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About NACCHO

NACCHO is the national peak body representing 146 Aboriginal
Community Controlled Health Organisations (ACCHOs). We also assist
a number of other community-controlled organisations.

The first Aboriginal medical service was established at Redfern in 1971 as a response to the urgent need to
provide decent, accessible health services for the largely medically uninsured Aboriginal population of
Redfern. The mainstream was not working. So it was, that over fifty years ago, Aboriginal people took control
and designed and delivered their own model of health care. Similar Aboriginal medical services quickly
sprung up around the country. In 1974, a national representative body was formed to represent these
Aboriginal medical services at the national level. This has grown into what NACCHO is today. All this
predated Medibank in 1975.

NACCHO liaises with its membership, and the eight state/territory affiliates, governments, and other
organisations on Aboriginal and Torres Strait Islander health and wellbeing policy and planning issues and
advocacy relating to health service delivery, health information, research, public health, health financing and
health programs.

ACCHOs range from large multi-functional services employing several medical practitioners and providing a
wide range of services, to small services which rely on Aboriginal health practitioners and/or nurses to
provide the bulk of primary health care services. Our 146 members provide services from about 550 clinics.
Our sector provides over 3.1 million episodes of care per year for over 410,000 people across Australia,
which includes about one million episodes of care in very remote regions.

ACCHOs contribute to improving Aboriginal and Torres Strait Islander health and wellbeing through the
provision of comprehensive primary health care, and by integrating and coordinating care and services.
Many provide home and site visits; medical, public health and health promotion services; allied health;
nursing services; assistance with making appointments and transport; help accessing childcare or dealing
with the justice system; drug and alcohol services; and help with income support. Our services build ongoing
relationships to give continuity of care so that chronic conditions are managed, and preventative health care
is targeted. Through local engagement and a proven service delivery model, our clients ‘stick’. Clearly, the
cultural safety in which we provide our services is a key factor of our success.

ACCHOs are also closing the employment gap. Collectively, we employ about 7,000 staff — 54 per cent of
whom are Aboriginal or Torres Strait Islanders — which makes us the third largest employer of Aboriginal or
Torres Strait people in the country.

Enquiries about this submission should be directed to:

NACCHO

Level 5, 2 Constitution Avenue
Canberra City ACT 2601
Telephone: 02 6246 9300
Email: policy@naccho.org.au

Website: naccho.org.au
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Recommendations

NACCHO recommends:

1 Any activities to embed genomics within the health system (for healthcare and research) explicitly align
with the National Agreement and its four Priority Reform Areas.

2 Inline with Priority Reform 1 of the National Agreement, Genomics Australia work in genuine partnership
with Aboriginal and Torres Strait Islander people and organisations to develop, lead, and inform
implementation of activities under all Strategic Priorities of the Framework and Implementation Plan.

3 Systems for allocating funding and supports to build a dynamic and sustainable genomics ecosystem that
prioritises and supports ACCHO and ACCO sector-wide workforce capacity-building, aligning with Priority
Reform 2 of the National Agreement.

4 Clearly defined activities to embed cultural safety in the provision of genomics-informed healthcare and
research in Australia, and an explicit requirement to deliver culturally safe healthcare and research is
included in the Framework and Implementation Plan, aligning with Priority Reform 3 of the National
Agreement.

5 Embedding principles of Indigenous Data Sovereignty in all Strategic Priorities of the Framework and
Implementation plan inclusive of all stages of genomics-informed healthcare and research, aligning with
Priority Reform 4 of the National Agreement.

6 That all Strategic Priorities and Activities be reviewed to align with and incorporate existing work that has
been done or is in progress by leading Aboriginal and Torres Strait Islander experts, especially around
governance, community engagement, ethical oversight and data/sample storage, sharing and use.

7 Extensive consultation with the sector more widely to ensure culturally appropriate approaches to embed
genomics-informed healthcare and research in Australia are reflected in the Framework and
Implementation Plan with clear goals and measurable indicators.
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Background

Genomics is a rapidly advancing field with broad relevance across health policy and service delivery. In the
application of genomic knowledge however, there are still disparities for Aboriginal and Torres Strait Islander
people in the diagnosis, treatment and use of genomic medicine services, and inequitable access to genomic
medicine and information.' We also know that Aboriginal and Torres Strait Islander people are either not
included, or under-represented in human reference genome resources, genomic studies, cancer studies,
cancer cell lines, patient-derived xenografts and cancer clinical trials.?2 While there are clear benefits of
genomic medicine, any efforts to embed genomics in the health system must ensure that these benefits are
equitably distributed though inclusive, accessible and universal services.?

