INDIGENOUS HEALTH

Real Ways of Working Together: co-creating
meaningful Aboriginal community consultations
to advance kidney care
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We respectfully use the term First Nations to
describe the people of colonised countries such
as Australia, New Zealand, Canada and the
Unites States of America who have ancestral,
cultural and community ties to the pre-colonial/
pre-settler societies of that country. In Australia,
this includes Aboriginal and Torres Strait Islander
peoples. In South Australia, the First Nations
contributors identify as Aboriginal Australians
and prefer the term Aboriginal is used when
referring to community members involved in
the AKction project.

irst Nations people of colonised

countries such as Australia, New

Zealand, Canada and the United
States of America (USA) share a common
history of forced disconnection from land,
community, and culture."? While colonisation
processes and reconciliation strategies of
the four nations differ, the lasting colonial
effects of disempowerment, marginalisation,
disproportionate social disadvantage and
disparity in health outcomes persist for First
Nations people.® In Australia, Aboriginal
and Torres Strait Islander people experience
kidney failure at 10 times the rate of non-
Indigenous peers and for people living in
rural or remote areas, the rate of difference
is up to 30 times higher.**> Unexamined
colonising and racist beliefs continue to
underpin the perceptions, attitudes and
practices of non-Indigenous Australians
towards Aboriginal and Torres Strait Islander
Australians in government policies, society
and health care.®

Abstract

Objective: To describe a process of meaningful Aboriginal community engagement that

repositioned and valued community members’knowledge(s) and lived experiences while

strengthening relationships, research processes and outcomes.

Background: Aboriginal Australians have the oldest continuous culture in the world, yet due to

effects of colonisation, experience some of the world’s poorest health outcomes. The AKction

[Aboriginal Kidney Care Together — Improving Outcomes Now] project brought together

Aboriginal people with lived experience of kidney disease, clinicians and researchers to

improve kidney care.

Methodology: Using Aboriginal methodologies of Ganma and Dadirri within community-
based participatory action research (cb-PAR), a core advisory group of Aboriginal people with

lived experiences of kidney disease worked closely with clinicians and researchers.

Results: Three community consultation workshops that deeply valued Aboriginal knowledge(s)
were co-created. Community members formed a reference group, established partnerships
and influenced health research, policy and service provision. Non-Indigenous researchers
engaged in critical self-reflection and levelling of Western-Aboriginal and clinician-consumer

power imbalances.

Conclusions: Deeply respectful community engagement is possible through co-creation and
cb-PAR. It results in multiple positive impacts and beneficial relationships between community

members, clinicians and academics.

Implications for public health: Meaningful consultation with Aboriginal communities guides
culturally safe research processes, health policy and service delivery.

Key words: Chronic kidney disease, community engagement, co-creation, Aboriginal and

Torres Strait Islander Health

There is increasing recognition that
meaningfully including minority populations
in governance structures, decision making
and care provision are key attributes to
achieving health equity.” Western research
has too often been conducted on First
Nations people in paternalistic, punitive and
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exploitative ways,® without their permission,
consultation or involvement.? Little value
has been placed on First Nations knowledge,
ways of knowing and knowledge sharing?®
and a deficit view of First Nations people and
culture remains.® Unique research methods
developed by First Nations people over
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Indigenous Health

centuries through collective observation,
discussion, piloting and evaluation have
largely been ignored,® leading to deep
feelings of distrust, animosity and resistance
towards Western research and researchers.’

In Australia and internationally, meaningful
consumer engagement in both research and
health care services is increasing.'° Australian
health service accreditation requires health
services to 'build effective and ongoing
relationships with Aboriginal and Torres
Strait Islander communities,' reinforcing the
concept‘nothing about me, without me’'%12
National kidney care guidelines for the

care of Aboriginal and Torres Strait Islander
peoples are being written for the first time,
informed by community members with lived
experience of kidney disease, in addition to
expert clinicians. Initiatives such as these are
leading to increasing levels of engagement
and consultation with Aboriginal
communities, but the degree to which this

is achieved varies between research projects
and health services.”

