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Section 1 — Introduction

Community assessments are “a comprehensive process to identify the strengths, resources, assets
and needs of a defined community that will lead to action to address an issue” (Richardson et al.,
2018). They involve collecting data on community resources, needs, problems and assets to
identify what must be addressed to meet a certain community goal (Sharpe et al., 2000).
Community assessments have largely been conducted in relation to health challenges and
opportunities experienced by communities (e.g., Paronen and Oja, 1998; Pikangikum First
Nation and Beringia Community Planning Inc, 2013; Yitalo et al., 2016). However, community
assessments are also being conducted for the purpose of community planning (e.g., Indigenous
Services Canada, 2018), assessing climate risks and adaptive capacity (e.g., Centre for
Indigenous Environmental Resources, 2009), identifying processes related to environmental
impact (e.g., Gibson, 2017), and examine food sovereignty (e.g., First Nations Development
Institute, 2014). Community assessments that seek to meaningfully engage community members
in culturally appropriate ways have proven to be helpful and can be used to exemplify the current
realities of community life (Clark et al., 2003; Frances et al., 2016).

The Myera Group project a multi-year research undertaking, aiming to establish a circular food
production system that is culturally tailored to Indigenous communities across Canada and
countries around the world, such as Australia. Initiated by the owner of Function Four, an
Indigenous owned tech company, this undertaking aims to create a food system that creates
capacity and provides economic sovereignty to Indigenous communities in Canada, Australia,
and beyond.

This systematic literature review was initiated as part of a process to update Function Four’s E-
Index - a digital assessment tool developed in the early 2000s. The idea is to evolve the E-Index
into a community assessment tool that will be used throughout the Myera project. This
community assessment tool will serve to assess community capacities in infrastructure, energy,
transportation, food sovereignty, health, and sovereign wealth creation before circular farm
systems are adopted to ensure communities have what they need for a successful food system.

The purpose of this systematic review was to identify existing Wise Practices for conducting
community assessments with Indigenous communities. Wise Practices are defined as “locally-
appropriate actions, tools, principles or decisions that contribute significantly to the development
of sustainable and equitable conditions” (Calliou and Westley-Esquimaux, 2010, p. 19). Where
best practices assume assessments can be replicated, Wise Practices ensure assessments adapt to
the local context.

We prioritized identifying Wise Practices in research and assessment practices conducted by,
with, and for Indigenous communities. These practices move away from methodologies in which
research practices have historically (and problematically) been done “on” Indigenous
communities. To prevent the inclusion of problematic practices, articles included in this
systematic review had to demonstrate i) research with communities, whereby a partnership exists
between the researcher(s) and the community and the research serves the community; ii) research
for communities, whereby a community has approached researcher(s) to conduct research and
the research serves the community (Koster, 2012); and iii) articles where research was
undertaken by community members.



The practices identified in this systematic review provide a preliminary structure and guide for
how to assess infrastructure, energy, transportation, food sovereignty, health, and sovereign
wealth creation in a culturally appropriate manner. While applying the Wise Practices identified
in this review is impactful, we emphasize that simply applying certain methodologies and
methods does not ensure meaningful engagement. Researchers and practitioners who undertake
assessments have the responsibility to ensure their work is truly participatory, culturally safe, and
beneficial for the communities involved.

1.1 Research Strategy and Methods

To identify Wise Practices for conducting community assessments with Indigenous
communities, we undertook a systematic review of peer-reviewed literature and a scoping review
of grey literature.

1.1.1 Systematic Review: Peer-Reviewed Literature

Data Collection
Our systematic literature review of the academic literature sought to answer the question:

What Indigenous community-based assessment tools exist within peer reviewed academic
literature since the 2007 adoption of the United Nations Declaration on the Rights of
Indigenous Peoples by the General Assembly?

Based on this research question, we input the search string into Web of Science and EBSCOHost
(see Figure 1). We excluded articles we were unable to access. In addition to the 2007 timeline,
selected articles had to meet the following criteria:

1. The study focused on Canada and/or Australia.
2. The way in which research was conducted aligned with research by, with and for
Indigenous communities as defined by Koster (2012).

This systematic review contributes to the development of a community index tool that will be
applied in Canada and Australia. As a result, we chose to limit our scope to these two countries.
To ensure all articles met these criteria, Alexandra Ireland scanned the abstracts, methods,
author(s) acknowledgements and removed any ineligible articles. Selected articles also had to
demonstrate research by, with and for communities, whereby i) a partnership exists between the
researcher(s) and the community and which serves the community; ii) a community has
approached researcher(s) to conduct research and the research serves the community (Koster,
2012); and/or iii) the research is being conducted by community members. The initial search
produced 270 papers. Our final corpus consisted of 143 peer-reviewed articles.



Time penod: 2007 — March 4, 2022

Web of Science EBSCO
173 Results 168 Results

Total results with duplicates removed
270 Results

Review of Location Eliminated
225 Results 45 Results

Review of “with” vs. “on” Eliminated
161 Results 39 Results

Full text review Eliminated
145 Results 18 Results

Figure 1.1: Systematic literature review search and process of elimination

Data Analysis

We conducted two separate phases of data analysis. The first phase of analysis focused on
bibliometric data and key components of OCAP™, These categories were determined ahead of
time by the research team and the analysis took place in a deductive format. This phase was
conducted by two team members over a two-month period. Articles were divided amongst the
two members, and coding was completed in a Google Sheet to facilitate collaboration.
Components of this analysis are seen in the table below.



Table 1: Overview of the Deductive Analysis Categories

Country of Focus

Is the study location(s) in Canada, Australia, or both?

Field of Study

What is the most represented field of study of the authors?

Community(ies)
of focus

Which Indigenous community(ies) were involved in the research and
where are they located?

Indigenous See results

Authorship

Indigenous Do partners, collaborators, and/or funders self-disclose Indigenous
Involvement identity?

Indigenous Led

Is the research led by Nation members from within the region that
research was conducted?

Data Ownership

Is there information on how the relationship of Indigenous peoples to

their cultural knowledge, data, and information and collective community
ownership was honoured in the study?

Data Control Is there information on how the rights of Indigenous peoples, their
communities, and representative bodies in having control over all aspects
of research and information management processes that impact them

were upheld?

Data Access Is there information on how Indigenous peoples’ access to information
and data about themselves and their communities and the right of
communities and organizations to manage and make decisions regarding

access to their collective information, were upheld?

Data Possession Is there any information on how possession - the physical control of data
and mechanism by which ownership is asserted and protected - to the

physical control of data - was honoured?

The second phase was a mostly inductive-dominant analysis (Armat et al., 2018) conducted by
three team members - including those who conducted the first analysis - to identify practices for
conducting assessments with Indigenous communities. This process began with one team
member doing a preliminary analysis of ten randomly selected articles (Biesbroek et al., 2018).
This created a preliminary coding framework that guided the remainder of this analysis. The
remainder of the team reviewed this preliminary analysis and provided feedback before moving
forward with the preliminary coding framework. The remaining 133 articles were divided
equally amongst the rest of the team in a way that ensured members who coded the first round of
analyses did not re-analyze the same articles in this second round. To facilitate a collaborative
and iterative process, coding took place in Google Sheets, with new columns representing new
codes. When one member identified a new code, the code was clearly defined in another tab to
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ensure consistency and each member was notified. The three team members met on a weekly
basis to review new codes and modify and adjust them as needed. The team also communicated
over Slack in-between meetings. Previously analyzed articles were reviewed regularly to identify
any additional information matching emergent codes.

Throughout our analysis, it became evident that a majority of our articles were not specific to
community assessments, but about research with Indigenous communities in general. The
majority of articles did not identify “Wise Practices” explicitly. As a result, our inductive coding
captured a mix of common practices, best practices, recommended practices, and culturally
relevant practices. Our final coding structure had the major themes of:

Research approaches and lenses

Important concepts and theories

Methodologies

Data collection and knowledge documentation methods

Community engagement and leadership in research

Indigenous ways of knowing and their translation into research and assessments
Considerations for research and assessment design

Noogok~owhE

When coding, we prioritized capturing information on approaches, concepts and theories,
methodologies that indicated a cultural relevance or adaptability to cultural contexts. This
prioritization determined which information was captured under each major theme.

Alongside this inductive-dominant analysis, we also identified any frameworks, protocols,
practices, Wise Practices, tools, principles, criteria, evaluations, and strengths and limitations
specific to community assessments. This coding was done to contribute to an inventory of
existing tools and protocols that we plan to create as a result of this research work. Once coding
was completed, all three members met to review each code one by one until all were satisfied
with the codes present. One team member also reviewed the information under each code to
ensure consistency of information in each code before moving to data synthesis.

1.1.2 Scoping Review: Grey Literature

Data Collection

Grey literature, which can include reports, policy literature, working papers, newsletters,
government documents, speeches, and so on, is “information produced outside of traditional
publishing and distribution channels” (Simon Fraser University, 2022). Organizations such as
government, inter-governmental, non-governmental organizations and industry can produce grey
literature for their own use or for wider distribution. Since grey literature does not have the same
delays and restrictions of other forms of publishing, it can be more current; however, its quality
may also vary greatly, as it does not generally go through a peer-review process (Simon Fraser
University, 2022).

We developed a grey literature scoping search protocol based on the same initial search question
as for peer-reviewed literature. Online resources and a university librarian were consulted when
selecting databases for the review.



Due to differences in grey literature databases, search terms varied, from “community
assessment” to using the full search string as in the peer-reviewed search. Some databases were
instead filtered to show reports and publications and manually searched.

Most databases and websites consulted are listed below, with search categories based off of the
work from Godin (2015):

Grey literature databases:
The following databases were consulted: Alternative Press Index, Canadian Public Policy,
CBCA, iPortal, BASE, CORE, EThOS, NDLTD, and OAlster. Searches were made with
search strings as short as “community assessment”, or as long as the full list of terms as in
the peer-reviewed search depending on the quantity of results yielded. Canadian Public
Policy and iPortal were the only two databases that yielded sources of relevance.

Customized Google search engines:
Both Google and 1GO search, a customized Google search engine, yielded relevant sources.
NGO search was also consulted, with no relevant results found.

Targeted websites:
Several websites were encountered throughout the search (e.g., through Google searches);
however, the First Nations Information Governance Centre Online Library, which was
recommended by a UWinnipeg librarian consulted when creating the search protocol, was
the only one which yielded relevant results.

Contact experts:
Some sources from grey literature were recommended by practitioners in related fields.

Other grey literature sources were identified through a snowball method by looking through links
and citations within selected peer-reviewed publications and grey literature documents.

While grey literature was assessed, inclusion criteria similar to the peer-reviewed literature
search were used. This included the fact that material had to be (i) published after 2007; (ii) from
Canada or Australia; and (iii) identified to be by, with, and for Indigenous communities. Some
exceptions were made to incorporate sources which were relevant and applicable to the review.
Two of the grey literature sources are from the United States but still hold relevance to Canada,
and one source from 2005 was kept as it was only resource found that was specific to
assessments with Métis communities. A total of 56 publications were identified and read more
closely to evaluate relevance, and only 34 of these were analyzed for the purpose of this report.

Data analysis

Data analysis took place using the coding structure created as a result of the peer-reviewed
literature. First, key bibliographic information was identified. Second, a larger coding process
took place to identify frameworks, protocols, practices, Wise Practices, tools, principles, criteria,
evaluations, and strengths and limitations specific to community assessments. Finally, using the
coding structure created from the inductive-dominant analysis of the peer-reviewed literature,
grey literature documents were coded to identify (i) research approaches and lenses; (ii)
important concepts and theories; (iii) methodologies; (iv) data collection and knowledge
documentation methods; (v) community engagement and leadership practices; (vi) practices for



integrating Indigenous ways of knowing into research and assessments; and (vii) any additional
considerations for research and assessment design deemed relevant.

1.1.3 Data Synthesis

Data synthesis of the peer-reviewed literature took place with two team members - one who
participated in the peer-reviewed literature analysis, and the other who completed the grey
literature review. Considering the studies included in the review come from different fields of
study and employ a large variety of methods, we chose a narrative synthesis approach to
summarize and present the data (Snilstveit et al., 2012). To do so, each team member chose some
of the major themes and created thematic summaries based on the information present within the
child codes of each theme. Bibliographic information collected in the first phase of data analysis
such as authorship, date published, and country of focus were summarized in quantitative format
with visuals where appropriate.

Once the peer-reviewed results were completely summarized, we integrated the grey literature
findings into this report with the purpose of enhancing and complementing the peer-reviewed
findings. Findings from 18 of the 36 analyzed sources were integrated into this report;
information from others will be documented in other reports forthcoming from the review.

These syntheses were reviewed by other team members who participated in other parts of the
process (e.g., data collection and analysis) to confirm accuracy and representation of the data. All
team members were given the opportunity to review and provide feedback on the report before it
was finalized.



Section 2 — Results

2.1 Bibliometrics: Peer-Reviewed Literature

A total of 143 articles were identified in the systematic literature review. Most of the reviewed
articles are not about assessments specifically, but rather about research in general. As a result,
the terms “research” or “research processes” are used generally throughout this summary. In
addition, most articles also did not specify “Wise” Practices; however, many recommended best
practices and lessons learned when conducting research by, with and for Indigenous
communities. These results are synthesized in the remainder of this report.

2.1.1 Years Published

As shown in Figure 2, studies that fit the systematic search criteria start after 2007. This is
because this was the year that the United Nations Declaration on the Rights of Indigenous
Peoples (UNDRIP) was adopted by the General Assembly. In both Canada and Australia, there
started to be more studies which fit all criteria in 2012, with a steady upward trend since then.
2020 was the year with the largest number of relevant studies published. The search for the
systematic review took place in the spring of 2022, explaining the smaller number of relevant
studies from that year.

30
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2007 2008 2009 2010 2011 2012 2013 2014 2015 2016 2017 2018 2019 2020 2021 2022

N
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=
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Number of articles published
i

M Canada W Australia 0 Both

Figure 2: Publishing year of selected peer-reviewed studies



2.1.2 Country, Regions and Communities of Focus

Of the 143 articles, 95 are focused on Canada, 46 on Australia, and two on both countries. While
many studies included a region or location of focus, some studies did not. These studies were
literature reviews unbound to a specific location, community-based studies where communities
were not named, or studies with regions not specific enough to be plotted. With this, there are 14
studies from Canada and eight studies from Australia not accounted for in the maps below.

All other studies are represented in the maps below according to two geographical factors:

1. The province, state, or territory where each study took place is represented by a specific
colour. The use of colonial boundaries for these maps were found to be the most
consistent geographical boundary for determining patterns between studies. When there
were multiple communities of focus in a single study, this counted as +1 in the province
or territory where these communities were located.

2. The specific locations or communities named in the studies are indicated by a pin.

Together, these factors illustrate both the density and locations of focus of the studies.
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Figure 3: Regions and communities of study focus in Canada by province or territory



Politically, Canada is divided into ten provinces (Alberta, British Columbia, Manitoba, New
Brunswick, Newfoundland and Labrador, Nova Scotia, Ontario, Prince Edward Island, Québec,
and Saskatchewan) and three territories (Northwest Territories, Nunavut, and Yukon). As
illustrated in Figure 2, the majority of the study sites in Canada were located in Ontario (28),
followed by British Columbia (16) and Quebec (11). Ontario is Canada’s most populous
province (followed by Quebec, then British Columbia). Ontario is home to 22% of Indigenous
peoples in Canada — or rather, 3% of Ontario’s total population (Ontario Population, 2022;
Statistics Canada, 2022). British Columbia has the second highest Indigenous population (16%
of Indigenous Peoples in Canada), and Alberta (7 studies) has the third highest (15% of
Indigenous Peoples in Canada). Nunavut (7 studies) is the territory with the highest proportional
Indigenous population (86% of the total population), while Manitoba (10 studies) is the province
with the highest proportional Indigenous population (18% of total) (Indigenous Services Canada,
2020).

Certain communities were the focus of multiple studies, including Rigolet, Quebec (5 studies)
and Wiikwemoong, Ontario (6 studies). The provinces and territories of New Brunswick,
Northwest Territories, Prince Edward Island, and Yukon were each only involved in one study
from the systematic review. Wendt and colleagues (2019) had multiple study locations, including
a study location in Alaska, USA.
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Figure 4: Regions and communities of focus in Australia by state or territory
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Australia’s political boundaries consist of six states (New South Wales, Queensland, South
Australia, Tasmania, Victoria, and Western Australia) and two territories (Australian Capital
Territory and Northern Territory). As illustrated in Figure 3, a majority of studies were focused
on Queensland (16), followed by Northern Territory (14) and New South Wales (12). The three
most populous states or territories of Australia are New South Wales, Victoria, then Queensland
(Australian Bureau of Statistics, 2021). The states or territories with the highest Aboriginal and
Torres Strait Islander population are New South Wales, Queensland, then Western Australia,
accounting for almost three-quarters of the total Aboriginal and Torres Strait Islander population
in Australia (Australian Bureau of Statistics, 2021). There are no studies from Tasmania or
Australian Capital Territory.

2.1.3 Field of Study

The majority of studies in the systematic review were related to the field of Health with 104
articles or 73% falling into this category. This encompassed articles with many different
understandings of health, including health sciences, public health, community health, and holistic
well-being. Fifteen articles (10%) were in the fields of Environmental Studies and Natural
Resource Management. Five articles or 4% were from Geography; Education and Food Studies
each had 4 articles (3%), while Anthropology, Indigenous Studies, Psychology and Social Work
each represented three articles (2% each). Fields of study were determined by the field of study
of the lead authors; however, several studies could also be categorized as interdisciplinary.

® Health
Environmental Studies &
NRM
Geography
Food Studies
Education
m Anthropology
u Indigenous Studies

u Psychology

m Social Work

Figure 5: Field of study of included articles
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2.1.4 Indigenous Authorship

Due to our commitment to identifying literature where research took place by, with, and for
Indigenous peoples and communities (Koster, 2012), part of our analysis included identifying
Indigenous authorship where possible. Indigenous authorship was determined by either i)
identification within the article and/or ii) identification on authors’ professional pages or reports
(i.e., faculty biographies, organization biographies, interviews, etc.).

Based on this approach, of the 143 peer-reviewed articles, 76 articles had demonstrated
Indigenous authorship through the community of focus. 14 articles have Indigenous authorship
without confirmation of whether they were from the community of focus. 1 article identified that
all authors were non-Indigenous. We also have 52 articles that remain unknown, meaning we
were unable to identify whether they included Indigenous authorship.

2.2 Bibliometrics: Grey Literature

Grey literature was located iteratively with a scoping review approach rather than systematically.
Peer-reviewed findings shaped the core structure of this report, and grey literature findings were
synthesized and added where it provides new, different, or expanded information in relation to
the peer-reviewed findings. Content sourced from grey literature is written in purple font.

Several formats of grey literature documents were consulted:

1. Assessments: Some documents affiliated with assessments included manuals for needs
assessments, food sovereignty assessments, community readiness assessments, and
impact assessment. Some documents provide guidance for external practitioners, whereas
others are manuals for community members looking to assess and create conditions for
positive change within their own communities.

2. Documents by the First Nations Information Governance Centre (FNIGC): The FNIGC is
a non-profit First Nations organization “committed to producing data that can contribute
to the health and well-being of First Nations people" across Canada (FNIGC, 2018 p. 2).
There are several publications by this organization that are referenced in this review.

3. Community planning: Several sources from grey literature are guides and manuals for
community planning, including comprehensive community planning (CCP). The CCP are
community-led approaches to planning (BC Aboriginal Child Care Society, 2019) which
looks at all aspects of a community including the environment, economy, land, people,
programs, and housing (NADF, 2017). The CCP is an action-focused, inclusive, and
holistic process that involves an entire community in planning for a better future (NADF,
2017). While this process has crossover with assessment processes, it also goes beyond as
a community-driven process for long-term change. While a CCP process may be initiated
by external contractors, community members are responsible for implementing the plan.
This process requires buy-in from a community from all levels, and may span multiple
years. CCP processes relevant to assessments have been integrated into this report.

4. Other guides and manuals: Guides and manuals for community engagement and
relationship-building were referenced throughout this report.

12



2.2.1 Year Published

Of the eighteen sources, sixteen were published between 2007 and 2022 (see Figure 6). One
source has no specified year of publication; however, based on its bibliography, it is expected
that this document was published in 2011 or later (The Canadian Aboriginal Aids Network, n.d.).
Through these assessments, a document on Métis Needs Assessments (Hughes and Shmon,
2005), which predates the timeline inclusion criteria for the systematic review, was included in
the results section on data management principles as it provided helpful information not present
in other sources.
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Figure 6: Publishing year of selected grey literature documents

2.2.2 Country of Focus

Sixteen of eighteen (88.8%) of the reviewed sources were from Canada, one (5.5%) source was
from Australia, and one (5.5%) was from the United States.

Multiple sources from Australia were collected; however, upon analysis, the majority of these
did not appear to meet the “by, with, and for”” parameter of the review. A shortage of grey
literature sourced from Australia is noted as a limitation of this review.

Despite going beyond our systematic review inclusion criteria, we chose to include one source
from the United States (see Plested et al., 2016) because it was created specifically for use by
Indigenous communities. It was designed to be adaptable to a specific community and its needs,
and there are examples of it being adapted for use by Indigenous communities in Canada (e.qg.,
Canadian Aboriginal Aids Network, which is included in this review).

2.2.3 Indigenous Authorship

Grey literature sources were generally published by organizations. In this case, individual
members who contributed were not always named. The highlighted organizations who published,
or collaborated in publishing, literature were Indigenous-led (e.g., Firelight Research Group); or
engaging with Indigenous individuals and/or communities as a part of their mandate (e.qg.,
Indigenous Services Canada). Where Indigenous involvement in authorship was unknown or
absent, there was collaboration from Indigenous Nations or organizations.
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2.3 Principles for Research and Assessment Processes

We begin our summary of these articles by focusing on principles for research and assessment
processes. Principles are defined as “‘accepted truths’ — things that everyone believes are true
and add value to what we do” (Indigenous Services Canada, 2018, p. 21). Principles appear in
various forms throughout this report. Here, we begin to explore and outline principle frameworks
employed by authors in the reviewed articles. Throughout this section — and the report in its
totality — we review the ways in which these principles are enacted in practice, and the tools that
facilitate their application in research and assessment processes.

2.3.1 Research By, With and For Indigenous Communities

Certain peer-reviewed articles outlined clear principle frameworks that were guiding and
informing their research (see Table 2). These frameworks provide an overview of common
principles seen in this research by, with and for Indigenous communities.

Principles highlighted in blue were applied in Canada, while those in orange were applied in
Australia. As seen in the Table, the principles of reciprocity, respect, and responsibility span the
two countries. It is important to note that this is not an exhaustive list of principles, and that the
most appropriate principles are those chosen by and with the community that is part of the
research process. Examples of community-specific principles are reviewed later in this section.

Principles for Research By, With and For Indigenous Communities from Peer-Reviewed Articles

Seven Guiding Three R’s of Four R’s of National Health and
Principles for Indigenous Indigenous Medical Research
Indigenous and research research Council (NHRMC)
Western Knowledge | Wilson (2008) as Kovach (2009) | principles
and Intersectionality | cited in Bennett et | as cited in As cited in Haynes et
Levac et al. (2018) as | al., 2019 Nagy et al., al., 2019; Smith et
cited in Hanson, 2018 2020 al., 2020
Reciprocity Reciprocity Reciprocity Reciprocity
Relationality Relationality
Reflexivity
Respect Respect Respect Respect
Reverence
Responsivity
Responsibility Responsibility Responsibility
Relevance
Equity
Survival and
Protection
Spirit and Integrity
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2.3.2 Community Engagement and Partnerships

Principles for Culturally Safe Ethical Engagement

The principles outlined throughout Table 3 (see below) were applied by Dieter and colleagues
(2018) in the context of dementia research. By applying these principles and engaging the
community in the research process as researchers themselves, the relevance and value of the
research was enhanced, and community members were better positioned for self-determination.

Table 3: Principles for Culturally Safe Ethical Engagement — Table created based on recommendations
from Dieter et al., 2018.

Principle Application

Implementation of a culturally safe care model through:
o Researchers reflecting on their own biases and evaluating their own

. cultural background before the start of the research
Ensuring cultural

safety . Hav_ing_ong_oing project rgflections and o_liscussions _
e Redistributing power during data collection and analysis processes
e Grounding the research in local Indigenous protocols
o Creating trusting and respectful relationships with co-researchers
Creating these partnerships looked like:
e Beginning with exploratory discussions
Creating e The hiring of a community research assistant
community-based e The creation of a community research advisory committee
participatory e Ensuring knowledge keepers and invested community members had
partnerships designated roles and responsibilities, and equal opportunity to design

and direct the project
e Building trusting and authentic relationships

Ownership, Control,
Access and
Possession

A research agreement was collaboratively created between the parties involved
which outlined how OCAP™ principles were followed.

Community researchers were considered knowledge brokers - people who have

SRR BT S the ability to transform knowledge from the research project in ways that

SOy benefit their community - throughout the research process. This was supported
members as . . .

through reciprocal relationships, and through proper cultural protocols to
researchers . ; -

recognize the essential roles played by community members.

Knowledge translation took the form of:

e The research team offered educational sessions on topics and at a

Knowledge time/place defined by the community.

e Attending local events to share information

e Hosting a lunch and learn to share information and food
In this case, these activities took place before data collection occurred and
assisted with building trust, recruiting potential participants, and led to
additional educational sessions as requested by communities.

translation and
reciprocal learning
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2.4 Community-Based Participatory Research with Indigenous Communities

Throughout their research with Wikwemikong Unceded Indian Reserve in Ontario, Jacklin and
Kinoshameg (2008) identified eight key principles for the development of a culturally and
community appropriate research project (see Figure 7). These principles included: partnership,
empowerment, community control, mutual benefit, wholism, action, communication and respect.
Their table (featured below) provides specific examples for applying these principles into
practice throughout the duration of a research project.

Principles

Research Philosophy

Specifics

PARTNERSHIP

EMPOWERMENT

COMMUNITY COMTROL

MUTUAL BENEFIT

WHOLISM

ACTION

COMMUNICATION

RESPECT

Local invelvement and
participation in planning
and implementation

Research as a process
that enhances community
empowerment and moves
towards self-determination

Community maintains
ownerships and control of
research process and outcomes

Waorking in partnership with
and for the community for a
mutually beneficial outcome

Use and production of
wholistic knowledge

Knowledge produced is
used for action

Commitment to communication,
dissemination and knowledge

translation of research and results

Respect for local research
philosophy and culture

The project should be conceived by the community.
The methodology should include mechanisms

for community representatives to participate

in the research design, process and outcomes.
Communication should be continuous through the process.

The project incorporates and values local knowledage and experience.
The project meets the political/policy needs of the community.
Community participation guides the research process.

Capacity is developed in the community.

The tools developed, the results, and the planning belong to the
community, not the researcher.

There is a process for the community to review, comment on, and
approve the tools, methods, findings, reports, publications, etc.

There are tangible benefits for the community.

Process allows for skills and knowledge transfer.

Academic cutcomes (dissertations, publications, presentations)
reflect community needs.

Value is placed on all forms of knowing: spiritual,
cultural, local, and academic.

Knowledge transfer is two-way.

Local knowledge is respected.

