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engagement in Aboriginal health research:
establishing a community reference group
and terms of reference in a novel research field

Penny O'Brien' ®, Ryan Prehn', Naz Rind', Ivan Lin? Peter F. M. Choong', Dawn Bessarab?, Juli Coffin?,
Toni Mason®, Michelle M. Dowsey' and Samantha Bunzli'

Abstract

Background: Community engagement or community involvement in Aboriginal health research is a process that
involves partnering, collaborating and involving Aboriginal and Torres Strait Islander people or potential research par-
ticipants to empower them to have a say in how research with Aboriginal communities is conducted. In the context
of Aboriginal health, this is particularly important so that researchers can respond to the priorities of the community
under study and conduct research in a way that is respectful of Aboriginal cultural values and beliefs. One approach
to incorporating the principals of community engagement and to ensure cultural oversight and guidance to projects
is to engage a community reference group. The aim of this study was to describe the process of establishing an Abo-
riginal community reference group and terms of reference. The community reference group was established to guide
the research activities of a newly formed research collaboration aiming to to develop osteoarthritis care that meets
the needs of Aboriginal and Torres Strait Islander people in Australia.

Methods: Adopting a Participatory Action Research approach, this two-phase study was conducted in Victoria,
Australia. In phase one, semi-structured research yarns (a cultural form of conversation used as a data gathering tool)
were conducted collaboratively by Aboriginal and non-Aboriginal co-investigators to explore Aboriginal health stake-
holder perspectives on establishing a community reference group and terms of reference. In phase two, recommen-
dations in phase one were identified to invite members to participate in the community reference group and to ratify
the terms of reference through a focus group. Data were analyzed using a framework analysis approach.

Results: Thirteen people (eight female, four male) participated in phase one. Participants represented diverse
professional backgrounds including physiotherapy, nursing, general practice, health services management, hospital
liaison, cultural safety education, health research and the arts. Three themes were identified in phase one; Recruitment
and Representation (trust and relationships, in-house call-outs, broad-spectrum expertise and Aboriginal majority);
Purpose (community engagement, research steering, knowledge dissemination and advocacy) and; Function and
Logistics (frequency and format of meetings, size of group, roles and responsibilities, authority, communication and
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dissemination). In phase two, six Aboriginal people were invited to become members of the community reference
group who recommended changes which were incorporated into the seven domains of the terms of reference.

Conclusion: The findings of this study are captured in a 10-step framework which describes practical strategies for
establishing a community reference group and terms of reference in Aboriginal health research.

Keywords: Aboriginal health, Community engagement, Community reference group, Osteoarthritis, Research
steering

Plain English Summary

Community engagement or community involvement in Aboriginal health research is a process that involves partner-
ing with Aboriginal and Torres Strait Islander people or potential research participants to empower them to have a
say in how research with Aboriginal communities is carried out. In the context of Aboriginal health, this is particularly
important so that researchers can respond to the priorities of the community and conduct research in a way that
respectful of Aboriginal cultural values and beliefs. One approach to community engagement in research is to form a
community reference group to provide input to the research project. Although using a community reference group
is considered to be an effective way to involve community members in research, often there are practical challenges
in setting up and sustaining such a group. In this paper, we set out to describe an approach used to set up a commu-
nity reference group for a new Aboriginal health research project exploring joint pain in Aboriginal and Torres Strait
Islander people. This involved interviewing 13 health professionals and researchers (12 who identified as Aboriginal
and one who identified as Aboriginal and Torres Strait Islander) about how to best go about setting up a community
reference group. We used recommendations from these participants to inform who we approached to be members
of the group and how the group would function. In describing the process we used to establish a community refer-
ence group, we were able to design a 10-step practical guide which may help other research groups who are looking
to conduct new, ethical Aboriginal health research projects.
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Background

Community engagement or community involvement in
Aboriginal health research is a process that involves part-
nering, collaborating and involving Aboriginal and Tor-
res Strait Islander people (respectfully Aboriginal people
herewith, see Box 1) to empower them to have a say in
how research with Aboriginal communities is conducted.
It aims to protect and empower participating Aboriginal
people and communities and is an ethical requirement
in Aboriginal health research [1]. As with Indigenous
peoples of other colonized countries such as Canada,
the United States of America (USA) and New Zealand,
Aboriginal people in Australia have endured significant
health disparities as a result of the impact of coloniza-
tion and associated race-based government policies [2,
3]. Although research provides an opportunity to address
persistent health disparities, there remains concern that
Indigenous peoples globally have been ‘researched to
death’ without corresponding improvements in health

Box 1 Terminology

[4]. One way to move forward is by embedding com-
munity engagement practices which involve Aboriginal
people in all stages of health research from design to
implementation and dissemination [5-7]. This has been
described as an entry point to ‘decolonizing method-
ologies’ and in turn may ensure the ethical integrity and
value of the research by shifting the focus away from
researchers and to maximising community benefit [2, 6,
8].

