ote Aboriginal communities
| asearch,




Annette Kogolo

Photo: Purluwala lJila,
Great Sandy Desert

Photo: Karningarra Walmajarri Country, Canning Stock Route
My father’s country is Pirlurl, on the Great Sandy Desert




370 million Indigenous people in the world
90 countries

Marginalisation > Health and well being

“Subjects” of research in colonised countries
Rarely benefitted the people

How far have we come?

The “language of inequality” is still used today (LT.Smith)




research with

Records identified
through database searching:
Medline: 150

Web of Science: 269 Additional records identified

ERIC: 16
CINAHL: 159

through other sources:
Research guideline search: 38

EMBASE: 235 Books recommended: 3

Informit: 330

Records found (n=1447)

Records screened (n=967)

Full-text articles assessed
ibility

Articles evaluating Articles describing in
consent for detail consent for
research with research with
Indigenous Indigenous
populations populations

Cited articles: 1

Excluded (n=480)
Duplicate record

Articles excluded (n=615)
Articles not in English: 2
Articles not available: 24
Articles not related to
consent for research with
Indigenaus populations: 589

Full-text articles excluded
(n=307)
Inadequate detail on
reviewing the consent
process for research with
Indigenous papulations

Guidelines on
seeking consent for
research with
Indigenous
populations
(n=38)




ation of Current Guidelines for Seeking Consent for Research with Indigenous Populations
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Guideline characteristics
Indigenous research guildeline (versus General) v v v v v v v v v v v v viv v VVVVVVVVVVYVVY
Notes that Indigenous people are a distinct group vvvvvyey VVvVVVVVYVVY VYV VY VY viviv v v VVVVVVVVVYVVYVY
Embodies respect for Indigenous culture vVvvvivyey VIV VVVVVVVVVVVVVVVYY VVVVV VYV
Recommends Indigenous consultation in protocol development | v | v v vv vvvye VvV VvV VvV VIVIVVIVVIVY VVVVVVVVVYVVYVY
Indigenous members on research ethics\advisory board v v v v v v v vivivvv v vV VvV VvVvVyevyevvey v
Research team includes local Indigenous community members | v v v v v v v v v vV Vv vviviviviv v VVVVVVVVVYVVYVY
Reciprocity & benefit sharing with Indigenous community v v v VvV VVVVYVVYVYVY vV Vv v vviviviv v VVVVVVVVYVVYVVYVY
Identification of ownership of data v v v v vVVvVvvivey v v viviv v vVvvvy v v v
Research is identified as valued by the Indigenous community | v v v v v v v v Vv vvyvy viviviviv v v v vVvvvy v v
Risks to the Indigenous community as a collective are explained | v v v v v v vy v vV v v viviviviv v Vv vy v
An ethics committee has approved the project v v v v vV vvvy vV vVvvviviviviviv v v vy vVVvvvivey v
Declare funding source to Indigenous communities v v v v v.vvv viv v v v v v
Recommendations regarding the consent process
Indigenous community consent required v v v v v vV v v v v Vv vvvviviviv v vV v v v v v v v
Indigenous individual consent is required v v vV vv v vVvvveyyvy v v v v Vv iv viv v v VVVVVVYVVYVYVY
Free, prior and informed consent is sought v v v v Vv vvyvy v v v v vivivv Vv vivivy v
Waiver of consent may occur with ethics committee approval v v v v v viv v v v v
Signed consent is sought for individuals v v v v v vvyv Vv v vviviviviv v v v v v v v
Oral consent is possible for individuals v v v v v viviviviv v v v v
Full disclosure of risks and benefits of research provided v v v v vVvvvyey v Vv v vviviviviv v v v v v v v v
Plain language explaination of research provided in writing v v v v v vV Vv v Vv Vv iviviviv v v vVvvvevyyy v

Access to an interpreter is provided

Information provided in particpants language of preference
Suggests the use of appropriate visual aides for seeking consent
Local Indigenous advice on consent materials provided
Research information is provided on a number occasions
Adequate time is provided to review research information
Opportunity is provided to address participant questions
Ensure consent is truly informed

Option to opt out or decline consent must be provided
Consent required for protocol changes

Confidentiality is discussed while seeking consent

Consent is sought to identify individuals if relevant
Continued consent required throughout project

Consent for reuse of data

Tiered consent be obtained for future research

Broad consent be obtained for future research

Consent for dissemination of research

Feedback of research results to the communities

v v
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The Lililwan Project

o &
ra Y
"Znoy WP

Fetal Alcohol Spectrum Disorder (FASD) prevalence study

e Community initiation, consultation and collaboration

e Community and Individual Consent process was very positive,
Participation rate in stage 1 - 97% and stage 2 - 95%

e Highlighted in the 2010 Social Justice Report

~ The Picture Talk Project
| aims to examine the community
engagement and consent process
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The Picture Talk Project:

Starting a Conversation with Community Leaders
on Research with Remote
Aboriginal Communities of Australia

Fitzpatrick E, MacDonald G, Martiniuk A, D’Antoine H,
Oscar J, Lawford T, Carter M, Elliott E