Wholistic knowledge to be used for action is the result.
Cycle of knowledge to action is continuous.

Local colleagues, participants, and community members are
aware of the study, its progress, and the results.
Data is readily available and accessible to community members.
Knowledge produced is communicated to participants, community
members, policy developers, government officials and academics.

& research philosophy that respects and is compatible with local
teachings and culture is maintained.
Local ethical standards are respected and adhered to.

Figure 7: “Eight Principles of Appropriate Community-Based Participatory Research” (see Jacklin and
Kinoshameg, 2008): Key principles for the development of a cultural and community appropriate research project.

Ritchie and colleagues (2013) also provide a list of adapted principles of community-based
participatory research with Aboriginal communities, which includes:

1. Acknowledging historical experience with research and health issues and work to
overcome the negative image of research
2. Recognize traditional sovereignty
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Differentiate between band and community leadership
Understand community diversity and its implications
Plan for extended timelines

Recognize key gatekeepers

Prepare for leadership turnover

Interpret data within the cultural context

Utilize Indigenous ways of knowing

©ooN O AW

These authors emphasized the importance of recognizing community sovereignty by ensuring the
choices made throughout the research process are grounded in community contexts. They
suggest the slogan “this is how we do research in our community” instead of “this project
followed the principles of [Community Based Participatory Research (CBPR)]” (Ritchie et al.,
2013, p. 188). While not covered here, they also offer insight into how conducting CBPR
fluctuates based on geographic proximity and access.

Principles to Guide Partnership Work

Gomes and colleagues (2014) established principles to guide partnership work in research that is
decolonized and works towards reconciliation in the healthcare system. These principles include
ceremony, sovereignty, protocol, culture, Indigenous pedagogy, centring Aboriginal health
leadership, and reciprocal sharing. The application of each principle is described below (see
Table 4)

Table 4: Principles of Engagement — Summarized from Gomes et al., 2014

Principle Application
Ceremony Work always begins in Ceremony guided by local Elders
Aboriginal Sovereignty Uphold and promote self-determined sovereignty and inherent rights
Protocol Ensure protocols are put into practice
Culture Ensure cultural values are “woven through the work every day” (p. 569)

Indigenous pedagogy Remain as true as possible to Indigenous ways of knowing, doing, and

teaching
Centring Aboriginal Seek ongoing consultation with Indigenous communities and how values
(Health) Leadership and beliefs can inform work

Provide educational and learning opportunities for both Indigenous and

SCETITTEEL ST non-Indigenous communities through forums, networking, etc.

Determining the Best Principles
While the lists provided above each differ slightly in their purpose, there are various overlapping
principles related to community control and sovereignty, reciprocity and mutual benefit, as well
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as recognizing and integrating Indigenous ways of knowing and doing. These lists provide a
potential starting point for determining principles for specific research assessment processes.
However, it is important that principles are decided upon by and with the community involved so
that the work itself may reflect unique local protocols and practices. Examples of community-
specific principles can be seen in Gwynn and colleagues (2015) for research with Aboriginal and
Torres Strait Islander people; Tran and colleagues (2020) with principles based on
Kitasoo/Xai’xais law; Borish and colleagues (2021) where principles of the National Inuit
Strategy on Research informed the research process; and Beveridge et al. (2021) with principles
specific to Nuxalk people. Chung-Tiam-Fook (2022) also provides a regionally specific set of
Inuit Qaujimajatugangit (1Q)/ Inuit Ways of Knowing principles and values used across
Nunangat that can inform research and assessment processes.

Indigenous Services Canada (2018) recommends developing statements that reflect a
community’s own vision and principles for their community in the future. As featured below, the
authors provide a guide to develop visioning principles — this activity could contribute to
determining community-specific principles to guide research and assessment processes.

Feature: Developing Community-Specific Visioning Principles

Indigenous Services Canada (2018, p. 33) recommend in their comprehensive community
planning handbook that visioning principles should:

e Be specific but general (not so abstract that it doesn’t have any effect, nor so rigid that
it creates limitations).

o Reflect a course that can be acted upon (but does not apply to only one specific
situation).

o Be inclusive and proactive in reaching out to everyone.

« Be accountable - have an open and transparent visioning process.

o Use traditions as a resource - draw on history and tradition to determine how to face the
future.

Example 1: “We will be a community with a strong and distinct culture, where our language,
traditions, and the teachings of our ancestors live on throughout the generations. We will
continue to be caretakers of our sacred and important places. We will gather often to celebrate
and support each other" — Excerpt from Gwa’sala-’Nakwaxda’xw First Nations vision
statement (Indigenous Services Canada, 2018, p. 33).

These vision statements can be developed by bringing people together for a community
meeting or focus group, and tools such as conversation, drawing, painting, acting, and
community mapping can facilitate creating these statements.

With these principles in mind, several practices (outlined below) should be considered before
data collection for research and assessment processes take place.
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2.5 Approaches and Guiding Concepts to Research and Assessments

Throughout the articles, common approaches and guiding concepts influenced researcher and
community decisions on how to conduct research. Decolonizing, strengths-based, and trauma-
informed approaches and the concepts of Two-Eyed seeing, ethical space, and cultural safety
guided research decisions and shaped research interactions.

2.5.1 Decolonizing Approach

The act of decolonizing research is referred to by authors as a verb, a practice that informs
decision-making, and a process (Beveridge et al., 2021; Farrant et al., 2019; Hanson, 2018;
Hudson and VVodden, 2020). Nagy and colleagues (2020) describe decolonizing approaches as
ones that “not only recognize the harms of settler colonialism, but systematically work toward
repair and redressing such harms” (p. 94). The practices and processes in applying a
decolonizing approach in research should align with this idea. As well, a decolonizing approach
must ultimately be context specific (Hudson and VVodden, 2020).

Research partnerships, collaborations, community leadership and self-determination were noted
as crucial to decolonizing approaches (Angelbeck and Grier, 2014; Borish et al., 2021; Elliott et
al., 2015; Flicker et al., 2014; Hudson and VVodden, 2020; Lopresti et al., 2022). In practice, this
meant prioritizing community voices (Lopresti et al., 2022), creating partnerships that focused on
social transformation, mutual engagement, and activities (Elliot et al., 2015), prioritizing
Indigenous leadership, and bringing attention to and/or actively supporting and advancing
Indigenous self-determination (Borish et al., 2021; Hudson and VVodden, 2020).

An important part of ensuring these practices occur is making space for Indigenous worldviews.
With Western understandings of knowledge often dominant in research, creating meaningful
space for and embracing Indigenous ways of knowing (e.g., knowledge systems) and doing (e.g.,
tradition and Ceremony) can contribute to a decolonizing approach (Hudson and VVodden, 2020;
Kandasama et al., 2017; Lopresti et al., 2022). Ensuring community voice is prioritized can
facilitate prioritizing Indigenous ways of knowing and doing (Lopresti et al., 2022), and
ultimately support shifts in power relations and self-determination in the research process. To
create space for this, Elliot and colleagues (2015) practiced regular internal self-evaluations
where they asked themselves and reflected critically on how they had done at previous tasks to
ensure all knowledges were being considered of equal importance.

Another key component to decolonizing approaches is relationships. Due to the historically
inequitable power imbalances between researchers and Indigenous communities, resisting unjust
and inequitable relationships and shifting power inequities by, for example, building capacity
among community partners are important practices (Beveridge et al., 2021; Elliot et al., 2015).
Building authentic partnerships and friendships between academic researchers and community
members is also important for these relationships to be built. Lopresti and colleagues (2022)
suggest it is important for researchers to be aware of and acknowledge colonial history and
continued colonial policies and practices before and when engaging in building these
relationships. They also note the importance of doing things in a ‘good way,” meaning with good
intention (Lopresti et al., 2022).
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These processes and practices can be facilitated by certain approaches, theories, methodologies,
and methods. For theories, this includes Indigenous standpoint theory, decolonizing theory, and
historical trauma theory (Fitts et al., 2019; Haynes et al., 2019; Rizkalla et al., 2020).
Methodologies that can facilitate decolonization practices include community-based and
Indigenous methodologies (Beveridge et al., 2021). As part of their decolonization approach,
Flicker and colleagues (2014) applied arts-based methods within a decolonization research
framework for the development of HIV prevention and Indigenous youth leadership.
Decolonization can also be applied directly to the data analysis process. Firestone and colleagues
(2019) applied a critical decolonizing lens to their data analysis process which “examines
ongoing power structures and social systems driving inequities and marginalization of
Indigenous peoples” (p. 407). While certain tools can facilitate a decolonizing approach, the
tools themselves are not enough. Decolonizing practices and processes have to be integrated
meaningfully throughout the research.

Author's Summary: Practices and Processes for Decolonizing Research Approaches

As suggested and exemplified by scholars in the selected articles, the following practices and
processes may contribute to decolonizing research approaches:

« Strengths-based approach (Hudson and VVodden, 2020; Hayward et al., 2021).

e Rooted in historical context: This includes the practices of positionality (Hayward et
al., 2021) and critical reflection (Elliott et al., 2015).

e Rooted in local context, including local worldviews and ways of knowing, being and
doing, and values (Hudson and VVodden, 2020; Morton Ninomiya et al., 2020; Smith et
al., 2020).

e Ensuring community ownership - this includes Indigenous Data Sovereignty (Smith et
al., 2020; Hayward et al., 2021).

o Community-based/driven approach (Hudson and VVodden, 2020; Hayward et al., 2021).

e Resisting and/or critiquing power structures - including in personal
relationships (Morton et al., 2020).

o Integrating Indigenous worldviews, ontologies, epistemologies (Morton Ninomiya et
al., 2020; Smith et al., 2020).

2.5.2 Strengths-Based Approach

A strengths-based approach to research was applied in articles across different fields (see Cooper
and Driedger, 2018; Hatala et al., 2019; Hudson and Vodden, 2020; Kyoon-Achan et al., 2018a;
McElhaney et al., 2021; Murray et al., 2014; Nadin et al., 2018; Vaughan et al., 2018; Young et
al., 2018). This approach moves away from narratives of identifying “deficits” or needing to
“fix” (Harper et al., 2012; Hatala et al., 2019), and instead focus on the strengths that
communities already have, and identifying how existing resources can be leveraged for change
(Kyoon-Achan et al., 2018a). As a suggested approach for decolonizing research (Hayward et al.,
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2021), a strengths-based lens moves past identifying and understanding existing challenges, and
plans strengths-based actions.

In Hudson and Vodden’s (2020) work, their framework of strength-based decision making and
planning meant situating Inuit participants and knowledge holders as “experts on matters that
impact them and on their lands” (p. 6). Cooper and Driedger (2018) integrated a strengths-based
approach into knowledge dissemination by ensuring that the message present in knowledge
dissemination products was strength-based and hopeful. Hatala and colleagues (2019) conducted
a strength-based analysis by focusing specifically on how young Indigenous people build
positive human-nature relationships in urban areas. Strength-based approaches in general
focused on identifying and understanding existing strengths and positive outcomes across
research topics (e.g., Murray et al., 2014; Nadin et al., 2018).

The First Nations Information Governance Centre (FNIGC) provides a description of strengths-
based approaches for the development of well-being indicators for Indigenous communities
(FNIGC, 2020). They indicate the importance of focusing on ethical, epistemological, and
methodological issues when taking a strengths-based approach - meaning “respectful ways of
engaging with multiple forms of knowledge, culturally safe and appropriate research methods,
and Indigenous values and worldviews related to living a good life” (FNIGC, 2020, p. 20). For
indicators to be strengths-based, they need to be culturally valid and reflective of community
values and aspirations (FNIGC, 2020). While the establishment of indicators can begin from
ones used in previous studies, the development of and final decision on which indicators to use
in assessment processes requires the involvement of the community. This can be done through
open-ended qualitative exploration and cognitive inquiry methods (see FNIGC, 2020, p. 21 for
additional details).

2.5.3 Trauma and Violence-Informed Approach

A trauma or violence-informed approach was applied in a small number of articles from the
health and social work literature (Henderson et al., 2018; Morton Ninomiya et al., 2020; Oster et
al., 2016). A trauma-informed approach is considered a value of Indigenous health research
frameworks (Morton Ninomiya et al., 2020). In addition to informing a research process, this
approach informs health programs, resources, and interventions to better understand how to take
care of those experiencing trauma (see Nagy et al., 2020; Lavalley, 2021; Ogenchuk et al., 2022).
Henderson and colleagues (2018) define a trauma-informed approach as one that “orients teams
(in this case researchers) to awareness of trauma, its impacts on mental health, substance use, and
coping strategies, as well as the importance of collaboration, consent, trust, and safety” (p. 95).
This approach can also be applied as an analytical lens (Henderson et al., 2018). Oster and
colleagues (2016) consider awareness of the continued impacts of colonization — including
trauma — as part of the cultural understanding required to do research respectfully.

2.5.4 Ethical Space

The concept of ethical space conceptualizes the “in-between space” amidst the sphere of Western
knowledge/culture and the sphere of Indigenous knowledge/culture (Ermine et al., 2004). The
authors define the creation of ethical space as a process, whereby i) the ethical space itself has to
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be affirmed; ii) dialogue about intentions, values, and assumptions towards the research process
occur; and iii) an agreement to interact across the two cultural divides is created (Ermine et al.,
2004). Hampton and colleagues (2007) define ethical space as the creation of environments in
gatherings throughout their research process that “demonstrate respect and commitment that
moves people to share their hearts” (p. 32). Through the work of Lopresti and colleagues (2022),
creating ethical space in a community of practice allowed for the successful implementation of
an Indigenous Youth Mentorship Program across communities because members were able to
share locally appropriate best practices for implementation. It has been emphasized that
researchers should be trained in how to create ethical space for dialogue (see Maar at al., 2019).

2.5.5 Two-Eyed Seeing (Etuaptmumk)

A decolonizing approach discussed the importance of making space for Indigenous worldviews
(see Section 2.5.1). Two-Eyed Seeing is one tool to help create this space. Coined by Mi’kmaq
Elder Albert Marshall, Two-Eyed Seeing/Etuaptmumk is described as “learning to see from one
eye with the strengths of Indigenous knowledges and ways of knowing, and from the other eye
with the strengths of Western knowledges and ways of knowing, and to using both these eyes
together” (as cited in Bartlett et al., 2012, p. 335). Etuaptmumk was described further in Chung-
Tiam-Fook (2022) as “the ability of Indigenous and non-Indigenous partners to engage in a
process of mutual respect for one another’s values and practices, while building a shared
platform for learning and knowledge translation, and balanced understanding” (p. 62).

Two-Eyed Seeing was applied in a small number of the reviewed articles in several forms
(Hatala et al., 2019; Kelley et al., 2018; Nagy et al., 2020; Prince et al., 2019; Young et al.,
2019). It informed the weaving together of Indigenous and non-Indigenous methodologies (Nagy
et al., 2020); the local cultural adaptation of a Randomized Controlled Trial (Young et al., 2018);
policy development processes (Kelley et al., 2018); and public health approaches and service
implementation (Prince et al., 2019). Hatala and colleagues (2019) applied a Two-Eyed Seeing
frameworks to their qualitative data analysis process by blending both Western and Indigenous
interpretations of emerging stories. Understanding an issue from both Western and Indigenous
perspectives creates opportunity for reciprocal learning and provides greater potential to address
various issues and challenges (Dieter et al., 2018).

Ethical space can be applied alongside two-eyed seeing to facilitate respectful interactions
between different worldviews. Both of these guiding concepts contribute to trust building,
participatory dialogue and participatory co-design in intercultural engagements (Chung-Tiam-
Fook, 2022).

2.5.6 Cultural Safety

Creating a culturally safe research process was a priority in several studies (see Flicker et al.,
2007; Dieter et al., 2018; Bennett et al., 2019; West et al., 2020). The concept was originally
developed by Indigenous Maori nurses in New Zealand to address institutional discrimination,
colonization, and relationships with colonizers in the healthcare system. This was done by
requiring healthcare practitioners the examine personal biases, authority, privilege, and territorial
history to improve relationships between healthcare providers and Indigenous peoples (see
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Dieter et al., 2018). Siyam and Raphael (2022) define cultural safety as “the recognition that one
needs to be aware of and challenge unequal power relations at the level of individual, family,
community, and society. In a culturally safe environment, each person feels that their unique
cultural background is respected, and they are free to be themselves without being judged, put on
the spot, or asked to speak for all members of their group” (p. 45). Cultural safety in the research
process reduces perpetuation of colonialism and contributes to decolonization through
empowering participants (Flicker et al., 2007; Dieter et al., 2018; Brooks-Cleator et al., 2019).
Ensuring cultural safety in the healthcare system decreases negative health outcomes (Health
Council of Canada, 2012 as cited in Dieter et al., 2018) and increases the success of health
interventions (Dieter et al., 2018). Ensuring cultural safety can also contribute to positive impacts
resulting from research processes. Cultural safety can be evaluated based on whether or not
participants feel safe in research processes and objectives (Bennett et al., 2019).

The terms cultural relevance and cultural competence are also mentioned in relation to cultural
safety. Cultural relevance is defined as the inclusion of cultural practices that promote safe
spaces of acceptance and comfort (Coppola and McHugh, 2018). Cultural competence refers to a
“person’s ability to understand, appreciate, and interact respectfully with Indigenous peoples and
their cultural teachings and traditions” (EOLFN, 2015, as cited in Prince et al., 2019, p. 11).
Though cultural competence can help lead to cultural safety, it is also criticized as equipping
employees (or researchers for that matter) with cultural knowledge does not necessarily lead to
safety for participants involved (Jackson et al., 2015). As a result, it is crucial that cultural safety
is determined by community members, not external researchers.

Cultural safety includes safety for Indigenous worldviews, values, and identity. In practice, this
can look like Knowledge Keepers being involved in research processes and decisions (see Dieter
et al., 2018); incorporating Indigenous cultural practices (e.g., ceremony and traditional healing
methods) (see Lavalley et al., 2020; Maina et al., 2020; Rizkalla et al., 2020); and hiring
Indigenous Peoples (Kildea et al., 2012; Rix et al., 2014; Firestone et al., 2019). Location of
research and project activities also plays an important role regarding cultural safety. Busija and
colleagues (2020) conducted data collection and structuring activities in a community space
where participants felt safe and comfortable. Additionally, Murray and colleagues (2014) found
that providing a safe place for Indigenous people to socialize and practice culture contributed to
success and sense of Indigenous and community ownership of the research. For Firestone and
colleagues (2019), hosting events where Indigenous and non-Indigenous people could both
attend cultivated understanding in the larger community.

Certain methodologies and methods can facilitate cultural safety, including interpretive
phenomenology (Nasir et al., 2021) and talking circles (Kurtz et al., 2014). In some cases,
cultural safety can mean being open to the transformation of methods to make them more
culturally safe (Bennett et al., 2019). The type of data being collected can impact decisions
regarding culturally safe and relevant practices. For example, Prince and colleagues (2019) chose
to limit their collection of demographic data with the purpose of decreasing burden and
increasing the cultural safety of the research process.

Overall, these aspects of cultural safety should be determined by the participants engaged in the
research as it may vary across individuals and communities (Rizkalla et al., 2020). Taking a two-
eyed seeing approach can assist in creating a space for dialogue to work towards cultural safety
(e.g., Hatala et al., 2019), and collaborative engagement in general can promote cultural safe
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work (Kyoon-Achan et al., 2021a). Researchers have a responsibility to ensure cultural safety
through their own actions. This can include but is not limited to reflecting on power dynamics
and relationships in academic research (Bennett et al., 2019); reflecting on the research
processes; acknowledging one’s own cultural background, perspectives, and personal biases
(particularly when it differs from participants’ (Dieter et al., 2018)), and researcher training for
appropriate research protocols and methodologies for cultural safety (Fitts et al., 2019).

Establishing guides for cultural safety

Establishing a guide at the beginning of a project provides a structure to support the integration
of cultural safety throughout research and assessment activities. In Benoit and colleagues (2020),
an advisory committee established principles for creating culturally safe spaces. Dieter and
colleagues (2018)’s culturally safe model for dementia research followed the tenets of: “(a)
relationships between researchers and community members are essential; (b) the environment
within which the research project takes place is important; (c) Knowledge Keepers play a vital
role in dementia health research in First Nations communities; and (d) the reflection of the
research team must be continuous” (p. 11). Bennett and colleagues (2019) review key
components to transforming a data collection method in a culturally safe way (reviewed in
Section 2.9). Maar et al. (2019) found that ensuring cultural safety helped with the success of
their research — their guidelines are reviewed in the box below.

Feature: Creating a Culturally Safe Randomized Control Trials and eHealth Research

Maar and colleagues (2019) found that successful eHealth research required a focus on cultural
safety, which includes the following points:

Building a respectful relationship

Maintaining a respectful relationship

Good communication and support for the local team

Commitment to co-designing the innovation

Supporting task shifting with the local team

Reflecting on mistakes and lessons learned or areas for improvement that support
learning and cultural safety (p. 5-6)

oakrwdE

2.5.7 Concluding Remarks on Approaches and Guiding Concepts

While the approaches and guiding concepts covered in this section are presented separately, they
are not mutually exclusive — they often intersect and support one another. It is possible to
consider a project where they would all be included. This should be considered when deciding
which (if not all) concepts will guide the research or assessment process.
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2.6 Relationships, Meaningful Engagement and Trust

“When working with many unique communities, researchers recognized that there is no
standardized way of doing things across multiple communities, but by putting relationships first,
the intentions of the partnership are kept true.”

(Lopresti et al., 2022, p. 6).
2.6.1 Relationality

Relationship building in community-engaged research intertwines with relationality, a concept
central to Indigenous ways of being. This traditional understanding of relationships is one that is
holistic, seeing all living beings as interconnected (Haag et al., 2019). Contrary to dominant
academic practices of “fragmenting, simplifying and decontextualizing knowledge,” research
with Indigenous Peoples must capture relationships between the environment, the past and the
future, and the spirit world (Henderson et al., 2018, p. 99). This holistic understanding is all-
encompassing, reaching beyond the limits of Western research methods (Hayward et al., 2021).
This relational worldview is evident in First Nations and Inuit expressions of health and healing
(Haag et al., 2019), and is a foundation upon which all findings must be understood. It is
important for research approaches to have the capacity to consider and facilitate relationality.

2.6.2 Building Trusting Relationships

The principle of relationality translates to the importance of relationships in research and
assessment processes. The importance of building trust and meaningful relationships amongst
researchers and community members is a common theme across several articles (Anthony et al.,
2018; Bennett et al., 2019; Benoit et al., 2020; Carter, 2008; Carter et al., 2019; Henderson et al.,
2018; Jacklin and Kinoshameg, 2008; Jackson et al., 2015; Kyoon-Achan et al., 2018a and
2021c; Mayo and Tsey, 2009; McElhaney et al., 2021; Morton Ninomiya et al., 2020; Murphy et
al., 2021; Murray et al., 2014; Ogenchuk et al., 2022; Woodward and Marrfurra McTaggart,
2016; Ziabakhsh et al., 2016). It is central to ethical research practices in many Indigenous
communities (see Morton Ninomiya et al., 2020). As well, as showcased in Table 1, itis a
common principle in research by, with and for Indigenous communities. Taniguchi and
colleagues (2012) recommend that “trust” also be recognized as a principle within Indigenous
research guidelines. This section highlights themes and practices across articles described as
contributing to trusting relationship-building in research processes.

Knowledge of local culture and context: It is important for researchers to familiarize themselves
with the context of a community (Ogenchuk et al., 2022). When researchers are willing to work
to understand communities and community needs, this helps build trust and respect (McElhaney
et al., 2021). Familiarity can be particularly helpful for establishing a good first impression, as
well as important preparation for defending a project from criticisms (Jacklin and Kinoshameg,
2008). This can be done by becoming aware of local culture, history, politics, and historical
relationship to one’s own culture (Jacklin and Kinoshameg, 2008). Young and colleagues (2018)
found that meeting on traditional territory was a beneficial learning experience for academics
who were not familiar with First Nations ways of life.
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Establishing contact and familiarity: Jacklin and Kinoshameg (2008) recommend establishing
contact with communities through formal introductions to community leadership, followed by a
presentation of ideas and a participatory discussion. Before beginning their research, Kyoon-
Achan and colleagues (2018a) visited each community relevant to their study focus, informing
them of the study and inviting them to participate. They found that this process of initiating the
study allowed for respectful engagement. Other approaches for initiating respectful research
relationships include personal invitations for starting relationships (recommended by Nagy et al.,
2020), face-to-face meetings (Shea et al., 2013; Young et al., 2017), community visits prior to
initiating research (Murphy et al., 2021), multiple visits to a community (Patel et al., 2022); and
group planning and collaborative activities (Shea et al., 2013).

Communication: Communication is central to relationships (Kyoon-Achan et al., 2021c).
Communication styles and interactions with community members should be patient (Kyoon-
Achan et al., 2021c), respectful of diverse perspectives (Benoit et al., 2020), accepting and non-
judgemental (Nagy et al., 2020), considerate of people’s time, non-obtrusive, and allow for
flexibility (Woodward and Marrfurra McTaggart, 2016). Researchers should be willing to sit
with people and answer their questions (Henderson et al., 2018). Researchers’ disclosure of
personal information can assist in establishing a reciprocal relationship between researchers and
community members (Morton Ninomiya et al., 2020). Inconsistent engagements with community
members can have ill effects such as negative perceptions of researchers (Anthony et al., 2018);
researchers have a responsibility to ensure they themselves have the capacity to engage
consistently with communities.

Time: Lopresti and colleagues (2022) advise that researchers and institutions value the time
dedicated to building connections and encourage researchers to go slowly, be personable, and
allow people ample time for reflection before making decisions. Allocating adequate time for
building trust may be essential for community members to overcome hurdles relating to the
legacy of Indigenous and non-Indigenous relations and negative perceptions of white academics
that may be based on previous research experiences (Mayo and Tsey, 2009). Both researchers
and community members have wider obligations to their social and institutional contexts, which
means that building relationships in the context of research engagements can be a slow process,
particularly for hired researchers from the community (Woodward and Marrfurra McTaggart,
2016). There may be changes in participant attitude as trust develops (Woodward and Marrfurra
TcTaggart, 2016). For example, in Mayo and Tsey (2009), initial hesitation to participate
developed into trust as community members realized these academics were “normal” and even
knowledgeable, kind, and helpful. Relationships were found to improve over time (Mayo and
Tsey, 2009). Several articles describe how long standing partnerships contribute to trust,
collaboration, and relationship building, and enabled researchers to engage more deeply,
sometimes leading to collaborative research projects (Jackson et al., 2015; Lucier et al., 2020;
Maina et al., 2020; Murphy et al., 2021; Wray et al., 2020).

In-person presence: Informal, in-person presence can contribute to relationship and trust-
building. Wray and colleagues (2020) found that spending time with people and on the land was
critically important. This can look like:

e Participating in a community’s daily life: Attending social events, ceremonies, on-the-
land activities like fishing or woodcutting, grocery shopping, volunteering locally, eating
at local businesses, sharing meals and tea helped build connections and friendships
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between researchers and community members (Bennett et al., 2019; Carter et al., 2019;
Wray et al., 2020, etc.). Community members may invite researchers into these activities
as trust is built (as in Woodward and Marrfurra McTaggart, 2016).