Based on the work of the Council for International
Organizations of Medical Sciences, community engage-
ment can be defined as ‘a process of engaging potential
participants and communities in a meaningful participa-
tory process that involves them in an early and sustained
manner in the design, development, implementation
and monitoring of research and in the dissemination of
its results’ [5, 9]. Depending on the context, community
engagement can include concepts such as community
consultation, communication, education, participation,

Terminology regarding Aboriginal and Torres Strait Islander identity is varied and complex. In this paper, we use the term Aboriginal when referring
to Aboriginal and Torres Strait Islander people, communities, co-researchers and participants in this study. No disrespect is intended to Torres Strait
Islander people and we acknowledge the diversity of cultures of all Aboriginal, Torres Strait Islander and Aboriginal and Torres Strait Islander peoples
in Australia. We use the term Indigenous when referring to global Indigenous populations or when referring to international concepts, such as
research methods
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empowerment, collaboration and partnerships [10, 11].
Building partnerships with Aboriginal community rep-
resentatives enables research which responds to commu-
nity identified priorities, is guided by Aboriginal people
and can facilitate decision making made in accordance
with cultural values and beliefs. In addition to gaining
insight to community identified priorities, research-
ers can gain a better understanding of the community
under study which in turn informs and transforms the
way in which we plan, develop and deliver health care.
In a practical sense, engaging Aboriginal health stake-
holders (i.e. anyone who has a ‘stake’ in the research,
see Box 2) [12] such as Aboriginal health profession-
als, Aboriginal researchers and Aboriginal community
members with lived experience of health conditions can
together provide cultural brokerage and practical advice
for non-Aboriginal researchers who can take on the role
of facilitator [12, 13]. Involving stakeholders in research
leads to research outcomes of greater quality and clini-
cal relevance due to their being able to contribute unique
perspectives and experiential expertise to the expertise of
researchers [14—17]. This collaborative approach between
non-Aboriginal researchers and Aboriginal research-
ers, services and communities is fundamental to inform-
ing, guiding and influencing how Aboriginal health care
is designed and delivered and has the potential to help
address persistent health disparities between Aboriginal
and non-Aboriginal people [10, 18—20].

One approach used to incorporate the key elements of
community engagement and involve Aboriginal people
in Aboriginal health research is to engage a community

Box 2 Definitions
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reference group to provide oversight, input and cultural
guidance to research projects [5, 20]. Community refer-
ence groups formalize the academic-community part-
nership by providing a mechanism which emphasizes
information and power-sharing, mutual respect and reci-
procity between community members and researchers
[5, 21]. The roles and responsibilities of community ref-
erence groups vary from project to project, yet activities
conducted by the group may include reviewing project
documents and study materials, participating in com-
munity liaison and communicating community concerns,
advocating for the rights of research participants, identi-
fying community priorities and providing advice on study
design, implementation and dissemination [5-7].

While the purpose of a community reference group in
Aboriginal health research is to strengthen partnerships,
previous research highlights both operational and con-
ceptual challenges in maintaining ongoing community
engagement through this strategy [5]. Challenges include
unclear power dynamics or a lack of decision-making
influence of the group, financial constraints, mistrust of
non-Aboriginal researchers, time commitment, limited
capacity of members and issues facilitating group dis-
cussions in a way that enables Aboriginal community
members a strong voice [5, 6]. Failing to address such
challenges can lead to weakened partnerships, skepticism
about the role of the community reference group or con-
cerns from members that their involvement is ‘tokenistic’
[6, 22]. As a guiding body intended to represent the views
of the community, there are also inherent challenges sur-
rounding the notion of representation, particularly when

Aboriginal Community Con-
trolled Health Organisation
(ACCHO)

Acknowledgement of Country

Aboriginal Community Controlled Health Organisations are incorporated Aboriginal organizations which provide
primary health care services initiated and operated by Aboriginal community members. They provide comprehensive
culturally secure health care to the community.

An Acknowledgement of Country is an opportunity to acknowledge and show respect to Aboriginal and/or Torres

Strait Islander people as Traditional Owners and ongoing custodians of Country. Acknowledgments are often made
at the opening of events or the beginning of a meeting by acknowledging the Aboriginal nation and/or clan group
name of which the event is taking place and acknowledging their cultures and long and continuing relationship with

Country.
Community engagement

Also termed community involvement, community engagement in Aboriginal health research is a process that

involves partnering, collaborating and involving Aboriginal community members or potential research participants to
empower them to have a say in how research conducted with Aboriginal communities is conducted.