The South Australian population is
approximately 1.77 million people, of
whom 2% identify as Aboriginal and/or
Torres Strait Islander.’* The population is
culturally and geographically diverse with
many unique Aboriginal language groups.'®
While the majority reside in the major urban
city of Adelaide, 30% of Aboriginal South
Australians reside in regional or remote
communities,’ some of which are many
hundreds of kilometres from the closest
urban centre. The Central Northern Adelaide
Renal and Transplantation Service (CNARTS),

Co-creating Aboriginal kidney consultations

is a government-funded health service that
provides clinical care to 732 dialysis patients
and 872 renal transplant recipients across
South Australia, eight per cent of whom

are Aboriginal and/or Torres Strait Islander.*
CNARTS strives to provide responsive, well-
coordinated care,'® but is often challenged in
achieving this for Aboriginal and Torres Strait
Islander patients with complex clinical needs,
in a culturally safe way.

In 2018, the AKction (Aboriginal kidney care
Together — Improving Outcomes Now) project
funded through Health Translation South
Australia, aimed to identify and respond to
the needs and priorities of Aboriginal people
living with kidney disease. AKction worked
with Kidney Health Australia (KHA), a national
patient support organisation and CNARTS to
improve coordination and delivery of kidney
care within South Australia. A collaborative
network involving community members

and nine academic, research, not-for-profit
and health care agencies within South
Australia initiated meaningful and respectful
community consultations, drawing on past
experiences and other relevant kidney
projects; Indigenous Patient Voices'” and
Catching Some Air.'® We aimed to privilege
Aboriginal knowledge and governance,
identify community priorities to guide
research, health care policy and guideline
development, and provide reciprocal process
and outcome benefits for community
members.

This paper describes the process of
developing and implementing community
consultation and engagement workshops

Figure 1: Community-based participatory action research process.
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within the AKction project. This work aims

to elevate and value Aboriginal ways of
knowing, being and doing. In doing so,

we provide a guide for non-Indigenous
researchers and health professionals

to establish respectful and meaningful
collaboration, real ways of working together"

Methods

Theoretical framework: Aboriginal
methodologies embedded within
collaborative community-based
participatory action research

Collaborative community-based participatory
action research (CB-PAR) methodology
guided the consultation process. This
respectful, intercultural approach was co-
designed between Aboriginal community
women and a non-Indigenous nurse
researcher during earlier collaborative

studies and was shown to be a culturally safe
and effective way to achieve meaningful
collaboration.' The approach combines
concepts of Dadirri; deep listening and
Ganma; knowledge sharing into PAR cycles of
Look and Listen, Think and Discuss and Take
Action Together (Figure 1).

Look and listen

The importance of observing and listening
with one’s eyes, ears, and heart, and paying
attention to non-verbal cues in contemplative
and reciprocal relationships has been
described by the Ngangikurungkurr people
of Daly River region in the Northern Territory
of Australia as Dadirri.?° Understanding of
Dadirri has grown and been incorporated into
research, particularly where complex cultural,
personal and power imbalances require
deeper investigation.?' Dadirri reminds

and teaches non-Indigenous researchers

of the importance of creating brave and
respectful spaces that enable Aboriginal
people to share their stories; recognising
ongoing and damaging effects of tokenism,
marginalisation, colonisation, white fragility
and racism.? It provides a framework to
undertake liberation project work that
promotes change? and helps establish
professional and personal relationships
between Aboriginal and non-Indigenous
peoples.

7/
~ L/ Ganina Ungunmerr describes Dadirri as:
~ -, - o - ... another special quality of my people ...
—_ e = Dadirri. This is the gift that Australians are
thirsting for[. .. Jinner deep listening and quiet
2022 voL. 46 No. 5 Australian and New Zealand Journal of Public Health 615
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stillawareness—something like what you call
contemplation.?

Embracing the concept and practice of
Dadirri was a critical step toward building
relationships and this research project. Two
community members, a project officer and
nurse researcher began building respectful
relationships. This expanded to include
community members (n=10), staff from
CNARTS (n=12) University of Adelaide (n=6),
KHA (n=2), the Transplantation Society of
Australia and New Zealand (TSANZ) (n=2),
and the South Australian Health and

Medical Research Institute (SAHMRI) (n=2) in
meetings, informal discussions, interviews,
focus groups, Yarning circles, artwork sessions
and storytelling (Table 1) over a period of two
years.

