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Researchers’ self-reported adherence to ethical
principles in Aboriginal and Torres Strait Islander
health and medical research and views on improving
conduct: a mixed methods study

Kade Booth"?, Jamie Bryant"?, Felicity Collis (Gomeroi)"?

, Catherine Chamberlain (Palawa)>*,

Jaquelyne Hughes (Wagadagam)>®, Breanne Hobden"?, Kalinda E Griffiths (Yawuru)>”®, Mark Weniton% (Kabi Kabi)®,
Peter O'Mara (Wiradjuri)!, Alex Brown (Yuin)'®""2, Sandra ] Eades (Noongar)?, Kelvin M Kong (Worimi)"?,
Raymond W Lovett (Wongaibon Ngiyampaa)™™, Michelle Kennedy (Wiradjuri)*?

The known: Aboriginal and Torres Strait Islander people and
communities have led the development and revision of key
principles and ethical guidelines for health and medical research.

The new: Key ethical principles are self-reported as not being
consistently adhered to in Aboriginal and Torres Strait Islander
health and medical research. Aboriginal and Torres Strait Islander
researchers, and those with more experience in the field, are more
likely than other researchers to report excellent adherence to these
principles.

The implications: We identify individual and structural
considerations to facilitate ethical practice in Aboriginal and Torres
Strait Islander health research and hold those who receive funding
for such research to account in terms of their practice within the
field.

)

research. Over decades, Aboriginal and Torres Strait

Islander people and communities have developed and
revised ethical guidelines to protect themselves from the harms
of Euro-Western research practice'™ as a direct response to
exploitation and unsafe research prac’cices.s’6 Today, all research
conducted with Aboriginal and Torres Strait Islander people must
be consistent with a range of ethical guidelines, containing key
ethical principles and how to apply them, to ensure translational
benefit and improvement to health and wellbeing.>’

Ethical standards are at the core of health and medical

The number of Aboriginal and Torres Strait Islander health
and medical research outputs has doubled in the past decade,”
driven by significant government investment.” This means
that more researchers, and more communities, are involved
in Aboriginal and Torres Strait Islander health research than
ever before. Despite the rapid growth in Aboriginal and Torres
Strait Islander health and medical research, no evaluation has
been conducted to assess how researchers are upholding ethical
guidelines and their concurrent ethical principles in their
research practice. Given the critical importance of adherence
to ethical standards in ensuring safety, respect, and benefit of
research for Indigenous communities, it is essential to assess
how principles in these guidelines are being applied in practice
to inform the need for systemic change.

In this study, we aimed to examine among researchers who
had conducted any health or medical research that included

Abstract

Objectives: To examine researchers’ reports of adherence to ethical
principles in their most recent research project, including factors
associated with higher self-reported adherence, and perceptions of
how research conduct could be improved.

Study design: Online cross-sectional survey.

Setting, participants: Researchers who had conducted any health
or medical research that included Aboriginal and Torres Strait
Islander people or their data.

Main outcome measures: Researchers rated their adherence to

15 ethical principles extracted from ethical guidelines in their most
recent research project on a 5-point Likert scale (poor to excellent),
and reported what they believe is needed to improve the conduct of
Aboriginal and Torres Strait Islander health and medical research.

Results: 391 researchers completed the survey. Those with >10
years’ experience in the field were significantly more likely to
self-report adhering to all 15 key ethical principles compared

with those with < 5 years’ experience. Compared with those with
<5 years’ experience, those with 6-10 years’ experience were
significantly more likely to self-report adhering to: engaging
community in identifying research priorities (odds ratio [OR], 2.05;
[95% confidence interval (Cl), 1.23-3.40]); engaging community in
developing the research questions (OR, 2.16; 95% Cl, 1.32-3.55); and
engaging community in research implementation (OR, 2.10; 95% Cl,
1.25-3.54). Aboriginal and Torres Strait Islander participants were
significantly more likely to self-report adhering to the following
principles than non-Indigenous participants: engaging community
in identifying research priorities (OR, 1.90; 95% Cl, 1.16-3.10);
engaging community in developing the research questions

(OR, 2.16;95% Cl, 1.30-3.61); engaging community in research
implementation (OR, 1.92; 95% Cl, 1.14-3.20); embedding Aboriginal
governance, advisory and decision making on the project (OR, 2.10;
95% Cl, 1.26-3.50); embedding opportunities in the research for
capacity building for communities (OR, 1.70; 95% Cl, 1.04-2.77); and
enacting Indigenous data sovereignty and governance principles
(OR,1.67; 95% Cl, 1.02-2.70). Open-ended responses indicated
research conduct could be improved by recognition of community
as experts, genuine partnerships and engagement, and pathways
for Aboriginal and Torres Strait Islander researchers and support to
strengthen the field.