Cultural security

Cultural security can apply to both research processes and health care and occurs when research is conducted, or

health services are offered, in a way that will not compromise the cultural rights, values, beliefs, knowledge systems

and expectations of Aboriginal people [27].

Elder

An Aboriginal and/or Torres Strait Islander Elder is someone who is highly respected and recognized in their com-

munity as a custodian of cultural knowledge.

Stakeholders

Stakeholders were defined as anyone who has a‘stake’in the research, in particular those with important knowledge,

experiences, expertise or views that should be taken into account [12]. In the context of the current study, stakehold-
ers were Aboriginal community members who represented perspectives in Aboriginal health and Aboriginal health
research or perspectives of Aboriginal people who experience osteoarthritis or living with someone who experiences

osteoarthritis.
Sorry Business

Sorry Business is a term used to described Aboriginal cultural practices associated with death and grieving.
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working in diverse populations. The question of whom
and how communities should be represented is complex.

Despite being endorsed in policies articulated by
national research organizations in Australia and inter-
nationally, there remains a lack of Aboriginal commu-
nity engagement in research. A recent systematic review
investigating patterns of community engagement in
arthritis studies in Canada, USA, Australia and New
Zealand found that the majority of arthritis research
projects published do not involve Indigenous peoples
at meaningful levels, leading to minimal benefit to the
participants and communities involved [3]. Meaning-
ful levels of engagement were defined in this review
based on a spectrum of community engagement which
includes: informing, consulting, involving, collaborat-
ing with; and empowering communities of interest [2,
23]. Furthermore, it has been observed by Indigenous
health researchers in Canada that although there is inter-
est from Aboriginal and non-Aboriginal researchers to
enact the principles of community engagement whilst
conducting Aboriginal health research, there is a gen-
eral uncertainty on how to do so [2]. This is supported
by increasing contributions to literature which describe
ideas for improved ethical research and engagement and
practices [2, 24, 25]. However, there is a lack of primary
research which describes recommendations or practical
guidance for health researchers and practitioners on how
to engage Aboriginal people and communities in com-
munity engagement practices. Therefore, the aim of this
study was to provide a practical example of how to estab-
lish a community reference group and terms of reference
within a Participatory Action Research (PAR) framework
[26]. By demonstrating this process within a novel area
of Aboriginal health research, we also aimed to present
practical recommendations within this context to inform
future research groups.

Project context and setting

The ECCO collaboration, addressing a novel Aboriginal
health area

The Enhancing Equity, Collaboration and Culturally
secure Osteoarthritis care for Aboriginal Australians
(ECCO) collaboration is a national inter-professional
team of Aboriginal and non-Aboriginal health practi-
tioners, health service staff, and research leaders that was
established in response to an unaddressed health care
gap; the mismatch between the burden of osteoarthritis
and access to appropriate care. Cultural security in health
care occurs when services are offered by the health sys-
tem in a way that will not compromise the cultural rights,
values, beliefs, knowledge systems and expectations
of Aboriginal people [27]. The objective of the ECCO
collaboration is to build an evidence-based model of
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osteoarthritis care that addresses the needs of Aboriginal
people. Establishing a community reference group was
a foundational step to building partnerships within the
ECCO collaboration as well as between ECCO and exter-
nal health services and Aboriginal community members.

Research methods

Ethical considerations

This project follows the National Health and Medical
Research Council (NHMRC) guidelines for ethical con-
duct for research involving Aboriginal and Torres Strait
Islander People and Communities [1]. Aboriginal com-
munity engagement and consultation was at the core of
this project. Each of the six values of spirit and integ-
rity, cultural continuity, equity, reciprocity, respect, and
responsibility have been addressed in ethics applications
approved by St Vincent’s Hospital Melbourne Human
Research Ethics Committee [HREC185/19].

Study design

This qualitative study was guided by the principle of cul-
tural security (Box 2), which in the context of research
refers to processes that ensure that research is conducted
in a manner respectful of Aboriginal cultural values and
beliefs [27]. This consideration is essential for ethical
purposes [1], improves data quality and ensures that the
interpretation incorporates an Aboriginal cultural lens
[13, 27]. For example, culturally secure research methods
such as yarning, an Aboriginal cultural form of conver-
sation, were used as a data gathering tool [28]. Research
yarning is acknowledged as being able to prioritize the
lived experience and cultural context of Aboriginal par-
ticipants [28]. Research yarning aligns with Aboriginal
ways of knowing and doing, such as the use of storytell-
ing. It ensures interviews and focus groups are informal,
relaxed and requires the researcher to build a relation-
ship that is accountable to Aboriginal people participat-
ing in the research [28].