At NACCHO, we recognise the importance of genomics across multiple areas of our work, including non-
communicable diseases (notably cancer, kidney disease and dementia), maternal and child health
(particularly inherited childhood conditions and newborn screening), medicines, policy, and communicable
disease. As the national peak body for the ACCHO sector, we are well placed to provide strategic advice and
guidance to ensure that genomics policy and practice are culturally safe, community-led, and equitable. Our
sector’s clinical and cultural expertise, strong community connections, and proven role in improving health
outcomes position us as a key stakeholder in the development and implementation of national genomics

policy.

NACCHO welcomes Genomics Australia’s commitment to working effectively with Aboriginal and Torres
Strait Islander people and for the opportunity to provide feedback on the draft Framework and
Implementation Plan. However, we note that the draft Framework and Implementation Plan could be
strengthened overall by explicitly aligning with the National Agreement on Closing the Gap, and its four
Priority Reforms to more tangibly demonstrate a commitment to establishing and maintaining culturally safe,
efficient, effective, ethical, and equitable implementation of genomics-informed health care and research in
Australia.

National Agreement on Closing the Gap

At the meeting of National Cabinet in early February 2023, First Ministers agreed to renew their commitment
to Closing the Gap by re-signing the National Agreement, first signed in July 2020. The reforms and targets
outlined in the National Agreement seek to overcome the inequality experienced by Aboriginal and Torres
Strait Islander people and achieve life outcomes equal to all Australians.

This Government’s first Closing the Gap Implementation Plan commits to achieving Closing the Gap targets
through implementation of the Priority Reforms. This represents a shift away from focussing on the Targets,

" Basnayake Ralalage P, Mitchell T, Zammit C, Baynam G, Kowal E, Masey L, McGaughran J, Boughtwood T, Jenkins M, Pratt G and
Ferdinand A. (2024), “Equity” in genomic health policies: a review of policies in the international arena. Front. Public Health 12:1464701.
https://doi.org/10.3389/fpubh.2024.1464701.

2 Clark (Adnyamathanha) JR, Buck (Kamilaroi) J, Richards-Satour (Adnyamathanha and Barngarla) A, Lyons (Jaadwa) L and Brown
(Yuin) A. (2024), Towards precision cancer medicine for Aboriginal and Torres Strait Islander cancer health equity. Med J Aust, 221: 68-
73. https://doi.org/10.5694/mja2.52346.
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towards the structural changes that the Priority Reforms require, and which are more likely to achieve
meaningful outcomes for our people in the long term.

Priority Reform Area 1 — Formal partnerships and shared decision-making

This Priority Reform commits to building and strengthening structures that empower Aboriginal and Torres
Strait Islander people to share decision-making authority with governments to accelerate policy and place-
based progress against Closing the Gap.

Priority Reform Area 2 — Building the community-controlled sector

This Priority Reform commits to building Aboriginal and Torres Strait Islander community-controlled sectors
to deliver services to support Closing the Gap. In recognition that Aboriginal and Torres Strait Islander
community-controlled services are better for Aboriginal and Torres Strait Islander people, achieve better
results, employ more Aboriginal and Torres Strait Islander people and are often preferred over mainstream
services.

Priority Reform Area 3 — Transformation of mainstream institutions

This Priority Reform commits to systemic and structural transformation of mainstream government
organisations to improve to identify and eliminate racism, embed and practice cultural safety, deliver services
in partnership with Aboriginal and Torres Strait Islander people, support truth telling about agencies’ history
with Aboriginal and Torres Strait Islander people, and engage fully and transparently with Aboriginal and
Torres Strait Islander people when programs are being changed.

Priority Reform Area 4 — Sharing data and information to support decision making

This Priority Reform commits to shared access to location-specific data and information (data sovereignty) to
inform local-decision making and support Aboriginal and Torres Strait Islander communities and
organisations to support the achievement of the first three Priority Reforms.

Review of Closing the Gap

In its first review of the National Agreement on Closing the Gap, the Productivity Commission found that
governments are not adequately delivering on their commitments. Despite support for the Priority Reforms
and some good practice, progress has been slow, uncoordinated, and piecemeal.