« Informal moments: Discussing research over a meal instead of a formal presentation may
more effectively engage community members (Irving et al., 2017). Other researchers
undertook opportunities to participate in powwows, community feasts and other
gatherings. Some researchers initiated events, such as a homework club for children
which contributed to trust and rapport (as described in Murphy et al., 2021).

e ‘Taking up residence’ (Jacklin and Kinoshameg, 2008 p. 58): Relationships can be built
by spending significant lengths of time in a community before, during, and beyond data
collection. In Bennett and colleagues (2019), the lead author was housed with a local
family. Jacklin and Kinoshameg (2008) had local office space, with this opportunity for
frequent engagement and communication with community members allowing for both a
more flexible research approach and for the development of trusting relationships.

Gaining insight through community immersion can reveal potential disconnects between
academic research processes and cultural norms (Bennett et al., 2020; Beveridge et al., 2021).

Partnership: Approaching community members from a stance of partnership within research,
rather than hierarchy, may contribute to trust. In a study on Indigenous women’s heart health,
researchers engaged with women participants as women/sisters and fellow participants, not as
medical staff (Ziabakhsh et al., 2016). This equal stance contributed to power-sharing and a
sense from Indigenous partners that researchers were becoming more like them as they learned
from participants. Kyoon-Achan and colleagues (2018a) found that basing participation on the
need for information rather than on hierarchies contributed to a flexible and collaborative
partnership. Nagy and colleagues (2020) found that a respectful, non-judgemental relationship
that honoured participant self-determination and agency and viewed service providers and
participants as allies in achieving change was essential for their work to have meaningful impact.
Building shared understandings of motivation and intention also contributed to trust (Jardine and
Frugal, 2010, as cited in Murphy et al., 2021).

2.6.3 Research Relationships in Practice

A participatory research process itself can foster trust as researchers, community research
associates and participants engage in joint activities and work towards common goals (Lopresti
et al., 2022; Murray et al., 2014). Mayo and Tsey (2009) developed good working relationships
by ensuring i) ideas were not imposed on communities, rather based on community discussion;
i) initial ideas were released to community members for feedback; and iii) program
implementation and evaluation were discussed. Maar and colleagues (2019) outlined three stages
of research relationships: i) engaging in the community research relationship pre-trial; ii)
maintaining community research relationship during the trial; and iii) maintaining the
relationship post trial, demonstrating that continuity is key. They include the above diagram
(Figure 8) which captures the importance of collaboration, communication, and reflection in
maintaining research relationships.
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Figure 8: Maintaining Research Relationships (Maar et al., 2019)

2.6.4 Concluding Remarks on Relationships, Meaningful Engagement and Trust

The process of building and maintaining trusting relationships may provide research-specific
benefits including project momentum (Beveridge et al., 2021), community trust of the
researchers’ intentions, a more pleasant atmosphere with less research-related anxiety (Kyoon-
Achan et al., 2021c), limited conflict, deepened researcher understandings (Bennett et al., 2020),
local collaboration (Carter et al., 2019), expanded project reach (Carter, 2008); and can
contribute to a decolonizing approach (Shea et al., 2013). Beyond research (and just as

importantly), fostering meaningful connections can also enrich people’s lives (Carter et al.,
2019).
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However, building trusting relationships can be challenging, particularly for larger research
projects (Murray et al., 2014; Wendt et al., 2019). Even when studies describe processes to build
trust and promote accountability, this does not guarantee that the research was accountable or
reciprocal, or that the community perceived the research as successful (Oberndorfer et al., 2017
as cited in Murphy et al., 2021). The remainder of this document provides additional details for
how these standards can be met. Overall, researchers need to recognize the importance of
building relationships as a “foundation to all research endeavours” (Murphy et al. 2021, p. 10)
and as a relational process that proceeds and goes beyond data collection.

Author Summary: Practices Contributing to a Positive Relationship Within
the Research Process

The following actions were described as contributing to a positive relationship within the
research process itself:

« Hiring local people for local communication and organization (e.g., Irving et al., 2017
who hired a local community liaison). Hiring local research associates can also enhance

the reach of research activities, as “people trust those they know” (Khayyat Kholghi et
al., 2018 p. 86).

« Offering compensation for community members’ contributions to a project (e.g., cash
or other culturally appropriate compensation) can also build trust as it indicates respect
for people’s time and knowledge (Woodward & Marrfurra McTaggart, 2016).

o Speaking local languages: Carter (2008) found that speaking the local language helped
foster relationships and expand project reach, and indicated regret that project
facilitators had not had training in local languages prior to data collection.

e Having a formalized process, such as a community advisory body to direct research
(Murphy et al., 2021). Other formalized processes, including governance structures and
research agreements, are discussed in the following section.

« Incorporating cultural teachings into research is described as beneficial for relationship
and trust building (Ogenchuk et al., 2022).

Further Readings

Additional references for building trusting relationships include the Government of Canada’s
Tri-Council Policy Statement and the report from the Truth and Reconciliation Commission
(Ogenchuk et al., 2022; Simms et al., 2016).

Siyam and Raphael (2022), in their document on economic reconciliation, provide historical
context on Indigenous-settler relationships alongside resources for reflection and learning.

Chung-Tiam-Fook (2022), a document intended to enhance Indigenous-settler partnerships,
includes a section on “teachings, tools, and approaches for community engagement” and
details case studies of partnership in action.
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2.7 Protocols for Ethical Research and Assessment Processes

Researchers have a responsibility to ensure work by, with and for Indigenous communities is
conducted ethically. There are several examples of projects opposed by Indigenous groups who
felt they were being seen merely as sources of information (Taniguchi et al., 2012). In these
projects, researchers did not recognize the legal, ethical, and socio-cultural implications of their
research. Taniguchi and colleagues note that due to these observed patterns “Indigenous peoples
are becoming more cautious about data interpretation, data ownership, and involvement in
research design” (2012, p. 2).

Individual researchers are responsible for acting in ethical and trustworthy ways in their
engagements with community partners. The roles of institutional bodies are generally limited to
minimizing risk through ethics approval procedures, which is not sufficient to ensure the
building of meaningful relationships. In its most basic form, ethical research should include
sharing jointly documented information (Woodward et al, 2020), but research based in
Indigenous ethics is “collective and collaborative, creating a space where reciprocal learning
happens” (Dieter et al., 2018 p. 9). Relationship building is central to ethical research practices in
many Indigenous communities (Morton Ninomiya et al., 2020). This type of research creates
lasting positive impact by engaging and empowering community members.

Feature: Indicators to be reported in peer-reviewed articles representing Indigenous
individuals or interests

Jones and colleagues (2018, as cited in Murphy et al., 2021) offer a list of indicators that
should be reported in peer-reviewed articles to convey to the reader the author’s knowledge of
conducting ethical research with Indigenous communities and how these communities were
engaged:

« Recognize the Indigenous government or organization as an author.

o Identify whether community permission to conduct the research was granted.

« Describe the relationship of the Indigenous government or organization to the research
project (i.e., initiator, principal investigator, collaborator).

o Acknowledge the contributions of the advisory board.

o Identify and describe the role of the community in the article and abstract, and not
solely in the acknowledgments section.

They note that “these indicators are not provided as a prescriptive or final check-list; rather,
they serve to inspire a broader discourse on the issues of conducting health research with
Indigenous populations™ (Jones et al., 2018, as cited in Murphy et al., 2021, p. 17).

The following sections review key protocols and processes that contribute to creating clear
research expectations, roles, and guidelines for key considerations, such as ownership of data.
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2.7.1 Governance Structures

Governance Structures are defined as “the way a community organizes itself to best meet the
needs of its citizens” (Indigenous Services Canada, 2018 p. 118). These structures may include
political bodies (e.g., Chief and Council, Boards of Directors), administration (e.g., staff), arms-
length entities (e.g., Health or Treaty Societies), and community groups. A feature of
Indigenous-led impact assessments is to embed the assessment’s governance process into a
community’s existing governance and decision-making processes to aid in decision-making
relating to land and resources (Gibson et al., 2018). Research and assessment processes may be
designed to be complementary to, rather than in conflict with, these existing structures and
processes.

The establishment of a governance structure for a research or assessment projects is a
recommended protocol in several reviewed articles. Gwynn and colleagues (2015) describe
‘governance’ as consisting of: “processes (p) — how things get done; relationships (r) — the
interaction and connection between people; institutions (i) — how processes are ‘embedded’ so
they become operational; and structures(s) — which can be concepts or activities” (p. 240). They
recommend developing and agreeing on a governance structure early in the research process to
govern research decisions and community engagement. Wendt and colleagues (2019) noted that
collaborations with high levels of community engagement enhanced communities’ own research
capacity, governance and management over time. Expanded on in the Feature box below, Gwynn
and colleagues (2015) and McCalman and colleagues (2020) outlined specific governance
structures for their studies, which informed community engagement in decision making
throughout the research.

Co-Governance

Co-governance is a concept attracting attention in the natural resources sector; its application is
also possible in governing research and assessment processes. Co-governance can help ensure
Indigenous knowledge and conceptualizations of governance are part of a research structure. Co-
governance can have beneficial outcomes including increased Indigenous participation,
addressing issues of power sharing, reinforcing trust, reducing conflict between parties, and
enhancing the sustainability of resource management by incorporating Indigenous worldviews
(Simms et al., 2016). Simms and colleagues (2016) advise that co-creation of governance
structures must be mindful of existing power imbalances to avoid recreating colonial governance
which exclude Indigenous knowledge and conceptualizations of governance (Simms et al.,
2016).
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Feature: Two Examples of Research Governance Structures

1. Gwynn and colleagues (2015, p. 236) outline their community governance structure in
Figure 1 of their article, included below. They strongly recommend both a community-
controlled advisory/steering committee and a community reference group as essential to
the governance of any study involving Aboriginal or Torres Strait Islander peoples.

236 J. GWYNN ET AL.

STEERING GROUP (up to 6 x year)

ADVISORY GROUP (2 x year) 5 z S ; :
Managerial advice on every aspect of the project including planning
Expertise on the “National Picture” regarding h and direction of each phase of the project; collaboration matters
Indigenous and Child Health and Well-being. between all partner organizations; and community advocacy and
Provide guid b direnhiont evelutonand governance.

sustainability of the program

I ABORIGINAL COMMUNITY REFERENCE GROUP

(up to 6 x year)
OO ROt Community advice on all aspects of the project including: all
frequency dependent on study phase) publications and conference presentations ; development of research

and health promotions activities and advice on benefit, feasibility and
Advice on matters relating to rescarch acceptability of these activities to their communities; community and
design and data analysis. partnership matters that impact on the delivery of the program.

X x

PROJECT IMPLEMENTATION GROUP

Co-Managed: Manager Research and Evaluation and Manager Health Pr tion (the latter desi; d for an Aboriginal person)
All Project Officer (PO) positions are designated for Aboriginal and Torres Strait Islander people. PO’s implement all strategies of the
program in the communities and liaise with other organizations / sectors involved such as the schools.

FIGURE 1: A governance structure for aboriginal and Torres Strait Islander Community governance of research.

2. McCalman and colleagues (2020) had an operational research management team that
consisted of three overlapping levels of governance: community health partners, a
Community Youth Advisory Group, and the project investigators. Each of these levels of
governance reported to an Indigenous-led project management team, which comprised
research and community representatives and was responsible for operational decisions.

32




2.7.2 Research Agreements

Developing a research agreement is an increasingly common practice as a means of promoting
ethical research practices (Wray et al., 2020). Research Agreements, protocol agreements, or
memorandums of understanding were collectively developed between researchers and partner
communities or organizations prior to the start of several studies and projects (Hayward et al.,
2020; Gwynn et al., 2015; McElhaney et al., 2021; Oster et al., 2017; Parlee et al., 2021; Ritchie
et al, 2015; Tran et al., 2020; Woodward and Marrfurra McTaggart, 2016; Young et al., 2017).
Such an agreement is a helpful means of discussing research processes and goals with a
community to ensure that research is conducted in a ‘good’ way (Coppola and McHugh, 2018).
While such an agreement is not necessarily binding, they should explicitly outline the needs of
partners and the goals of the project, and establish a common understanding between partners as
they work together to meet their goals. Involving community members as co-partners,
particularly in discussion of data management strategies, can be a helpful means of levelling
power imbalances from the early stages of research (Dieter et al., 2018). Coppola and McHugh
found that discussing their research agreement worked best as an iterative process, with frequent
meetings with a community Elder providing opportunity to discuss their respective roles
“honestly, openly and equally” (2018, p. 13).

Memorandums of Understanding

The Australian Government (2010) recommends creating a document such as a memorandum of
understanding (MOU) when a project involves complex forms of community involvement. An
MOU is “a short document in plain English that identifies what each party is expected to do or
provide in their involvement,” and is signed by all parties involved. This agreement can be useful
for “laying the ground rules for communication and decision making” (p. 37). This can prevent
conflict and establish clear roles and expectations in projects.

Benefit Sharing Agreements

Taniguchi and colleagues (2012) note that a common complaint from Indigenous peoples who
have participated in research is that benefits of research are unlikely to go to those who were
studied, described as patterns of harm. To change this pattern, “benefit sharing agreements
should be in place prior to the decision of whether or not to participate in a study” (Taniguchi et
al., 2012, p. 10). While research can have long-term beneficial outcomes, these agreements can
focus on how research will immediately benefit communities (e.g., employment for community
members).

2.7.3 Indigenous Data Sovereignty

Indigenous Intellectual Properties

Four peer-reviewed articles discussed Indigenous intellectual property rights (I1P) and processes
for protecting these rights. The term Indigenous intellectual property frequently refers to
Indigenous knowledge and the affirmation of the rights of Indigenous peoples to have ownership
over this knowledge (Marinova and Raven, 2006). However, IIP goes beyond knowledge and
includes “the right to maintain, control, protect, and develop intellectual property over cultural
heritage, traditional knowledge, and traditional cultural expressions” (Gomes et al., 2014, p.
566). Taniguchi and colleagues (2012) discussed I1P and how to protect them in their study
involving genetics research. Woodward and Marrfurra McTaggart (2016) followed this guide in
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their research: “...all Indigenous knowledge (IK) remains the intellectual property of the
Indigenous owner at all times, that owners of that knowledge can negotiate the use of that
information by researchers, that use of this knowledge must be fully acknowledged, and that
negotiation surrounding the use of IK is an ongoing process that involves the researchers and the
IK holders” (p. 134). Parlee and colleagues (2021) ensured their partnership’s governance
agreement included principles for the respect of intellectual property rights of individuals and
Indigenous government partners. Salerno and colleagues (2021) recommend developing a
knowledge protocol based either on OCAP™ or a Nation-specific set of protocols and principles
to guide how intellectual property is managed.

OCApP™

Ownership, Control, Access and Possession (OCAP™) are guiding principles for how First
Nations’ data and information should be collected, protected, used, and/or shared (The First
Nations Information Governance Centre, 2023). OCAP™ has been described as a “de facto
standard” of Indigenous data sovereignty (Chung-Tam-Fook, 2022 p. 119). Following OCAP™
principles can allow knowledge, stories, and information to be treated as sensitive and sacred,
protecting informants and the information they provide (Salerno et al., 2021). Rather than
external researchers owning knowledge collected from research, a process designed in line with
OCAP™ allows assessment processes to be specific to and owned by the community.

For several of the studies, OCAP™ guided data-related decision making (Brussoni et al., 2012;
Dawson et al., 2020; Dieter et al., 2018; Flicker et al., 2007; Gwynn et al,, 2015; Kandasamy et
al., 2017; Kelley et al., 2018; Kyoon-Achan et al., 2021b; Kyoon-Achan et al., 2021c; Lopresti et
al., 2022; Neufeld et al., 2020). Implementing OCAP™ principles meant detailing clear
protocols and procedures for how data would be collected and analyzed (and by whom), how
participants would be protected, how (and who) would store the data, and how data would be
shared. These protocols and procedures were generally documented in formal agreements (e.g.,
Dieter et al., 2018; Gwynn et al., 2015). For example, for Kyoon-Achan and colleagues (2021b),
part of implementing OCAP™ principles meant participating communities decided how data
would be collected and by whom, how it would be stored and managed by the partner
organization, how data would be disseminated, and how this data would be retired to the
communities. It also meant that the research team was accountable to the communities through
frequent information updates. A transparent process where communities are involved and
informed is in line with the intentions of OCAP™ (Hughes and Shmon, 2005). Dieter and
colleagues’ (2018) following of OCAP™ principles led to a research agreement with clear
protocols and procedures on who would hold the data at the end of the project; how participants
and the community would be protected throughout data collection, analysis, storage and
dissemination. The First Nations Information Governance Centre (2020) ensured that research
assistants who contacted participants for a health survey had received OCAP™ training.

Dieter and colleagues (2018) note how outlining details for data protocols and procedures was
“essential in guaranteeing that a reciprocal relationship existed and provided a solid foundation
to move the research project forward” (p. 8). Brussoni and colleagues (2012) found that the use
of OCAP™ gag a central guiding framework for data collection, analysis, and management helped
mitigate distrust; fostered a sense of community control; helped support self-determination; and
provided opportunity for culturally relevant and sensitive implementation of findings. Applying
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OCAP™ builds respect and ethics in the research process, and can build community capacity as
they draw on their knowledge and expertise (Hughes and Shmon, 2005; Salerno et al., 2021).

Additional Data Management Considerations

Several articles did not refer specifically to OCAP™ but included additional details on data
management practices to foster local and community ownership, control, access and/or
possession (Gwynn et al., 2015; Henderson et al., 2018; Jacklin and Kinoshameg, 2008). Gwynn
and colleagues (2015) detailed in a formal agreement that data would be kept under the control
of the partner organization, alongside details for permission for external data access, the length
of permission and the date of destruction of the data. For Jacklin and Kinoshameg (2008),
community control meant opting out of statistical tests that excluded community members’
participation in the analysis process, and choosing a combination of descriptive statistics and
qualitative data to provide valid and reliable findings. Local ownership of data created a strong
sense of self-determination over the matter being studied (Sawatzky et al., 2020), and is an
important part of decolonizing research (Jacklin and Kinoshameg, 2008).

Partner organizations were frequently the stewards of the data (e.g., Gwynn et al., 2015). Certain
articles stated that datasets resulting from the study were not publicly available but provided
contact information for receiving “reasonable requests” of the data (e.g., Ogenchuk et al., 2022;
Tremblay et al., 2018). In certain cases, bodies of people were made in charge of ensuring
protocols and procedures adhered to community control and ownership of the data, including the
Mi’kmaq Ethics Committee (Lewis et al., 2016) and a Community Advisory Group (Cornect-
Benoit et al., 2020). Other data principle guides were also applied, including the Manitoba Métis
Federation’s Ownership, Control, Access and Stewardship Principles (Kyonn-Achan et al.,
2021c).

Feature: Data Ethics Information Briefs

As part of their community mapping workshops for recording Inuit knowledge on culturally
significant marine use areas, Dawson and colleagues (2020) worked with attendees of the
workshop to create tailored data ethics information briefs. These briefs were to be agreed upon
and signed by any groups receiving the knowledge shared at this workshop. These briefs
outlined requirements such as the following:

1. Proper acknowledgements should be made when using the data to the communities,
local researchers, and local knowledge holders that were involved in and that were
leaders in the project, as well as to the university’s research team.

2. The experts whose knowledge and perspectives are documented within this data, their
communities, and representative bodies (i.e., Inuit organizations) all retain ownership,
control and possession of this knowledge and are guaranteed access to it.

3. The experts, the local communities, and representative bodies (i.e., Inuit organizations)
retain ownership of the data as it is their cultural knowledge. Inuit, as a community and
their representative bodies, own this information collectively in the same way that an
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individual owns his or her personal information. Interviews and focus group
discussions are confidential.

4. The experts, their communities, and representative bodies (i.e., Inuit organizations)
have access to this information regardless of where it is held. They also have the right
to manage and make decisions regarding access to their collective information.

5. If there is uncertainty about data ownership, the OCAP™ regulations, the National
Inuit Strategy on Research, and the university research team should be consulted.

6. All individuals working with the data must be made aware of the ethical requirements
of using the data (p. 13).

In addition, when data was shared with a recipient (e.g, the Government of Canada), the
respective brief clearly outlined the intended purpose for this sharing (e.g., for the purpose of
supporting decision-making for sustainable and respectful shipping in Inuit Nunangat).

2.7.4 Research Approval and Ethics Review Processes

Additional points must be considered for the ethics approval process when conducting research
by, with and for Indigenous communities. Generally, researchers in the reviewed articles
consulted with community members or organizations prior to seeking formal ethics approval (see
Busija et al., 2020). Community-level bodies that provided research approval or ethics review
included local research ethics review bodies (Charania et al., 2014); band councils (Maar et al.,
2019); community advisory boards (Khayyat Kholghi et al., 2018); local health authorities
(Ritchie et al., 2013); and community Elders (Kurtz et al, 2014). Often, research was approved
by both a university-based ethics review body and a community-based ethics review body (see
Maar et al., 2019), or drafted according to a community organization’s code of research ethics
before being approved by a university faculty review board (Khayyat Kholghi et al., 2018). If
there is no formal community ethics review, study protocols can be developed and approved in a
participatory manner following institutional ethics policies, as was done by Arbour and
colleagues (2008).

Brunger and Wall (2016, as cited in Murphy et al., 2021) suggest that institutional research ethics
bodies should assume the responsibility of ethics review, ensuring that projects are relevant to
communities needs and in line with OCAP™ principles. While it is beneficial for communities
to have their own research review process to ensure accountability and that community goals are
represented, having community review as a requirement may be burdensome to the community.

2.7.5 Consent Processes

Free, prior, and informed consent is listed in the United Nations Declaration on the Rights of
Indigenous Peoples (UNDRIP) as “an inherent right of Indigenous peoples and helps ensure their
survival, dignity and well-being” (Chung-Tiam-Fook, 2022 p. 102). Establishing a clear process
for how consent will be given is an important aspect of an assessment process (Gibson, 2018).
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Community and Individual Consent

In most articles, both community-level and individual consent was sought (in that order) before
research began. In the context of genomics research, Taniguchi and colleagues (2021) describe
the need for both individuals and community consent. This process could consist of first seeking
community approval through a community organization (e.g., a local health board), then from
Chief and Council, and finally from individuals (Kacklin and Kinoshameg, 2008). Kyoon-Achan
and colleagues (2021a) first had their research approved by each participating community
through Band Council Resolutions, before obtaining free, prior, and informed consent from each
participant.

Written or Verbal Consent

Collective or individual consent was obtained in written form (as in Sanderson et al., 2021,
Lukaszyk et al., 2018; Young et al., 2018; Oster et al., 2016; Patel et al., 2022; Vaughan et al.,
2018; McCalman et al., 2020; Simpson et al., 2021; Haynes et al., 2019; Kyoon-Achan et al.,
2021a; Kildea et al., 2012), verbally (as in Charania et al., 2014; Lewis et al., 2016; Jacklin and
Kinoshameg, 2008; Ritchie et al., 2013; Ziabakhsh et al., 2016), or in both forms (as in Lopresti
et al., 2022). In other cases, while consent was given, it was not stated in what format this took
place (as in McElhaney et al., 2021; Neufeld et al., 2020; Ogenchuk et al., 2022; Rizkalla et al.,
2020; Shea et al., 2013; Watson et al., 2012).

The choice to obtain consent verbally was described as culturally appropriate for certain regions
or communities (e.g., as in Charania et al., 2014). Lewis and colleagues (2016) describe verbal
consent as “a more reasonable form of consent in Indigenous communities” (p. 201). Jacklin and
Kinoshameg (2008) attribute this preference to cultures that have oral traditions based on the
Seven Grandfather Teachings, and a mistrust of signature-related processes such as historical
Treaty-making between Indigenous and colonial powers. As a result, researchers in this study
obtained verbal consent from participants, noting the time, date, and location of consent.

Communication for Consent

Part of the consent process may include generating awareness of the research and awareness of
participants’ roles and rights. In certain cases, researchers provided participants with letters of
information, and generally also verbally explained study details to participants (Jacklin and
Kinoshameg, 2008; Sawatzy et al., 2020; Kyoon-Achan et al, 2021c). To inform each individual
of whether or not to participate, participants in these studies were informed about study
objectives, their rights as research participants, data use and management, and confidentiality.

In three studies with youth, parents or legal guardians provided written or verbal consent on their
child’s behalf (McCalman et al., 2020; Simpson et al., 2021; Watson et al., 2012). Young and
colleagues (2018) deemed that children themselves should be the ones who chose whether to
participate in the study. Therefore, they reached out directly to children ages eight to eighteen
using information and recruitment letters, booths at community events, and individual
invitations.

Listed in the Author’s Summary below, several researchers outlined how they communicated the
research and provided opportunities for informed consent in a way that was accessible for
participants, including language and cultural considerations.
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2.7.6 Concluding Remarks on Protocols for Ethical Research and Assessment Processes

Research agreements, governance processes, clear guidelines on data ownership and governance,
and culturally and contextually appropriate consent processes help contribute to ethical research
by ensuring clear communication, expectations, responsibilities, and benefit sharing between and
among researchers, participants, and communities.

Author Summary: Sample Means of Communicating Research for Consent Processes

e Respecting community partners’ preferences, both in advance of and throughout their
research, Jacklin and Kinoshameg (2008) publicized their research with posters, flyers,
advertisements on local TV and a monthly advertisement in a local newspaper, as well
as informing staff of local agencies of the research through meetings.

« Simpson and colleagues (2021) provided an illustrated booklet with key research
details and a Plain Language Statement to assist with recruitment.

o Language considerations: Charania and colleagues (2014) explained the study in
English or Cree as requested, and Romain and colleagues (2015) developed simplified
informed consent forms and questions in both English and Inuktitut, alongside
considerations for participants with low educational and literacy levels.

e In McCalman and colleagues (2020) and Simpson and colleagues (2021), community
members hired as cultural liaisons were involved in the process of obtaining consent to
ensure that participants were adequately informed.

e In Kyoon-Achan and colleagues (2018a), participating First Nations requested frequent
updates from the study and access to study data as a continuation of consent throughout
the research process.
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2.8 Practices for Community Engagement and Leadership

Community engagement is essential for research that is culturally safe and in line with
community concerns and priorities (Maina et al., 2020). Effective, meaningful approaches to
community engagement may encourage a project’s success, build community relationships, and
strengthen community through engagement in and ownership of the research process (Harper et
al., 2012; Maina et al., 2020; Murphy et al., 2021; Lopresti et al., 2022).

Assessments designed by and with community members from the outset allows for high levels of
community engagement and ownership as their interests and worldviews are reflected in the
research design. Several sources from grey literature are resources and examples of assessments
that are created for use by community members to bring about change or build capacity within
their own communities (as opposed to assessments conducted by an external researcher). This
includes involvement of community members in designing the scope of the assessment itself,
such as defining goals for community planning and determining which indicators to measure to
determine progress towards these goals.

Community-initiated research projects and calling for research proposals directly from
communities lead to research that meets community priorities and provides scientific insight (see
Parlee et al., 2021). However, studies initiated by external researchers can meaningfully
incorporate community priorities through engagement practices. This is generally an iterative
process that allows a project to be, at the very least, tailored to a community’s reality, and
ideally, leads to community ownership over a project through significant involvement and buy-in
(e.g., Carter et al., 2019, in which hired youth researchers became “project champions” in their
social networks). Providing funding directly to communities can also support community
abilities to address their own local priories and research gaps (Harper et al., 2012).