The overarching theoretical framework was PAR [26].
Participatory Action Research is a framework for con-
ducting research and generating knowledge which seeks
to situate power within the research processes with those
who are most affected by the research [29]. Participatory
Action Research frameworks are considered particularly
relevant for Indigenous peoples as the approach can help
minimize the impact of ‘colonizing effects’ by shifting
the power away from the dominant cultural perspec-
tive [26]. At the core of PAR is that power be deliberately
shared between researchers and the researched by ensur-
ing that those being researched are actively involved in
the research process [26]. In this study, we were guided
by the principals of PAR to establish a community refer-
ence group, who would then be engaged in an ongoing
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PAR research framework throughout all future Aborigi-
nal health research activities conducted by the ECCO
collaboration.

Aboriginal capacity building

Central to this project and the ECCO collaboration more
broadly, is building clinical and Aboriginal research
capacity in musculoskeletal health. At the outset of this
project, we appointed an Aboriginal co-investigator (NR)
with a background in nursing and an interest in health
and medical research. With no prior research experience,
NR worked alongside a female qualitative researcher
(PO) with extensive experience conducting interviews
with diverse populations and a background in social
science. PO supported NR to develop research skills,
whilst NR was able to provide cultural guidance on the
research activities and a connection to members of the
local Aboriginal community. By the conclusion of this
study, the ECCO collaboration had appointed a second,
male Aboriginal co-investigator (RP) to ensure gender
balance within the research team. With a background in
sociology and Indigenous studies, RP also participated in
training and professional development including qualita-
tive data collection and analysis for the purpose of this
project. RP also provided extensive cultural guidance and
support with intercultural communication throughout
the project. By working collaboratively with Aboriginal
co-investigators, the research team ensured mutual ben-
efit and reciprocity between Aboriginal and non-Aborig-
inal researchers.

Participants and recruitment

To recruit members to our community reference group
and to inform the development of the terms of reference,
we started by interviewing participants from our target
population. Our participants were key informants who
represented different stakeholders. Stakeholders were
defined as anyone who has a ‘stake’ in the research, in
particular those with important knowledge, experiences,
expertise or views that should be taken into account
[12]. Eligible participants were Aboriginal and/or Torres
Strait Islander adults residing in Victoria, Australia who
spoke English and represented stakeholder perspectives
in Aboriginal health and Aboriginal health research or
perspectives of Aboriginal people who experience osteo-
arthritis. Initially, participants were purposively sampled
by drawing on existing networks of project staff. This was
augmented by snowball sampling, where enrolled par-
ticipants recommended additional key informants from
within their social, professional and family networks
[30]. NR made initial contact with potential participants
to gauge their interest in participating in a one-hour
research yarn. Interested individuals were sent the study
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information and had the opportunity to ask questions
before providing verbal informed consent to participate.

Data collection

Data were collected in two phases. Phase one involved
semi-structured research yarns which aimed to explore
stakeholder perspectives of establishing a representa-
tive Aboriginal community reference group and to
inform the development of a draft terms of reference.
Phase two involved a culturally secure consensus focus
group with the established community reference group
to ratify the terms of reference [31] (see Fig. 1). In phase
one, data were collected by PO or PO and NR collabo-
ratively, through semi-structured yarning interviews with
participants between March 2020 and November 2020.
Participants who expressed an interest in participating
were offered the option of face-to-face, phone or telecon-
ferencing yarns at a time convenient to them, however
due to COVID-19 restrictions at the time of data col-
lection, only two face-to-face research yarns were able
to be conducted. While all participants were offered the
option of having an Aboriginal co-investigator present
at their interview, three participants declined this offer
due to having an existing professional relationship with
the first author, signaling that they felt comfortable to
proceed one-to-one. The yarning schedule was designed
in collaboration between Aboriginal and non-Aboriginal
members of the research team and was guided by the
NHMRC Model Framework on Community and Con-
sumer Involvement in Research [14] as well as domains
commonly covered in terms of reference documents

RELATIONSHIP BUILDING

'
'
\PURPOSIVE & SNOWBALL |
'
SAMPLING

RESEARCH YARNS WITH
PARTICPANTS (n=13)

:INDUCTIVE& DEDUCTIVE ¢
'

! CODING TO

:INFORM/DEVELOP DRAFT:

| TERMS OF REFERENCE |

6 MEMBERS INVITED TO

ESTABLISH ECRG
(4 KEY INFORMANTS, 2 NEW MEMBERS)