Conclusion: Structural and individual change is required

to accommodate community priority setting, governance,

consultation, leadership and translation in the conduct of ethical

Aboriginal and Torres Strait Islander health and medical research.

Such changes should be flexible and responsive to calls made by
&\boriginal and Torres Strait Islander researchers and communities.
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Aboriginal and Torres Strait Islander people or their data: their
self-reported adherence to these ethical principles in their most
recent research project, including factors associated with higher
self-reported adherence for Aboriginal and Torres Strait Islander
participants and those with more years of experience in the field;
and their perceptions of how ethical research conduct could be
improved.

Methods

Murru Minya is a multifaceted exploration of the experiences
and perceptions of Aboriginal and Torres Strait Islander
community members, researchers and human research ethics
committee members about ethical research practices and
processes for applying for and approving Aboriginal and Torres
Strait Islander health and medical research. The data obtained
from researchers are reported across multiple articles to allow a
nuanced exploration of ethical research practices, distinct from
ethics processes. The reporting of this study adhered to the
CONSolldated critERia for strengthening the reporting of health
research involving Indigenous Peoples (CONSIDER) statement
(Supporting Information).

Positionality

The concept of ethical practice is not new to Aboriginal and
Torres Strait Islander peoples. Our ways of being incorporate
a praxis of ethics that connects to our relational world view."
We acknowledge that the ways in which this research was
conducted are deeply rooted in our lived experience and
relationality. Consequently, this intrinsically influences how
Aboriginal and Torres Strait Islander people have engaged in
the Murru Minya study. This work is conducted in line with
Rigney’s Indigenist methodology and aims to “delegitimate
racist oppression in research and shift to a more empowering
and self-determining outcome”’’ through an exploration
of the ways in which research is conducted, as examined
by a collective of Aboriginal and Torres Strait Islander
researchers.

The study was conceptualised and led by MK (Wiradjuri
woman), in partnership with other Aboriginal (FC, CC, KEG,
MW, PO, AB, SJE, KK, RL) and Torres Strait Islander (JH)
researchers, and supported by non-Indigenous researchers (KB,
JB, BH) located across these ancestral lands and geographies.
We are situated in a range of settings, including academic and
research institutions, community-controlled organisations
and clinical settings. As such, we understand the duality and
complexity of upholding relational research practices within
Euro-Western structures.

This work is grounded in our standpoint which, as described by
Martin Nakata “is a distinct form of analysis, and is itself both a
discursive construction and an intellectual device to persuade
others and elevate what might not have been a focus of attention
by others”." Through an exploration of the field of Aboriginal
and Torres Strait Islander health and medical research, by
Aboriginal and Torres Strait Islander researchers, this work
re-positions Euro-Western standard practices of research'
whereby the predominately non-Indigenous researchers are
the subjects to Indigenous research as defined by us.

Study design

A cross-sectional survey was administered from 9 August 2022
to 31 May 2023.

Participant eligibility

Researchers who conducted, published or were awarded
funding for Aboriginal and/or Torres Strait Islander health
or medical research in the previous 5 years were eligible to
participate.

Recruitment

Participants were identified using publicly available information.
Firstly, corresponding author contact details for researchers
who had published any work relating to Aboriginal and/or
Torres Strait Islander health or medical research in the previous
5 years were extracted from a recent systematic review."
Secondly, contact details for chief investigators of projects
relating to Aboriginal and/or Torres Strait Islander health or
medical research, identified in National Health and Medical
Research Council (NHMRC) and Medical Research Future Fund
awarded funding lists for 2021, 2022 and up to March 2023,
were obtained. All identified researchers were emailed a link
to an online survey. The survey link was also promoted by the
Lowitja Institute and the OCHRe (Our Collaborations in Health
Research) network.

Data collection

Participants completed a 74-item author-developed survey that
included demographic questions, questions about perceived
importance of and self-reported adherence to ethical principles
that were derived from ethical guidelines in their most recent
project, and a question about what they believe is needed to
improve the conduct of Aboriginal and Torres Strait Islander
health research.