In projects with high levels of community engagement, certain factors contributed to successful
partnerships. A relationship-focused approach positively affected the ability of researchers and
community members to communicate and collaborate, at times allowing for highly collaborative
research processes (see Angelbeck et al., 2014; Lucier et al., 2020; Kandasamy et al., 2017; and
Ogenchuk et al., 2022). Open communication with discussion of roles and responsibilities early
in the project prevented misunderstandings (as described in Carter et al., 2008). As well, Harper
and colleagues (2012) recommend setting a shared vision between all project participants and
taking a strengths-based approach to facilitate successful partnerships (see Section 2.4).

While meaningful community engagement throughout the research process is desirable, there are
challenges and limitations to this engagement, including logistical challenges, resource
constraints, skill gaps, and the level of capacity and interest of community members (Murphy et
al., 2021). In cases like this, organizations with a presence in the community may play a role in
representing community interests and priorities (see Ford et al., 2012). At other times, the
limitations resulted from the researcher. While researchers may perceive or describe their
community-based research as meaningful and beneficial, this may not be participants’ actual
experiences (Ford et al., 2018). The roles of community members may be unnecessarily limited
by research assumptions. For example, while many projects engage Indigenous community
members in data collection, participation in shaping research questions or in data interpretation
and meaning-making is less common (Murphy et al., 2021). In a scoping review on Indigenous
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participatory health research by Murphy and colleagues (2021), despite researchers describing
studies as influenced by community members, very few studies were community led or owned.

Researchers hold a responsibility to work with the community to determine what level of
engagement is desired, as well as outline possible approaches for a particular research project.
These decisions should be made based on input from community members themselves, not
researcher assumptions (Murphy et al., 2021). The following sections reviews the multitude of
ways in which community members were engaged in and led research and assessment activities
in the selected literature. We begin with common community engagement practices, followed by
a review of the specific roles fulfilled by community members in the reviewed studies. We end
this section with a review of practices that researchers can apply to facilitate community
engagement.

2.8.1 Common Community Engagement Practices

Openings and Introductions

Prior to community engagement, introductions and openings will take place in some form. The
Canadian Aboriginal Aids Network (CAAN) (n.d.) outlines the importance of a traditional
opening for bringing hearts and minds together, fostering good thoughts, and establishing a safe
atmosphere. Introductions allow people to get to know each other and foster a sense of
belonging, purpose, and teamwork. CAAN provides the following outline for opening a
community engagement session with the participation of a willing Elder or Traditional Person:

Feature: CAAN’s Guide to Openings and Introductions

1. “Prior to the session, it is your responsibility to determine the culturally appropriate
manner in which to open the session. Once determined, approach the Elder/Traditional
Person and if possible, welcome him/her to participate in the training. Full participation
will allow the opportunity for the Elder/Traditional Person to offer his/her input and if
agreed, counsel a participant if required.

2. Start the session by briefly introducing yourself and welcoming the participants.

3. Introduce the Elder/Traditional Person, briefly explaining [their] role. Invite [them] to
open the session (as predetermined)” (CAAN, n.d., p. 9)

Meetings, Round Tables, and Workshops

Meetings, round tables, and/or workshops with project stakeholders provided platforms for
participants to share concerns, priorities, relevant local information, and provide feedback on
project scope, tools, and direction (as in Isaak et al., 2010; Morton Ninomiya et al., 2020; Shea et
al., 2013). They were a common starting point for relationship-building, and throughout projects
they facilitated establishing research objectives, project planning, feedback, and results sharing
with community members, other stakeholders, and/or experts (e.g., Parlee et al., 2021; Isaak et
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al., 2010; Plaganyi et al., 2020; Kandasamy et al., 2017; Charania et al., 2014; Morton Ninomiya
et al., 2020; Shea et al., 2013). Three elements of ethically and culturally safe meetings are face-
to-face interactions, storytelling, and Elders holding roles in decision-making (Dieter et al.,
2018).

Community Liaisons

Several studies took place with community members acting liaisons between researchers and
communities. Community members hired as liaisons in Isaak and colleagues (2010) were vital
for initiating research with the community, and Kyoon-Achan and colleagues (2021c) describe
how community liaisons helped establish trust amongst researchers and community members.

The responsibilities of community liaisons included recruiting study participants (Carter et al.,
2019; Henderson et al., 2018; Isaak et al., 2010); providing logistical support (Kyoon-Achan et
al., 2021c; Simpson et al., 2021); facilitating events (Isaak et al., 2010); clearly communicate
research objectives and obtain informed consent (McCalman et al., 2020; Simpson et al., 2021);
and advising researchers on local cultural considerations (Kyoon-Achan et al., 2021b; Kyoon-
Achan et al., 2021c). In studies where researchers and research participants were already
interacting, local liaisons were cultural interpreters, enabling effective communication and a
culturally safe participant experience (Carter et al., 2019; Einsiedel et al., 2013; Kyoon-Achan et
al., 2021b; Nagy et al., 2020; Simpson et al., 2021).

Liaisons could be individuals in the community who researchers had contact with (e.g., Kyoon-
Achan et al., 2021c), councils tasked with communication and logistical support between
researchers and communities of focus (e.g., Wendt et al., 2019), or hired research assistants who
also aided with cultural interpretation, logistical support, and participant recruitment (e.g., Carter
et al., 2019; Patel et al., 2022; Simpson et al., 2021). Isaak and colleagues (2010), who had to
periodically hire replacements for community liaisons who could no longer participate, note that
it can be difficult to make new connections and find replacements. They found that asking for
liaison recommendations from a local health director was an effective means of finding a
replacement.

Indigenous Peer Researchers and Facilitators

Many studies trained local community members as peer researchers and research assistants for
research projects. This helped build capacity, promote community dialogue (see Flicker et al.,
2007), and contribute to study quality and culturally tailored research methods (see Carter et al.,
2019). Peer researchers (often working with a research coordinator) were hired and trained to
recruit participants; facilitate focus groups in their own communities; participate in data analysis,
in knowledge translation, in co-creation and refinement of knowledge documentation tools
(Carter et al., 2019; Flicker et al., 2007; Kildea et al., 2012; Sanderson et al., 2021).

Lukaszyk and colleagues (2018) integrated community members into the project by hiring
Aboriginal research assistants and site managers. Among other criteria, site managers were
required to be active members of their local community. Program Facilitators did not need to be
Aboriginal, but had to be i) an allied health professional; ii) have experience working with
Aboriginal people, and receive cultural competency training provided the project’s Aboriginal
Steering Committee (Lukaszyk et al., 2018, p. 197).
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Hiring local peer researchers and research assistants provided mutual benefits for both parties.
Local researchers and assistants participated in research training and gained transferable skills,
building local research capacity (e.g. Flicker et al., 2007; Elliott et al., 2015). Some trained
researchers did go on to have consistent employment in research because of the training they
participated in through these projects (as in Elliott et al., 2015; Kildea et al., 2012). Meanwhile,
local researchers provided critical feedback to external researchers on research practices and
insight into local context, leading to improvements. There is a tendency to forget that external
researchers can also learn from locally hired researchers; however, external researchers should
also learn from locally hired researchers. This bi-directional capacity building — where each party
learns from the other — contributes to sovereignty and self-determination (Murphy et al., 2021).

Challenges may occur when hiring local peer researchers and facilitators. In Carter and
colleagues (2019), community members hesitated to answer questions they knew youth
facilitators already knew the answers to, and youth facilitators also struggled not to interject their
own answers in interview activities. Researchers should consider that English literacy and
numeracy could act as a barrier for Indigenous peer researchers and make adjustments to roles
accordingly (as in Carter, 2008). Two examples of studies with in-depth information on peer
researcher hiring and training are included in the feature box below.

Feature: Two Examples of Studies Employing Peer Researchers

Example 1: Hiring people who had previously been involved in research as subjects,
researchers in Elliot and colleagues (2015) developed a flexible, interactive, attendance-based
training model with an hourly wage designed to train peer researchers to undertake their own
research projects in the future. They found they had to address other barriers, at times
providing food, housing, transportation to appointments, and other support to allow peer
researchers to succeed, noting that “it was impossible for the [research assistants] to be
focused at work if they were worrying about where they were going to sleep that night” (p.
29).

Example 2: In Dawson et al.’s (2020) participatory mapping study, 59 Inuit and Northern
youth (ages 15-45) were trained as community research associates. Key training exercises
(covered extensively on pages 6-8) included:

e Researchers read draft questions aloud, adjusting questions to ensure they were “easily
understood, non-technical, and relevant to the community” (p. 7). With the help of a
skilled interpreter, community research associates translated questions into Inuktitut, then
translated them back into English to ensure original meanings were preserved.

e Researchers trained community research associates by providing sample final products
(e.g., maps and community reports), hands-on demonstrations, and activities such as
tasking associate researchers to map familiar routes as interviewer-interviewee pairs.

e Community research associates practiced the data collection methods they had just been
trained in through a half-day practice run of data collection. Following this test run,
community research associates reflected on their experience. They strategized ways to
improve their techniques for the upcoming workshop, decided on their respective roles in
the workshop, and refined research questions as necessary.
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Advisory Groups and Project Teams

Creating project advisory groups and project teams is a common practice for engaging
communities and promoting culturally appropriate research practice. These guiding bodies, also
referred to as Community Reference Group, Community Advisory Group, Project Reference
Group, Project Team, and Steering Committee, are composed of community members and
knowledgeable individuals, with membership reflective of research purposes. Members included
local Elders and Knowledge Carriers (Prince et al., 2019), health care workers (Patel et al.,
2022), staff from social services departments (Oster et al., 2016), teachers (Ogenchuk et al.,
2022), and members of Indigenous governing bodies (Murphy et al., 2021). Composition
depends on the focus and purpose of the study. In some cases, researchers were also included to
ensure the projects met academic priorities (e.g. Satawzky et al., 2020), but it is recommended
that they be composed mainly of local Indigenous individuals (Carter et al., 2019; Gwynn et al.,
2015). These groups generally engage through consistent meetings to discuss issues and provide
feedback and guidance on the research process (Isaak et al., 2010; Kholgi et al., 2018).

Group responsibilities varied between studies. Their roles included approving research before it
took place; guiding and designing the research process; providing support and guidance
regarding culturally sensitive issues and emerging problems; providing knowledge on their
respective communities; recruiting participants for data collection; deciding how to disseminate
results; providing feedback on data analysis and resulting knowledge products; and
implementing policies and strategies (Charania et al., 2014; Cornect-Benoit et al., 2020; Isaak et
al., 2010; Kildea et al., 2012; Turner et al., 2020). In Tremblay and colleagues (2019), the
Community Advisory Board was responsible for supervising all aspects of the project, from
design through to implementation and assessment. While these groups were mostly for
community engaged research (e.g. Benoit et al., 2020; Dieter et al., 2018; Gwynn et al., 2015),
they also guided literature review research processes and outcomes (Maina et al., 2020).
Advisory groups played key roles in community engagement, ensuring beneficial research
outcomes, and in driving partnerships between communities and institution-based researchers
(Gwynn et al., 2015; McElhaney et al., 2021).

Gwynn and colleagues (2015) believe that all projects and projects should establish
Community References Groups (CRGs). They describe their importance by stating:

“The CRGs have been described by community members as ‘the tree from whose branches
hangs (sic) all aspects of the research’. These enable communities to be engaged proactively,
and are vital in enabling community benefit. The CRGs and Aboriginal and Torres Strait
Islander employees hold the project together, manage risks to the study and support the
translation of research results into practical benefits to the community. Together they ensure
community priorities are addressed at each step and have an ‘ear’ to the community and its
issue on a daily basis. They guide research programs on each community’s ways of ‘doing
business’ and on managing research activity with sensitivity to local issues.” (p. 240)
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Partnering with community leaders and local organizations

In some studies, notably in research focused on health services delivery, researchers partnered
with leaders, local residents, and existing community structures or organizations. They used
existing social networks to structure research initiatives and meaningfully engage community
members to build local capacity (Kyoon-Achan et al., 2021c; Wendt et al, 2019). For example,
Kyoon-Achan and colleagues (2021c) worked with community structures and leaders to improve
caregiver knowledge, attitudes and behaviours toward early childhood oral health. This was an
effective approach due to community member knowledge of local issues, allowing for the
identification of areas of need and for research to be translated into appropriate action.

2.8.2 The Role(s) of Community Members in General Research and Assessments

There are several ways that community members in general were engaged in and throughout
academic research processes (see Table 5). While not comprehensive, this table illustrates
general trends and examples across studies of where community members were involved, and
who was likely to be involved in what capacity.

Table 5: Summary of Engagement Activities and Community Roles

Activity Participant Sample source

Learning about local culture and context;
engaging warmly and respectfully; ensuring that
research aligns with community needs and
ethical principles

Kandasamy et al.,

External researcher 2017

Khayyat Kholghi et

Advisory council al., 2018

Feedback, oversight, assistance in and approval
of all or most aspects of research, including
considerations for local culture

Elders Farrant et al., 2019

Facilitating Ceremony Elders Dawson et al., 2020

Community liaison Simpson et al., 2021

Logistical support; troubleshooting problems )
Other community

partners

Carter et al., 2019

Supporting communication between research
team and community

Advisory council

Wendt et al., 2019

Community liaisons
Youth community
liaisons

Henderson et al.,
2018
Carter et al., 2019
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Initiating research project; idea generation;
identification of community priorities

Advisory council

McElhaney et al.,
2021

Community liaison

Isaak et al., 2010

Elders

Tremblay et al., 2018

Result of long
standing relationship
between community
and researcher

Angelbeck et al.,
2014

Collaboratively writing and reviewing research
proposals, funding applications, and ethics
applications

Advisory council

Kyoon-Achan et al.,
2018a

Elders

Kurtz et al., 2014

Peer researchers

Harper et al., 2012

Creating, reviewing, modifying and approving
data collection methods and tools

Advisory council

Wendt et al., 2019

Community advisors

Brooks-Cleator et al.,
2019

Community liaisons

Einsiedel et al., 2013

Community members
(general)

Elders

Youth

Irving et al., 2017
Kurtz et al., 2014
Hampton et al., 2007

Peer researchers

Dawson et al., 2020

Staff of partner
organizations

Neufeld et al., 2020

Participant recruitment

Community leader

Ogenchuk et al.,
2022

Community liaison

Kyoon-Achan et al.,
2021c

Peer researchers
Youth peer
researchers

Sawatzky et al.,
2020; Carter et al.,
2019

Community liaison

Fitts et al., 2019
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Obtaining free, prior and informed consent from
participants

Peer researchers

Kyoon-Achan et al.,
2021a

Interpretation into other languages

Community advisor

Brooks-Cleator et al.,
2019

Community liaison

Simpson et al., 2021

Peer researchers

Jacklin and
Kinoshameg, 2008

Data collection

Peer researchers
(including Elder and
youth peer
researchers)

Kyoon-Achan et al.,
2021b; Farrant et al.,
2019; Dawson et al.,
2020

Data analysis and interpretation

Advisory council

Cornect-Benoit et al.,
2020

Peer researchers

Kyoon-Achan et al.,
2021b

Knowledge dissemination and implementation;
developing and sharing outputs of research

Advisory council

Oster et al., 2016

Community leaders

Harper et al., 2012

Elders

Ziabakhsh et al.,
2016

Preparing manuscripts for peer-reviewed
publication; co-authoring paper

Community advisor

Brooks-Cleator et al.,
2019

Community members
(general)

Harper et al., 2012

Peer researchers

Haynes et al., 2019

Development of recommendations resulting
from research

Advisory council

Charania et al., 2014

Ongoing activities evolving from study

Community members
(general)

Kurtz et al., 2014
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2.8.3 The Role(s) of Elders in Research and Assessment Processes

Elders (or Knowledge Keepers, as is the preferred term in certain regions) holding roles in
decision-making is one of the key elements of ethically and culturally safe community meetings,
including gatherings for research or assessment purposes (Dieter et al. 2018). Elders are seen as
significant guides and teachers in their communities (Lickers, 2017). Their sharing of wisdom
through stories can shape research that is respectful, relevant, culturally safe, and builds on the
strengths of Indigenous culture (Hampton et al., 2007; Farrant et al., 2019). Elders not only
provide insight into history (Islam and Berkes, 2016), they can also “provide a link between past
and present, creating a sense of cultural continuity” (Hulko et al., 2010 as cited in Dieter et al.,
2018 p. 6), and contribute to a study’s validity (Carter et al., 2019; Neufeld et al., 2019).
Hampton and colleagues (2007) say it is important to include Elders throughout the research
process.

The literature includes examples of Elders being involved at all stages of a research process. In
certain cases, they hold unique positions of influence in these settings, as they are looked to as
guides and decision-makers in their communities (Carter et al., 2019; Dieter et al., 2018; Lickers,
2017). In Carter and colleagues (2019), youth co-researchers advised that inclusion of Elders was
essential so that other community members would not feel “cultural disconnect, discomfort, and
reluctance” to participate (p. 395). Farrant and colleagues (2019), who included Elders as co-
researchers on their project, found that it was important to allow ample time for these groups to
reach consensus in decision-making, in line with Indigenous ontologies and epistemologies.
Workshops and project meetings often began with Ceremony conducted by Elders in the form of
prayers and blessings, the presenting of tobacco, smudging, or other depending on the customs
and traditions of each particular community (see Dawson et al., 2020; Dieter et al., 2018; Flicker
et al., 2014; Hampton et al., 2007; Jackson et al., 2015; Kyoon-Achan et al., 2018a; Kyoon-
Achan et al., 2021c; Lucier et al., 2020). As well as a symbol of a project’s commitment to
honouring cultural knowledge and traditions (Dieter et al., 2018), the inclusion of Ceremony may
be critical for supporting the well-being of community members who are participating in studies
(as in Sanderson et al., 2021). Elders can provide support in other ways depending on context, as
demonstrated in the work of Nasir and colleagues (2019) where Elders provided counselling
support.

2.8.4 The Role(s) of Youth in Research and Assessment Processes

Youth involvement in research is described as “an important factor in the success of research
initiatives” (Carter et al., 2019 p. 392). Leadership development and capacity building is
particularly emphasized in studies involving youth (Carter et al., 2019; Dawson et al., 2020;
Flicker et al., 2014; Jacklin, 2008). Involvement in research can be an empowering process for
youth, allowing them to take ownership over the research process and contribute positively to
community engagement and study quality (as in Carter et al., 2019). Youth were engaged in
different stages of research, most notably in participant recruitment and data collection as co-
researchers - roles aided by their knowledge of and familiarity with their community (Flicker et
al., 2014; McCalman et al., 2020; Carter et al., 2019; Dawson et al., 2020; Hatala et al., 2019;
Hampton et al., 2007; Parlee et al., 2021; Wray et al., 2020). Wray and colleagues (2020)
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recommend hiring youth researchers as it helps ensure research projects are beneficial for
communities.

Brascoupé and Waters (20009, as cited in Flicker et al., 2014) found that additional support may
enable youth who have not yet developed leadership qualities to take on these roles. Other
community members, including Elders, play an important part in fostering youth leadership
through encouraging youth and passing on knowledge (Lickers, 2017). There are potential
challenges to consider when engaging youth in the research process. Youth may be constrained
by their availability; in Carter and colleagues (2019), research obligations took more time than
expected, and youth had significant family, school, and community commitments, leading to
fluxes in participation. Perceptions of what ages are considered ‘youth’ may differ between
regions (FNIGC, 2006 as cited in Hayward et al., 2021).

The importance of passing down knowledge is underlined in the research. Research can be
beneficial for promoting dialogue between Elders and youth. In Carter and colleagues (2019),
youth co-facilitators relished the opportunity to interact with and learn from Elders, and Elders
were glad that their knowledge of hunting, camping, and fishing was being documented by
youth for future generations. Maina and colleagues (2020) found that students’ self esteem and
attitudes towards school improved when Elders taught about culture and community
knowledge in their schools. Youth found the input and support of Elders significant, seeing
them as significant guides and teachers (Carter et al., 2019; Lickers et al., 2017).

2.8.5 The Role(s) of Researchers in Indigenous Community Research and Assessments

We’ve reviewed several ways that community members can be engaged in research. However,
researchers also have roles to consider outside of doing the research. Some articles provided key
ways in which researchers can re-think their interactions with participants and community
throughout research and assessment processes.

Researchers as Participants

While researchers are generally trained to act as impartial listeners, researchers can also take part
in data collection as participants when the community is in agreement. In Bennett and colleagues
2019 study using photovoice, participants asked researchers to contribute their own images to
break down hierarchies between researcher and participant, and let participants get to know them
on a personal level. Researchers felt it was important to maintain a “low profile” in group
discussions, coining the term “discreet participants” (Bennett et al., 2019, p. 7). In Isaak and
colleagues (2010) study using sharing circles as a method, a participant later expressed desire for
researchers to participate in the discussion rather than just listen. In this case, researchers’
absence from the discussion was perceived by the community as a lack of trust. Being engaged
as participants in the research process itself can build trust and break down power relations.
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Researchers as Learners: Co-learning

The concept of co-learning is described by Murphy and colleagues (2021) as a dynamic transfer
of knowledge from researchers to community members, and from community members to
researchers. Authors also referred to multidirectional learning (Benoit et al., 2020), ‘both-way’ or
‘two-way’ learning (Haynes et al., 2019), and multi-directional capacity building (Murphy et al.,
2021). While participants can learn from researchers, this is not a one-way process — researchers
also have much to learn from community members while doing research. Kyoon-Achan and
colleagues (2021c) describe a practice of ‘embodied learning,” where non-Indigenous researchers
learn by observing and interacting in community-based contexts. According to Dawson and
colleagues (2020), co-learning is “known to elicit stronger research outcomes” (p. 2), and Benoit
and colleagues (2020) found it contributed to non-hierarchical research processes.

Co-learning took the form of facilitating cross-cultural knowledge and skills exchanges (Dawson
et al., 2020); participating in sharing circles (Benoit et al., 2020); and planning events in a
participatory manner (Carter et al., 2019). Along with learning from researchers’ experiences,
community member participants appreciated researchers’ willingness to learn about cultural
traditions and protocols in these settings (Benoit et al., 2020). Co-learning is reflective of the
collaborative approach of CBPR (Hayward et al., 2020), and Haynes and colleagues (2019) state
that it “values Indigenous knowledge systems and the reciprocal co-creation of knowledge” (p.
40). Murphy and colleagues (2021) observe that capacity-building is often only discussed when
transferring skills and knowledge to community members, despite the potential for research
processes to also build capacity for non-Indigenous researchers. This is discussed further below.

Feature: Bi-Directional Capacity Building or Co-Learning

"Indigenous Peoples have been researchers since time immemorial, collecting and analyzing
information from the land, and from one another, to support and provide for the well-being of
all their relations; thus, this knowledge has always existed. Furthermore, some Indigenous
Peoples argue that capacity-building is needed at least as much by researchers, whereby there
should be an onus of responsibility placed upon non-Indigenous researchers to learn more
about Indigenous perspectives before ever entering into a research relationship with
Indigenous partners. Additionally, should capacity-building be mentioned in the context of
Indigenous communities, it should capture the need for greater self-determination and
sovereignty over research rather than leading with the assumption that Indigenous peoples
simply require more Euro-western research skills." (Murphy et al., 2021, p. 16).

2.8.6 Considering Obstacles to Community Engagement

Practitioners involved in the publications of grey literature provide insight into common barriers
to community engagement, and how to anticipate and avoid these barriers. Indigenous Services
Canada (2018) outlined practical and personal barriers to community engagement (see Figure 9
and Figure 10).
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Practical Barriers:

» Unaware of meeting
» Not enough notice provided

» Lack of understanding about
planning process

» Meetings held at
inappropriate times

» Other obligations at home
or work

» No transportation/
inaccessibility

» Lack of daycare/child care
» Weather related

Solutions:

¥y Vv v Vv ¥y v v v

v

Create a communications strategy
Book meeting at set time and dates
Supply agendas to show meeting content

Provide minutes or notes for those who
were unable to attend

Show progress with newsletters, posters
Provide information to the public
Use a survey rather than a meeting

Book individual meetings, lunches, home
visits at flexible times

Provide transportation to meetings
Provide childcare services

Hold meetings indoors

Figure 9: Practical Barriers and Solutions (Indigenous Services Canada, 2018, p. 5)

Personal Barriers:

Non-neutral atmosphere
Lack of interest

Lack of leadership

Lack of trust

¥y v v v Vv

Lack of motivation

v

No cooperation

» They feel their input is not
important

» Defeatist attitude

» Fear of being wrong,
speaking up, expressing
opinions

» Assume meeting will be run
by non-First Nation person

» Shyness
» Scared of repercussions

» Family or political
domination

» Intimidation

» Expectation they should be
paid

Solutions:

vy v v v v v

v

vy v v vV v v Y

Friendly, welcoming attitude

Involve people on a personal level

Get children involved

Neutral meeting place

Provide focus group sessions or home visits

Provide examples of how planning will
benefit the community

Acknowledge and appreciate participation

Make people understand the importance of
their input

Keep giving positive feedback
Take all ideas into consideration
Have a facilitator

Have a neutral chairperson
Anonymous suggestion box
Put personal issues aside

Give credit to community members and
acknowledge their accomplishments

Address issues and look for solutions

Figure 10: Personal Barriers and Solutions (Indigenous Services Canada, 2018 p. 6)

50




With consideration to obstacles in community engagement, researchers should be well aware of
consultation fatigue, or rather, the result of “too much talking and not enough action,”
(Australian Government, 2010, p. 24). This lack of concrete outcomes can lead to stakeholders
losing interest, negatively impacting future engagement strategies.

Through all stages of community engagement, researchers should recognize and celebrate
community members’ contributions. This can take many forms, from organizing a community
barbecue to providing references. Regardless of the ways in which appreciation is demonstrated,
it is crucial to affirm that the work of the community is recognized and valued.

2.8.7 Concluding Remarks on Practices for Community Engagement and Leadership

This section outlined common methods of community engagement in the selected literature,
showcasing how engagement can occur at different stages of research, with various levels of
responsibility. Common themes include:

e Engaging community members in as many stages of the research as possible.

« Inviting community members to shape and interpret research, not just in data collection.

« Hiring community members to conduct different aspects of the research, with a focus on
building research capacity in the community.

« Ensuring cultural practices are honoured - Elders are part of all stages of the research.

o Ensuring research questions, processes and methods are reflective of community needs
and practices, and seeking and incorporating feedback iteratively throughout research.

e Forming advisory groups and hiring local researchers are recommended practices.

o Creating flexible processes that encourage community and individual engagement.

« Integrating bi-directional capacity building for two-way learning.

« Anticipating and addressing potential barriers to effective community engagement.

As always, practices should be adapted to the research context and according to community
decisions and capacities.
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2.9 Research Paradigms: Knowledge Systems, Theories and Methodologies
2.9.1 Indigenous Ontologies, Epistemologies and Theory-Principles

Ontological and epistemological assumptions about what knowledge is and how knowledge is
understood lay the foundation for approaching and choosing appropriate theories, methodologies,
and methods. This section reviews how Indigenous ontologies, epistemologies, and theory
principles derived from Indigenous knowledge systems were put into practice.