CONSENSUS FOCUS
GROUP TO RATIFY TERMS
OF REFERENCE (n=6)

| CONTENT ANALYSIS TO |

! IDENTIFY FEEDBACK & 1

) CHANGES TO TERMS OF h
REFERENCE

FINALISE TERMS OF
REFERENCE

Fig. 1 Overarching methods
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(purpose, authority, decision making, roles and respon-
sibilities, governance and function). These domains
were also informed by examples of terms of reference
for Aboriginal reference groups previously established
by senior Aboriginal researchers within the ECCO col-
laboration (see example semi-structured yarning sched-
ule in Additional file 1). Each research yarn commenced
with a social yarn, enabling trust to be fostered with
each participant before moving into the research yarn
[28]. Research yarns lasted between 35 and 90 min, with
an average length of 53 min. All participants were given
the opportunity to review their transcript upon their
request to check that it accurately reflected their experi-
ences. One participant reviewed their transcript before
approving it to be included in the final sample.

In phase two, we used recommendations identified
from participant research yarns about the composition
of a representative community reference group to invite
six Aboriginal people to become members of the ECCO
community reference group (ECRG). Four out of six
invited members participated in phase one of this study.
All invited members consented to join the group and to
participate in a culturally secure focus group during the
first ECRG meeting. The purpose of the focus group was
to come to agreement on, and formalize, the draft terms
of reference document developed in phase one of this
study. RP and PO both facilitated the focus group. The
focus group was adapted from the consensus group tech-
nique outlined by List et al. [31], however we embedded
strategies to enhance the cultural security of this process.
Examples of these strategies included; allowing time for
social yarning prior to and at the conclusion of the meet-
ing, including an extended Acknowledgement of Coun-
try (see Box 2) and ensuring male and female Aboriginal
co-investigator (NR and RP) were present and assisting
or leading the group. We also emphasized the self-deter-
mination of the group. For example, being transparent
about the process of the focus group whilst being flex-
ible and reflexive to the input of group members and
implementing ongoing changes to meet the needs of
the group as they arose. Members were encouraged to
attend face-to-face in a private and safe meeting room to
allow the members to meet, socialize and build connec-
tions with one another. Light refreshments were provided
from a local Aboriginal business and each member was
reimbursed with a Visa gift card for their time. Follow-
ing a brief social yarn and introductions, each domain or
section heading of the draft terms of reference was read
aloud for members to comment and provide feedback
on. A process of tacit consent (i.e. implied agreement
without being vocally stated) and vocal dissent was used
to streamline this process. Any issues, feedback or sug-
gestions raised by members were discussed as a group.
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Disagreement and dissent were managed by group nego-
tiation, whereby any changes to be made to the terms of
reference or function of the ECRG were adjusted until
all members were happy to proceed. Pen and paper were
also provided to allow members to convey issues in confi-
dence if preferred. The formal section of the focus group
ran for 1 h and 15 min, with social yarning continuing
after the voice recorder was turned off. In the week after
convening the focus group, members were followed up
via phone by NR and encouraged to provide additional
feedback on the process of the meeting. Research yarns
and the focus group were recorded, transcribed verbatim
by either PO or an external transcription service.

Data analysis

Data in phase one were analyzed in parallel with data
collection using a modified framework approach [32,
33]. Framework analysis is a flexible qualitative analysis
method used to sift, chart and organize data in accord-
ance with key issues or themes [32-35]. In step one,
one author (PO) became familiar with the transcripts
through the transcription and editing process and by re-
reading the transcripts. Transcripts were then uploaded
into NVivo (QSR International Pty Ltd. Version 12). In
step two, two researchers (PO and RP) coded the tran-
scripts line by line using open coding to identify broad
concepts relating to meaningful community engage-
ment in the context of the ECCO research program as
well as concepts related to establishing a community
reference group. In step three an analytical framework
was developed using pre-determined domains relat-
ing to developing a terms of reference document as well
as concepts identified in step two. The pre-determined
domains included; purpose, authority, decision making,
roles and responsibilities, governance and function. Con-
cepts identified in step two and included in the analytical
framework were; recruitment, size of group, representa-
tion, reimbursement and engagement. In step four, one
author (PO) applied the analytical framework to all tran-
scripts charting the data into a framework matrix using
Microsoft Excel. The framework matrix consisted of one
row per participant and one column for each of the ana-
lytical framework domains. Using deductive coding [36],
important concepts from within each transcript were
extracted and mapped to the corresponding participant/
domain in the matrix. Three authors (NR, RP and a third
Aboriginal PhD student with a background in physi-
otherapy) applied the analytical framework to a subsec-
tion of the transcripts. The charting process allowed the
research team to gain a better understanding of impor-
tant concepts between and within each participant whilst
noting similarities and differences. In step five, the data
were further summarized and collapsed by describing
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RECRUITMENT &
REPRESENTATION