Survey items were developed following a review of peer-
reviewed published literature,"*’® a review of ethical
guidelines, ' and collaborative development by the
Aboriginal and Torres Strait Islander investigators team."
Survey items were developed by incorporating key ethical
principles  from ethical guidelines™'*""  (Supporting
Information, table 1).

These principles were used to establish 15 key principles
to examine researchers’ adherence to the five guidelines.
To examine self-reported adherence to ethical principles,
participants were asked: “Think about the most recent
completed project in Aboriginal and Torres Strait Islander
health that you were involved in. For this project, how well did
you ...". Participants then rated their adherence to principles in
their research using a 5-point Likert scale (poor, fair, good, very
good, excellent, not applicable). One open-ended question was
included to elicit additional responses about what researchers
perceived could be done to improve the conduct of research
overall “Do you think there is anything needed to improve the
conduct of Aboriginal and Torres Strait Islander research? (eg,
particular training, resources, etc)”.

Survey items were piloted with a small number of researchers
to ensure clarity and gather feedback on content and structure
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before being finalised. All participants provided informed
consent for participation before commencing the survey and
survey responses were anonymous. Data were collected and
managed using the REDCap (Research Electronic Data Capture)
tool.

Data analysis

Quantitative data were analysed using R 4.4.1 (R Foundation
for Statistical Computing). Data are presented as counts and
percentages for categorial variables. To understand whether
there were differences in self-reported adherence to key ethical
principles based on Aboriginal or Torres Strait Islander status
or years of experience in Aboriginal and Torres Strait Islander
health research, separate ordinal regressions were conducted for
each combination of these primary predictors against each of the
15 ethical principles. Aboriginal or Torres Strait Islander status
or years of experience was included as a fixed effect. For self-
reported adherence to the key ethical principles, missing data
was imputed using the mice (multivariate imputation by chained
equations) package (developed by Stef van Buuren and Karin
Groothuis-Oudshoorn). To facilitate the selection of appropriate
predictors for the imputation model, the quickpred function
from the mice package was used with a minimum threshold for
absolute correlation of 0.35, and a minimum proportion of usable
cases of 0.4. This function identifies the most suitable predictors
for each variable with missing data. For each outcome, the data
provided for imputation included variables for all answers
to survey questions, with the exception of open-ended text
responses. We specified that all variables that would be included
in subsequent analysis must be included in the imputation model,
with quickpred determining the remaining predictors. Specified
variables included age, gender, years of experience in Aboriginal
research as a continuous numerical variable, and Aboriginal or
Torres Strait Islander status. Based on the maximum percentage
of missing data for the outcome of interest (24.3%), 25 data sets
were imputed with 20 iterations, using predictive mean matching.
A seed of 123 was set for reproducibility. A P value of <0.05 was
considered statistically significant. Given the exploratory nature
of the data, we did not correct for multiple comparisons.

Open-ended responses were analysed in Nvivo 12 (Lumivero)
by an experienced qualitative researcher (KB) following the
template analysis process.zo Data were developed into themes
using collaborative yarning21 as used in previous work?? (see
Supporting Information, qualitative analysis, for further
details).

Ethics approval

This research was developed and implemented following
national consultation and collaboration with Aboriginal and
Torres Strait Islander researchers, Aboriginal community-
controlled health organisation representatives and peak bodies,
Aboriginal community members, and the National Health
Leadership Forum (now known as the National Indigenous
Health Leadership Alliance). The research was conducted in
line with key ethical guidelines and principles®'®”*?* and
reporting guidelines. In lieu of an Aboriginal and Torres Strait
Islander-led and nationally endorsed process for ethics approval
of national Aboriginal and Torres Strait Islander health and
medical research, ethics approval for this phase of the research
was obtained from the Aboriginal Health and Medical Research
Council of NSW Human Research Ethics Committee (1924/22),
Australian Institute of Aboriginal and Torres Strait Islander
Studies Research Ethics Committee (EO323-20220414) and

University of Newcastle Human Research Ethics Committee
(H-2022-0211) to uphold ethical governance, safety and benefit
of the research as determined by Aboriginal and Torres Strait
Islander people at a state and national level. All participants
provided informed consent for participation.