Indigenous Knowledge Systems and Worldviews

Indigenous knowledge systems are described as fluid (as cited in Beveridge et al., 2021),
interconnected (Kyoon-Achan et al., 2021c), and as wholistic (also spelled holistic) (Haad et al.,
2019; Kandasamy et al., 2017; Nagy et al., 2020). Wholism is discussed frequently within
healthcare, where physical and mental wellbeing can include culture, spirituality, language,
connection to land, and social, emotional, and cultural wellbeing for the individual, family, and
community (Farrant et al., 2019). In certain contexts, a medicine wheel provides a visual
representation of this wholistic worldview of health (Ritchie et al., 2015).

Authors often contrasted Indigenous worldviews with Western worldviews — which generally
support individualist and dichotomous ways of knowing (Farrant et al., 2019; Flicker et al.,
2014). Differing worldviews lead to differing assumptions; for example, while authority in
Western systems is acquired through specific roles, authority in Indigenous communities is
generally based on age, cultural knowledge, and relationships (as cited in Farrant et al., 2019).
Failing to acknowledge and discuss differences in understanding can lead to misunderstandings.
Understanding knowledge systems at play and their ontologies, epistemologies, and value
principles is important for ensuring that research objectives are aligned with research design.

Ontologies and Epistemologies

Researchers working with Indigenous communities should be aware of their own ontological and
epistemological assumptions — especially considering that University structures and research
processes have been rooted in more Western worldviews. Awareness of why processes have
historically been completed a certain way and the assumptions interrelated with these ways of
knowing and doing is part of the process for creating better research practices moving forward.

Common Indigenous epistemologies include relational ways of knowing (Beveridge et al., 2021,
Hatala et al., 2019), and an understanding of accountability towards the world (Kovach, 2010 as
cited in Nagy et al., 2020). Epistemologies and ontologies differ across Nations and communities
— understanding of how knowledge is known and understood should be discussed with
communities to assist with research design decisions.
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Feature: Example of How Worldviews Underlie Design

Explicitly or implicitly, core teachings can be encoded in design choices. For example, the
following principles may be encoded within the symbology of the Medicine Wheel:

e “The circle symbolizes wholeness, inclusion, feminine energy (womb), and eternity.

e The four directions of a healing journey (South, West, North, East).

o The four basic elements of Mother Earth (earth, water, fire and air).

e The four dimensions of the human condition and wellbeing (physical, mental,
emotional and spiritual).

« Natural laws are based on
observations of and
interrelationships with the
natural world, and are aligned
with the sacred laws
bestowed by the Creator (e.g.
love, respect, truth,

reconciliation and peace). (@ Lovel 6 Individual Nations
o The four stages of the life ‘“""’“’“”‘“” indigenous Knowiedge

cycle (child, youth, adult, Nation o
Elder)” (Chung-Tiam-FOOk, w Individual Level 5: First Nations Peoples

¢\ Culture
2022 p. 57).
Similarly, the way research and % R

Worldview
assessments are conducted and

implemented is directly connected to Pt ‘8' Level 3: “Mother” Earth
the worldviews underlying these - N Spirituality
processes. S

Level 2: "Known" Universe

Level 7: Individuals
Identity

Level 1: All of Creation

o= ./
( = )
The Regional Health Survey \j
conducted by the First Nations @@=
Information Governance Centre was

based on a framework designed to

reflect commonalities between diverse Indigenous worldviews. The framework (the diagram
on the right from FNIGC, 2005 p. 4), shows seven levels connecting the individual to all of
creation, forming a complex and layered picture of First Nations identity. This framework
determined the health survey’s design and distribution, using the concept of Balance between
the different levels as a foundation for First Nation wellness.
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Feature: Example of Differing Ways of Knowing Knowledge

While researchers from a Western knowledge system commonly view knowledge from a
positivist perspective (i.e., knowledge exists independently from us and is discovered),
Indigenous epistemologies are different. Knowledge learning in Anishinaabe culture has been
described by Rheault (1998, as cited in Ritchie et al., 2015) through the four stages of feeling,
observing, reflecting, and doing: “These stages seem to support the temporal changes or
transition from connecting with creation as a first-order sensory learning process (feeling and
observing), and connecting with self as a second order process (reflecting). Doing simply
refers to the process of applying the knowledge to new situations” (Ritchie et al., 2015, p. 12).

Research processes often bring together people from diverse ontological and epistemological
backgrounds, including beyond the binary of Western and Indigenous worldviews. Tensions
arising from the merging of divergent epistemologies and ontologies are part of the process and
should be expected. Researchers were able to navigate these tensions in ways that honoured
members in the group and led to good outcomes. For example, Benoit and colleagues (2020)
navigated tensions through ongoing reflection and consistent and open communication with
community representatives. Having members of the community as team members and in
leadership roles helps put the community’s epistemologies and ontologies at the forefront (see
Beveridge et al., 2021). In line with Australian Aboriginal epistemologies and ontologies, Farrant
and colleagues (2019) set aside plenty of time for consensus to be reached and allowed decision-
making processes to unfold naturally.

Theory-Principles

Kovach (2017) uses the term Indigenous theory-principles to describe teachings, including
“philosophy values (e.g., respect, reciprocity) and practices (Indigenous laws, ethics, protocols)
that guide relationships” (p. 222). The term itself was only used by few to describe how values
were integrated into the research process (see Beveridge et al., 2021), but teachings, philosophy
values and relational practices and how they guided research practices was discussed by many.

Among the noted theory principles were the 3 R’s of respect, reciprocity, and relationality
(Bennett et al., 2019), and the 4 R’s of respect, reciprocity, relevance and responsibility (Nagy et
al., 2020). Certain theory principles were more community specific. In Jacklin and
Kinoshameg’s participatory health research with Anishinaabek members of the Wikwemikong
Unceded Territory in Ontario, the Anishinaabe seven grandfather teachings of wisdom, love,
honesty, respect, humility, bravery and truth guided the research process alongside principles of
participatory action research. For the Kahnawake Schools Diabetes Prevention Project, the
Haudenosaunee values of collective thinking, shared responsibility, listening. As well, those
involved were taking into account the impact of current decisions on future generations,
consensus decision-making, and a wholistic view of health informed the community-based
participatory approach taken for this project with the Kahnawake community (Tremblay et al.,
2018). Chung-Tiam-Fook (2022) describes the Seventh Generation principle, which is common
to many Indigenous Nations, as an ancient philosophy which guides decision-making and can
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also guide relationships to be “generative and mutually respectful and beneficial for many
generations to come” (p. 55). This principle can also be integrated into research processes.

These principles overlap with ones we reviewed under Principles for Research and Assessment
Processes. This overlap showcases how Indigenous value principles have already been translated
into research practice, and that this can be done with community-specific values as well.

Feature: Translating Value Principles into Research Action

As part of their research framework, Kandasamy and colleagues (2017) upheld and translated
values of Indigenous research into action throughout the research process. For example, the
value of respect for individuals and community was translated into action through researchers
being considerate of the diversity found within a community. This consideration took the shape
of:

o Exploring the cultural, artistic, economic, and political diversity of the community
through several years of relationship building and community immersion where
researchers spent time with different community groups.

o Participating in training programs and events to learn more about the community and to
share the study with a diversity of people and community organizations.

Other Indigenous research values reflected in their research included Indigenous control over
research; reciprocity and responsibility; respect and safety; deep listening; reflective
nonjudgement; self-awareness; subjectivity; and honouring what is shared. The way these
principles were translated into actions can be found in Table 1 of Kandasamy and colleagues
(2017).

2.9.2 Theoretical Perspectives

Certain articles in this review noted the theories informing their research. This provides a
glimpse into the array of theoretical frameworks used to inform research by, with and for
Indigenous communities (Figure 11). That being said, many of the articles provided minimal
detail for how these theories were applied. The following summary reviews the information that
was present on how these theories were applied, and reasoning for choosing these theories.
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Theoretical Approaches

Community Capacity
Community Centered Praxis
Decolonizing

Deliberative Democratic Theory
Ecological Theory
Entitlement Theory

Historical Trauma Theory
Social Movement Theories
Socio-Ecological Model
Critical Theory

Indigenous Standpoint Theory
Postcolonial Theory

Theory of Change

Grounded Theory

Figure 11: Theoretical approaches employed in the reviewed articles. Articles that used more
than one theoretical approach are represented more than once in this diagram.

Grounded theory was the most commonly applied theory, having been discussed in ten (37.0%)
articles, was grounded theory (see Davies et al., 2011; Friendship and Furtal, 2012; Hatala et al.,
2019; Kandasamy et al., 2017; Kyoon-Achan et al., 2018b; Kyoon-Achan et al., 2021a; Patel et
al., 2022; Rizkalla et al., 2020; Romain et al., 2015; Sawatzky et al., 2020). For some
researchers, grounded theory meant that data collection and analysis were performed in parallel
(Rizkalla et al., 2020; Sawatzky et al., 2020); for Patel and colleagues (2022), this was an
iterative and cyclical process, where data collection and analysis continued until there were no
new emerging themes (when saturation was reached). Contrary to the common process of
conducting a literature review before collecting data, Kyoon-Achan and colleagues (2018b)
grounded theory approach meant they only looked at literature on their topic after the data
analysis was already complete. Grounded theory was applied (in some cases, uniquely) to the
data analysis process to identify inductive themes and principles (Davies et al., 2011; Friendship
and Furgal, 2012; Romain et al., 2015). For Kyoon-Achan and colleagues (2018b), data analysis
took place with both researchers and community partners providing interpretations of and
validating the findings through data feedback sessions in weekly teleconferences scheduled for
this purpose. Researchers chose grounded theory for its ability to accommodate different ways of
knowing, different ways of sharing knowledge, and for interpreting data while considering its
specific temporal, cultural and structural contexts (Kandasamy et al., 2017; Patel et al., 2022).
For example, Hatala and colleagues (2019) combined grounded theory and Indigenous
methodologies for data generation, interpretation, and analysis through implementing a two-eyed
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seeing framework, which allowed room for integrating aspects of Indigenous methodologies not
aligned with grounded theory.

Theory of change was the second most frequent applied theory, having been discussed in three
(11.1%) articles (Couzos et al., 2020; Kelley et al., 2018; Wendt et al., 2019). This model
includes four phases to represent a gradual transformative process for palliative care: “1) having
necessary antecedent community conditions; 2) experiencing a catalyst for change; 3) creating a
palliative care team team; and 4) growing the palliative care program” (Kelley et al., 2018, p.
54). Its application varied widely and was often altered to be more culturally appropriate in its
application. Kelley and colleagues (2018) Developing Rural Palliative Care Model was modified
and applied as a culturally appropriate theory of change with the purpose of guiding program and
policy development to improve end-of-life care in First Nations communities. Couzos and
colleagues (2020) applied a theory of change model to help understand factors, both within and
outside of project control, on pharmacist interventions for chronic diseases (see p. 1434). Wendt
and colleagues (2019) applied the Yup’ik Indigenous theory of change in substance use research
with Indigenous communities, which informed the identification and measurement of
intervention outcomes.

Several other applied theories exist and were applied in relation to colonialism. This includes
decolonizing theory (see Haynes et al., 2019; Henderson et al., 2018), postcolonial theory (see
Brooks-Cleator et al., 2019; Henderson et al., 2018), historical trauma theory (see Rizkalla et al.,
2020), and Indigenous standpoint theory (see Fitts et al., 2019; Haynes et al., 2018).

Decolonizing theory was created in intentional and constructive response to the damages created
by colonisation. This theory was applied by Haynes and colleagues (2019) alongside standpoint
theory (reviewed shortly), and in Henderson and colleagues (2018) alongside postcolonial
theory. Postcolonial theory is a framework that allows researchers to “consider the histories of
those who have experienced colonialism and to connect their present-day material and social
conditions with the injustices of colonization” (McEwan, 2009 as cited in Brooks-Cleator et al.,
2019, p. 52). It challenges dominant Western discourses and is particularly useful when
understanding the experiences of folks who have experienced colonization (Brooks-Creator et
al., 2019). This framework is applied by Brooks-Creator and colleagues (2019) in their study
with older First Nations and Inuit adults about how supported they feel to age well in a Canadian
city. Henderson and colleagues (2018) used both decolonizing and post-colonial theory to guide
their data analysis with the purpose of prioritizing First Nations voices and understanding how
colonization has shaped healthcare experiences. Historical trauma theory was another theoretical
lens applied to consider the impacts of colonization on health care experiences. Rizkalla and
colleagues (2020) define it as a theory that “aims to explain how colonial policies have promoted
and propagated the use of violence against Indigenous Peoples, and cause unmeasurable
intergenerational grief” (p. 2). They apply it in their study on improving the response of primary
care providers for rural First Nations women experiencing intimate partner violence. More on
this theoretical framework can be found in Evans-Campbell (2008, as cited in Rizkalla et al.,
2020). Indigenous standpoint theory is defined as “a decolonizing approach that enables
Indigenous people to maintain/regain or learn their own epistemological standpoint that has been
lost due to colonisation and to adopt ethnocentric Western forms or approaches to knowledge”
(Foley, 2006 as cited in Fitts et al., 2019, p. 139). This approach, which prioritizes Indigenous
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and marginalized voices (Haynes et al., 2019), engages community members in each step of the
research and encourages capacity building (Fitts et al., 2019).

Eight additional theoretical frameworks and perspectives were included in projects throughout
this systematic review. Community capacity development sees communities as having the
capacity to address their problems through collective problem-solving (Kelley et al., 2018).
Community centred praxis places ethical actions as a central feature of research and engages in
specific research principles, including continuing discussion with community, research that
reflects community concerns, and the transfer of research skills to community members (Jacklin
and Kinoshameg, 2008). Deliberative democratic theory was employed in Khayyat Kholghi et
al.’s (2018) evaluation of a diabetes prevention project, and informed deliberative elements in
public engagement methods to ensure participants were informed about the topic and were
encouraged to discuss and consider different viewpoints to arrive to a list of recommendations.
Ecological theory was applied by Rowley and colleagues (2015) as it recognizes the social and
physical environment’s impact on wellbeing - a perspective that is more aligned with a holistic
view of health. In a similar manner, Neufeld and colleagues (2020) employed a socio-ecological
model to explore Elder womens’ relationships with foods, as the model considers levels of
influence at an intrapersonal, interpersonal, institutional, community, and public policy level to
better understand human behaviour. Entitlement theory was applied alongside the concept of
food sovereignty by Islam and Berkes (2016) to understand reasons behind experiences of food
insecurity. A social movement theories framework was employed by Tremblay and colleagues
(2018) to examine community-based participatory research processes and understand how they
can lead to systemic change. Finally, critical theory, which “seeks to understand and explain
deficits with the current social situation by empowering those affected” (Jacklin and
Kinoshameg, 2008, p.65) was applied alongside community centered praxis to understand health
needs in Wikwemikong Unceded Indian Reserve in Ontario.

2.9.3 Methodologies

Eight different culturally relevant methodologies were applied in these studies (see Figure 12).
Of these, community-based participatory research (CBPR) was the most commonly referenced,
followed by participatory action research (PAR). There are also Indigenous methodologies
present, including Talanoa and Dadirri (both based out of Australia), as well as the
Developer/Adapter Method which was designed in collaboration with First Nations
communities.
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Methodological Approaches

I
Dadirri
I

Talanoa

I
Developer/Adapter

Feminist
Participatory

Community

Appraisal I

Ethnography
I
PAR

I
CBPR

I
0 20 40 60

Figure 12: Culturally relevant methodological approaches employed in the reviewed
articles. Awrticles that used more than one theoretical approach are represented more than once in
this diagram.

Dadirri is identified throughout Smith and colleagues (2020) literature review as a recommended
methodology for Australian Indigenous community members’ perceptions of health needs. It is
an Indigenous methodology rooted in a language of the Ngangikurungkurr people, though it is
also applicable for Indigenous groups in Australia (West et al., 2012). Principles of Dadirri
include reflection; community; reciprocity; equal interaction; returning resources to community
to empower community; deep listening of others - which is at the core of spirituality; and taking
enough time to truly understand (West et al., 2012). In practice, it is a “process of listening,
reflecting, observing the feelings and actions, reflecting and learning, and in the cyclic process,
re-listening at deeper and deeper levels of understanding and knowledge-building” (Atkinson,
2002, p. 19 as cited in West et al., 2012). West and colleagues (2012) explain it as a process of
rich and meaningful communication which results in a better understanding of self, and that it
can be linked with critical theories in order to develop an Indigenous research framework.

Talanoa was applied in Vaughan and colleagues (2018) to evaluate a community-based program
focused on chronic disease prevention among Maori and Pacific Islanders in Queensland,
Australia. Talanoa is a Pasifika form of informal communication and dialogue which brings
people together to share views, and participants’ perspectives can be challenged or legitimized
by others (Vaughan et al., 2018). Its principles of respect and trust guided data collection through
interviews and focus groups (Vaughan et al., 2018). Both Talanoa and Dadirri aim to address
power dynamics between participants and researchers by reducing distance through dialogue.
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The Developer/Adapter method was created in collaboration with First Nations communities in
Northern Ontario to have an intervention/control approach that was consistent with Indigenous
principles (McElhaney et al., 2021). This methodology addresses community health issues
identified by a community. Communities can either choose to participate as a Developer
(identify, develop, enact and evaluate new opportunities to tackle issues) or as an Adapter (adapt
successful strategies to their local context), both of which contribute to a “toolbox” that can be
applied to newly identified issues (McElhaney et al., 2021). It was developed “to support
community engagement, the community-based identification of the needs of Elders, and
community partnerships with Indigenous health service agencies in the development of
community-based interventions” (McElhaney et al., 2021). It can also contribute to improving
the quality of existing services and be employed for knowledge mobilization.

Coppola and McHugh (2018) took a feminist participatory approach to enhance cultural
humility in their research partnership. Nagy and colleagues (2020) took this approach as well; in
combination with PAR, they were able to emphasize values of agency, self-determination,
resilience, resistance, and empowerment when conducting workshops with participants.

Community Appraisal was applied through the work of Ens and colleagues (2017), as they took a
rapid, collaborative community-based appraisal approach to identify potential factors causing the
decline of a locally culturally and ecologically important tree genus utilizing both local and
western ecological knowledge. Jackson and colleagues (2015) used participatory appraisal (PA)
to produce knowledge about violence in Indigenous women’s lives and communities. PA aims to
improve hierarchies between researchers and participants by “putting the first last”, and the
collective production of knowledge can catalyze community-based action (Jackson et al., 2015).
In practice, PA activities took the form of a spider net exercise, a causal-impact exercise, a
matrix exercise, and a community mapping exercises, all related to improving domestic violence
services for Indigenous women.

Ethnography was applied in several ways in the reviewed research. In Bennett and colleagues
(2019) project, the lead author followed the immersive experience of ethnography as a learning
tool by living in and frequently visiting partnered communities in the research. This immersion
showed commitment, helped in the development of trust with community members, and
provided context for research questions (Bennet et al., 2019). Elliot and colleagues (2015) took
an imaginative ethnographic approach in their project Aboriginal Health and Healing. They note
that while applying an ethnographic approach can be messy, there is also room to develop
ethnographic research methodologies that are inclusive and collaborative, addressing the
“structural inequities and oppressive ideologies in academia, medicine and scientific research”
(Elliot et al., 2015, p. 37). Institutional ethnography (IE), applied by Morton Ninomiya and
colleagues (2020), “aims to produce evidence that maps how peoples’ activities and labour are
invisibly coordinated by institutional texts” (Morton Ninomiya et al., 2020, p. 223). The IE
approach helps to identify how people’s everyday lived experiences are connected to institutional
practices. It was adapted to fit the local context through face-to-face meetings and consultation
with community leaders, key community members, and stakeholders. In Oster and colleagues
(2016), ethnography was chosen by the Community Advisory Group as the most appropriate
research approach to understand effective prenatal care for First Nations women in a Cree First
Nation in Alberta. They were able to identify the role of structural issues in affecting healthcare
relationships (Oster et al., 2016). Ritchie and colleagues (2015) took a focused ethnography
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approach by focusing on a 10-day, outdoor adventure and leadership expeditions for youth ages
12-18 from Wikwemikong Unceded Indian Reserve. This approach resulted in all data collection
occurring during the expeditions through interviews, journal entries, focus groups, and Elder
teachings and discussion. Ritchie and colleagues (2015) also employed the critical ethnography
principles of positionality and reflexivity. Finally, ethnography can also be used in the form of
ethnographic description (Wendt et al., 2019). Each of these ethnographic studies integrated
community-based research principles in their approaches.

Participatory Action Research and Community-Based Participatory Research

Both participatory action research (PAR) and community-based participatory research (CBPR)
were the most common methodologies. Though they are separate, they overlap in their
participatory approaches under the umbrella of collaborative, community-based research (Wray
et al., 2020), and their distinction was not always clear in the reviewed articles. As a result, they
will be considered together in this section.

PAR and CBPR approaches provide pathways for community engagement in research processes.
This takes the form of (research) partnerships and collaborations between researchers and
community leaders, partners, stakeholders, organizations, program representatives, specific
members of a community (e.g., youth), and communities as a whole (Brooks-Clear et al., 2019;
Carter et al., 2019; Castleden et al., 2016; Flicker et al., 2017; Kelley et al., 2018; Murray et al.,
2014; Ogenchuk et al., 2022; Ritchie et al., 2015). In the reviewed articles, these approaches
were utilized in the collection of both quantitative and qualitative data. Either methodology can
also be applied in evaluations; in fact, evaluations are suggested in PAR and CBPR approaches
to assess collaborations and partnerships (Haynes et al., 2019; Hickey et al., 2019).

In certain projects, CBPR and PAR approaches meant that community had control over and lead
all aspects of the research, including research questions, study design, data collection and
analysis (Brussoni et al., 2012; Kyoon-Achan et al., 2021b; Lavalley et al., 2020; Prince et al.,
2019). In other articles, community members were involved and engaged in the design and
research process through mediums such as consultation and discussion (Charania and Tsuiji,
2012; Davies et al., 2015). In certain cases, policy makers and service providers were also
invited to participate in the research design and execution processes; this facilitated uptake and
changes in policy and practice (Farrant et al., 2019). These partnerships and collaborations
generally resulted in locally relevant research questions directly addressing community concerns
and creating community benefits (Charania et al., 2014; Dawson et al., 2020; Jackson et al.,
2015; Rizkalla et al., 2020). They can also help create research processes that are culturally
tailored and safe (Brussoni et al., 2012; Farrant et al., 2019; Vaughan et al., 2018). PAR and
CBPR approaches are generally strength-based (Smith et al., 2020). When intentionally
designed, they can result in beneficial outcomes such as capacity building (Flicker et al., 2007;
Kyoon-Achan et al., 2018a), empowerment (Cornect-Benoit et al., 2020), knowledge co-creation
that will benefit communities (Kyoon-Achan et al., 2018a; Prince et al., 2019), and contributions
towards self-determination (Dieter et al., 2018). PAR and CBPR can also facilitate social change
and transformation for research participants (Kelley et al., 2018; Kyoon-Achan et al., 2018a). In
practice, PAR and CBPR both aim to develop community benefits such as knowledge and
evidence that is useful to the community (Isaak et al., 2010). To ensure participants received
these benefits in a timely manner, Kyoon-Achan and colleagues (2018a) determined beforehand
how the results would translate into beneficial projects and programs for the community.
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Collaborative and participatory research requires making space for an iterative research process.
Initial plans should be flexible to change as dialogue continues with community members and
new understandings emerge (Woodward and Marrfurra McTaggart, 2016). Since community
members contribute meaningfully to these approaches, their time and effort should be
reciprocated. In Kyoon-Achan et al., this looked like i) hiring locally (e.g., research assistants) to
provide work experience, training, skill development, and networking opportunities; ii)
compensating Elders by offering customary tobacco or honoraria for their services; iii) providing
or covering the costs of meals at community meetings and presentations; and iv) covering travel
and accommodation costs for First Nations partners for team workshops, national meetings, and
conferences. Another important practice is that of flexibility with meeting times and timelines
and to be open to unexpected changes (Kyoon-Achan et al., 2018). Flexibility is particularly
important since CBPR and PAR approaches also have challenges. For example, locally hired
researchers and local supporters may move away and frequent changes in leadership can create
gaps (e.g., Kyoon-Achan et al., 2018a). Continuously building relationships throughout the
research process may help address some of these challenges.

Authentic relationship building and trust are central components of PAR and CBPR and the
partnerships and collaborations required for these methodologies. Commitment to relationship
building in the research process is required (Woodward and Marrfurra, 2016). This includes
prioritizing time and resources to connect — including face-to-face interactions before and
throughout the research process (Farrant et al., 2019; Lopresti et al., 2022) and facilitating open
communication channels for community members to reach the research team with any questions
and concerns (Kyoon-Achan et al., 2018a). Meaningful community engagement, encouraging
community ownership, and respecting community ethics and protocols also contribute to
relationship and trust-building (Kyoon-Achan et al., 2018; Kyoon-Achan et al., 2021c).
Combining CBPR and PAR methodologies with Indigenous methodologies for a project can also
contribute to this important principle of relationship building (Rix et al., 2014).

Applying collaborative and community-based methodologies may not be sufficient to conduct
culturally relevant research with Indigenous communities. Though PAR and CBPR can align
with Indigenous research paradigms (see Lickers, 2017; Hickey et al., 2019; Lucier et al., 2020)
and they overlap with Indigenous principles (e.g., relationality), they come from a different
epistemological source (see Beveridge et al., 2021). At the same time, it is not necessarily
appropriate for non-Indigenous researchers to utilize Indigenous methodologies. Researchers are
beginning to address this by combining community-based approaches with Indigenous ways of
knowing alongside community engagement and leadership. In application, this looks like
utilizing principles of CBPR to engage community members in order to expand the application
of Indigenous ways of knowing, values and beliefs into research design, data collection, data
analysis, and/or research dissemination (Rix et al., 2014; Kyoon-Achan et al., 2021a; Lavalley et
al., 2021; Lewis et al., 2016). Lickers and colleagues (2017) describe their combination of PAR
and Indigenous methodologies as “research that engages research participants in directing the
research on a facet of their own lives; it generally involves using collective critical thinking to
find ways to solve an issue or problem that is of critical importance to the participants,” (p. 73).

The significant take away from these authors’ discussions on the topic is the importance of
community engagement in, and leadership and control over the research process. This
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engagement and leadership, facilitated by CBPR and PAR, leads to integration of Indigenous
ways of knowing into the research itself, allowing for a more culturally appropriate process.

Applying these methodologies does not ensure meaningful engagement: researchers have the
responsibility to ensure their work is truly participatory (Jacklin, 2008). Murphy and colleagues
(2021) found that although studies with Indigenous communities often cited participatory
methods, the levels of engagement of communities varied. They suggest that baseline
expectations of what participatory research is ought to be defined, and that researchers should
aim to exceed this baseline and aim for research that is owned and led by Indigenous
communities.

Overall, CBPR and PAR encourage the building of authentic relationships, which also aligns
with Indigenous value principles. PAR and CBPR have a wide-ranging application and can be
complementary to other research methodologies. When done with a commitment to the
“participatory,” they facilitate community engagement and leadership, leading to a more
culturally appropriate process and more relevant and beneficial outcomes.

