
Co-creating community-led Aboriginal Health research

in action

Artwork “My Kidney Journey” by Inawinytji Williamson; used with permission 

Warning to Aboriginal and Torres Strait Islander people, this presentation contains images of people who have died. 
All images used with permission of individuals and/or families. 





First Nations people experience a higher burden of 
kidney disease

• Increased incidence & prevalence
• Increased progression of disease

Overrepresented in all stages of chronic kidney disease

Increased kidney failure rates 2-13x higher

Poorer access to dialysis and transplantation

Perceived poor outcomes

Relative rate of treated kidney failure; First Nations and non-
Indigenous Australians 2016 -2020

“Disparities between Indigenous and non-Indigenous patients with end-stage kidney disease in access to kidney 
transplantation are not explained by patient or disease related factors. Changes in policy and practice are needed to 
reduce these differences.”                                                                                                                             Khanal et al. 2018
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Community Consultations



Community-based Participatory Action Research (PAR)



Dr Miriam-Rose Ungunmerr, AM 



Ganma

“fresh-water springs to make waterholes, and salt water from the sea 
are interacting with each other, with the energy of the tide and the 
energy of the bubbling spring. 

When the tide is high the water rises to its full. When the tide goes out 
the water reduces its capacity…. 

In this way, the Dhuwa and Yirritja sides of Yolngu life work together. 

And in this way, balanda (non-Yolngu) and Yolngu traditions can work 
together. 

There must be balance; if not, either one will be stronger and will harm 
the other"

Raymattja Marika-Munungguritj 
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Recommendations for culturally safe and 
clinical kidney care for First Nations 
Australians

cariguidelines.org
@cariguidelines



Racism is evident and common 

Increasing access to care on Country 

Current transport and accommodation inadequate

Increasing family and community involvement

Increased First Nations Health Workforce required

Education, detection, and care needs to be led by community 
for community  

Early detection and management of disease 

Community messages

Issues beyond 
a clinical focus

Guidelines 
must address 
these issues



Domain Description

Community voice • Needs identified in community consultations
• Any other feedback from community

Cultural safety 
considerations

• Other cultural safety issues not raised in the consultations
• Cultural, historical and social context

Clinical evidence • Balance of benefits and harms 
• Certainty of the evidence

Costs, capacity, 
equity and other 
resources

• Cost-effectiveness data if available 
• Costs implications to individual, health systems and organisations – 

including increasing capacity 
• Equity issues – rural and remote, socioeconomic status. 

Adapted Evidence to 
Decision framework



Guidelines advocate for 
improved health service delivery

Culturally safe and 
responsive care 

• Addressing institutional 
racism 

• Removing race as a risk factor 
• Improved First Nations 

governance
• Improved cultural safety 

training
• Increased involvement of 

family and community
• Increased recognition of 

social determinants of health

Increased early detection 
of chronic kidney disease

• Earlier screening 
• Earlier referral to 

nephrologists
• Increased community 

involvement in public 
awareness and education

Increasing care on 
Country

• Increased 
accommodation and 
transport services

• Increased community 
control of health 
services

• Improved dialysis 
services in rural and 
remote locations

Increased First Nations 
health work force

• Increased professional 
support for First Nations 
health workforce

• Increased training in 
CKD treatment and 
management

• Increased strategic 
commitment and 
retention of First 
Nations health 
workforce



All health services 

evaluate and address 
institutional racism in their services



Removing race as a risk 
factor for chronic kidney disease

Factors associated with CKD among First Nations Australians



Earlier screening for CKD



Earlier referral to specialist
services



NIKTT aims to improve access to, and outcomes of, kidney 
transplantation for Aboriginal and Torres Strait Islander peoples by:

1. Creating networks and empowering communities
2. Collecting data to examine waitlisting barriers
3. Piloting new models of care
4. Investigating how to address cultural bias



1. ”On Track to Transplant” Peer Navigator Project
2. Pika Wiya Health Service Renal Aboriginal Health Practitioner Project
3. Kimberley kidney transplant assessment outreach service  
4. Pilbara and Goldfields kidney transplant assessment outreach service 
5. Top End Health Service Aboriginal health professional project
6. Purple House Hunting Peer Navigator Project 
7. Cairns Health Service Patient Mentor Project
8. Princess Alexandra Hospital Transplant Education Program

Equity and Access Projects



Compass Project

A co-designed, coordinated, sustainable, and 
supportive Patient Navigator program  

Aim to reduce the impact of Chronic Kidney 
Disease on Aboriginal and Torres Strait 
Islander people 





Unadjusted patient mortality 
(regardless of graft function) 



➢ Aim Establish the survival benefit of kidney 
transplantation over remaining on dialysis for 
Aboriginal and Torres Strait Islander 
Australians eligible for transplantation.  

➢ Population: Aboriginal and Torres Strait Islander 
Australians           
commenced dialysis 1/07/06 - 31/12/20
included on the deceased donor waitlist 

➢ Intervention: Kidney transplantation 

➢ Comparator: Remaining on dialysis

➢ Outcome: Patient survival

Good data is key! 



Survival benefit of deceased donor transplantation







Mum as a peer navigator

Diagnosis

Dialysis

Paediatric 
transition

Finishing 
school

Staying 
healthy

A million 
appointments

Transplant 
Workup

Transplant 
Waitlisting

Men’s 
business





You gotta see it, to be it.

6 days post 
transplant!!
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