Results

A total of 802 researchers were emailed a link to the survey
and 553 researchers commenced the survey. Questions relating
to self-reported adherence to ethical principles were answered
in full by 391 participants (70.7% completion rate) who were
included in the analysis. Seventy of the included participants
(18%) were Aboriginal or Torres Strait Islander and 321 (82.1%)
werenon-Aboriginal or Torres Strait Islander (some of whom were
from another Indigenous population. Participant demographics
are provided in Box 1. Participants were predominately non-
Indigenous (303, 77.5%), predominately identified as a woman or
female (297, 76.0%), primarily undertook research at a university
(277, 70.8%), and predominately had not participated in ethics
training specifically for undertaking Aboriginal and Torres Strait
Islander research (247, 63.2%). The sample was predominately
made up of early career (76, 19%), mid-career (59, 15%) and senior
career (125, 32.0%) researchers.

Researchers’ self-reported adherence to ethical principles

Participants’ self-reported adherence to ethical principles in their
most recent Aboriginal and Torres Strait Islander health research
project are reported in Box 2. All "T am unaware" responses were
treated as missing during the imputation process. The percentage
of missing responses ranged from 4.1% (16 missing responses
for "Engage Aboriginal community in identifying research
priorities”) to 24.3% (95 missing responses for "Pay community
members for sitting fees"). Researchers’ self-reports of excellent
practice was low across all key principles. The practice self-
reported as excellent by the highest number of participants was
employing Aboriginal team members (171,43.7%), and the practice
self-reported as excellent by the lowest number of participants
was translating findings into policy or practice (86, 22%).

Factors associated with self-reported adherence to ethical
principles

A summary of the ordinal regression for self-reported adherence
to key ethical principles with years of experience in Aboriginal
health research as the predictor is provided in Box 3. Those with
>10 years’ experience in the field were significantly more likely
to self-report adhering to all 15 key ethical principles compared
with those with <5 years” experience. Compared with those with
<5 years’ experience, those with 6-10 years’ experience were
significantly more likely to self-report adhering to: engaging
community in identifying research priorities (OR, 2.05; 95%
CI, 1.23-3.40); engaging community in developing the research
questions (OR, 2.16; 95% CI, 1.32-3.55); and engaging community
in research implementation (OR, 2.10; 95% CI, 1.25-3.54).

A summary of the ordinal regression for self-reported adherence
to key ethical principles with Aboriginal or Torres Strait
Islander status as the predictor is provided in the Supporting
Information, table 2). Aboriginal and Torres Strait Islander
participants were significantly more likely to self-report
adhering to the following principles than non-Indigenous
participants: engaging community in identifying research
priorities (OR, 1.90; 95% CI, 1.16-3.10); engaging community in
developing the research questions (OR, 2.16; 95% CI, 1.30-3.61);