The Commission noted that to enable better outcomes, the Australian government needs to relinquish some
control and acknowledge that Aboriginal and Torres Strait Islander people know what is best for their
communities. It needs to share decision making with Aboriginal Community Controlled Organisations
(ACCOs), recognise them as critical partners rather than passive funding recipients, and then trust them to
design, deliver and measure government services in ways that are culturally safe and meaningful for their
communities.



“Too many government agencies are implementing versions of shared
decision-making that involve consulting with Aboriginal and Torres Strait
Islander people on a pre-determined solution, rather than collaborating on
the problem and co-designing a solution’®

Incorporation and alignment of key national policy documents

NACCHO notes the inclusion of policies, strategies and plans that have been considered in development of
the Framework and Implementation Plan as listed in Appendix 4, namely:

e Ensuring Culturally Safe Health Genomics with Aboriginal and Torres Strait Islander Peoples: Guiding
Principles (the Guiding Principles)

e Framework for Governance of Indigenous Data
¢ National Aboriginal and Torres Strait Islander Health Plan 2021-2031

¢ National Aboriginal and Torres Strait Islander Health Workforce Strategic Framework and Implementation
Plan 2021-2031

Reference to the National Agreement on Closing the Gap and its four Priority Reform Areas has been
overlooked. The Framework and Implementation Plan should align with and specifically reference both the
National Agreement and the Guiding Principles endorsed by the Aboriginal and Torres Strait Islander
Advisory Group on Health Genomics (noting these have not yet been formally launched).

It is not clear how any of the key national policy documents listed have been applied in the Framework and
Implementation Plan. Rather than “consideration” in development, explicit reference and incorporation of
these policies, strategies and plans throughout the Framework and Implementation Plan is needed. This will
ensure that culturally safe approaches, and the needs and priorities of Aboriginal and Torres Strait Islander
people are clearly reflected in genomics healthcare and research, and will demonstrate Genomics Australia’s
commitment to the National Agreement.

NACCHO recommends any activities to embed genomics within the health system (for healthcare and
research) explicitly align with the National Agreement and its four Priority Reform Areas.

Equitable access to genomic healthcare and research

A broad range of structural, social, cultural and commercial determinants influence health outcomes for
Aboriginal and Torres Strait Islander people. Entrenched cycles of poverty, exacerbated by poor education
and employment outcomes and increased interaction with the justice system contribute significantly to poorer
health outcomes for Aboriginal and Torres Strait Islander people.

The Australian Institute of Health and Welfare (AIHW) notes that the links between socioeconomic
disadvantages such as poverty, social dysfunction and exclusion, stress, racism and poor health are well
established.* This is true across urban, regional and remote areas. The consequent disparity in health
outcomes between Aboriginal and Torres Strait Islander people and other Australians remains significant —
34 per cent of the health gap between Aboriginal and Torres Strait Islander people and non-Indigenous
Australians is attributable to social determinant factors.®

The Framework and Implementation Plan currently states that “social determinants of health and avoidable
inequities fall beyond the scope of this framework and implementation plan”. Current genomics datasets

3 Productivity Commission, Review of the National Agreement on Closing the Gap, Study Report, Canberra, 7 Feb 2024
https://www.pc.gov.au/inquiries/completed/closing-the-gap-review/report.

4 AIHW, 2.09 Index of disadvantage https://www.indigenoushpf.gov.au/measures/2-09-index-disadvantage.

5 Australian Institute of Health and Welfare. Determinants of health for Indigenous Australians 2022 [Available from:
https://www.aihw.gov.au/reports/australias-health/social-determinants-and-indigenous-health.
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reflect colonial constructs and as a result are heavily skewed towards people of European descent, resulting
in limited representation of Indigenous genetic diversity. Without proper inclusion, the benefits of genomics,
including precision medicine, risk being less accessible and effective for Aboriginal and Torres Strait Islander
people, which will exacerbate existing health inequities. Addressing this gap is essential to ensure equitable
health outcomes and avoid perpetuating systemic disadvantage. Consideration of the impact of these

determinants on health outcomes for Aboriginal and Torres Strait Islander people should still be reflected in
the Framework and Implementation Plan.

For Aboriginal and Torres Strait Islander people, equitable access to care is a human rights issue due to
racism and discrimination in the health system. A focus on equity allows for a more targeted and nuanced
actions to support Aboriginal and Torres Strait Islander people and other diverse communities who have
historically and continue to face barriers to accessing and benefiting from advancements in genomics.