Think and discuss

The perspectives of community members,
health care providers, researchers and other
key stakeholders were brought together
to co-create new knowledge, informed by
Ganma. This Northern Australian Yolngu
philosophy values and acknowledges

the significance of each person’s unique
knowledge.?* It enables a deeper
understanding of who we are and what
knowledge we bring, the value of different
knowledges and how we can engage in
respectful two-way relationships.2*

Ganma is both a metaphor and a philosophy
of what happens where a river of water
from the sea (Western knowledge) and a
river of water from the land (Aboriginal
knowledge) mutually engulf each other,
flowing together and becoming one.?* The
forces of the streams (knowledge) combine
and lead to deeper understanding and truth
and the foam produced when the saltwater
mixes with the fresh water represents a new
kind of knowledge. Ganma is a place where
knowledge is (re)created.?’?

Ganma informed the consultations, data
analysis and critical self-reflection (Table 1).
We recognised the need for Indigenous-only
spaces when Western and clinical dominance
shut down Aboriginal-led conversations. We
introduced a two-step process over two days
that enabled Aboriginal participants to share
stories and experiences between themselves,
before speaking with a collective voice in

a larger, mixed forum on the second day.
Non-Indigenous participants also needed
time and space to examine the challenges of
whiteness, intercultural work, and recognising
and addressing systemic racism that has such

616 Australian and New Zealand Journal of Public Health

a profound impact on the lives of Aboriginal
people.252 This required the ability to reflect
inwardly on one’s own assumptions, privilege
and unconscious bias.?’ These processes
enabled a deeper level of engagement and
co-analysis within the consultations (Table 1).

Take action together

The third phase involved a collaborative
approach to identifying key themes, writing
the consultation reports and sharing results;
this put the new knowledge, the Ganma foam
into action.

Large group preliminary data analysis
occurred at the end of each consultation.
Further analysis and interpretation was
conducted by both the AKction reference
group and research team. Member checking
with each community consultation
participant then occurred to ensure the
findings remained true and accurate.
Concurrent ‘spirit checks’ followed up on

the health and wellbeing of individuals

and partner organisations. The results were
finalised and key messages shared through a
range of knowledge translation mechanisms
including local newspapers, radio interviews,
artworks and formal report writing.

Ethical approval

Ethics approval was provided by the
Aboriginal Health Research Ethics Committee
(#04-18-796), the University of Adelaide (ID:
33394) and the Central Adelaide Local Health
Network (HREC/19/CALHN/45).

Results

The AKction group facilitated consultations
at three locations in South Australia (Figure 2)
involving 46 Aboriginal community members
and 37 key stakeholders. The key elements
for successful Aboriginal community
engagement are summarised in Table 2 and
discussed in detail below.

Working with key stakeholders

Our process of co-creation began as the
lead researchers approached two Aboriginal
kidney patients who were vocal advocates.
These two women formed a core advisory
group, which later grew to become the
AKction Reference Group. Simultaneously,
KHA-CARI (Kidney Health Australia - Caring
for Australasians with Renal Impairment)
were commencing a national project

(KHA Yarnings) to inform a best practice

© 2022 The Authors
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guideline for the management of chronic
kidney disease for Aboriginal and Torres
Strait Islander people and were seeking
input from the advisory group. A pragmatic
and respectful decision was made to

work together, and a flexible and effective
community consultation approach was co-
created.

Establishing each consultation required more
time and investment in relationship building
with community members, local Aboriginal
health staff and organisations than is often
recognised by funders and employers. We
worked collaboratively, pooling resources,
and drawing on relational networks within
communities and health care.

Seeking Community permission and
support

Community permission and support for

the consultations was sought prior to any
logistical planning in all three sites. Elders,
representatives from local Aboriginal
Community Controlled Organisations and
local Aboriginal health professionals were
widely consulted and involved in the
planning process. Both community members
and health professionals provided guidance
regarding who needed to be included, where
the consultations should be held and the
best strategies for successfully engaging

with community. We sought to create safe
Aboriginal spaces and brave sharing spaces,
recognising that each site had unique
requirements. Advertising the consultation
and inviting participants was community
driven and health service supported, utilising
pre-existing social and community networks
and dialysis clinics. Promotion by known

and trusted clinical staff with strong pre-
existing relationships with patients and the
community was effective.