1 Demographics of the 391 included participants

Aboriginal or Torres Strait

Non-Aboriginal or Torres

Participant characteristics Islander Strait Islander Total sample
Participants 70 321 391
Age
<25 years 2 (3%) 1(<1%) 3 (1%)
25-34 years 15 (21%) 28 (8.7%) 43 (11%)
35-44 years 18 (26%) 78 (24%) 96 (25%)
45-54 years 16 (23%) 103 (32.1%) 119 (30.4%)
55-64 years 15 (21%) 77 (24%) 92 (24%)
> 65 years 4 (6%) 34 (11%) 38 (10%)
Gender*
Woman or female 51(73%) 246 (76.6%) 297 (76.0%)
Man or male 19 (27%) 71(22%) 90 (23%)
Non-binary 0 1(<1%) 1(<1%)
Prefer not to say 0 3 (1%) 3(1%)
Indigenous identity
Aboriginal — — 69 (18%)
Torres Strait Islander — — 1(<1%)
Aboriginal and Torres Strait Islander — - 0
Other Indigenous population — — 18 (5%)
None — — 303 (77.5%)
Current role/position”
Higher degree by research student (master’s degree 13 (19%) 28 (8.7%) 41(10%)
or PhD)
Early career researcher 14 (20%) 62 (19%) 76 (19%)
Mid-career researcher 6 (9%) 53 (17%) 59 (15%)
Senior career researcher 5 (7%) 120 (37%) 125 (32.0%)
Non-academic role (eg, research assistant, project 21(30%) 31(10%) 52 (13%)
manager, research consultant)
Clinical position 7 (10%) 14 (4%) 21(5.4%)
Other 4 (6%) 13 (4%) 17 (4.3%)
Primary place of employment for undertaking research*
University 49 (70%) 228 (71.0%) 277 (70.8%)
Hospital 5 (7%) 38 (12%) 43 (11%)
Research institute 9 (13%) 71(22%) 80 (20%)
Government agency 9 (13%) 16 (5.0%) 25 (6%)
Aboriginal community-based organisation 11 (16%) 25 (7.8%) 36 (9%)
Mainstream primary care setting 2 (3%) 4 (1%) 6 (2%)
Non-government organisation 8 (11%) 10 (3.1%) 18 (5%)
Private sector 4 (6%) 5(2%) 9 (2%)
Other 0 2 (1%) 2 (1%)
Location of primary place of employment
New South Wales 22 (31%) 90 (28%) 112 (29%)
Victoria 15 (21%) 43 (13%) 58 (15%)
Queensland 16 (23%) 76 (24%) 92 (24%)
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1 Continued
Aboriginal or Torres Strait Non-Aboriginal or Torres
Participant characteristics Islander Strait Islander Total sample
Northern Territory 5 (7%) 29 (9.0%) 34 (9%)
Western Australia 6 (9%) 39 (12%) 45 (12%)
South Australia 3 (4%) 26 (81%) 29 (7%)
Tasmania 1(1%) 1(<1%) 2 (1%)
Australian Capital Territory 2 (3%) 13 (4.0%) 15 (4%)
Outside of Australia 0 4 (1%) 4 (1%)
Partner with Aboriginal community-controlled health
organisations for any research
Never 5 (7%) 37 (12%) 42 (11%)
Sometimes 22 (31%) 103 (32:1%) 125 (32.0%)
Often 23 (33%) 107 (33.3%) 130 (33.2%)
Always 20 (29%) 74 (23%) 94 (24%)
Years of experience in Aboriginal research
< 5years 25 (36%) 91(28%) 116 (29.7%)
6-10 years 18 (26%) 91(28%) 109 (27.9%)
>10 years 27 (39%) 139 (43.3%) 166 (42.5%)
Funding for the most recent project
$0to $100 000 38 (54%) 145 (45.2%) 183 (46.8%)
$100 000 to $500 000 15 (21%) 58 (18%) 73 (19%)
$500 000 to $1000 000 8 (11%) 43 (13%) 51(13%)
>$1000 000 9 (13%) 75 (23%) 84 (21%)
Time commitment to Aboriginal research over career
Increased 40 (57%) 169 (52.6%) 209 (53.5%)
About the same 21(30%) 84 (26%) 105 (26.9%)
Decreased 8 (11%) 58 (18%) 66 (17%)
Other 1(19%) 10 (3.1%) 11(3%)
Proportion of research time dedicated to Aboriginal and
Torres Strait Islander research
<25% 6 (9%) 129 (40.2%) 135 (34.5%)
26-50% 7 (10%) 51(16%) 58 (15%)
51-75% 9 (13%) 42 (13%) 51 (13%)
76-100% 48 (69%) 99 (31%) 147 (37.6%)
Participated in ethics training for Aboriginal and Torres
Strait Islander research
Yes 29 (41%) 115 (35.8%) 144 (36.8%)
No 41(59%) 206 (64.2%) 247 (63.2%)
LGBTQ+ = lesbian, gay, bisexual, transgender, queer, and other non-heteronormative or non-binary sexual and gender identity; PhD = Doctor of Philosophy. * Participants were asked to
describe their gender (not to be conflated with sex). Response options were: “woman or female”; “man or male”; “non-binary”; “prefer not to say”; and “l use a different term” (with an open-
text field). Response options included gender and sex identifiers to allow inclusive participant preference in line with guidelines from leading LGBTQ+ health organisation ACON.? T Early
career researcher defined as <5 years since PhD completion, mid-career researcher defined as > 5 years but <10 years since PhD completion, and senior career researcher defined as >10
years since PhD completion. ¥ Participants could select multiple options for this item.

engaging community in research implementation (OR, 1.92; 95%
CI, 1.14-3.20); embedding Aboriginal governance, advisory and
decision making on the project (OR, 2.10; 95% CI, 1.26-3.50);
embedding opportunities in the research for capacity building
for communities (OR, 1.70; 95% CI, 1.04-2.77); and enacting
Indigenous data sovereignty and governance principles (OR,
1.67; 95% CI, 1.02-2.70).

