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Catching Some AIR Consultation Process

Nationally endorsed clinical practice guidelines and data sovereignty processes
are required to underpin best practice implementation, but require input from renal
patients, their carers, community and government stakeholders.

Whilst a resolve exists from both Indigenous communities and national health
groups for partnerships to advance Indigenous kidney health, both parties are
uncertain of ways to achieve this, and this joint uncertainty delays health benefits
for communities most impacted by kidney disease.

Catching Some Air is a project based at Menzies School of Health Research. The
project has been funded by the Lowijta Institute during 2017-2019. One key
activity of the project is to gather recommendations from the Aboriginal and Torres
Strait Islander kidney health community about the development of best practice
and community-informed guidelines for an:

1. Indigenous Data Governance Framework for Aboriginal and Torres Strait
Islander data within the Australian and New Zealand Dialysis and
Transplantation Registry (ANZDATA);

2. KHA-CARI Guideline for the Management of Chronic Kidney Disease in
Aboriginal and Torres Strait Islander peoples.

Consultation meetings in Darwin, Alice Springs and Thursday Island will form the
main way of gathering these recommendations. There will be secondary
consultation sites where we intend to demonstrate and test the consolidated
recommendations learned from the three main sites.




Consultation Meeting Participants

A diverse range of delegates were invited to be involved in the meeting, and to
identify future directions as a collective group.

Meeting participants included renal patient’s, their carer’s and family members;
clinicians, policy makers, federal government, local government, housing and
accommodation service providers, Northern Territory Department of Health,
Aboriginal Community Controlled Health Organisations, Top-End Health Services,
University training and research sector, community advocates for change, Transplant
Society of Australia and New Zealand (Table 1).
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Aboriginal and Torres Strait Islander Patient’s and Carer’s consultation:
a closed session

The morning session hosted patient and carer delegates,
meeting facilitators and technical experts.

A summary of ANZDATA and Kidney Health Australia —
Caring for Australasians with Renal Impairment
guidelines group was presented.

The desire for KHA-CARI and ANZDATA to have
community informed best-practice guidelines was
discussed.

Existing guidelines in Indigenous kidney health were
referred to, including:

1. Indigenous Patient Voices Symposium report (the
most contemporary and published
recommendation for Aboriginal and Torres Strait
Islander kidney health advancement)

2. Central Australian Rural Practitioners Association
(CARPA) Standard Treatment Manual for remote
area health practitioners

3. KHA Guideline for the management of CKD in
General Practice

There are no current Indigenous renal care guidelines
available for use by kidney doctors and other health
professionals.




Bringing Delegates Together: an open session

The delegates from the closed morning session met with
stakeholder delegates over lunch.

The afternoon session included

e A summary of the morning’s key discussion points
was presented by several delegates

e A presentation by Associate Professor Phillip

e A shared discussion which gave stakeholders an
opportunity to acknowledge and respond to the
reflections and recommendations proposed by
patient and carer delegates. Stakeholders were
invited to respond, and further discussion
occurred.

Key recommendations

The Darwin consultation meeting reflects a strong
message that

Kidney health and kidney disease is everyone’s
business - and this needs to be reflected in clinical
care guidelines, data governance and holistic care
that reflects patient’'s worldview. All stakeholders are
valid and continuing partners in creating and
sustaining community kidney health.
The Darwin patient and carer delegation have
confirmed the need to stay engaged in developing the
key recommendations. The Catching Some Air
project team have committed to continue working
with:
o Top-End Renal Advisory and Advocacy
Committee (RAAC) and
o Top-End Renal Service Indigenous Patient
Reference Group




Key Dates

Consultation meeting dates:

o Darwin April 23-24™ 2018

o Thursday Island June 5-7"" 2018

o Alice Springs September 6-7" 2018
Overall project feedback July 2019

Staying connected

Catching Some Air project updates are featured here:

https://www.menzies.edu.au/page/Research/Projects/Kidney/Catching Some Air-

Asserting Indigenous Information Rights in Renal Disease/

The webpage also features our newsletters and videos (https://vimeo.com/267732848)

Follow our activities on twitter #CatchingSomeAir

Catching Some Air Project lead Catching Some Air message stick designed

Dr Jaqui Hughes by Ms Norma Benger. It represents Top-

Senior Research Fellow End Aboriginal health care user’s authority

Menzies School of Health Research to guide recommendation standards for

Www.menzies.edu.au data and clinical care for kidney health.

iaqui.hughes@menzies.edu.au The artwork and photographs are not to

Phone: 08 8946 8518 be reproduced.
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