Indigenous Methodologies

Additional practices were described as Indigenous methodologies. Benoit and colleagues (2020)
explain their Indigenous methodology as “prioritizing Indigenous worldviews, knowledge,
histories, and realities as well as privileging Indigenous voices, peoples, and lands” (p. 462).
This meant including Ceremony and cultural activities throughout the research. Hickey and
colleagues (2021) also take a similar approach. Farrant and colleagues (2019) and Rix and
colleagues (2014) describe Indigenous methodology as one that understands knowledge as
created and shaped through relationships with other people and the world, making relationships
between researchers and community an important part of the research process. Indigenous
methodologies also support collaboration (Rix et al., 2014), self-determination and Indigenous
leadership (Smith et al., 2020).

Lickers (2017) notes: “Indigenous methodology does not mean and has not meant a total
rejection of all theory, research, or Western ways of knowing. Rather, it is about centring
Indigenous concerns and worldviews, being committed to knowing and understanding Western
theory and research, and coming to know and understand theory and research from an
Indigenous perspective and for an Indigenous purpose” (p. 72).

As the examples above show, pairing Indigenous and Western methodologies can be successful.
The process of choosing the appropriate methodology should centre the community’s
worldviews, research priorities, and should be reflective of the research question that flows from
worldview and priorities.

2.9.4 Concluding Remarks on Research Paradigms: Knowledge Systems, Theories and
Methodologies

This section provides a brief overview of Indigenous ways of knowing, epistemologies and
ontologies, and theory principles. Works by scholars Margaret Kovach and Shawn Wilson are
listed in the further reading section for additional information on this topic. Ensuring Indigenous
epistemologies and ontologies are adequately considered and integrated has important
consequences (e.g., creating more effective health care approaches as in Lavalley et al., 2021).
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To ensure research genuinely meets the needs of the communities involved, the ontological and
epistemological base from which the research is planned and designed needs to be clear and
understood. When that awareness is there, choosing theoretical approaches, methodologies, and
data collection and analysis methods can be done more consciously and in alignment with a
community’s worldview and research goals. For example, Beveridge et al.'s (2021) recognition
of Nuxalk knowledge systems meant they chose visual, narrative, and practical sources and
materials (e.g., family photos) to gather knowledge and engage community members. Tools such
as ethical space and two-eyed seeing can help guide this work, but no matter what, this work is
done consciously and deliberately, and is facilitated through genuine relationships and trust.
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2.10 Culturally Relevant Data Collection and Knowledge Documentation
Tools

Understanding ontological and epistemological roots and choosing the appropriate theories and
methodologies is an important process preceding choosing appropriate knowledge
documentation tools for data collection. A total of eighteen culturally relevant data collection and
knowledge documentation methods were employed in the reviewed articles. A description of
these methods and examples of their application are provided below.

In this section, we also review how the common methods of surveys, interviews, and focus
groups are applied in these studies, discuss situations when quantitative data is most appropriate,
and review how researchers adapted existing data collection methods to be more culturally
relevant and safe.

2.10.1 Conversational and Narrative Methods

Conversational Methods

Conversational methods part of the research design for four studies (Cornect-Benoit et al., 2020;
Firestone et al., 2019; Hatala et al., 2019; Sawatzky et al., 2020). These conversational methods
took place through community dialogue, sharing circles, focus groups, and interviews such as
conversational storytelling interviews (Cornect-Benoit et al., 2020; Firestone et al., 2019; Hatala
et al., 2019). Conversational methods are noted as being aligned with an Indigenous worldview
and practices of oral knowledge sharing through storytelling.

Storytelling

Aligned with oral knowledge sharing, storytelling occured independent of and in combination
with other data collection methods. Storytelling was elicited through yarning circles (e.g., Patel
et al., 2022), collages and photovoice (Shea et al., 2013), focus groups (Cornect-Benoit et al.,
2020), shawl making (Jackson et al., 2015), and through interviews (e.g., Romain et al., 2015).
For storytelling to occur in interviews, interview guides were designed with broad, loose
questions to provide opportunity for storytelling (Kandasamy et al., 2017). Storytelling through
these methods means it was important to consider how to appropriately conduct data analysis.
Hudson and VVodden (2020) ensured that the interpretation of data sets was validated by
participants during focus groups, conversations and gatherings.

Storytelling was present in other formats as well. Ford and colleagues (2018) used a monitoring
and evaluation method called ‘most significant change’ - a story-based approach where
participants evaluate a project through sharing their stories of most significant change in relation
to this project. Gomes and colleagues (2014) applied a storytelling format to present information
in their clinical practice guidelines. Graeme and Mandawe (2017) co-constructed narratives of
their own experiences with conducting community-based Indigenous geography research by
asking themselves general questions about their own experiences as researchers.

Smith and colleagues (2020) note that storytelling, alongside yarning, is the most commonly
recommended data collection format for research with Indigenous Australians. Storytelling can
help subvert assumptions and biases of researchers and other practitioners that could affect data
interpretation (Kyoon-Achan et al., 2021c).
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Digital Storytelling

Digital storytelling is an emerging data collection and knowledge dissemination method. Its
narrative structure and storytelling purpose makes it a well suited method for research by and
with Indigenous peoples. It is defined as a process of illustrating personal narratives through
multimedia where the digital stories themselves are the data (Harper et al., 2012). Since the data
emerges from participants with minimal researcher interference, it is the participants who decide
which information is important to include in their narratives (Harper et al., 2012).

In McElhaney and colleagues (2021), persons at risk of and living with dementia and their
caregivers told their stories through digital storytelling, with the purpose of raising awareness on
this issue in their communities. They noted the method as effective for community engagement
as it gave people the chance to tell their stories (McElhaney et al., 2021). Kandasamy and
colleagues (2017) utilized digital storytelling as a form of knowledge dissemination by creating a
short digital story in collaboration with Tahnee Wilson, a Spoken Word artist and filmmaker, to
communicate research findings about knowledge on perinatal care in a culturally significant way.
This story was made available online and was also distributed via DVD to folks who were not
able to access it online.

Digital storytelling was also chosen as a data collection method in Harper et al.’s (2012) study to
understand climate change impacts on Inuit health. Week-long workshops were held in the
community where members created their own digital stories. A total of 37 digital narratives
created 3-5 minute first-person narrative videos. Interviews, focus groups, surveys, and a
photovoice workshop were also conducted alongside digital storytelling. This method was
impactful for studying this complex and nuanced topic; the multiple narratives showcased how
community members experienced the impacts of climate change in different ways. The digital
stories captured experiences that could not have been captured just through interviews (Harper
et al., 2012). This method also became an intervention of sorts and helped promote community
health by promoting the stories as public health campaigns. The stories also contributed to
preserving and promoting language, culture and ways of life (Harper et al., 2012).

2.10.2 Circle Methods

Talking Circles

Talking circles are a culturally relevant method of data collection for research by and with
Indigenous people that aligns with storytelling and collective listening (Khayyat Kholghi et al.,
2018; Ritchie et al., 2015). Khayyat Kholghi and colleagues (2018) describe them as “based on
respect for everyone present, active listening, learning and stating personal beliefs without
arguing, debate or denigrating other opinions” (p. 82). Though this is not shared by all articles
with this method, Tremblay and colleagues (2018) describe talking circles as a means of
consensus, where participants discuss specific topics until consensus is reached. Similarly,
Khayyat Kholghi and colleagues (2018) note talking circles aligned with the consensus-building
model of the Haudenosaunee.

Talking circles were present in eight studies covering diabetes prevention (Khayyat Kholghi et
al., 2018); health care experiences and health reform (Kurtz et al., 2014); experiences with
substance use treatment (Lavalley et al., 2020); experiences of living with HIV (Lavalley et al.,
2021); youths’ experiences in an outdoor adventure leadership program (Ritchie et al., 2015);
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and diabetes prevention (Tremblay et al., 2018). Talking circles were also integrated into health
programs. Through the work of Maina and colleagues (2020), talking circles were part of a 10-
week intervention for students in the early stages of substance use. In this program, talking
circles took place once a week for 45 minutes to provide a culturally appropriate setting for
discussions on substance use and for participants to “come together, accept each other, and share
stories respectfully” (Maina et al., 2020, p. 10). For some programs, talking circles were
specifically organized for sharing information on a health issue. Ziabakhsh and colleagues
(2016) integrated talking circles in their culturally relevant heart health pilot program for
Indigenous women at risk for heart disease. This holistic alternative to “being told what to do”
proved successful as it created this “sacred space of transformation,” allowing women to choose
health changes feasible for them (Ziabakhsh et al., 2016, p. 823).

These circles are seen as safe and respectful places to share stories. It is common practice for
participants to pass around a feather (Ziabakhsh et al., 2016; Lavalley et al., 2020; 2021), a rock
(Kurtz et al., 2014), or another meaningful item to signify who’s turn it is to speak — and for
participants to pass on their turn if they choose (Lavalley et al., 2020; 2021). In the work of
Ziabakhsh and colleagues (2016), the facilitators also participated in the talking circle by sharing
their own experiences. The facilitators were often one of the researchers, though Elders also
fulfilled this role (Kurtz et al., 2014). Talking circles took place in community spaces (e.g.,
Tremblay et al., 2018) or another place safe to participants. In some cases, hosting a meal with
the participants was mentioned as good practice; according to Kurtz and colleagues (2014), meal
sharing before the talking circle allowed for trust building between participants. Kurtz and
colleagues (2014) also provided childcare for the children of the women who were asked to
attend the talking circle.

Sharing Circles

Seven articles noted the use of sharing circles. Sharing circles facilitated discussion for processes
of Indigenous engagement in epidemiology (Benoit et al., 2020), drivers of HPV infections
(Henderson et al., 2018), suicide issues and prevention (Isaak et al., 2010), early childhood oral
health (Kyoon-Achan et al., 2021c), experiences and knowledge with human trafficking (Nagy et
al., 2022), perceptions of health and body image (Shea et al., 2013), and youth asthma (Watson
et al., 2012). Sharing circles are described as comparable to focus groups, but they have a sacred
meaning in many Indigenous cultures. It is a method more in line with Indigenous values, that
diminishes hierarchies, and emphasizes equality (Henderson et al., 2018; Watson et al., 2012).
Sharing circles generally involve formal turn-taking for dialogue, non judgemental and respectful
communication and listening, and Ceremony (Isaak et al., 2010; Watson et al., 2012). They
consist not only of sharing of knowledge, but of sharing of the whole, resulting in potential for
individual growth and change (Lavallée, 2009 as cited in Isaak et al., 2010; Watson et al., 2012).
While one study notes the terms sharing circles and talking circles as interchangeable (Khayyat
Kholghi et al., 2018), sharing circles are understood as deeper spiritual processes, while talking
circles are described as more surfaced in comparison.

Through the work of Kyoon-Achan and colleagues (2021c), sharing circles took place in
community centres with participants seated on flat cushions or on chairs, while the facilitator and
note-takers remained standing. The sessions opened with prayers, and an eagle feather was held
by the person who’s turn it was to speak to reduce interruption and ensure respect for each
speaker (Kyoon-Achan et al., 2021c). The feather was passed in a systematic manner to ensure
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everyone had the chance to share, though there was no obligation for participants to speak
(Kyoon-Achan et al., 2021c). As a follow up to photovoice activities, Shea and colleagues (2013)
hosted sharing circles to further discuss and develop findings. Sharing circles were also
employed at the end of a workshop day as a means of reflecting and debriefing (Nagy et al.,
2022). Participants in Isaak and colleagues (2010) suggested that researchers participate in
sharing circle discussion, which would have contributed to building mutual trust - something that
is necessary for sharing circles.

Sharing circles are not culturally relevant to all Indigenous communities. In Kyoon-Achan and
colleagues (2021c), while sharing circles took place with First Nations participants, Métis
communities opted for focus groups as a comparable method for sharing knowledge. The same
questions were used across both sharing circles and focus groups (Kyoon-Achan et al., 2021c).
Watson and colleagues (2012) held both a sharing circle and a focus group with the same
participants, with each method focusing on a different topic. The authors tried these methods
with youth as well but this proved ineffective. Instead, they opted for arts-based methods (more
on this under arts-based methods).

Yarning Circles

Engaging in yarning circles is noted as a culturally appropriate data collection method for
Australian Indigenous folks (Rix et al., 2014; Smith et al., 2020). Yarning, which signifies ‘let’s
have a chat,” refers to an often informal conversational method that uses storytelling to gather
information (Hickey et al., 2021; Rix et al., 2014). It places value on the participants’ knowledge
and expertise and its reciprocal nature between researcher and participants mitigates hierarchical
power relations (Patel et al., 2022; Smith et al., 2020).

A total of nine studies referred to yarning circles. These studies focused on the role of Elders in
Indigenous communities (Busija et al., 2020), reproductive health (Hickey et al., 2021), mental
health services for youth (McCalman et al., 2020), oral health education and prevention (Patel et
al., 2022), and experiences of haemodialysis (Rix et al., 2014). Like talking circles, yarning
circles are also utilized in health services, including one for mental health (Nasir et al., 2021),
and as an educational component of a fall-prevention program (Lukaszyk et al., 2017).

Yarning was integrated into research processes in various ways. Before research began, Busija
and colleagues (2020) organized a yarning circle between researchers and a local Indigenous
community in order to establish a working relationship with the community, determine issues of
importance, and refine research aims to ensure community relevance. The yarning circle also
informed interview questions for data collection later on.

Yarning also goes beyond circle form. Rix and colleagues (2014) conducted interviews in which
a ‘yarning’ technique was integrated. They described this as “an informal and reciprocal
exchange of information” (p. 2); yarning took place before the interview on non-research topics
to build rapport, the interviews themselves had no set guide, and participants were encouraged
with prompts (Rix et al., 2014). Kildea and colleagues (2012) created a ‘Yarning Circle’ paper-
based survey, however, no additional information on this is provided.

Smith and colleagues (2020) systematic review on recommended methodologies for Australian
Indigenous community perceptions of health needs found yarning, alongside storytelling, to be
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the most recommended data collection with Indigenous Australians. They utilize the terms
storytelling and yarning interchangeably. They note that there are four types of yarning:

1. Social yarning is informal, unstructured conversation in which trust usually develops; the
researcher is accountable to the participant.

2. Collaborative yarning can involve sharing similar ideas; sharing research findings can
lead to new discoveries and understandings.

3. Research topic yarning occurs in un/semi-structured interviews to gather information
relating to the research question.

4. Therapeutic yarning occurs when the participant discloses traumatic, intensely personal
or emotional information where the researcher’s role is to listen empathically; this can
empower and support the participant to re-think their understanding of their experience in
new and different ways (Bessarab and Ng’andu, 2010, p. 40-41 as cited in Smith et al.,
2020).

Patel and colleagues (2022) note their use of both social yarning and diagnostic yarning before
conducting the yarning interviews, though no definition of diagnostic yarning is provided.

Learning Circles

Learning circles are part of Bennett and colleagues (2019) culturally safe photovoice method.
Bennett and colleagues (2019) defined a learning circle as an adapted version of the Sharing
Circle Ceremony of the Anishinaabek. This was then referred to as “a circle of research and
healing that allows for stories and substantive information of a group to be retold” (p. 4). Though
it is comparable to a focus group or group discussion, this method differs in that it emphasizes
participants sharing their perspectives rather than participants becoming a means of collecting
data (Bennett et al., 2019). Learning circles were central to creating a more culturally safe
photovoice method (Bennett et al., 2019). Orientation, data collection, participant feedback, and
discussion on outcomes all took place in learning circles, and their structure and etiquette were
established before they took place.

Story Circles

Story circles were employed in Hanson (2018) alongside the use of art and material artifacts to
facilitate storytelling through eliciting the experiences of textile artists. Hanson (2018) describes
their design as similar to a talking circle. The process went as follows: An Elder opened and
closed the circles, introductions were provided, an understanding of intergenerational
relationships was established among participants, and the researcher asked questions to which
each participant responded in turn, utilizing the art and material artifacts to facilitate this process.
This process facilitated sharing embodied, intellectual, and spiritual knowledge (Hanson, 2018).

2.10.3 Visual and Arts-Based Methods

Visual and arts-based methods are highly participatory methods that facilitate participant
engagement and align with Indigenous epistemologies (Sanderson et al., 2021). Several data
collection and knowledge documentation methods had an art and/or visual component to them.
These included arts-based methods, photovoice, participatory mapping methods, participatory
whiteboard creation, and the creation of documentaries. In many cases, the visual products of
these methods also contributed to knowledge mobilization and knowledge translation.
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Arts-Based Methods

Arts-based methods were employed in eight articles throughout this review. In these articles,
“art” took the shape of music (Anthony et al., 2018), textiles and artifacts (Hanson, 2018), shawl-
making (Jackson et al., 2015), art collages (Sanderson et al., 2021; Shea et al., 2013), dance
(Mayo and Tsey, 2009), and drawing (Watson et al., 2012), with some studies allowing
participants to choose artistic expressions of their choice (Flicker et al., 2014). Arts-based
methods align with

Authors referred to arts-based methods as decolonizing and as aligned with Indigenous
epistemologies due to their overlap with storytelling (Flicker et al., 2014; Sanderson et al., 2021).
They allow participants space to express and discuss difficult experiences and give participants
control in determining how their experiences are expressed (Sanderson et al., 2021). Arts-based
methods can also contribute to capacity-building by teaching new skills (Flicker et al., 2014).

Hanson’s (2018) study with textile artists integrated art and material artifacts into the story circle
to conduct an arts-based inquiry into their research topic. Participants brought artifacts (e.g., fur,
beads, beaded items) which were set at the centre of the circle, and when it was their turn to
speak, participants had access to the artifacts to explain, detail, and amplify their stories (Hanson,
2018). The decision to add art and artifacts to the circles emerged from conversations with
participants as part of the community-based. In a similar fashion, Jackson and colleagues (2015)
hosted weekly sessions that combined storytelling and shawl making (shawl making and wearing
are part of Blackfoot knowledge and cultural practices) to improve local domestic violence
services for Indigenous women. According to the authors, the knowledge created from the
combination of shawl making and storytelling was “a powerful spirit of hope and strength with
impacts far beyond the initial research encounter” (Jackson et al., 2015, p. 12). Arts-based
methods were also combined with photovoice (Sanderson et al., 2021).

Many studies that took an arts-based approach wanted to learn more about the experiences of
Indigenous youth (Anthony et al., 2018; Flicker et al., 2014; Shea et al., 2013, Watson et al.,
2012), and women and girls (Hanson, 2018; Jackson et al., 2015; Shea et al., 2013). Watson et
al.’s (2012) original plan of hosting a sharing circle and focus group activity with youth to learn
about their experiences living with asthma was not successful - instead, they found that youth
were more comfortable sharing their experiences through drawing.

Shea and colleagues (2013) undertook collage-making with their participants. While it was
successful, they noted a limitation of their collage activity - they were unable to locate magazines
directed at Aboriginal readers, and as a result, the ones they used for the collages featured
predominantly white women. Materials offered for collage-making should be chosen
considerately.
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Feature: An Example of an Arts-Based Approach

Flicker et al.’s (2014) research project, named “Taking Action! Building Indigenous leadership
in HIV prevention using arts-based methods ”, took arts-based approaches to engage
Indigenous youth across Canada in discussions about their health. Art-making activities
differed across the six communities involved in the study. They included hip-hop, painting,
throat singing, photography, carving, film and video making, graffiti, and theatre.

Through interviews conducted after the events, youth participants shared their experiences and
noted the following points about participating in these arts-based processes:

o It was preferable to other modes of information sharing such as sitting there and
listening.

« It was an opportunity to learn about traditional art forms, and in some cases, facilitated
reclaiming parts of their heritage.

o The art-making process provided an emotional outlet which was healing for some
participants.

« Participants got to develop new technical skills (e.g., filmmaking).

o Participants felt proud about their final products and were aware of the potential
positive impacts their art could have on others.

They see arts-based methods as decolonizing because they empower and centre participant
voices, and facilitate inquiry while creating room for complex and intersectional identities.

Photovoice

Photovoice was applied as a data collection method for capturing relationships between climate
change and health (Harper et al., 2012); perspectives on healthy lifestyles (Khayyat Kholghi et
al., 2018); personal experiences of criminalization of HIV nondisclosure (Sanderson et al.,
2021); health and body image (Shea et al., 2013); and intimate partner violence (Bennett et al.,
2019). Photovoice consists of four general steps involving participants and facilitators:

1. Convening to establish research topics, which speak to the needs of the community, and
guide the photography of participants

2. Instructions on how to use a camera (if required)

3. Allotting time for participants to take photographs

4. Reconvening to discuss the photographs participants feel are most significant to the
research topic” (Bennett et al., 2019, p. 2)

Photovoice is referred to as an empowering, participant-led, culturally appropriate method that is
aligned with Indigenous ways of knowing (Bennett et al., 2019; Sanderson et al., 2021; Shea et
al., 2013). Through the work of Sanderson and colleagues (2021), participants shared the
meaning of the photos they took through narrative interactions, while in Khayyat Kholghi and
colleagues (2018) the group shared their photos in a talking circle (instead of the more common
practices of interviews or focus groups).
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Feature: A Culturally Adapted Photovoice Method

Bennett and colleagues (2019) sought to further culturally adapt photovoice for research with
Indigenous peoples by co-creating a culturally safe Anishinaabek version of photovoice. A
significant change to the original photovoice method to create the Gaataa’aabing Research
Method was the choice to utilize learning circles to present and discuss photos, in place of the
more conventional photovoice practices of interviews, focus groups, or presentations.
Participants also created cultural protocols for the learning circles, including i) having a
ceremonial opening; ii) establishing a process of group sharing at the learning circles; iii)
sharing a meal at each learning circle; and iv) establishing group guidelines unique to the
community (Bennett et al., 2019). Additional changes were to include various forms of art
created at any time (not only images taken recently), including researchers as discreet
participants in the process, and holding a final learning circle as a last check-in or reflection
(Bennett et al., 2019). This culturally safe adapted method resulted in both personal and social
change in participants’ lives. The Gaataa’aabing method is adaptable to other Indigenous
communities.

Participatory Mapping

Participatory mapping describes the “creation of spatial maps of certain phenomena that
represent what the community perceives to be important to them, including natural and socio-
cultural features” (Dawson et al., 2020). Participatory mapping was utilized to create a
community-based map of knowledge for the protection of marine areas (Ban et al., 2009; Carter
et al., 2019; Dawson et al., 2020), to educate healthcare providers (Prince et al., 2019), and to
map out the role of Elders in an Indigenous communities (Busija et al., 2020). In Carter and
colleagues (2019), participatory mapping was applied to document Inuit knowledge and use of
marine areas - this knowledge documentation was accompanied by focus groups, interviews,
conversations, and results validation and sharing exercises.

For spatial mapping, Carter and colleagues (2019) note the importance of choosing the
appropriate base map (e.g., topographic scale) to facilitate participants’ communication of
knowledge. Other types of mapping included asset- and capacity-mapping, group concept
mapping, and journey mapping - all of which are reviewed below.

Asset and capacity-mapping was conducted in three studies (Hampton et al., 2007; Hudson and
Vodden, 2020; Kikkert and Lackenbauer, 2021). Hampton and colleagues (2007) conducted
assets-mapping to identify community-based service agencies that were preferred by Aboriginal
youth. This approach allowed them to start from a place of “what works” in the

community. Kikkert and Lackenbayer (2021) held capacity-mapping workshops to “determine
local assets and resources, identify untapped or unrecognized resources, and register collective
and individual capacities” related to search and rescue (p. 261). This exercise allowed the
community to try capability-based planning exercises and explore whether they had the right
assets to face potential search and rescue missions.

Busija and colleagues (2020) did group concept mapping (GCM) to conceptualize the role of
Elders in an Australian Indigenous community. GCM follows steps to “collect ideas on a topic,
structure ideas into major themes, prioritize ideas based on their relative importance, create
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visual representation of the ideas on a two-dimensional concept map, and discuss and amend
concepts on the map to arrive at a group consensus on a topic” (Busija et al., 2020, p. 515). The
participant-generated data created a participant-led process that minimized the role of the
researcher (Busija et al., 2020), which aligns well with community-based participatory research.

Journey mapping is a culturally appropriate mapping tool referred to by Kelley and colleagues
(2018) and Prince and colleagues (2019). Not much information is provided other than it is a tool
used for quality improvement of health services, and that a journey mapping toolkit exists on the
EOLFN website (Kelley et al., 2018).

Participatory whiteboard video

One study co-created a whiteboard video with Rigolet community members with the purpose of
disseminating a health message on acute gastrointestinal illness. Whiteboard videos depict hand-
drawn images on a whiteboard accompanied by narration, sound effects and music (Saini et al.,
2020). This method was chosen in collaboration with community members, local public health
practitioners and government representatives because of its alignment with Inuit culture (Saini et
al., 2020). The steps followed to create this video are as follows:

Presenting video concept and determining interest in this approach
Video content planning

Illustrated storyboard development

Audio selection

Video production and post-production editing

Video dissemination (Saini et al., 2020, p. 52).

ocoarwhE

The video, produced with a film company, was developed with the help of interviews, focus
group discussions and surveys with local Inuit community members.. The end product, a video
of 4 minutes and 46 seconds, was an effective tool for delivering the intended health message.

Documentary

Documentary and other video-based media can also be utilized as a form of data collection.
Borish and colleagues (2021) discuss a case study in which caribou-related knowledge and visual
media outputs were co-created with Inuit from Nunatsiavut and NunatuKavut in Labrador,
Canada. In this study, qualitative data was collected with filmed in-depth and conversational
interviews, with some of the interviews being activity-based (done while the participant is
engaging in an everyday life activity) as per participants’ request. Data analysis also occurred
from the audio-visual data with a video-based qualitative analysis (Borish et al., 2021).

A documentary film was chosen by Inuit leads of the project as a culturally appropriate fit
aligned with cultural values of oral tradition of knowledge-sharing (Borish et al., 2021). This
method facilitated collaboration and partnerships with diverse groups of people (Borish et al.,
2021). Like other narrative methods, the creation of a documentary to share results also ensured
participants were speaking for themselves, reducing researcher intervention and interpretation.
The method also captured the interview setting — a dimension not captured in traditional
interviews, yet is an important part of considering ‘place.’
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2.10.4 Place-Based Methods

Place-based methods are practices that require land (Simpson, 2017 as cited in Hatala et al.,
2019). Four of the reviewed articles discussed place-based and land-based methods in research.
These examples do not provide clear data collection methods, but review how land and place are
considered in the reviewed articles.

Isogal and colleagues (2012) facilitated place-based education activities to test out a geomatics
informatics tool with youth during two environmental outreach camps in Fort Albany. This
experience was combined with semi-directed interviews, participant observation and field notes
to capture youth experiences (Isogal et al., 2012). Kelley and colleagues (2018) took a place-
based approach to a palliative care program development by developing it specifically to the
local context and culture. They found that considering place in this sense allowed for the success
of the program.

Hatala and colleagues (2019) decided to centre place-based notions of wellness in their process
for health research. They integrated land as a determinant of health, consequently exploring how
urban Indigenous youth engage with land and how land contributes to perceived health and
wellness. Land-based activities for data collection did not occur for this study; instead,
conversational interviews were utilized to discuss land as a determinant of health. To document
knowledge, Beveridge and colleagues (2021) abandoned the initially planned interviews in
favour of informal exchanges that occurred through participating in land-based practices. This
contributed to their learning, their relationship building with community, and community
engagement in general. Beveridge and colleagues (2021) retroactively noted how regular land-
based activities would have allowed for more opportunity for collective reflexive processes.