Researcher perceptions of what is needed to improve the
conduct of Aboriginal and Torres Strait Islander health
research

A total of 370 participants provided open-ended responses
about what they thought was needed to improve the conduct of
Aboriginal and Torres Strait Islander health research. Illustrative



2 Participants’ self-reported adherence to key ethical guidelines in their most recent research project (391 participants)
Characteristic Poor Fair Good Very good Excellent Not applicable
Engage Aboriginal community in identifying 21(5.4%) 48 (12%) 56 (14%) 131(33.5%) 119 (30.4%) 16 (41%)
research priorities

Engage Aboriginal community in developing 25 (6.4%) 65 (17%) 71(18%) 15 (29.4%) 94 (24%) 21(5.4%)
the research questions

Embed Aboriginal governance, advisory and 7 (2%) 31(7.9%) 66 (17%) 123 (31.5%) 148 (37.9%) 16 (41%)
decision making on the project

Enact Indigenous data sovereignty and 18 (4.6%) 53 (14%) 96 (25%) 102 (26.1%) 90 (23%) 32 (8.2%)
governance principles

Develop research agreements with 34 (8.7%) 37 (9.5%) 54 (14%) 109 (27.9%) 92 (24%) 65 (17%)
Aboriginal communities

Embed opportunities in the research for 27 (6.9%) 42 (10.7%) 55 (14%) 107 (27.4%) 129 (33.0%) 31(7.9%)
capacity building for Aboriginal communities

Embed opportunities in the research for 20 (5.1%) 49 (13%) 83 (21%) 118 (30.2%) 97 (25%) 24 (6.1%)
capacity building of the research team for

research with Aboriginal communities (ie,

developing cultural capabilities)

Engage Aboriginal community in research 15 (3.8%) 35(9.0%) 70 (18%) 100 (25.6%) 127 (32.5%) 44 (11%)
implementation

Employ Aboriginal project team members 29 (7.4%) 30 (7.7%) 43 (11%) 87 (22%) 171 (43.7%) 31(7.9%)
Engage Aboriginal community in the analysis 31(7.9%) 40 (10%) 72 (18%) 100 (25.6%) 109 (27.9%) 39 (10%)
and interpretation of findings

Reimburse costs to communities for 41(10%) 41(10%) 52 (13%) 73 (19%) 119 (30.4%) 65 (17%)
partnership and involvement

Pay community members for sitting fees (ie, 59 (15%) 38 (9.7%) 40 (10%) 66 (17%) 93 (24%) 95 (24%)
for research meetings)

Disseminate results back to the community 18 (4.6%) 40 (10%) 62 (16%) 113 (28.9%) 115 (29.4%) 43 (11%)
Involve community members as co-authors 36 (9.2%) 38(9.7%) 41(10%) 81(21%) 137 (35.0%) 58 (15%)
on publications and co-presenters on

presentations

Translate the findings into policy and/or 19 (4.9%) 49 (13%) 80 (20%) 96 (25%) 86 (22%) 61(16%)
practice

quotes grouped by themes and descriptions are provided in the
Supporting Information, table 3). The following five themes
were developed:

o Aboriginal and Torres Strait Islander researchers and
communities should be recognised as the experts in the field;

* research must be community-driven and built on genuine
partnerships and engagement;

¢ there are some barriers in developing and upholding the
relationships and partnerships necessary for ethical research;

e funding and research timelines need to account for
partnerships and be flexible to be responsive to community
requests and priorities; and

* pathways, investments and supports are needed to advance
and strengthen the field.

Discussion

To our knowledge, this is the first Australian mixed methods
study to examine researchers’ self-reported adherence to key
ethical principles derived from ethical guidelines and explore
perceptions of how ethical research practice can be improved

across all key principles. Aboriginal and Torres Strait Islander
researchers were more likely than non-Indigenous researchers
to selfreport upholding key ethical principles that prioritise
community needs and leadership. In addition, those who
had worked in the field for longer were more likely to uphold
all key principles than those with less experience in the field,
demonstrating the length of time needed to facilitate relational,
ethical and translational research practice. Participants in this
study acknowledged the need for Aboriginal and Torres Strait
Islander researcher and community leadership in practice, but
evidence of this through upholding all ethical principles in their
research practice was not reported.