Trust & relationships
In-house call outs, social
media, health service
communications
Broad-spectrum
expertise

Aboriginal & Torres Strait
Islander majority

OVERARCHING THEMES

FUNCTION
FURROSE & LOGISTICS
CATEGORIES
Group role & Frequency & format of
responsibility to the meetings
research Size of group

Community engagement
Research steering

Member roles &
responsibilities

Knowledge Authority
dissemination & & decision-making
advocacy Communication

¢ Remuneration

Fig. 2 Overarching themes and categories identified in phase one interviews

the main categories within three overarching themes. In
step six, the draft terms of reference were developed. The
overarching themes, categories and analytical framework
informed the section headings of the draft terms of refer-
ence. The draft terms of reference were presented to the
authorship team comprised of both senior Aboriginal
and non-Aboriginal researchers to allow components of
the document to be refined and challenged.

In phase two, RP reviewed the focus group transcript
to identify consensus outcomes in the focus group data.
First, RP read through the focus group transcript to iden-
tify any feedback or recommendations that ECRG mem-
bers raised about the draft terms of reference. For each
suggestion identified in the focus group transcript, the
main points of discussion and consensus outcomes were
recorded. A consensus outcome was defined as the point
at which all members agreed upon a change to be made
to the draft terms of reference or function of the ECRG.
These changes were then incorporated into an updated
version of the terms of reference by RP and PO and
distributed to the ECRG members to confirm that the
changes made accurately represented their input.

Results

The final sample in phase one included 13 participants
(eight female and four male), 12 who identified as Abo-
riginal and one whom identified as Aboriginal and Torres
Strait Islander. One invited participant formally declined

due to a lack of time. Participants represented a range
of ages. While all were residing in Victoria, Aboriginal
participants also identified as Wurundjeri, Nimanburru,
Wiradjuri, Yamatji, Narrunga-Kaurna, Gooreng Gooreng,
Kamillaroi, Wuthathi, Gunditjmara, Wotjobaluk, Ngar-
rindjeri and Taungurung and one Aboriginal and Torres
Strait Islander participant identified as Mabuiag. Three
out of 13 participants were considered Elders in their
community. Participants came from diverse professional
backgrounds including physiotherapy, nursing, general
practice, health services management, hospital liaison,
cultural safety education, health and medical research
and the arts, and represented organizations such as Uni-
versities, Aboriginal health research organizations, Abo-
riginal Community Controlled Health Organizations
(ACCHOs) and hospitals. Seven participants also iden-
tified as identified as having either lived experienced of
osteoarthritis. These individuals experienced osteoarthri-
tis or total joint replacement surgery, or were currently
living with a family member who experienced osteo-
arthritis. Ten participants had previous experience as
members of advisory committees or reference groups.
Results from phase one are presented in four tables
which represent the three overarching themes identi-
fied (Fig. 2): Recruitment and Representation, Purpose,
and Function and Logistics . Within each table we high-
light supporting quotes for each category mapped to
these themes as well as citing where we incorporated
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these recommendations in the draft terms of reference
(Additional file 2). Supporting quotes are indexed by the
participant identification number and their gender (e.g.
Participant 1, F) with further participant characteristics
being omitted due to the specific nature of our partici-
pant group and the risk of these features allowing partici-
pants to be identified.

We used the findings of phase one to invite six Aborigi-
nal people to become members of the ECRG. Four out of
six invited members were participants who we had inter-
viewed in phase one of this study. An additional Abo-
riginal female with lived experience osteoarthritis and a
manager of an Aboriginal health service were identified
through networks of the research team. The final six
ECRG members (four female, two male) had lived expe-
rience of osteoarthritis and joint replacement surgery, a
family member of someone who experiences osteoarthri-
tis, a male Elder, a senior Aboriginal health researcher, a
physiotherapist and representatives from both regional
and metropolitan health services.

Phase 1: Key informant yarning interviews—developing

a draft terms of reference

Three themes were identified in the phase one interviews.
These were Recruitment and Representation (Tables 1,
2); Purpose (Table 3); Function and Logistics (Table 4).
These themes and the categories identified within them
are represented in Fig. 2 and each of the three tables
below.

