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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)

BMC Medical Ethics (2017) 18(34):1-19

Photo: The Historic Fitzroy Crossing, the Kimberley
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The Picture Talk Project




=<2\ 1. The Picture Talk Project: Systematic Review

Records identified
through database searching:
Medline: 190
COPUS: 206
Additional records identified
through other sourc
Research guideline search: 38

rticles excluded (n=615)

Articles not in English: 2
Records screened (n= 967) Articles not available: 24

Articles not related to
consent for researct
Indigenous population:

Full-text articles assessed

Articles evaluating Articles describing in Guidelines on
consent for detail consent for seeking consent for
research with research with research with
Indigenous Indigenous Indigenous
populations populations
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Photo: Kimberley Boab at Dawn




== 2. The Picture Talk Project: Research Protocol
% A qualitative study working together with remote Australian
Aboriginal communities of the Kimberley

Fitzpatrick E, Martiniuk A, D’Antoine H, Oscar J, Carter M, Lawford T, Elliott E
J Open Dec 2017, 7 (12):1-12 018452

_ Photo: Highway through the Kimberley
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\ 3. The picture Talk Project: Interviews with Aboriginal Leaders

e
The Picture Talk Project:

Starting a Conversation with Community Leaders
on Research with Remote

ies of Australia

Fitzpatrick E, MacDonald G, Martiniuk A, D’Antoine H,
Oscar J, Lawford T, Carter M, Elliott E
BMC Medical Ethics (2017) 18(34):1-19

Photo: The Mighty Fitzroy River




g, 4. The Picture Talk Project: Focus Groups with Aboriginal communities

Aboriginal Community Input on Consent for Research
L Fitzpatrick E Martiniuk A, MacDonald G, D’Ant_oine H, Oscar J, Carter M, Lawford T, Elliott E
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% Consent Materials

Excerpt from The Lililwan Project Participant Information Statement

Marulu (Precious), The Lililwan (little ones) Project
Fetal Alcohol Spectrum Disorders (FASD) Prevalence Study
Stage 2 - Inter y heaith and op!

What is the project about?

The project involves heaith and development checks on children to see which areas they are strong
in, and which areas they need more help in.

The checks we do will be similar to what the local children’s doctor and Allied health team PhOtOgraph f Cartoon Created Wlth
(Aboriginal health worker, speech and language pathologist, physiotherapist, school nurse, H H

occupational therapist, eye doctor and audiologist) would normally do in the child health clinic. The dOCt r examlnatlon AdObe PhOtOShop CSG
checks will take around 4 hours and will be spread over 2 visits to the clinic. There are no side effects

or risks expected with the checks.

If you agree to participate, your child will be seen by the eye doctor to check their vision and also
have their hearing tested. With your permission, we will take a photograph of your child’s face to
see if they have the special face shape of children with Fetal Aicohol Syndrome. It is important to do
this so that we can be sure of the diagnosis and understand the special needs of the child and get
help in school or home for them if you think it is needed

We would like to take a photograph of all the children, even if there was no alcohol used in the
pregnancy. Iif you would like a copy of the photo we will print one out for you to keep

On another visit your child will be checked by a children’s doctor for their physical health, including
listening to their heartbeat and breathing. The doctor may also ask questions about the pregnancy
with this child, and the child’s health and development

The Allied health team will do some tests to see how the child is doing with memory and thinking,
their behaviour at school and home, speaking, understanding of language and drawing and how
coordinated and strong their muscles are. When we test the language we would like to take a short
video cf the child telling a story about going bush. The reason for this is so that local Aboriginal
people who are experts in language can help to check the child's language including communicating
by signing with their lips, eyes, facial expressions and hands.

Participant Information Statement for the Lililwan Project Community Navigator
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1. Reputation and Trust is essential

See... you’ve got the logo. So if they look then they
are like ah Lililwan (FG1P1)
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5. Written Consent

* Probably in the long run better to be on paper
just in case. (FG6P1)

e See they think every time they sign they get pai
for it. (giggling) (FG1P1)

Excerpt from The Lililwan Project F

Marulu (Precious), The Lililwan (little ones) Project
Fetal Alcohol Spectrum Disarders (FASD) Prevalence Study
Stage 2 - ¥ health and

What is the project about?

The project invitves health and development Chacks o CAIFEN 10 10¢ which areds they are SIrong
in, and which areas they need more help in.

The checks we do will be similar to what the local children’s doctor and Allied heaith team
(Aboriginal health worker, speech and Language PIROIOPSE, PhyLOtheraps?, shool nurse.
occupational therapist, eve doctor and audiologist) would normally do in the child health chnic. The

checks will take around & hours and will be spread over 2 visits 10 the clinic. There are no side effects
o risks expected with the checks.

1 YU gree t0 Participate, your chid will be 5660 by the eye GOCTr 16 check their vesion and also
have their hearing tested. With your permission, we will take 2 photograph of your Child s face to
see if they have the special face shape of children with Fetal Alcohol Syndrome. It is important to do
this 50 that we can be sure of the diagnosrs and understand the special needs of the chid and g
help in 5chool or home for them if you think it is needed

We would like to take a photograph of all the children, even if there was no alcohol used in the
pregnancy. i you would like 3 copy of the photo we will print one out for you to keep

On another visit your child will be checked by  children’s doctor for their physical health, inchuding
listening to thew heartbeat and Breathing. The doctor may 340 3tk quettions sbout the pregnancy
‘with this child, and the child’s health and development

The Allied health team will do s0me tests to see how the chid is doing with memory and thinking,
their behaviour at school and home, speaking, understanding of anguage and drawing and how
coordinated and strong thew muicies are. When we teit the linguage we would ke 10 take 3 short
video of the child telling  story about going bush. The reason for this is 5o that local Aboriginal
People who are experts in language can help to check the chid's language including communicating
by signing with their 1ps, eves, facial expressions and hands.
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R
Foetal Alcohol Spectrum Disorder study

Oither priorities under the Agenda  While fewer Indigenous Ausral-

pssspenpns ol io jans drink alcolo] than non-Indig-
i @ are 1o strengthen police protection  jans dnnk aleo 8
"The first Ausiralian mﬂ:"-’"uf' :Ml in remote !mmmunjliﬂ. support.  enous Australions, alochol abuse
prevalence i .r_npacl:_ ‘.:llF"ml community Jed initiatives that heal 4 5
Alcobol Spectrum  Disorder O oy ey change attitades, and -

Indigenous children will be under- e coondinutson of services o




5. The Picture Talk Project: Advocacy for changes in research guidelines
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Implications of Research
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