While the recent growth in targeted funding for Aboriginal and
Torres Strait Islander health is encouraging,®” it is essential that
researchers who are awarded these grants are held to account
in upholding all ethical principles within ethical guidelines
developed and reviewed by Aboriginal and Torres Strait Islander
people and communities in their practice."®> Our study showed
that these principles are not consistently being upheld, according
toself-reporting by researchers in the field. Less than a quarter of
respondents reported excellent practice in translating research
findings, involving communities in developing the research
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that researchers’ self-reports of excellent adherence were low

questions or upholding data sovereignty. Sustaining respectful
and reciprocal relationships and embedding community-led [\ S21
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3 Summary of ordinal regression for self-reported adherence to
key ethical research guidelines, with years of experience in
Aboriginal and Torres Strait Islander health research as a

predictor
0dds ratio
Outcome* (95% 1)’ P
Engage Aboriginal community in
identifying research priorities
6-10 years’ experience 2.05(1.23-3.40) 0.006
>10 years’ experience 2.41 (1.46-4.02) 0.001
Engage Aboriginal community in
developing the research questions
6-10 years’ experience 216 (1.32-3.55) 0.002
>10 years’ experience 3.03(1.85-4.97) <0.001
Embed Aboriginal governance, advisory
and decision making on the project
6-10 years’ experience 1.11(0.67-1.81) 0.70
>10 years’ experience 2.05(1.26-3.36) 0.004
Enact Indigenous data sovereignty and
governance principles
6-10 years’ experience 0.98 (0.60-1.61) 0.95
>10 years' experience 2.53 (1.54-4.18) <0.001
Develop research agreements with
Aboriginal communities
6-10 years’ experience 1.45 (0.88-2.41) 0.15
>10 years' experience 1.95 (117-3.24) 0.01
Embed opportunities in the research
for capacity building for Aboriginal
communities
6-10 years’ experience 1.48 (0.90-2.41) 0.12
>10 years' experience 2.25(1.37-3.70) 0.001
Embed opportunities in the research for
capacity building of the research team
for research with Aboriginal communities
(ie, developing cultural capabilities)
6-10 years’ experience 1.48 (0.90-2.40) 012
>10 years' experience 2.03(1.24-3.36) 0.005
Engage Aboriginal community in
research implementation
6-10 years’ experience 210 (1.25-3.54) 0.005
>10 years' experience 2.41(1.46-3.98) 0.001
Employ Aboriginal project team members
6-10 years’ experience 1.30 (0.77-217) 0.335
>10 years’ experience 1.92 (115-3.21) 0.012
Involve community members as
co-authors on publications and co-
presenters on presentations
6-10 years’ experience 1.51(0.90-2.52) 012
>10 years’ experience 2.36(1.39-3.99) 0.001
Translate the findings into policy and/
or practice
6-10 years’ experience 1.28 (0.76-2.20) 0.35
>10 years’ experience 212 (1.25-3.61) 0.005
Continues

3 Continued

0dds ratio
Outcome* (95% c1)' P
Engage Aboriginal community in the
analysis and interpretation of
findings
6-10 years’ experience 1.51(0.90-2.50) 0.12
>10 years’ experience 3.00 (1.80-5.01) <0.001
Reimburse costs to communities for
partnership and involvement
6-10 years’ experience 1.21(0.72-2.04) 0.47
>10 years’ experience 1.97 (118-3.30) 0.01
Pay community members for sitting fees
(ie, for research meetings)
6-10 years’ experience 1.09 (0.65-1.83) 0.74
>10 years’ experience 1.90 (114-3.13) 0.013
Disseminate results back to the
community
6-10 years’ experience 113 (0.68-1.87) 0.64
>10 years’ experience 1.90 (1.15-3.15) 0.013

* Reference category is <5 years of experience. T Odds of reporting a higher level of
adherence to the specific key ethical guidelines. @

knowledge translation activities are necessary to work ethically
with communities.!®*® Knowledge translation is essential and
must be accounted for in the research process by researchers
when developing and implementing Aboriginal and Torres
Strait Islander health and medical research;? this is critical to
transforming the limited benefit reported by communities in
research.’ Researchers must apply all principles, or they cannot
uphold rights and safety in research practice.

Important changes, such as Indigenous Research Excellence
Criteria® as a mandatory requirement for funding, must be
supported with evidence of Aboriginal and Torres Strait Islander
leadership, partnerships, and a strong track record in Aboriginal
and Torres Strait Islander health beyond Euro-Western metrics.
Peer-reviewed publications and protocols should evidence
ethical research practices, including co-authoring with
community and outlining how partnerships will be formalised
and upheld. Likewise, evidence of appropriate payments and
reimbursement to community for partnership on research, and
how research findings will translate into policy or practice,
should be articulated and measured alongside scientific rigour.
Individual researchers must take responsibility for conducting
research that addresses the needs and priorities of community,
and effectively translates results. In our study, we found low or
not applicable reports of these principles.