Consultations were held at Kanggawodli,
an Aboriginal hostel in Adelaide, Pika
Wiya Aboriginal Community Controlled
Health Service in the regional town of Port
Augusta and the district hospital in the
very remote town of Ceduna (Figure 2). This
enabled a broad level of representation
and understanding of the issues faced by
Aboriginal Australians living with kidney
disease. Each community chose their
preferred consultation setting.

Logistics and budget

Transport support is crucial for access and
equity. This required a specific budget and
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Indigenous Health Co-creating Aboriginal kidney consultations

Table 1: Step-by-step guide for meaningful community consultation using a collaborative, community-based, participatory action research methodology.

Process Practical considerations
Planning the consultation

Look and Listen Engage key stakeholders -- Community
« Approach the Aboriginal Liaison Unit, Aboriginal Chronic Disease Consortium and renal staff to identify community members who may be interested
- Engaging a small number of interested people at this stage is all that is required
Engage key stakeholders -- Service Providers
« Seek partnerships with people/organisations that already have the respect and trust of the community
« Health care providers: medical, nursing and allied health staff with a key interest
« Patient advocacy groups e.g., Kidney Health Australia (KHA)
« Key research and policy advisers: state/territory health departments, Aboriginal community-controlled health organisations (ACCHOs), research institutions
« Ethics committee: seek advice from local ethics committee about area specific considerations and gain support, may require formal ethics application

Think and Discuss Meet engaged community members at a time and place of their choosing
« Deeply listen to the stories of the community members, to the issues these stories raise, to what and how things need to be done, to who needs to be involved
« Introduce the project concept and invite feedback; does the concept address community issues?
« Be prepared to have these discussions evolve over several meetings; ideas, concepts and feedback will need to be taken back to the wider community and rediscussed
« Invite community to create branding for the consultation process: name, artwork, themes — ensure all reproducible works are commissioned and copywritten with
appropriate renumeration
Meet with key stake holders (community and service providers) to discuss how to best work together to achieve mutual goals
- Facilitate a small group meeting consisting of Aboriginal community members, patient-experts, Elders; project coordinators; key service providers
- Contact and invite other key stakeholders as suggested by community members
« Discuss options for consultation: budget and funding, location, participants, time, transport, facilitation, interpreters, catering
« Identify themes and questions to be discussed

Take Action Ensure ethical approval obtained

Cultural safety training to be provided for all staff prior to the event

Finalise time and place
« Discuss with venue manager; seeking their knowledge and suggestions for site specific considerations to achieve effective collaboration
« Arrange transport, have support people to assist with this process including on the day (a phone number to ring when things go wrong)
« Prepare discussion and education resources and materials, any available merchandise e.g., patient advocacy group merchandise

Get the word out
« Community members can drive recruitment using existing social and cultural networks
« Inclusive recruitment strategy; approach as many people accessing the health system as possible e.g., advertise through dialysis, Aboriginal Liaison office, clinical staff

Implementing the consultation

Look and Listen Community members to co-facilitate the consultation and provide language interpretation
Getting settled
« Welcome people as they arrive, invite into the space, orientate to amenities and refreshments
« Provide a range of seating options so that people can sit in their preferred friendship, family, cultural and/or gender groups
Community governance
+ Acknowledgement of country
« Self-introductions of core advisory group, and introduce the research team
« Present community branding; name, themes, artwork
Setting the scene
« Co-facilitators to describe the purpose and general overview of the consultation
« Include detailed description of the potential uses of the information gathered
- Staff/stakeholders may present key background information
Gain permissions
« Inform of any proposed photography, video and/or audio recordings, gather written consent

Think and Discuss Small group discussion
« Health service staff to join small groups and ensure appropriate introductions
« Record and take notes about the themes, content, and quotes of discussion

Take Action Each group prioritises key messages
End of session
« Opportunity to report findings back to the group
« Research team write up notes

(ontinued over page
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Table 1 cont.: Step-by-step guide for meaningful community consultation using a collaborative, community-based, participatory action research methodology.