An equity focus allows for a foundational priority that is not defined by the medical model of awareness,
diagnosis, access to care and therapy and data. It facilitates a more holistic approach that works across all
health care settings, aligns with the move toward multidisciplinary team care in primary healthcare settings,
and importantly, with the holistic, person-centred ACCHO model of care.

Prioritising equity supports the inclusion of system wide changes and targeted actions to support priority
groups, including Aboriginal and Torres Strait Islander communities, culturally and linguistically diverse
communities, LGBTQI+ communities and people living with disability, and to raise awareness of the
intersectionality between these and other groups or identities.

To ensure that “all activities progressed under this framework and implementation plan...apply an equity
lens”, and that Equity is a key Guiding Principle, Aboriginal and Torres Strait Islander people and priority
populations should be embedded throughout the Framework and Implementation Plan in addition to the
focus on Aboriginal and Torres Strait Islander-led Genomics in Strategic Priority 4. This is to prevent
Aboriginal and Torres Strait Islander-led Genomics from being overlooked as a section at the end of the
Framework and Implementation Plan.

Collaboration and partnership with the ACCHO sector

Collaboration and partnership with the ACCHO sector would facilitate equitable access to genomics-informed
healthcare and research, and ensure cultural safety, and community leadership as key focus areas across all
Strategic Priorities. This would strengthen the Framework and Implementation Plan overall, and such an
approach would align with Priority Reform 1 of the National Agreement on Closing the Gap - formal
partnerships and shared decision-making with Aboriginal and Torres Strait Islander people. NACCHO is
committed to engaging in genuine co-design and collaboration with Genomics Australia, however, dedicated
resources and support are required to enable meaningful and sustained participation. The ACCHO sector
should be explicitly referenced throughout the Framework and Implementation Plan as a key stakeholder
and implementation partner, reflecting its central role in Aboriginal and Torres Strait Islander health and
redressing inequities. Genomics has enormous potential to drive dramatic improvements in health outcomes,
and these benefits must be enjoyed by all Australians.

ACCHOs play a central role in the provision of culturally safe, trauma-informed care primary health care for
Aboriginal and Torres Strait Islander communities. Rooted in self-determination, ACCHOs help overcome
many of the barriers to access experienced by Aboriginal and Torres Strait Islander people. ACCHOs provide
a holistic, multidisciplinary model of care that encompasses primary health as well as social and emotional
wellbeing and are well placed to provide services for Aboriginal and Torres Strait Islander people. ACCHOs
are therefore best placed to design and deliver culturally safe training, tools, resources and messaging to
equitably build genomics knowledge.

NACCHO notes that the Framework and Implementation Plan states that this work was developed in
collaboration with the Project Reference Group which includes the Aboriginal and Torres Strait Islander
Advisory Group on Health Genomics. We would value clarification on how the views of the Advisory Group

6 Bell et al (2000) ‘Aboriginal community-controlled health service’. In ‘General Practice in Australia’ Department of Health and Aged
Care: Canberra.



have informed and been incorporated in the development of the Framework and Implementation Plan, and
how the Guiding Principles have been aligned accordingly.

What genuine collaboration and partnership with NACCHO looks like

Aboriginal and Torres Strait Islander Advisory Group on COVID-19

The Aboriginal and Torres Strait Islander Advisory Group on COVID-19 is a strong example of working in
genuine partnership. It was co-chaired by NACCHO'’s Deputy CEO and the Australian Government
Department of Health and Aged Care’s (DoHAC) First Assistant Secretary of the First Nations Health
Division.” The group worked on principles of shared decision making, power sharing, two-way
communication and learning, self-determination, leadership and empowerment.

Working together with governments, in the first two months of the pandemic the group:

e developed the National Management and Operational Plan for Aboriginal and Torres Strait Islander
Populations

e supported the development of online health sector training in COVID-19 infection control for Aboriginal
and Torres Strait Islander communities

o oversaw the roll out of a world first rapid COVID-19 testing program.8

Partnerships also facilitated the travel restrictions into remote communities through the Health Minister’s
Determination under the Biosecurity Act 2015.