Our findings demonstrate that Aboriginal and Torres Strait
Islander researchers and those with longevity in the field are
more likely to report embedding ethical principles in their
research practice. It is therefore imperative that Aboriginal
and Torres Strait Islander health is not considered a hobby
space for those situated in other areas of health research, and
rather an area of expertise that privileges those with experience
and accountability in upholding ethical research practice.
Institutions and funding bodies have an important role to
play in upholding ethical practice by holding researchers to



account. While priority schemes and targets exist,® research
funding is predominately provided to non-Indigenous
researchers working within institutions.” The allocation of
funds through mainstream institutions to non-Indigenous
researchers impacts on the conduct of Aboriginal and Torres
Strait Islander health and medical research and its constraints
by Euro-Western colonial structures and epistemologies.
Participants reported barriers and limitations in funding and
timeline structures that do not account for the time to maintain
respectful partnerships or implement knowledge translation.
While we recognise that the onus should ultimately be on the
researcher to account for such activities, funding bodies could
improve processes to facilitate responsive research. Similar
calls have been made in Canada regarding ethical principles
and practices, acknowledging the urgency for “the ability
to respond to changing community needs and to honour
community values”” There are opportunities to diversify
funding to uphold community-led processes, as implemented
by the Lowitja Institute, in administering grant funding; such
processes could be expanded to align with funding targets and
priorities.

Reassigning funding and power to community-controlled
organisations has the potential to address some of the
discrepancies in upholding ethical principles identified in our
study and affords opportunity to privilege the implementation
of high quality, ethical research practice to improve the lives of
Aboriginal and Torres Strait Islander people. Such calls align
with the endorsed position of Aboriginal and Torres Strait
Islander people in 1987, calling for greater control of funding,
acknowledging it as: “the most effective way of maintaining
appropriate control over the ethical behaviour of Researchers
and their initiatives””! Community-controlled organisations
and institutes are best placed to administer, support and oversee
responsive research practice, and acknowledge appropriate
aspects within grants as led by local communities, such as
knowledge translation, reimbursement, governance and
partnerships.

In acknowledging the strength and importance of Aboriginal
and Torres Strait Islander leadership and expertise in the
field, structural and systemic changes are required to enable
Aboriginal and Torres Strait Islander leadership and decision
making, and to create a more stable workforce with a focus on
career longevity and pathways. While it is promising that non-
Euro-Western measures of expertise are being acknowledged,
such as in NHMRC’s move to increase community-based
researchers’ traditional pathways,* participants in our study call
for strategic planning and mechanisms to support Aboriginal
and Torres Strait Islander health and medical research, including
the growing workforce.

Indigenous experts and leaders have long been at the forefront
of research and scholarship,'”****! and our findings reaffirm
that Aboriginal and Torres Strait Islander researchers and
communities are best placed to drive and deliver ethical research
in this field. The ways that Aboriginal and Torres Strait Islander
health and medical research is conceptualised, conducted and
funded should be determined by community involved to uphold
self-determination. Institutional and local-level opportunities
should continue to be established as responsive and tailored to
community-level needs.

Limitations

The findings of our study should be interpreted with the
following limitations in mind. Due to the recruitment strategies
used, we are unable to report a study participation rate, which
impacts the generalisability of our study findings. Also, self-
selection bias may have affected the representativeness of the
study sample, as those researchers who chose to participate
may have different perceptions and practices compared with
those who did not. As a result, our study findings may not
reflect the practices and perceptions of all researchers engaged
in Aboriginal and Torres Strait Islander research. In addition,
the majority of participants were not Aboriginal or Torres
Strait Islander, which means that our findings largely reflect
the perceptions and practices of non-Indigenous researchers
working in this space. Finally, while the survey was developed
based on a review of peer-reviewed literature and ethical
guidelines and was refined based on community feedback and
pilot testing, we do not have quantitative data to assess the
validity and reliability of the survey items.

Conclusion

We found that key ethical guidelines, containing key ethical
principles, designed for and by Aboriginal and Torres Strait
Islander people and communities are not consistently being
upheld in research practice. In addition, our study showed that
Aboriginal and Torres Strait Islander researchers, and those who
have worked longer in the field are more likely to self-report
excellent practice in terms of key ethical principles. Aboriginal
and Torres Strait Islander health and medical research should not
be considered a hobby space for those in other areas of research;
rather, it should be conducted by those with relevant expertise
and experience in the field. Funding bodies, institutions and
researchers share joint responsibility to uphold ethical research
practice. Individual and systemic changes must reflect the calls
of Aboriginal and Torres Strait Islander people and communities
and embed accountability into research practice.
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