2.10.5 Additional Means of Data Collection

Community Consultations and Roundtables

Community consultations are an important community engagement practice. While they are an
appropriate means of choosing and refining data collection and knowledge documentation
methods (e.g., Gould et al., 2014; Jacklin and Kinoshameg, 2008), in certain cases, they can act
as a tool to design a ‘product.’ For example, in Dutton and colleagues (2020) information was
collected via community consultation to design a new health care service model. Through the
work of Plaganyi and colleagues (2020), community consultation served to design and develop a
fish Harvest Strategy.

A roundtable is a means of consultation that may bring together multiple parties. They also
provide a place for data collection. Kikkert and Lackenbauer (2021) held a roundtable to elevate
their work to the regional level. This occasion allowed for free flowing discussion and a scenario
exercise with several stakeholders involved in search and rescue, all of which were documented
and published in a summary report (Kikkert and Lackenbauder, 2021).

Community Workshops
Community workshops were both a data collection and knowledge documentation tool, and a
facilitator of other data collection methods. The term workshop was generally used to describe
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large centralized gatherings with multiple stakeholders participating in knowledge sharing, skill
building, and/or capacity-building exercises. In Hudson and VVodden (2020), a workshop
included strength-based decision making and planning; community visioning exercises;
community asset mapping; community engagement; and proposal writing. The term workshop
was also used to describe the small group discussion sessions in Mayo and Tsey (2009), which
focused on participants’ experiences in a family well-being program. These discussions followed
a 4Rs guideline:

o Recall details of the experience.

« Relive program highlights and challenges,

o Reinterpret experiences to consider what was learned about self and others.
e Respond to lessons and formulate future directions.

In-depth interviews were also conducted alongside these small group discussion workshops.

2.10.6 When Quantitative Data is Needed

A majority of culturally relevant methods lead to the collection of qualitative forms of data.
Qualitative data has significant strengths, including the ability to capture diverse community
perspectives (Wendt et al., 2019). Some researchers, however, note that quantitative forms of
data are at times more appropriate to meet research objectives. Quantitative data is most
appropriate when communicating information to certain bodies (e.g., government) (Wray et al.,
2020) and to inform decision-making in domains such as healthcare (Hayward et al., 2021).
Wray and colleagues (2020) note that short surveys enabled them to engage with many more
community members, particularly youth who are less likely to use narrative to share knowledge.
Hayward and colleagues (2021) propose that by i) taking a strength-based approach; ii)
contextualizing through positionality; iii) taking a community-based participatory research
approach; and iv) ensuring Indigenous data sovereignty, quantitative data collection methods
have the opportunity to be decolonized and Indigenized. These approaches have the potential to
be applied to various data collection methods, with the overall purpose to incorporate and centre
Indigenous worldviews into the entirety of the research process. An example of a culturally
appropriate form of quantitative data collection is provided below.

The First Nations Regional Health Survey (RHS) is an example of quantitative data collection
done in a culturally appropriate way. The RHS was initiated by the Government of Canada in
1997 in response to three major national longitudinal health surveys launched in 1994 that
excluded First Nations. The RHS was taken over by a National Steering Committee
comprising members of First Nations and Inuit partner organizations (FNIGC, 2007). The way
the RHS was conceived and conducted “fundamentally changed the way that research on and
with First Nations was conducted in Canada” (FNIGC, 2022 p. 139), and processes and
principles guiding this survey are now associated with OCAP™ (FNIGC, 2022).
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The survey, which “sought to balance First Nations content with content from comparable
Canadian surveys while remaining culturally and scientifically valid,” (FNIGC, 2016 p. 147) is
based on a Cultural Framework that discusses how to act with Indigenous Intelligence, which
means “exercising the total capacity of body, mind, heart and experience in total
responsiveness and total relationship to the whole environment” (Dumont, 2005 p. 6). Acting
with Indigenous Intelligence includes analyzing and interpreting statistical data in relation to
the community’s own vision and standards of what health means for their community
(Dumont, 2005).

The survey was conducted four times over twelve years, with each cycle focused on one part
of the four-directions model in the Cultural Framework. As seen in the diagram to the left
(FNIGC, 2005), these four cycles are 1) East: envisioning First Nations wellness; 2) South:
interpreting relationships; 3) West: reflecting on determinants of health; and 4) North: acting
for positive change (FNIGC, 2005). This model communicates the survey intentions, and
draws connections between wellness and culture, language, worldview, and spirituality

Figure 1. RHS Cultural Framework®

NORTH
Action (Behaviours)

WEST
Reason (Analysis)

EAST
Vision
(Ways of Seeing)

SOUTH
Relationships (Ways of
Relating to Time)

Fieldworkers hired from each region facilitated surveys on a laptop in respondents’ homes.
The RHS included distinct youth surveys to capture issues uniquely faced by Indigenous
youth. Youth generally completed the survey themselves, with a fieldworker in the room to
offer assistance as needed all the while respecting privacy. Adults completed their own
surveys, and children were interviewed by someone who knew them well, usually their mother
(FNIGC, March 2007). The survey used regional definitions (e.g., of youth), and data collected
from the surveys was interpreted according to a holistic interpretive framework which
acknowledges the complex and layered nature of First Nations health (FNIGC, March 2007).
According to the FNIGC (2005), Since the survey is based upon First Nations understanding of
health and wellness and collected and interpreted by First Nations, risk of misinterpretations is
eliminated.
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2.10.7 Conventional Methods

In addition to what we’ve defined as “culturally relevant data collection methods”, authors also
used more conventional forms of data collection. Of the reviewed studies, 37 used surveys, 71
used interviews, and 36 used focus groups as a method for data collection. Interviews and focus
groups were more frequently one of the primary methods of data collection, while surveys were
more likely to complement other forms of data collection. Some studies included
recommendations and lessons learned about how to adapt these conventional methods to be more
culturally relevant - these recommendations and lessons are explored in this section.

Uses of Surveys

Surveys often complemented other methods and were distributed as a follow-up to determine the
effectiveness of an intervention, or even as a method of community engagement early on in the
research process (see Harper et al., 2012; VVanderBurgh et al., 2014).

While authors acknowledge surveys as an effective tool for gathering number-based data (e.g.
Hampton et al., 2007; Prince et al., 2019), many mentioned limitations with conventional survey
methods. For example, Islam and Berkes (2016) found that follow-up interviews revealed more
nuance and different understandings than their follow-up survey questions. There can also be
issues with survey responses. For example, in Lucier and colleagues (2020), some surveys were
returned blank while other surveys intended to be answered at the individual level submitted on
behalf of a household. Surveys were often coupled with other methods such as focus groups or
interviews (e.g., Hampton et al., 2007; Islam and Berkes., 2016) to assist with appropriate
interpretation of survey results and explore emerging themes in more depth. In some cases,
participants could choose between a survey or more conversational methods (see Kildea et al.,
2012).

There is no consensus on whether a self-administered or an interviewer-assisted survey is
preferable. A self-administered survey may lead to more truthful answers, particularly on
sensitive topics. However, interviewer-assisted surveys were essential in many cases for ensuring
that survey questions were accessible for participants and for making sure the survey was
completed (Irving et al., 2017). In one study that used surveys across several communities,
researchers felt that a survey felt too impersonal in a particular community “given the nature of
researcher and community relationships” (Hudson and Vodden, 2020 p. 16). Instead, they shifted
to using methods such as focus groups. Survey fatigue is also a reality - in Jacklin and
Kinoshameg (2008), their partnered community already had five surveys circulating. As a result,
they either limited the use of surveys or made surveys as comprehensive as possible to limit
participant fatigue. For Ford and colleagues (2018), despite efforts to contextualize survey
questions, they still did not always resonate with partner communities.

Surveys described as culturally appropriate were generally developed in partnership with
individuals or organizations from the community of study, or at the very least, reviewed by
community members/organizations before being administered (Charania et al., 2014; Hayward et
al., 2021; Irving et al., 2017; Islam and Berkes, 2016; Jacklin and Kinoshameg, 2008; Kelley et
al, ; Kyoon-Achan et al., 2018; Munro et al., 2017). At times this led to re-wording questions to
make the language more familiar to participants, or to use terms that were considered more
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culturally appropriate. Munro and colleagues (2017) used visuals such as tick boxes, circling
pictorial symbols and open-ended questions to make the survey more approachable for
community members. Others noted that certain conventional scales may need to be adapted, as in
Dutton and colleagues (2020), who found that a scale of 1-5 was not always understood by
participants. Many surveys offered the presence of a researcher, local Elder, or translator so that
questions could be explained in more depth or translated when necessary (see Charania et al.,
2014; Irving et al., 2017; Jacklin and Kinoshameg, 2008; Lucier et al., 2020).

Participant recruitment was also addressed in locally-defined ways. Hampton and colleagues
(2007) note that their conventional survey recruitment process, which relied on consistent school
attendance and a signature from a parent or guardian, needed to be adapted to recruit Indigenous
youth. In this case, a partner organization with existing trust with youth was crucial for youth
recruitment for the survey. Lucier and colleagues (2020) offered an incentive for survey
completion (community members were entered into a raffle for a tablet computer at the request
of the community).

Feature: Lessons Learned for Improving Survey Responses

Outlined below are some key Lessons Learned summarized from Lewis et al.’s (2016) study
on increasing response rates on face-to-face surveys with Indigenous communities in Canada.
Their process led to a 59% response rate on a community-wide environmental health survey.

e Use CBPR to develop survey instruments reflective of community-specific worldviews
and practices.

o Develop a culturally appropriate survey protocol (e.g., verbal vs written consent).

o Use culturally relevant variables (or indicators). For example, variables in this study
reflect traditional practices of gathering foods and medicines.

o Conduct a participatory and formative evaluation of design and delivery of service
instruments.

e Share results on a regular basis.

o Ensure representation of households is achieved. Reflective of crowded housing in
Pictou Landing, all adults over 18 completed their own surveys and, unless otherwise
requested, female heads of households answered on behalf of their underage children.

e Include building community capacity as a tenet of CBPR.
e Ensure Flexibility in arranging interview times and locations.

e Local research assistants recommended using the names of the local community
organization and researcher for advertising the research project. They believed this
would result in higher response rates since they were familiar to community members.
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Uses of Focus Groups and Interviews in Studies

Cornect-Benoit and colleagues (2020) describe the conversational methods of interviews and
focus groups as “valid form[s] of sharing that foster Indigenous Ways of Knowing” (p. 268).
Dieter and colleagues (2018), Hampton and colleagues (2007), and Kyoon-Achan and colleagues
(2021c) found that focus groups allowed the community to come together and share, resulting in
community dialogue about dementia; relationship-building between Elders and youth; and
encouraging positive oral health behaviours, respectively. Researchers followed-up surveys with
focus groups and/or interviews to validate results or to build on emerging themes (see Islam and
Berkes, 2016).

Interviews and focus groups were often used in tandem (see Haag et al., 2019). At times,
participants were given the option to participate in a focus group or an interview depending on
their preferences (see Hanson et al., 2018; Kildea et al, 2012; Kandasamy et al., 2017; Prince et
al., 2019). In Brooks-Cleater and colleagues (2019) study, Inuit participants preferred focus
groups, while First Nations participants preferred interviews. Isaak and colleagues (2010) found
that interviews were preferable over focus groups for discussion of suicide because a focus group
format generated a “ripple effect of despair within the group” (p. 268). The choice of focus group
facilitator was important in a study by Flicker and colleagues (2014); youth became enthusiastic
to participate in a focus group when it was directed by a younger, more locally engaged
facilitator. In another case, a focus group with youth was unsuccessful, and youth were more
comfortable sharing their experiences with asthma through drawing (Watson et al., 2012). Prior
existing relationships improved recruitment and participation for interviews and focus groups
(see Isaak et al., 2010).

Interview and focus groups were conducted in a location selected by the participant or
participants were given the choice between several locations (e.g., homes, cafes, on the land) to
ensure comfort, cultural safety, and/or confidentiality (Brooks-Cleator et al., 2019; Cornect-
Benoit et al., 2020; Dawson et al., 2020; Heard et al., 2022; Fitts et al., 2019; Flicker et al., 2014;
Kandasamy et al., 2017; Lewis et al., 2016; Rix et al., 2014). Participants in Fitts and colleagues
(2019) could choose to have a support person present for the interview. Some interviews began
with smudging and tobacco offerings (Hatala et al., 2019; Lucier et al., 2020).

Some studies did not audio record interviews and focus groups, but opted for taking handwritten
notes, often with multiple notetakers to ensure accuracy (Brussoni et al., 2012; Kandasamy et al,
2017; Kikkert and Lackenbauer, 2021). Castleden and colleagues (2016) and Fitts and colleagues
(2019) supplemented focus group recordings with field notes, observations and personal
reflections to capture conversations that were not recorded and to augment interviews with their
own reflections. Firestone and colleagues (2019) read and coded interview and focus group
transcripts until they reached consensus and gave participants an opportunity to adjust and add to
emerging themes. In both interviews and focus groups, it is noted that in small communities,
individual community members may be easily identifiable by story content, so anonymity cannot
be guaranteed. As a result, Cornect-Benoit and colleagues (2020) told participants to only share
stories they were comfortable with the community being aware of.

While most studies using interviews mentioned that they offered to conduct them in the language
of the participant’s choice, this option was often not preferred by participants (see Kandasamy et
al., 2017). There were certainly cases, however, when translation services were needed, or where
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use of local languages enriched data collection by allowing for nuance of expression and
interpretation of phrases used for emphasis (see Einsiedel et al., 2013; McDermott et al., 2015).

The main recommendation for how to make both interviews and focus groups more culturally
appropriate is to prioritize semi-structured, conversational and unstructured styles. These
methods elicit more in-depth answers and give participants more control over how the
conversation progresses and which points are emphasized (see Dieter et al., 2018; Firestone et
al., 2019; Isogai et al., 2012; Kyoon-Achan et al., 2018a; Murray et al., 2014; Oster et al., 2016;
Rix et al., 2014). In Kandasamy and colleagues (2017), unstructured interviews in the
participant’s home environment allowed Elders to speak comfortably and they could use
photographs, newspapers and personal experience and storytelling to support knowledge sharing.
Styles such as these emphasize relationship and trust-building, and are described as “flexible,
purposeful, and collaborative” (Firestone et al., 2019 p. 407). Isaak and colleagues (2010) state
the importance of making clear to participants the differences between focus groups and
Indigenous sharing circle traditions, as expectations for participants and researchers are different
between these methods.

While interviews and focus groups can align with Indigenous ways of knowing, they may still
not be the best method for the study at hand. In Lewis and colleagues (2016), even a very
flexible interview style was described as merely “bearable” by a participant (p. 203). Shea and
colleagues (2013) found that interviews were the least favourite part of the day for female youth
participants. Hudson and Vodden (2020) said that “action-oriented data collection” that engaged
participants in group settings “were much more conducive to collecting rich data and in engaging
participants throughout the research” (p. 7). While the culturally relevant methods reviewed
earlier may address these concerns, researchers should also consider adapting a method to be
more culturally relevant. The following section reviews how this was done in the reviewed
studies.

2.10.8 Cultural Relevance, Adaptation, and Creation of Research Tools

Choosing which research approaches, theoretical frameworks, methodologies, and data
collection tools are used within a research process will have significant impacts on research
outcomes. The various approaches described above are not universally culturally relevant:
choices for which ones to employ and what this looks like in practice must be grounded in
contextual considerations. Researchers should consider three important steps when designing
research: i) choice; ii) adaptation; and iii) creation of new frameworks or tools.

Choice

Choosing data collection and knowledge documentation methods alongside community is
important, as researchers do not necessarily know which methods align best with community
values and ways of knowing. For example, in Brooks-Cleator and colleagues (2019), while Inuit
adults in their study identified that they would prefer focus groups, the First Nations adults with
whom they worked preferred participating in interviews. Providing space for this type of
community input generally improved research processes for both researchers and community
members.
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Feature: Balancing Western Science and Aboriginal Ways of Knowing

A randomized controlled trial (RCT) is a traditional research approach for determining the
effectiveness of health interventions. In a health study involving Aboriginal children, however,
Young and colleagues (2018), opted for an alternative approach termed a prospective cohort
design. They chose this approach because:

o It was better aligned with the purpose of the study

« It was more aligned with existing community capacities

« It was more aligned with Indigenous worldviews and values, addressing some of the
ways in which RCTs did not align with Indigenous ways of knowing.

Adaptation and Transformation

Researchers may find that adapting existing tools works well in certain contexts. For example,
Hampton and colleagues (2007) and Lewis and colleagues (2016) adapted survey questions to
meet specific community needs and ways of knowing. In Kandasamy and colleagues (2017), the
original interview guestions were redesigned to be more broad and loose, allowing more space
for storytelling. Participants were also able to bring additional sources of knowledge such as
family photos, newspaper articles, and magazine publications to add to the oral conversations
(Kandasamay et al., 2017).

Adaptation is a process that continuously evolves throughout a research project. Beveridge and
colleagues (2021) continued to adapt knowledge documentation methods as they went along. In
this case, their methods became increasingly open-ended and reciprocal. Ziabakhsh and
colleagues (2016) adapted their methods by extending the time of their talking circles from 10 to
50 minutes, and by modifying educational materials shared about smoking cessation to be
culturally appropriate. It is also possible to adapt ways of recording data. For example, Brussoni
and colleagues (2012) switched to handwritten notes instead of audio recordings for their
interviews and focus groups.

Examples of culturally adapted programs and health interventions in the reviewed articles also
provide insight into cultural adaptation. Though program development can be done alongside
community to ensure cultural relevance (Maina et al., 2020), adaptation of existing projects and
programs is also an option (see Kelley et al., 2018; Lavalley et al., 2021; Nasir et al., 2021;
Wendt et al., 2019). Maina and colleagues (2020) scoping review provides examples of how
larger structures of service delivery can be adapted successfully; Johnson and colleagues (as
cited in Maina et al., 2020) adapted a project on three levels: i) surface adaptation (idioms,
language, and phraseologies); ii) deep adaptation (integrating participants’ culture, history,
mores, physical environment, and spirituality); and iii) evidential adaptation (using empirical
information about participants). As always, community members should be involved in these
decisions.
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Feature: Key Components for Culturally Safe Transformation of a Method

Bennett and colleagues (2019) determined seven key components for the culturally safe
transformation of the method photovoice, which resulted in the Gaataa’aabing method. These
components could potentially be adapted to the transformation of other methods:

1. The research method and cultural protocols are adapted to the respective Indigenous
community context.

2. Community immersion of the academic team grounds the researchers in the day-to-day
realities and culture of the community.

3. Participants define what visual media to include, in order to deepen participant
involvement in the research process.

4. Academic researchers support participants in their technology use, thus facilitating
participation from a variety of tech comfort levels.

5. The research team works to diminish/confront social hierarchies common in academic
research by including researchers as “discreet” participants.

6. A focus on participant aspirations forms the basis for intended research outcomes,
reaffirming the objectives of CBPR.

7. Afinal group learning circle provides an opportunity for reflection and concluding
remarks.

Co-Creation

At times, culturally appropriate frameworks and tools do not yet exist and the co-creation of
something new is required to ensure cultural safety and relevance. This is what McElhaney and
colleagues (2021) did when they developed the Developer/Adapter method. These tools can go
on to be used by other communities as well.

The process of co-creation, however, is not limited to the creation of tools. It occurs as
researchers and community members work together to create knowledge (Prince et al., 2019).
Kelley and colleagues (2018) describe the repetitive process as “identifying a problem, planning
a change, acting and observing the process and consequences of the change, reflecting on these
processes and consequences, and preplanning, acting, observing and reflecting” (p. 26). Co-
creation can be embedded throughout a project and guide how knowledge is created in the
research process.

Co-creation can allow community partners to go beyond an advisory capacity (Carter et al.,
2019) and be part of developing aspects of a project including research objectives and questions
(Carter et al., 2019; Dawson et al., 2020). This can help to ensure that a project and its outputs
are culturally relevant and in line with community priorities (Dawson et al., 2020; McCalman et
al., 2020; Prince et al., 2019; Saini et al., 2020). Co-creation can further build local capacity
(McCalman et al., 2020) and influence change in policy and practice (Prince et al., 2019). Trust
is essential for co-creation, and its absence can undermine knowledge creation activities (Ford et
al., 2018). Co-creation is achieved through flexibility and collaboration (Kyoon-Achan et al.,
2018a). Ensuring there are opportunities for co-creation at all stages of the research process may
influence the success of a CBPR project (Wray et al., 2020).
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Coppola and McHugh (2018) developed a list of potential questions to ask when co-creating an
activity-promoting community research agenda. These are listed in the box below.

Feature: Potential Questions and Reflections for Co-Creating an Activity-Promoting
Community Research Agenda (Coppola and McHugh, 2018, p. 22)

Table 1. Potential questions and reflections for co-creating an activity-promoting community research agenda.
Building relationships and consulting the communily

How can we promole stronger interagency work (o support culturally relevant activity-promoting programming?
What are our roles and responsibilities in supporting each other 1o achieve our project goals?

How can we all promote a democratic process of decision-making?

How can we engage in continued dialogue to co-create project outcomes?

What is our partnership philosophy?

How will we address conflicts that arise?

Incorporating culturally refevant practices

Is the term ‘culturally relevant’ or ‘cultural relevance’ appropriate within our group? And how are we exploring or understanding
how the communily's culture is honoured?

Wha should be invalved in conducting culturally relevant activily-promoling programming?

How do we engage youth leaders in culturally relevant activity-promaoting programming?

Are we promoling culturally relevant practices for all members of the group?

Are we using terms that are appropriate and non-offensive within the group?

Sharing Knowledge

How can we promole on-going meetings?

What is the best way for our group o communicate?

What does the community group need to know aboul sharing outside the group?

How do you begin a discussion about sharing information outside of the group?

What are we willing to share about the project?

How many people need Lo agree on what is shared, and how will decision-making ocour?

How are we crealing opportunities for networking?

How are we crealing a safe space for growth and support for our partners?

Have we considered how and when we will translate knowledge to other groups or partners, and who should receive this
knowledge?

2.10.9 Developing Community-Specific Indicators

Talking about what brings about success, rather than focusing on why one person has something
when another doesn’t, gets people thinking in a positive way.

— Larissa Grant, Musqueam First Nation (as cited in Geddes, 2015 p. 2)

Community indicators are a key part of community assessments. While some assessments use
pre-determined indicators, the grey literature suggests developing community-specific indicators.
In line with the theme of how research should be co-designed with partner communities,
community indicators can also be developed specific to community contexts.

The indicators used for assessments are essential for determining the relevance (including
cultural relevance) of research to a particular community and its needs. Indicators measure
specific aspects of a particular population or community. While these measurements are often
guantitative (e.qg., statistics), they can also be qualitative (e.g., stories) (Geddes, 2015). Not only
do indicators measure information, they both reflect what is valued and create values as they
determine what is being measured (Meadows, 1998 as cited in Geddes, 2015 p. 7). For
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measuring health, indicators must “have a cultural fit”, and “[reflect] people’s positive view of
themselves” according to their own vision of what health means (Geddes, 2015 p. 3). The
importance of thoughtfully selecting indicators is expressed in the following quote:

“Too often, indicators of community wellness actually measure the absence of something
negative, rather than the presence of something positive. For example, when tracking
educational success, why track numbers of drop-outs when you could track the number of
graduates? Why not track literacy instead of illiteracy, strengths instead of needs
(Kretzman and McKnight, 1993)? While collecting information on things like sickness
and environmental damage do raise awareness of real challenges, they can also become
discouraging, self-fulfilling prophecies, lowering the expectations of community members
of what is possible (Kishk Anaquot Health Research, 2008)” (Geddes, 2015 p. 2).

Developing indicators in partnership with communities can help ensure that assessment design is
strengths-based and based on particular communities’ understandings of health and well-being.
This can allow communities to take ownership over assessment processes as they see their
concerns reflected in what is being measured. (Geddes, 2015). Geddes’s (2015) recommends
using existing determinants of health (e.g., education) as a reference for discussing with
communities what “success” would look like in each area. They recommend including a
representative sample of community members in all stages of indicator development, from
discussing the reasons for developing indicators to testing the selected indicators (FNIGC, 2020).
This process may result in more indicators that focus on interrelationships between different
social, cultural, environmental, and health factors. For example, following an interview-based
consultation process in which community members identified things that made them healthy, an
additional indicator of ‘Community Connection’ was added which reflects a non-physical
understanding of health (Gibson, 2017).

2.10.10 Concluding Remarks on Culturally Relevant Data Collection and Knowledge
Documentation Tools

While this section holds a large amount of information, the lessons are clear: To make the best
research design choices for research by, with and for Indigenous communities, an awareness of
knowledge systems, and epistemological and ontological assumptions underlying the origins and
purpose of the research process is needed. When this awareness is present, deciding on which
data collection and knowledge documentation methods to adopt can be done more consciously
and in the genuine interest of the research purpose. Decisions determining the research design
are not separate from other processes, including relationships building and community
engagement. In fact, meaningful relationships and community engagement will only improve
research design decisions and, generally, lead to improved outcomes.
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2.11 Additional Practices for Research and Assessments by, with and for
Indigenous Communities

2.11.1 Communication and Language Considerations

Culturally centred communication skills are essential for programs and projects to be appealing
and successful (Vaughan et al., 2018). Even with a focus on relationships and education on local
culture, outside researchers still bring their own values to the research process (Kyoon-Achan et
al., 2018a). This can lead to communication difficulties such as wariness to express sacred
beliefs and stories with external researchers (Wendt et al., 2019). It is therefore important to
maintain open communication and to “continually clarify nuances, meanings, and intentions to
prevent possible feelings of confusion or frustration” (Kyoon-Achan et al., 2018a p. 1044).

Recognizing that cultural misunderstanding can occur, Mayo and Tsey (2009) created an
atmosphere of openness and understanding by recruiting people who were reflective about their
roles in research. In several studies, locally hired research assistants and community liaisons
played the role of cultural interpreters, enabling effective communication (particularly in
institutional settings as in Einsiedel et al., 2013; Nagy et al., 2020; Simpson et al., 2021). Two
examples of culturally tailored communication strategies are described below.

Feature: Two Examples of Culturally-Tailored Communication

Example 1: In Haynes and colleagues (2019) metaphors were a preferred means of
communication for speakers of an Australian Aboriginal language (Yolyu Matha).
Consequently, they used metaphors to communicate unfamiliar concepts such as a canoe
journey as a metaphor for action research and the eye of a crocodile to represent critical
thinking. The co-creation of these metaphors resulted in a meaningful reciprocal translation
process.

Example 2: In Carter and colleagues (2019), youth research assistants helped researchers
understand underlying meanings of Elders’ stories and their connection to research questions,
which at times was otherwise unclear to researchers.