Photo: The Mighty Fitzroy River



The Picture Talk Project Researc
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Marilyn Oscar Annette Kogolo Percy Bulagardy Sandra Nuggett Joy Nuggett

L b

June Oscar  Maureen Carter Tom Lawford Heather D’Anotoine Alexandra Martiniuk Gaynor Macdonald Elizabeth Elliott Emily Fitzpatrick

Aboriginal Community Leaders of the Fitzroy Valley invited researchers from Darwin and Sydney to work in partnership




Unique Challenges

The Fitzroy Valley:
Population 4500
95% Aboriginal
4 main language groups
Fitzroy Crossing —main town
Remote communities hundreds of
kilometers on open road
Cut off annually by flooding in
» ‘“Wet Season” December - March
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Informed Approach...

QUALITATIVE RESEARCH

» Grounded Theory

- Themes are informed by participants
- Minimises assumptions

- Ethically sound and culturally safe

» Research Capacity Building
- Immediate Reciprocity and guidance




l\/ The Picture Talk Project

e Asking about research:
— Research experience
— Importance
— How could research be conducted?
— How could information be presented
— Languages, relationship in research,
— Ownership of information, intellectual property
— Protocols: local vs ethics committee




l\/ The Picture Talk Project

e Consent:
— Place, who, witnesses, language, confidentiality
— How: pictures, talking, story
— Timing
— What are we agreeing (consenting) to?
— Confidentiality,
— Protecting community,
— Advocacy, benefits




l\/ The Picture Talk Project

e Continued consent
— Checking in
— Evaluations

— Relevancy

* Signing consent
— Evidence of informed consent
— Form, audiovisual, witness
— Copies of evidence/documents
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community doesn’t own, there’s no feedback or anything. That's what happened here in the
past. Fitzroy was one of the most researched towns in the Kimberley but where is all that
research now? What for, we don’t know.

So yeah, community has to have a big say in the research and if the community says no well
then so be it. It can’t be enforced and you know, using our community navigators is a good
way of making sure that the research is done in the right way too amongst Aboriginal
people. And that’s where the Lililwan Project was so successful cause it's never been done
like that before, well the FASD study hasn’t happened in this country but the reason it was
so successful, because there was a lot of groundwork that took place first. You know what |
mean, all that education stuff? And then when JF come on before all of you all turned up, JF
went out and talked and the research questions have to be where Aboriginal people can
understand it. Like we looked at all of that research question for the Marulu, Lililwan Project
and HY, RS and myself sat with JF and we said ‘no, no this isn’t going to work’ so we
rephrased all of that whilst the research questions were still there we broke it down where
people can understand so the community navigators became a very important part of the
research, you know in that study. It was so successful and | think that’s the way anyone
that’s wanting to do research, really has to follow the way the prevalence study happened
cause that was really good and the success. From the 147 families that had 7 and 8 year
olds, 127 said yes to the study and the biggest part of that was because the team built that
relationship before the study happened and all of the team members, you had your cultural
advisers/cultural consultants but you all worked in a very respectful way as well. | never
heard anyone complaining about it and it’s the people. We were so lucky that we had all of
you, a good bunch of people that came in to do the study and people can come and do
research or say they want to do research, but if you haven’t got the right people, it's not
going to work either.

So you found your interactions with the Westerners that did come into this community,
what did you think about your relationships and the way you interacted with them?
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Research: Finding Knowledge

“In the past | don’t think people who were doing
the research felt they had to consult with
Aboriginal people... When you think of
researchers... going on for years on Aboriginal
people.

We’re the most researched group in this country
and yet nothing’s changed.

| believe that if you’re going to do research we
should see changes or we should benefit you
know.” (P17)

Photo: Endemic Kimberley Boab Tree



Being Respectful of
Aboriginal people

We all came with a set of skills that
joined part of the jigsaw for that
study and there was the respect

(P20)



Being Respectful of

Working on country

It’s about being on country, their
country, and when you’re in that space
with them, they become your teachers
(P20)

Photo: Windjana Gorge, Bunuba Country



Being Flexible with Time

“If you want to do research, you can’t just set a
timeframe because you’ve got to be respectful

of what’s happening around you” (P20)

“Those people on the sorry side, you’ve got to
pay respect to them, don’t get them involved
with anything.” (P8)
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Future Directions

They need a youth centre .. there’s no activities for kids at
night or weekends.. our people used to take us out fishing
and hunting and show us the skills they had (FG6P6)

Photo: Kimberley Boab at Dawn




Thank you to all participants

Rowan Nicks Russell
Drysdale Fellowship
Barbara Hale Fellowship
AVANT DiT Scholarship

THE GEORGE INSTITUTE
for Global Health




Painting: Collaborative Artwork from 4 main Language Groups, Mangkaja Art Gallery

Contact Details:

Dr Emily Fitzpatrick

The University of Sydney & Sydney Children’s Hospital Network
Email: EmilyFitzp@gmail.com

Linkedin: http://au.linkedin.com/in/DrEmilyFitzpatrick/