Process

Practical considerations

Analysis, Reporting and Translation

Look and listen

Think and Discuss

Take Action

Notes:

The perspectives of the different groups are brought together for analysis

Analysis of findings
- Initial analysis during the consultation with participants in small groups
« Continued by the research team following the consultation
Checking back
« Clarify emerging themes with participants (member checking) to ensure correct interpretation and shared understanding
« Spirit check to ensure participants have support for their physical and emotional well-being
Reporting
« Community to be given opportunity to contribute to report writing
- Consider which reports need to be produced and for whom (community, consumer groups, staff, academic literature)
« Consider how community voices can be heard more broadly e.g., media interviews, infographics
Reflection
« Reflect on what worked well and what needs changing for subsequent consultations
« Consider applications for urban, rural, and remote locations
— safe spaces for First Nations-only discussion
— balance of information sharing
Write reports, checking back with each group before final version is completed
Plan knowledge translation activities
« Key stake-holder workshops
« Advocacy in health service planning and delivery
Feedback findings
« To community members, clinical staff, health services and other key stakeholders
Next consultation
« Incorporate feedback from initial consultation,
« Location and community specific considerations

Abbreviations: ALO: Aboriginal Liaison Officer; ACCHO: Aboriginal Community-Controlled Health Organisation.

Figure 2: Urban, regional and remote community consultation.
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Ceduna (July 2019)
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Indigenous Health

local knowledge of what worked best.
Budgets ensured appropriate remuneration
of community members who co-facilitated,
provided interpretation services, peer support
and/or art activities. Budget constraints
prevented monetary remuneration of
participants for their time, but substantial
catering (particularly for those attending
following dialysis), and educational materials
were provided enabling reciprocity.

The consultations

Key engaged community members
co-designed and co-facilitated each
consultation. Interpretation was provided by
community members with lived experience
of kidney disease. Time was taken to be

clear and transparent when explaining

the purpose of the consultation, how
information would be used and the intended
(but not overpromised) outcomes of each

Table 2: Key elements for successful Aboriginal community engagement.

Community identified priorities and governance

Co-creating Aboriginal kidney consultations

consultation. Individual written consent with
permissions to take notes, audio record and/
or photograph was gained.

The first consultation was held in the

major city of Adelaide over a single day

and involved community members, health
professionals and other key stakeholders
meeting together at an Aboriginal operated
hostel. The consultation began as a large
group, then participants met in small groups
with an Aboriginal and non-Aboriginal
facilitator. Prompt questions (Supplementary
File 1) were used to identify priorities and the
strengths, weaknesses and gaps in kidney
care from the perspectives and experiences
of the community. Conversations were
audio-recorded and a facilitator took notes.
A spokesperson from each group fed back
to the larger group. Following the event,
community members identified that the
consultations needed more time, Aboriginal-

« Consider whether this is, and, how this is, an issue of importance for the community.
« Ensure the community retain ownership of data and outcomes and govern dissemination and implementation.

Decolonising approach

+ Recognise and include Aboriginal community members as co-researchers acknowledging their unique knowledge, skills, and

approaches

« Focus on relationship building and respectful processes of engagement

« Utilise Aboriginal methodologies such as Dadirri; deep listening and Ganma; knowledge sharing

« Engage in critical self-reflection, recognise one’s own assumptions and gaps in knowledge

« For non-Aboriginal participants — recognise white supremacy, implicit bias, white privilege and racism and take active steps to

diminish their impact
Community consent

« Seek consent and agreement from Aboriginal Elders, Aboriginal health services and/or key community stakeholders. Permissions
may be required to enter the community, engage with community members, and conduct the consultation.

« Assess the need to adjust the consultation approach and scope specific to the requirements of the community.

Local approach and facilitation

+ Recognise that every community is unique. Each consultation must be guided by local people, and respect local processes and

preferences.
Collaboration

- Engage in respectful and inclusive collaboration with local and community-based organisations.
« Enable pooling of resources and recognise the time and efforts of community members and organisations.

Brave spaces

« Consider the need for Aboriginal only spaces. Different conversations occur in these spaces.

« Take guidance from community about where, when, and how consultation participants should come together and who might

facilitate.
Equitable access

« Promote an inclusive approach, spread the word broadly through a range of formal and informal networks.
« Provide transport assistance and/or appropriate renumeration. Find out what works best in each location.

