Indigenous health disparities. A recent review of
cancer control studies demonstrates that when Indigenous members
assume genuine roles in guiding research, they tend to have success-
ful outcomes [237]. Models for community engagement have been
proposed, such as the community-based participatory research
strategy [238], the participatory action research [239] or the partici-
patory rapid appraisals [240]. Although these models vary in their
specific strategy for engaging communities, they share a common
understanding of the need to improve current approaches to health
research involving vulnerable and/or disadvantaged populations.

The fact that the majority of studies reporting community engage-
ment described engaging people at the Consultation level during data
collection is an indication that a gap in meaningful community
engagement exists within arthritis research. Consultation is defined
as obtaining feedback from communities, but does not accompany a
promise to incorporate the feedback into decision-making [15]. One
metric for reaching consultation at data collection is evidence for
gathering informed consent. As a result, many of the included studies
were identified to have some level of community engagement simply
because they included an individual informed-consent process.
Informed consent, despite satisfying ethical requirements for the pro-
tection of individuals from harm by doing research [241], fails to rec-
ognize community-based values in light of their social and historical
context [242], and represents Western notions of private ownership
rather than collective values of consensus, which are essential for
many Indigenous communities worldwide [243].

This lack of meaningful community engagement in health
research has been documented in non-Indigenous populations as
well. For example, in the United States the Patient Centered Research
Institute (PCORI) was created in 2010 to support research that
engages patients in the definition and aims of health research
endeavors [244]. Furthermore, PCORI promoted the formation of
Patient Powered Research Networks (PPRN) in Rheumatology, which
are changing the trajectory of governance and research in the US,
including more patient involvement [245]. Nevertheless, this strategy
does not clearly identify Indigenous communities, as unique popula-
tions with specific engagement needs.

The majority of studies that reported community engagement in
at least one stage of the research were published on or after 1980.
This observation may be attributable to the improvements in the
rigor of research ethical guidelines throughout the 20th century.
Research guidelines have gradually improved in scope, with particu-
lar focus on participant safety and research intent, as demonstrated
in the transition from the Nuremberg Code in 1947 [246] to the
National Statement on Ethical Conduct in Research Involving Humans
in 1999 [247]. These early guidelines focused on the protection of
participants, but more recent guidelines, such as the Canadian Tri-
Council Policy Statement on Ethical Conduct of Research Involving
Humans, reflect community engagement principles [248].

Community engagement during the inception of research and
data usage (i.e. interpretation and dissemination of results) is rare.
This indicates that communities are rarely involved in the definition
of arthritis research questions and objectives or the dissemination of
arthritis research findings in Indigenous communities. Conducting
community engagement at the inception of research helps to ensure
the relevance of the research to the community of interest, rather
than imposing researchers or the healthcare systems’ interests in the
definition of a research proposal. Further, the incorporation of Indige-
nous insight and lived-experiences enrich research beyond the limi-
tations of Western knowledge systems. The institution of oral
histories and Indigenous ways of knowing, as an aggregation of
knowledge from multiple generations, can contribute to research by
making it more meaningful and holistic [249]. Consequently, commu-
nity engaged arthritis research with Indigenous communities should
be promoted.

The need for research that involves communities in decision-
making from inception is clear. Our results suggest that power dif-
ferentials between researchers and communities continue to exist,
leaving Indigenous communities with little to no negotiating
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power concerning decisions that impact their health and wellbe-
ing. Partnering with and engaging Indigenous communities to
define the research plan is a way to address power inequities, as it
is exemplified in the results of this review, where meaningful
community engagement was significantly associated with the
research idea coming from the communities in which research
was conducted.

Systemic changes in arthritis research are necessary to increase
the feasibility of community engagement, particularly with respect to
short research funding timelines that limit researchers’ extent of
commitment to relationship building with communities. Recently,
Canadian government agencies have stressed the importance to
engage communities to do research, through capacity-building strat-
egies [250]. We recommend that research funding agencies consider
community engagement during the definition of the research prob-
lem and questions as an essential point to increase capacity in
community-based research.

Interestingly, in this review there was little evidence for the appli-
cation of the OCAPTM principles across the included studies, which is
reflected in the small number of studies that reported meaningful
community engagement at the results interpretation/dissemination
stage. The Institute of Indigenous Peoples’ Health, which is part of the
Canadian Institutes for Health Research, stresses the importance of
conducting appropriate knowledge translation strategies in Indige-
nous communities as a way to create positive change [251]. Creating
social positive change should be the goal of any health research with
Indigenous populations and one essential step to do this is to respect
the well-defined OCAPTM principles as not doing so puts communities
at risk for the mismanagement and misuse of data [13].

Community engagement reporting appears to be more frequent in
the North American arthritis literature. This may be attributable to
the differences in research funding policies across the continents
(North America vs. Oceania), as well as legal and legislative frame-
work differences with respect to government-Indigenous community
relations. For example, whereas Canadian government-Indigenous
relations are rooted in historic treaties that are recognized by the
Constitution Act of 1982 [252], Australian government-Indigenous
engagement processes are not rooted in comprehensive frameworks
or treaties [253]. For clarity on issues regarding these differences, we
call for a comprehensive review of government-Indigenous relations
across the four countries included in our systematic review.

One main limitation of this review is its exclusive focus on the
assessment of published studies, rather than study protocols or sur-
vey of authors. We based our judgments about the existence and
appropriateness of community engagement solely on what has been
reported and included in the published literature. Our extraction cri-
teria required clear descriptions of community engagement in order
for inclusion during data extraction. It is possible that community
engagement practices could have been different than what was
reported in the manuscripts. For example, it may be possible for stud-
ies to include Indigenous co-authors without specifically mentioning
their affiliation/association with the Indigenous communities
involved. In some cases, tribal approval was obtained and mentioned
in the published manuscript, but the details of such approval were
not specified in the manuscript. As a result, we interpreted tribal
approval under the data collection stage only. Should this be the case,
we call for improved reporting of community engagement within the
arthritis literature, for there exists a need for consensus and elucida-
tion of clearer Indigenous community engagement guidelines specific
to arthritis research. Currently, journals do not request authors to
state their community engagement practices in their submitted
manuscripts.
Another limitation of this review is that since this a secondary
analysis of an original systematic review, some of the included stud-
ies were not Indigenous-specific, but instead had population-wide
parameters. This can inflate the proportion of studies that were
deemed to not have engaged communities. However, we think com-
munity engagement should still be required whenever Indigenous
data is utilized, as to prevent its misuse. Because so few studies
reported community engagement, we were unable to assess temporal
patterns. Lastly, studies were included based on publication, and it is
likely that some large-scale studies produced multiple publications,
which could over-represent studies that do not report community
engagement.

Conclusions

This review highlights that the reporting of community engage-
ment in Indigenous arthritis studies in AUS, CAN, NZ and USA is lim-
ited and heavily skewed towards the lower end of the spectrum (i.e.
informing and consulting individuals and the community). Commu-
nity engagement was most frequently reported during the data col-
lection stage at the community consultation level, which can be
reached by merely obtaining individual informed consent. This
reflects researchers’ adherence to ethical guidelines rather than
authentic efforts to meaningfully engage Indigenous communities in
the research process. Processes to involve community representatives
in the identification of the research problem and the definition of the
research question, while adhering to principles of community-based
and community-driven research throughout the research activities
are to be promoted.
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