Phase 2: Consensus focus group—formalizing the terms

of reference

Based on the key informant recommendations in phase
one, six people from within established community net-
works were invited to become members of the ECRG and
ratify the draft terms of reference were (Additional file 2).
A summary of the changes made to the draft terms of ref-
erence through the focus group are outlined in Table 5.
Following the focus group, participants were invited to
review the final terms of reference to check that their
recommendations had been accurately incorporated into
document. This process revealed that individual follow-
ups with ECRG members also provided us with valuable,
constructive feedback on this process (as stated in Fig. 3)
which was also used to further develop the terms of refer-
ence. The final version of the terms of reference is pro-
vided in Additional file 3.

Discussion

This paper describes the ECCO research groups’ practi-
cal experiences in the process of selecting, engaging and
developing an Aboriginal community reference group
and terms of reference by adopting a PAR approach. Our

Page 8 of 23

process and recommendations are described in a 10 step-
framework for establishing a community reference group
in Aboriginal health research (Fig. 3). We demonstrate
how calls for adopting community engagement prac-
tices by national research organizations [1, 6, 9, 11, 37]
may be appropriately operationalized through establish-
ing a community reference group to provide guidance on
Aboriginal health research projects. Findings from this
study concur with the literature which highlights that
successfully building partnerships or community engage-
ment strategies requires health researchers to work in
ways which are collaborative, relationships focused and
flexible in responding to the needs and priorities of Abo-
riginal people [2, 10]. Although we describe key practical
recommendations that may assist in this process of estab-
lishing a community reference group, our framework (see
Fig. 3) does not set out to replace the right of Aboriginal
people to choose how Aboriginal health care is designed
and delivered. Participants in our study often empha-
sized the importance of self-determination, ownership
and decision-making power in establishing a commu-
nity reference group. Therefore, our framework should
instead be used as a blueprint, starting point or guide for
research groups to engage Aboriginal health and research
stakeholders and community members to shape as they
see fit. For example, research groups seeking to establish
a community reference group to guide Indigenous health
research globally may input project and context-specific
information for each of the 10-steps in this framework.
This in turn will allow the community reference group to
be informed by the values of the group under study and
to be shaped to be health problem or be disease specific.
This may be particularly relevant for research groups who
wish to implement community engagement practices
with Indigenous peoples of countries who share a com-
mon history of colonization [2]. Moreover, it should be
noted that the process outlined in this study is just the
beginning or the entry point of what should be an ongo-
ing commitment to community engagement in Abo-
riginal health or Indigenous health research. Moving
forward from the development and establishment phase,
community reference groups should be engaged in an
ongoing PAR framework [26, 38]. By establishing a com-
munity reference group, Aboriginal community members
are able to participate in and provide guidance within
the PAR cycle at all levels of the research. The PAR cycle
revolves around four main steps: plan, act, observe, and
reflect [26]. The ECCO research group aims to adopt this
approach by planning each ECRG meeting around the
PAR cycle which will ensure ongoing engagement of the
ECRG into the future.

Undertaking the task of establishing a community
reference group can be complex. Failing to plan for or
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Table 2 THEME 1—Recruitment and Representation, suggested members to be recruited to the ECRG

Suggested representation Key informant

1 2 3 4 5 6 7 8 9 10 11 12 13
Aboriginal Elders v v v v v v v v
Lived experience of osteoarthritis v v v v v v 4
People who live with someone with ostecarthritis v v v v
Aboriginal medical services or ACCHOs* v v v v v v v v v
Aboriginal health workers/nurses/clinicians v v v v v v v v
Hospital-based Aboriginal health units or Aboriginal v v v v v v
Liaison Officers
Aboriginal academics/researchers v 4 v v 4 4
Geographical representation v v
Younger people/age diversity v v v v
Gender diversity v
Non-Aboriginal representative v v v

" Aboriginal Community Controlled Health Organisations (see Box 2)

address potential challenges may lead to weakened part-
nerships or skepticism about the role of the community
reference group [6, 22]. Strategies cited in the literature
for overcoming challenges to maintain an effective com-
munity reference group include recognising the impor-
tance of local Aboriginal knowledge and cultural values
and beliefs, becoming familiar with local Aboriginal
communities and ensuring that the benefits outweigh the
time—cost of participating in such a group [10]. The PAR
process we have outlined is both time and resource inten-
sive, a challenge that appears to be common amongst
community engagement approaches in Indigenous health
research globally [2]. Researchers should not under-
estimate the time it can take to build meaningful rela-
tionships in this context. Having the financial means to
employ Aboriginal co-investigators to broker relation-
ships was paramount to the success and a strength of
our study as it enabled us to build trust, build on existing
relationships and receive cultural guidance throughout
the project. In return, we were able to begin to build Abo-
riginal health research capacity in the field of musculo-
skeletal health, which was a further strength of the study.
Research groups who plan to use this 10-step framework
of community engagement should consider assigning
research staff to a relationship building role, prioritize
building the capabilities of Aboriginal health research-
ers and plan for these underlying costs when applying
for funding. This should in turn demonstrate to funding
bodies (and to Aboriginal communities and services) the
researchers’ commitment to ongoing community engage-
ment. We also support setting realistic and flexible pro-
ject timelines. A true commitment to Aboriginal health
will require research groups to stretch the boundaries
of their usual systems and Western research paradigms

to allow for flexible, organic approaches to relationship
building and community engagement [2, 6].