Reciprocity

« Utilise community organisations to build capacity and local employment and benefit.

« Allow time and space for community networking, sharing of stories and peer support.
« Incorporate health promotion, knowledge sharing and dissemination activities within the consultation.

Flexibility

« Intiming, location, and process, while maintaining scientific rigor and essential deadlines.

Transparency

« Clearly identify what the consultation will and will not include, and possible impacts

only spaces and increased choice of small
group facilitators.

The Port Augusta workshop was held over
two days and facilitated by an experienced
Aboriginal Health Practitioner. Day one
involved Aboriginal kidney patients and
family members talking together and sharing
their experiences. Some participants painted
their kidney journey on an old dialysis
machine donated for the consultation, which
was then used for health promotion. On

the second day, local health professionals,
specialist clinicians, researchers and key
stakeholders attended. Themes from the
previous day were shared and small group
discussions followed. At the end of the
consultation, the themes were prioritised by
the large group. This collaborative analysis
enabled subsequent reports to reflect the
priorities of each community more accurately.

A similar format was used in the remote

town of Ceduna, with increased flexibility to
accommodate people’s dialysis schedules,
community movement, transport
arrangements and staff availability. Numerous
informal discussions were held with
community members and service providers
around the town who were unable to attend
the consultations.

Analysis and dissemination

Notes and recordings from each consultation
were transcribed by members of the AKction
research team and KHA. These were shared
back with community members to check
accuracy and interpretation and adjusted

as required. A full report, plus an additional
summarised community version from each
consultation was produced and shared
extensively.3032

Local newspapers were invited to the
regional and remote consultations, with
articles published the following week.333*
This had multiple positive impacts: sharing
findings of the consultations, providing a
health promotion opportunity regarding the
impact of kidney disease and publicly valuing
the knowledge and expertise of Aboriginal
people with lived experience of kidney
disease. Following the three consultations,
one of the community members, an
Aboriginal Health Professional and the project
lead spoke on the government run regional
radio station about the consultation process,
experiences of kidney disease and kidney

care.
« What will happen to the information the community choses to share,
- What actions and/or improvements can be expected as a result of their sharing of knowledge and time.
2022 voL. 46 No. 5 Australian and New Zealand Journal of Public Health 619
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Continuing Aboriginal governance

A key enabler in ensuring that the
consultations met community needs and
expectations was the formation of the
AKction Reference Group (ARG). The two
Aboriginal women who formed the initial
core advisory group were joined by other
highly engaged Aboriginal community
members during and after the initial
consultation. They provided cultural and
community perspectives, advice and
guidance for the consultations. Advising
on how best to approach and include
community members, co-facilitate and
share findings and recommendations
more effectively. This group continues to
provide community governance in the
AKction project; they are supported by an
experienced Aboriginal AKction research
team member and are growing in strength
and role in co-designing new models of care.

Discussion

The importance of meaningful community
participation and consultation is increasingly
being recognised.'® From a community
perspective, the act of coming together,
sharing stories and developing networks

of peer support is particularly significant.
Aboriginal-only spaces enable community
members to meet and discuss their lived
experiences together, resulting in a collective
voice, and a safer way of providing feedback
and addressing inherent power imbalances.?
The AKction community consultation model
was shared with KHA and locally adapted for
the eight remaining national KHA Yarnings.3®

Lifting voices; being heard

Community members have engaged with
national and international projects, extending
the breadth of the community voice. The
consultations are directly informing the
national guideline on the management of
chronic kidney disease for Aboriginal and
Torres Strait Islander people. A delegate
group from the ARG travelled to the National
Indigenous Dialysis and Transplantation
Conference in Central Australia. This
conference brought Aboriginal community
members from across the country together
with health professionals, researchers and
policymakers to discuss issues at a national
level.

At a state level, the ARG and research team
co-created and facilitated a series of kidney
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health service and policy planning workshops
drawing on the priorities that emerged from
the consultations. In late 2019 and again in
2020, the workshops enabled Aboriginal
community members to work alongside
health executives and key stakeholders in
statewide health and social policy co-design
strategies to respond to issues raised. As a
direct result, a dialysis service model was
piloted at Kanggawodli Aboriginal hostel
with the aim of providing dialysis care in

a more culturally-safe environment, while
also addressing significant dialysis transport
issues. Incorporation of dental services are
now also underway.