The Use of Indigenous Languages

Using local languages may help facilitate communication as well as expand the reach of a project
(Carter, 2008; Wray et al., 2020). Carter (2008) found that speaking the local language was
beneficial for relationship building and described training in local languages as an emergent
theme of participatory environmental research. Taking courses in local language and culture may
play a role in relationship building, as locals are provided with opportunities to explain place-
based protocols to newcomers (Carter, 2008). Language may not only facilitate communication
between speakers of different languages, but it may also facilitate understanding between
different worldviews as it is “ultimately an exercise in cross cultural understanding” (Carter et
al., 2019 p. 392). Kyoon-Achan and colleagues (2018b) found that profound insight and meaning
were communicated when participants used their local languages, suggesting that meaning can
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be lost if language is not understood. In Henderson and colleagues (2018), community members
both young and old found the integration of Indigenous languages in messaging to be
“empowering,” or noteworthy, even for those who did not speak the language (p. 98). In Young
and colleagues (2017), perceptions of the relevance of research increased when their survey was
given an Ojibwe name by children in the community who were taking the survey.

Having translation services available was important in some studies, particularly to document the
knowledge of Elders who may require or prefer an interview conducted (even partially) in their
Indigenous language (Carter et al., 2019; Einsiedel et al., 2013; Hanson et al., 2018; Islam and
Berkes, 2016; Kyoon-Achan et al., 2018a). Authors also flagged the need for sensitivity
regarding bilingualism and translation, as limits to language fluency caused by the residential
school system may be an area of discomfort (Carter et al., 2019). As in Carter et al.’s (2019),
skilled interpreters may need to be hired to accurately document Elders’ knowledge. This took
more time and was more expensive, but it was important for participants to have the option to
respond in the language of their choice for accurate knowledge documentation. In some cases,
participants used Indigenous languages only for emphasis or to communicate certain phrases (see
Hanson et al., 2018; Kyoon-Achan et al., 2021a). In other cases, participants preferred to
communicate in English (see Kandasamy et al., 2017; Romain et al., 2015).

When translation is used, The World Health Organization (as cited in Davies et al., 2015)
recommends hiring one interpreter for forward translation (i.e., English to Yolyu Matha) and
another interpretation for back translation (Yolgu Matha to English) to check the accuracy of
translations. Carter and colleagues (2019) found that key words involved in the research project
(such as “impact” and “season”) had no direct translation in Inuktitut; using a back-and-forth
translation process helped ensure the same meanings were communicated. As metaphors are a
preferred means of communication in certain languages, context in translations between literal
and conceptual interpretations is crucial. Reviewing data collection tools with community
members is recommended to adjust language use or methods so that they are more
understandable and culturally appropriate (see Dawson et al., 2020; Kelley et al., 2018).

2.11.2 Data Interpretation, Results Verification and Sharing

Interpreting collected data, verifying the interpretation, and sharing results with community
members are a continuation of important practices for research by, with and for Indigenous
communities. Kyoon-Achan and colleagues (2018a) describe the “two-way learning knowledge
exchange” that comes from presenting results and providing space for community feedback as
“fundamental to the CBPR process” (p. 1041). This section reviews practices for data analysis
and interpretation, results verification and sharing, and considerations for confidentiality when
sharing results with community.

Data Analysis

The most common analysis and verification practice appears to be researchers developing an
initial analysis as a first step, then reviewing emerging themes with community members or
other Indigenous partners and incorporating their feedback (e.g. Benoit et al., 2020; Sawatzky et
al., 2020; Ziabakhsh et al., 2016). This occurs through discussion (e.g., Benoit et al., 2020), a
group activity with participants (Firestone et al., 2019), or facilitating a workshop with project
participants (Fitts et al., 2019). Several studies involved Indigenous partners as co-analysts in
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results interpretation (e.g., Lucier et al., 2020; Ritchie et al., 2015). Kyoon-Achan et al., 2021a
drew partially on the “lived experience of Indigenous research team members” for data analysis
and interpretation (p. 3). Consideration of who ought to be involved in results interpretation and
verification is important - for example in Hickey at al. (2021), researchers chose to separately
code, interpret and validate data between men and women to respect the cultural significance and
gendered nature of sexual and reproductive health for First Nations people. Where interpretation
of data differed, First Nations interpretations were privileged in the process of finding consensus.
More examples of data analysis processes are included in the box below.

Feature: Examples of Collaborative Data Analysis Processes

Example 1: Flicker et al.’s (2007) collaborative inductive analysis had several iterative steps:
i) conduct a preliminary analysis fo a subsample of transcripts; ii) develop a coding framework
based on emerging themes, commonalities and differences; iii) each team member codes
transcripts independently and they meet on a weekly basis to review and discuss completed
coding, and ; iv) create summary documents to capture common themes, gaps and issues. This
process was done with six team members made of faculty, research staff and students, with
half the team identifying as Indigenous. This created a transparent and nuanced analysis in line
with OCAP™ principles.

Example 2: Flicker and colleagues (2014) invited all co-investigators and Youth Coordinators
involved in their study to a retreat, at which they collaboratively identified key themes from
data. They used the DEPICT method (described in Flicker and Nixon, 2014) to analyze the
transcripts, which had been de-identified to maintain confidentiality.

Example 3: Lucier and colleagues (2020) collaboratively analyzed findings following a Water
Ceremony, discussing findings with Chief and Council, Elders and the broader community.
They used discussion prompts such as, “Does this make sense?”, “What jumps out and why?”,
and “Why do you think community members said what they said?” (p. 4). They disaggregated
data by gender, and by two broad age categories: younger (18-49) and older (50 and above).

Example 4: In Benoit and colleagues (2020) statisticians performed data analysis, discussing
the analysis plan with members of an Indigenous research team who had expertise in the field
of study. Statisticians presented results from the analysis at a Sharing Circle gathering, where
their respective research teams provided Indigenous perspectives. They discussed meanings
and implications of the findings, and how the findings would be shared.

Results Verification

Consistently checking results and sharing them with communities to provide opportunity for
awareness, critique, consensus, and discussion is critically important in community-engaged
research (Carter et al., 2019; Jacklin and Kinoshameg, 2008). Data interpretation and results
verification with community members not only ensures accuracy, it may increase the impact of
research and its uptake (Kyoon-Achan et al., 2021c). Wray and colleagues (2020) found that the
additional step of going back to share final results with community members was well-worth the
additional cost. Community members expressed gratitude for the researcher’s presentation of
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findings, saying they “would be much happier with the idea of having research being conducted
there” if all researchers undertook this step (Wray and colleagues, 2020, p. 16). Further,
Indigenous control of results dissemination communicates respect and reciprocity for Indigenous
cultures (Kandasamy et al., 2017). Data validation may also lead to co-authorship, as in
Ogenchuk and colleagues (2022), in which a community member who contributed substantial
feedback is included as a co-author.

Preliminary findings were publicized and validated through formal or informal in-person
meetings, Facebook posts, knowledge documentation workshops, community feedback sessions,
conversations, focus groups, one-on-one sessions, the displaying of results in public spaces,
community story nights, events such as a dinner or a gala, DVDs, posters and flyers, public
presentations or other methods depending what was appropriate for each community (see Carter
et al., 2019; Cornect-Benoit et al., 2020; Dawson et al., 2020; Harper et al., 2012; Hatala et al.,
2019; Hudson and VVodden, 2020; Islam and Berke, 2016; Kyoon-Achan et al., 2021b; Lewis et
al., 2016; Ziabakhsh et al., 2016). Khayyat Kholghi and colleagues (2018) attended the monthly
meetings of various partner organizations, providing updates and inviting discussion,
interpretation, and recommendations related to the research. Kildea and colleagues (2012)
facilitated a World Café style workshop with sixty community participants.

An iterative and cyclical approach to data verification can include researchers providing multiple
opportunities for data interpretation and validation (Carter, 2008). In Carter and colleagues
(2019), results were first checked by youth co-facilitators, then by available research
participants, with feedback progressively incorporated into the interpretation and framing of
results before being shared with community partners. Results were also validated through
informal discussions of survey results between community members, with a community
representative incorporating these perspectives into his discussion of results with researchers
(Carter et al., 2019). Hudson and Vodden (2020) validated datasets through conversation, focus
groups, and gatherings in accordance with the importance of storytelling. They provided “ample
opportunity to reflect, discuss, share what they meant, and what they saw as important for the
future” to ensure community voices were central to the direction of and study results (Hudson
and Vodden, 2020, p. 8). Ritchie and colleagues (2015) used multiple means of data validation,
including comparing results with participant journals and triangulating their data through a
process of “constant validity checking” (p. 356). Their analysis process incorporated the
perspectives of research team members, staff, youth participants, Elders, and members of local
organizations. Lewis and colleagues (2016) held community events every six months to provide
updates and answer questions.

To verify information shared at these data verification events, some researchers took audio-
recordings and/or notes (Hudson and VVodden, 2020; Ritchie et al., 2015). Others repeated focus
groups to ensure accuracy, validity and credibility of stories shared (Cornect-Benoit et al., 2020).
Researchers provided follow-up summaries or word clouds to participants for additional
verification, with participants invited to provide feedback on emerging themes (Cornect-Benoit
et al., 2020; Dawson et al., 2020; Oster et al., 2016). Lickers and colleagues (2017) needed to re-
engage participants to ensure accurate interpretation of stories before presenting resulting
information.

While Carter and colleagues (2019) expected participants to view validating results as
“inherently valuable” (p. 397), community partners recommended that researchers give
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remuneration, such as door prizes or token gifts, as a formal acknowledgement of participants’
contributions. Carter and colleagues (2019) found that misunderstanding would have been
prevented if they had explained the benefits of research validation for both participants and
researchers at research-related meetings. Community members may expect results as fast as
within a couple weeks, as this is common practice for things such as school assignments (Cooper
and Driedger, 2018). Out of respect for participants and to ensure results reach community
members who may be mobile, it is important that results be communicated back as quickly as
possible.

Confidentiality Considerations when Verifying Data and Results

It is crucial to uphold the confidentiality of participants during the data verification processes
described above. This can be done by presenting data at an aggregate level in a way that
participating individuals or communities are not identifiable in publicly released results (Couzos
et al., 2020). In Hickey and colleagues (2021), quotes in the final management script were only
attributed to ‘the yarning circle group,” rather than identifying individual participants. Hatala and
colleagues (2019) found that youth preferred third person references rather than artificial
pseudonyms. Couzos and colleagues (2020) describe the researcher obligation to “broadly
disseminate a full account of the process and findings of the study” (p. 1438), while considering
intellectual property rights and culturally sensitive data. Researchers should work with research
partners to define protocols that respect confidentiality while still providing a transparent data
verification process with participants.

2.11.3 Outcomes of Research and Assessment Processes

“By creating products that seek not only to return study information but also to answer questions
and address specific challenges identified by participants, it is possible to continue to engage in
research that is meaningful and ethical and strengthens relationships with all stakeholders”

(Cooper and Driedger, 2018 p. 61).

Knowledge Mobilization and Knowledge Translation (KT)

The Canadian Institutes of Health Research defines knowledge translation as, “a dynamic and
iterative process that includes synthesis, dissemination, exchange and ethically-sound application
of knowledge” which results in a strengthening and improvement of services as research is
translated into action (as cited in Charania et al., 2012 p. 2). Similarly, Indigenous knowledge
translation is defined as “the process[es] through which knowledge is transformed into strategic
action” (Estey et al., 2008 as cited in Dieter et al., 2018 p. 10). Ensuring that the results of
research are accessible and useful to communities through appropriate knowledge translation
considerations is essential in Indigenous research (Cooper and Driedger, 2018).

Bottom-up involvement of communities in the development of resources is crucial to their
success (Davies et al., 2015). Researchers are responsible to work to understand community
needs and preferences to determine which methods of research translation to employ (Cooper
and Driedger, 2018). One community's code of ethics stated knowledge dissemination had to
take place in the community before it could be communicated elsewhere (Khayyat Kholghi et al.,
2018). Knowledge mobilization, however, does not need to wait until the final stages of a
project; it can be incorporated throughout all stages, particularly when there is significant
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community engagement shaping research processes (e.g., Morton Ninomiya et al., 2020). Cooper
and Driedger (2018) developed a list of considerations for developing research dissemination
products, included below.

Feature: Seven key considerations for developing research dissemination products

Cooper and Driedger (2018) outline seven key considerations for developing research
dissemination products in research with, by and for Indigenous communities:

Can the community easily make copies of the resource?

Are there aspects of the product which do not require any written literacy skills?

Is there a component of the message which is strengths based and hopeful?

Is the product interactive?

Has the knowledge from participants and/or communities been acknowledged?

Is there an active learning component that spans beyond encounters with the research
team?

e Has the product been returned to the community quickly (under 6 weeks)? (p. 62)

Additionally, stakeholders should consider the target age range, gender, and geographic reach
for their dissemination product.

Knowledge dissemination products should be reflective of Indigenous Knowledge Keepers and
knowledge users (Cooper and Driedger, 2018). Methods of delivery are also key for accessibility
and community uptake (Vaughan et al., 2018). For example, documents generated in high-level
English may be perceived as a “secret language” by community members, who may prefer oral
or visual methods of delivery (Davies et al., 2013 p. 13).

Knowledge translation can occur through a variety of mediums that incorporate and
communicate research findings in an accessible way for participants. Besides traditional
academic outputs, this includes the use of art, activity sheets, videos and documentaries, plain-
language reports, newsletters and pamphlets, television and radio broadcasts, websites,
storybooks, board games, and social events (Benoit et al., 2020; Borish et al., 2021; Brooks-
Cleator 2019; Cooper and Driedger, 2018; Fanian et al., 2015 as cited in Athony et al., 2018;
Isaak et al., 2010; Shea et al., 2013; Wendt et al., 2019). Davies and colleagues (2015) describe
good knowledge products as “user-friendly, interactive, tactile, and aesthetically appropriate” (p.
2).
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Feature: Examples of culturally-tailored communication and KT products

Example 1: Upon discussion of community priorities, including purpose and target audience
for dissemination products, community members chose to use findings from Woodward and
Marrfurra McTaggart (2016) to create a seasonal calendar as an educational tool for use in
local schools. This calendar used Ngan’gi (an Australian Aboriginal language) species names
to describe the socio ecological reasons for Ngan’gi resource use and management, allowing
“the way of the ancestors” (p. 138) to be communicated in a school setting alongside other
knowledge systems. The calendar went on to be distributed regionally, nationally and
internationally to a variety of audiences including educational institutes, Indigenous
community organizations, government and research bodies, and members of the public.

Example 2: In Kandasamy and colleagues (2017), a Six Nations filmmaker was brought onto
their project to communicate research findings so that these findings would be “culturally
meaningful and significant” (p. 7).

Example 3: In Munro and colleagues (2017), a radio message on substance abuse developed
through community consultation was found to be a relevant and well-trusted form of media.
This message was delivered over the radio through the voice of an Elder, leading to high recall
of these messages.

Although Indigenous individuals and communities may prefer oral or visual forms over written
documents, more traditional academic outputs have important audiences such as government
agencies, community service organizations, and researchers (Davies et al. 2013). Davies and
colleagues (2013) describe a common practice of generating “a suite of documents for different
audiences and purposes” (p. 13) by creating, for example, a main picture and map-rich plan
supplemented by other documents containing relevant scientific and technical information. Even
when intended for non-Indigenous audiences, documents that incorporate Indigenous knowledge
and visuals can have the benefit of communicating and validating the presence and knowledge of
local Indigenous individuals to outsiders, while promoting the confidence of traditional owners
interpreting these documents (Davies et al., 2013). Morton Ninomiya and colleagues (2020)
identify that building strategic partnerships with target audiences (particularly policy and
decision-makers) is often included in effective knowledge translation strategies.

Additional Action Resulting from Research and Assessments

Sources from grey literature (notably, documents on community assessments and community
planning) focused on using community assessments as a springboard for action and positive
community change. While data is important in these assessments for identifying issues, this
information can also be leveraged to rally community and grow towards a common vision.

In their Community Readiness Manual, Plested and colleagues (2016) outline a process for
building capacity in Indigenous Nations to “recognize and build on the strengths from within to
begin a healing process of healthy change” (p. 3). The manual provides a framework for
conducting a community readiness assessment and is a guide for progressively building capacity
in communities to address a specific issue (e.g., youth suicide). They outline nine stages of
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community readiness (below). Following a research or assessment process, awareness of an issue
might not be sufficient for communities to take action to move towards positive change;
however, as communities move into higher stages of community readiness, we can build towards
high levels of community ownership that create conditions for positive, strengths-based action.
Initiating processes of change emerging from a community assessment may be a complex,
integrative and imaginative process involving an entire community and its assets.

Table 6: Table Stages of Community Readiness (Plested et al., 2016 p. 10)

STAGE DESCRIPTION

1. No Awareness (THE ISSUE) is not generally recognized by the community/leaders
as an issue (or it may truly not be an issue).

2. Denial / Resistance | At least some community members recognize that (THE ISSUE) is a
concern, but there is little recognition that it might be occurring
locally.

3. Vague Awareness Most feel that there is local concern, but there is no immediate
motivation to do anything about it.

4. Preplanning There is clear recognition that something must be done, and there
may even be a group addressing it. However, efforts are not focused
or detailed.

5. Preparation Active leaders begin planning in earnest. Community offers modest

support of efforts.

6. Initiation Enough information is available to justify efforts. Activities are
underway.
7. Stabilization Activities are supported by administrators or community decision

makers. Staff are trained and experienced.

8. Confirmation/ Efforts are in place. Community members feel comfortable using

Expansion services, and they support expansions. Local data are regularly
obtained.

9. High Level of Detailed and sophisticated knowledge exists about (THE ISSUE)

Community prevalence and consequences. Effective evaluation guides new

Ownership directions. Model is applied to other issues.
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2.12 Reconciliation in Research, Research in Reconciliation

The impacts of colonization and the ways in which research can contribute to decolonization are
a focus of the reviewed studies and of this report. Colonizing research has had negative effects
on Indigenous peoples, in part by portraying them as “sick and inherently unable to care for
themselves” (Mosby, 2013 as cited in Lopresti et al., 2022 p. 2). Health research done “in a good
way” has the potential to support reconciliation in Canada (Murphy et al., 2021 p. 2). Research
can be used as a tool for “decolonization, reconciliation and democratization of knowledge
toward growth” (Kyoon-Achan et al., 2018a p. 1037). Decolonizing research is central to
reconciliation, and applying the Wise Practices reviewed in this report can contribute to this.

Simms and colleagues (2016) reference the report from the Truth and Reconciliation
Commission (TRC) as “perhaps the best resource” (p. 24) for building trust and capacity for
collaboration. With colonization recognized by the WHO as “the single most significant social
determinant of health among Indigenous peoples worldwide” (Neufeld et al., 2020 p. 1), the TRC
consists of 94 Calls to Action aimed at narrowing disparities in health and well-being between
Indigenous and non-Indigenous groups in Canada (Neufeld et al., 2020). The ultimate goal of
reconciliation, according to the TRC, “must be to transform our country and restore mutual
respect between peoples and nations” (Simms et al., 2016, p. 23).

Bloomfield (2006 as cited in Graeme and Mandawe, 2017) describes two general approaches to
reconciliation: structural, which focuses on the roles of political structures in building adequate
working relationships; and cultural, a deeper process which takes place at the interpersonal level
and may lead to harmonious relationships between Indigenous and non-Indigenous people or
groups. According to Murphy and colleagues (2021), community-directed research is an
appropriate means for Western-based researchers to begin to “unlearn colonial research
practices, re-learn, and accept the inherent value of Indigenous-led research” (p. 19).
Reconciliation can be furthered through research that is useful to the communities, culturally
relevant, oriented toward relationship and trust building, respects collaboration, respects
traditional knowledge, and is contextually situated and owned by the communities (Kyoon-
Achan et al., 2021c). The TRC report considers mutually respectful relationships that
acknowledge and redress past harms as central to reconciliation (Lopresti et al., 2022).
Researchers clearly have a role to play in reconciliation by forming these relationships and
adhering to these research recommendations.

At the structural level, further work is recommended to make these practices more common
across research practices. Graeme and Mandawe and colleagues (2017) recommend that funding
agencies encourage academics to reflect on their roles in reconciliation by prioritizing and
funding research that promotes relationship-building with Indigenous communities, particularly
in disciplines where this is not typically emphasized. Researchers could demonstrate their
commitment by providing strategic plans or formal responses to the TRC’s recommendations.
While there is danger that such guidelines would not be enacted, Graeme and Mandawe (2017)
propose “there is much room for conversations about how researchers can do more to support
reconciliation in Canada through both their research and their relationships” (p. 15).
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Some authors in the systematic review drew connections between their projects and the TRC
report. Kyoon-Achan and colleagues (2018a) described their research as promoting consultation
and establishing measurable goals in response to Call to Action number 19, and Kyoon-Achan
and colleagues (2021a) found that recognizing and respecting traditional healing, healers,
medicines, and therapies in their project addressed the legacy and impacts of assimilative
policies. Kyoon-Achan and colleagues (2021c) and Young and colleagues (2018) connected their
work to closing health disparities in Indigenous oral health and child emotional health,
respectively. Authors also experienced reconciliation in action on an interpersonal level with
conflict and reflection in the participatory research process leading to trust and meaningful
relationships (Graeme and Mandawe, 2017). Siyam and Raphael created a comprehensive guide
for (economic) reconciliation which includes background context, tools for personal reflection,
further reading, and other practical steps and resources to commence a journey of reconciliation
in one’s own context.

The principles, protocols, and practices reviewed in this report support research that continues to
be increasingly useful to communities, culturally relevant, oriented towards relationship and trust
building, is collaborative, respects and reflects traditional knowledge, and is contextually situated
and community-owned. It is with these characteristics that how research and assessments are
conducted can contribute to reconciliation.
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Section 3 — Limitations
There are key limitations to note about our methods for this review and our results.

In our search process, our peer-reviewed literature search was systematic but our grey literature
search was not. This decision was made due to project time constraints. While our grey literature
sources provided important information, most of our sources were focused on Canada. The
sources located from Australia seemed less relevant to the purpose of this review (e.g.,
government publications). Since we are performing this research as Canadians in Canada, we
may not have had enough contextual knowledge to locate pertinent Australian sources, despite
consulting a librarian.

In our analysis process, we did not divide findings based on Canadian and Australian sources.
We also did not conduct our analysis based on Indigenous groups (First Nations, Inuit, Métis).
While this information was provided in case-study examples presented throughout the report,
certain nuances about country and group-specific approaches to research may have been lost in
our analysis process.

Certain limitations exist due to the scope of our research. In our sections on research paradigms
and knowledge documentation tools, we did not include methodologies related to health
practices as they are out of our own scope and understanding as social science researchers.

The construction of this document has its limitations. We founded our review, and this
document, on findings from peer-reviewed literature, integrating findings from grey literature
afterwards. This may have privileged language and experiences of academic practitioners over
other types of practitioners engaged in research and assessment with Indigenous communities.
The shape of this document and its emphasis may have differed had it prioritized grey literature
first.
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Section 4 — Glossary: Terminology

Indigenous Peoples

Indigenous peoples refers to the original inhabitants of a territory (Siyam and Raphael, 2022). In
the Canadian context, this includes First Nations, Métis, and Inuit peoples. In Australia, this
includes Aboriginal and Torres Strait Islander peoples.

Aboriginal and Torres Strait Islander Peoples: Aboriginal and Torres Strait Islander Peoples
refers to peoples Indigenous to what is now known as Australia. Unless otherwise stated, in this
text, the term “Aboriginal” is only used to refer to Indigenous peoples of Australia.

First Nation: “Any of the groups of [I]Jndigenous peoples of Canada officially recognized as an
administrative unit by the federal government or functioning as such without official status. The
term is generally understood to exclude the Inuit and Métis” (Siyam and Raphael, 2022, p. 12)

Inuit: “The Inuit are Indigenous Peoples of Arctic Canada. Inuit communities are located in
regions based on modern land claims known as the Inuvialuit Settlement Region (the Northwest
Territories), Nunavut, the northern Québec region of Nunavik, and the northern Labrador region
of Nunatsiavut” (Siydm and Raphael, 2022, p. 147).

Métis: In accordance with the Métis National Council (2022), ““Métis’ means a person who self-
identifies as Métis, is distinct from other Aboriginal peoples, is of historic Métis Nation Ancestry
and who is accepted by the Métis Nation.”

People

Elder: In accordance with the texts in this review, Elders are individuals who are “recognized
because they have earned the respect of their community through wisdom, age and balance of
their actions in their teachings” (Siyam and Raphael, 2022, p. 146). Knowledge Keeper is a
preferred term in some communities, including in Treaty Four Territory (Dieter et al., 2018).

Researcher: Refers to anyone conducting a research or assessment process. While in many texts
‘researcher’ often refers to someone external to a community, this may also be someone who is
local to a community where research is occurring.

Settler: In accordance with Siyam and Raphael, 2022, ‘settler’ refers to non-Indigenous folks
whose ancestors (or themselves) have “voluntarily came and settled on land that had been
inhabited by [I]ndigenous people” (p. 12).

Youth: Refers to younger people in a community. Who is considered “youth” varies between
studies; in Flicker and colleagues (2014), youth were ages 13-29; in Dawson and colleagues
(2020), ages 15 to 45; and the First Nations Information Governance Centre (n.d.) considers
youth to be ages 12-17.

Additional Terms
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Community: The term ‘community’, unless otherwise stated, is used to refer to Indigenous
communities. ‘Community’ was used by many authors, yet was not defined throughout the
articles. We understand community as a group of people with a shared aspect of life. In the
articles analyzed in this report, this shared aspect of life includes (but is not limited to)
geographical location, belonging to a particular Nation, shared cultural practices and identities,
and other aspects interrelated with Indigenous identity.

Colonization: Colonization occurs when a new group of people migrates to, takes over, and
begins to control Indigenous peoples who occupy those territories. This control includes “settlers
impos[ing] their own cultural values, religions, and laws, seizing/stealing land and controlling
access to resources and trade” (Siyam and Raphael, 2022, p. 145).

Decolonization: In accordance with Siyam and Raphael (2022) decolonization refers to
deconstructing colonial ideologies, unprivileging Western thoughts and approaches, and in turn
“valuing and revitalizing Indigenous knowledge and approaches, and rethinking Western biases
or assumptions that have impacted Indigenous ways of being” (p. 146).

Protocols: In the context of this report, protocols are “ways of interacting with Indigenous
people in a manner that respects traditional ways of being” (Siyam and Raphael, 2022, p. 149).
Protocols differ across each culture and are a representation of a culture’s ethical system and
beliefs.

Reconciliation: The Truth and Reconciliation Commission of Canada (2015) defines
reconciliation as “establishing and maintaining a mutually respectful relationship” between
Indigenous and non-Indigenous peoples, which requires “acknowledgement of the harm that has
been inflicted, atonement for the causes, and action to change behaviour” (p. 7). Similarly, Siyam
and Raphael (2022) describe reconciliation as “addressing past wrongs done to Indigenous
Peoples, making amends, and improving relationships between Indigenous and non-Indigenous
people to create a better future for all” (p. 149). Improved relationships between Indigenous and
non-Indigenous peoples, and truth, are key to reconciliation. The Truth and Reconciliation
Commission of Canada (2015) further states “the importance of truth telling in its own right
should not be underestimated; it restores the human dignity of victims of violence and calls
governments and citizens to account. Without truth, justice is not served, healing cannot happen,
and there can be no genuine reconciliation between Aboriginal and non-Aboriginal peoples in
Canada” (p. 12). Both relationships and truth hold their place in how researchers choose to do
research by, with and for Indigenous communities.
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