Despite these potential challenges, the findings of this
study suggest that our PAR approach to establishing a
community reference group and terms of reference was
effective in building the necessary connections required
in the context of the ECCO project. In utilizing cultur-
ally secure research methods, for example by harnessing
the power of ‘word of mouth’ or snowball sampling, we
were able to build trust and relationships throughout our
recruitment and data collection journey [27, 30]. These
relationships enabled us to formally invite members to
join the ECRG, many of whom we had interviewed in
the process of conducting phase one of this study. We
acknowledge that a limitation of this study was hav-
ing the pre-conceived idea of establishing a community
reference group and that barriers may exist for some
Aboriginal community members participating in group-
based activities, particularly as they require members
to be available at a certain ‘place and time’ [39]. Addi-
tional modes of community engagement, for example, by
engaging multiple community representatives in one-on-
one discussions may enable a broader range of commu-
nity members to participate in community engagement
and involvement activities [39]. Additional methodologi-
cal considerations were the small sample size in phase
one and the use of tacit consent in the focus group in
phase two. Although our sample size may be consid-
ered small, we believe that data collected through the 13
interviews was rich enough to answer our very practical
research aims. We acknowledge that the use of tacit con-
sent in the focus group may have influenced group mem-
bers willingness to voice their opinions at the time. In the
future, each participant could be called upon to speak to
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FRAMEWORK FOR ESTABLISHING A COMMUNITY
REFERENCE GROUP IN ABORIGINAL HEALTH RESEARCH

UNADDRESED HEALTH ISSUE OR
HEALTH CARE GAP

JUO

BUILD A MULTIDISCIPLINARY TEAM
ENSURING CONTENT EXPERTISE AND
EXPERTISE IN CULTURAL SECURITY

APPOINT ABORIGINAL RESEARCH
ASSISTANTS & BUILD COMMUNITY
TRUST & RELATIONSHIPS

ecscscscssssssscsne

CONDUCT RESEARCH YARNS TO
INFORM MEMBER RECRUITMENT &
TERMS OF REFERENCE

IDENTIFY KEY ABORIGINAL HEALTH
& RESEARCH STAKEHOLDERS &
COMMUNITY BASED CONSUMERS

DRAFT TERMS OF REFERENCE
BASED ON RESEARCH YARNS

INVITE MEMBERS TO ESTABLISH
COMMUNITY REFERENCE GROUP

sssescsesesasassnase ev0s0000s0000000
g .

CONVENE FIRST MEETING TO RATIFY
TERMS OF REFERENCE

FOLLOW UP INDIVIDUALLY WITH
MEMBERS TO ENCOURAGE FEEDBACK

Mick Harding - Ngarradjarranun
Gorong Darrang - Healing Scar Tree

A V.
V'V

AN

V- NI
Vv Vv

N W
.
7 - \

Fig. 3 Framework for establishing a community reference group in Aboriginal health research

ENSURE ONGOING ENGAGEMENT &
COLLABORATION WITH THE GROUP

.

Enhancing Equity, Collaboration and
Culturally Secure Osteoarthritis Care
for Aboriginal Australians

;k§'§

O

each of the focus group items in a round robin process.
Despite this limitation, the research team were transpar-
ent about the process of the focus group while also being
flexible and reflexive to the input of group members and
implementing ongoing changes to meet the needs of the

group as they arose. We also received valuable, construc-
tive feedback from ECRG members in this process and
recommend casual ad-hoc, one-on-one ‘check ins’ (as
stated in Fig. 3) to give members an opportunity to pri-
vately raise any feedback or concerns and to ensure that
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members are satisfied with the conditions of their ongo-
ing participation. Being flexible and adapting to the input
of the ECRG members’ suggestions was an important

modification aimed at enhancing the cultural security of

our focus group technique.

Conclusion

Current literature suggests that Aboriginal community
engagement is integral to any health policy, interven-
tion or Aboriginal health research aimed at improving
health care. We have described practical strategies that
prioritize PAR, including Aboriginal input and voices in
every step of establishing a community reference group
and terms of reference. The 10-step framework presented
may be especially relevant in guiding research groups
who seek to explore novel Aboriginal health research
areas by building a program of research from the ground

up.
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