At a local urban, regional and remote level,
priorities discussed in consultations and
recorded in consultation reports have

been utilised by local health services and
practitioners to identify health care gaps and
plan responsive strategies. Changes in health
service policy and delivery is a lengthy and
often slow process. Working closely with
community members from inception through
to report writing and beyond has enabled
this process to become more transparent

and accountable. Copies of all reports were
provided to community members involved, as
well as health professional which aligns with
ethical principles for conducting research
with Aboriginal communities and provides
the community and health care providers
with a shared benchmark 338

Shifting power and control

The positioning of and relationships between
ARG members, Aboriginal and/or Torres
Strait Islander and non-Indigenous research
team members have shifted and deepened
over time. The result has been significant
two-way learning, personal and professional
development.

Several community-governed and mandated
research projects have emerged from

this two-year co-creation process. Each
project developed in response to the
priorities identified in the consultations

and was enabled by the deep and trusting
relationships that formed through co-
creation. Aboriginal Kidney Care Together

- Improving Outcomes Now 2 (Akction2)
received National Health and Medical
Research Council funding [APP 2004389]

to position community members as chief
investigators, driving a decolonising
research agenda and a targeted response
to community priorities. As part of the
National Indigenous Kidney Transplantation

© 2022 The Authors
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Taskforce,*® a pilot project in the regional
town of Port Augusta has responded to the
need for increased peer support identified in
the consultations. The project has successfully
established a peer navigator and transplant
coordination role within the health system,
creating employment opportunities for
Aboriginal people with lived experience of
kidney disease and increasing the number of
people on the kidney transplantation work
up list.

Creating brave spaces

Co-creation is a process of continual learning
and reflection. The value of relationship
building, and maintenance must be
acknowledged, as consumers and researchers
work alongside one another to generate new
knowledge.** This requires a fundamental
understanding that power imbalances exist
between the community and researchers/
health care providers. Sustainable change

is only possible through mutual trust and
relationships that are built over time.*

In our project, Aboriginal community

and team members actively chose to
re-engage with researchers and health
professionals, yet again, hoping for better
and different outcomes. Against a backdrop
of tokenism, disrespectful Western research®®
and non-inclusive health care decision
making processes,*! this was a significant
undertaking.

Non-Indigenous research team members
were required to actively de-colonise Western
research and mainstream medical approaches
to effectively engage with community
members. Given the impacts of unconscious
and intergenerational colonising societal
practices, this approach did not always come
easily. By incorporating Aboriginal concepts
and practices of Dadirri and Ganma the
team learned how to enact power sharing,
reciprocity and two-way learning. The
research team were encouraged to take
time and space to reflect and discuss all
learnings, being careful to protect Aboriginal
team members from further trauma. This
was an important step toward embracing
decolonisation and the co-creation of spaces
where Aboriginal community members’
voices could be heard and their knowledge
respected. Together we created brave
spaces* for meaningful involvement.

The process also required building reminders
for non-Indigenous researchers and clinicians
to slow down and deeply listen. This does not
often occur in clinical settings. Extended time
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spent listening and discussing was needed
to understand and address underlying
priorities, assumptions, and bias; a process
that involves genuine humility and respect.
Reflecting on the processes and outcomes of
the community consultations, we recognise
that at times the process was not as suitable
or responsive as we hoped. Critical reflection
and open and honest feedback enabled us to
learn, adapt and grow in our knowledge and
ability to work effectively together.

Conclusion

We have demonstrated that meaningful and
deeply respectful community consultation
and engagement is possible using a co-
created, collaborative, community-based
participatory action approach. It can result in
well-informed health service improvements.
Researchers and service providers can reach
out to the community but must prepare
themselves to deeply listen, walk alongside
and allow community to lead. Aboriginal
leadership within the health service and/or
research team can support this experience.
This work is underpinned by a commitment
to ethical and respectful research approaches
and is informed by shared professional and
personal experiences and the guidance of
Aboriginal communities.
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Additional supporting information may be
found in the online version of this article:

Supplementary File 1: Prompt Questions
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Augusta February 2019.
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