The Advisory Group was briefed on major government strategies and actions. They had access to decision
makers across different areas to assist with discussions. Any barriers in implementation were quickly
addressed through the government representatives on the Advisory Group. Most importantly, federal and
state and territory governments listened to the Aboriginal and Torres Strait Islander experts.®

Other actions that came out of the Advisory Group included significant COVID-19 grants for ACCHOs across
Australia. These were delivered in a very short timeframe, and with the flexibility to meet local needs.

In the words of leading Aboriginal infectious diseases specialist, James Ward, the Advisory Group, ‘moved
mountains that in normal times would not be even remotely imaginable nor possible’. 1

As outlined in the Close the Gap (2021) report, produced by the Lowitja Institute:

“As of 13 December 2020, a total of 147 cases of COVID-19 had been
reported among Aboriginal and Torres Strait Islander people (out of the total
28,031 Australian cases) with no deaths nationally and no cases identified in
remote Aboriginal communities. The number of cases among Aboriginal and
Torres Strait Islander people is six times lower than the rest of Australia.”!"

The strong partnership approach taken by the Committee demonstrated that leveraging the expertise of the
ACCHO/ACCO sector can achieve world-leading results. The Committee has continued as a sub-committee
of the Communicable Diseases Network Australia (CDNA). NACCHO also has observer status on the

" Department of Health and Aged Care, The National Aboriginal and Torres Strait Islander Health Protection AHPC subcommittee:
Members, https://www.health.gov.au/committees-and-groups/the-national-aboriginal-and-torres-strait-islander-health-protection-ahpc-
subcommittee#members.

8 Department of Health and Aged Care, World first rapid COVID-19 testing to protect Aboriginal and Torres Strait Islander communities,
April 2020, https://www.health.gov.au/ministers/the-hon-greg-hunt-mp/media/world-first-rapid-covid-19-testing-to-protect-aboriginal-and-
torres-strait-islander-communities.

% Lowitja Institute (for the Close the Gap Campaign Steering Committee), Close the Gap (2021), https://humanrights.gov.au/our-
work/aboriginal-and-torres-strait-islander-social-justice/publications/close-gap-2021.

0 James Ward in Lowitja Institute (for the Close the Gap Campaign Steering Committee), Close the Gap (2021),
https://humanrights.gov.au/our-work/aboriginal-and-torres-strait-islander-social-justice/publications/close-gap-2021.

" Lowitja Institute (for the Close the Gap Campaign Steering Committee), Close the Gap (2021), https://humanrights.gov.au/our-
work/aboriginal-and-torres-strait-islander-social-justice/publications/close-gap-2021.
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Australian Health Protection Committee (AHPC), and Indigenous representation on the Medical Services
Advisory Committee (MSAC) and CDNA.

National Dementia Action Plan

NACCHO’s advocacy and advice on the National Dementia Action Plan (the Plan) resulted in the needs and
preferred approaches of Aboriginal and Torres Strait Islander people being reflected throughout the Plan.
The Plan is already having a positive impact for ACCHOs who have been able to leverage for local change,
and for Affiliates where state governments have shown willingness to implement these approaches in their
jurisdictions.

The co-design and engagement processes undertaken by Genomics Australia can be significantly
strengthened. This should include involving Aboriginal and Torres Strait Islander people, communities, and
organisations in planning phases of all projects, ensuring ongoing communication throughout development,
and appropriate timeframes to allow for meaningful feedback. The use of terms like “co-design” should be
clearly defined, and formal partnership mechanisms should be established to support accountability and
genuine collaboration aligning with Priority Reform 1 of the National Agreement. Throughout the Framework
and Implementation Plan, language and activities should be strengthened to reflect genuine co-design and
partnership commitments, rather than applied too generally, which risks diminishing its impact and
importance.

NACCHO recommends in line with Priority Reform 1 of the National Agreement, Genomics Australia
work in genuine partnership with Aboriginal and Torres Strait Islander people and organisations to
develop, lead, and inform implementation of activities under all Strategic Priorities of the Framework and
Implementation Plan.

Workforce development and capacity-building

NACCHO supports building a “dynamic and sustainable genomics ecosystem”. However, there is a need for
the Framework and Implementation Plan to demonstrate partnership with the ACCHO sector to do so. This
should include sustained funding for an Aboriginal and Torres Strait Islander-led genomics workforce,
infrastructure, health service design and research solutions in line with Priority Reform 2 of the National
Agreement — building the community-controlled sector to deliver services to support Closing the Gap.

A stronger focus on workforce is needed as a critical enabler of implementation, ensuring that all levels of the
health workforce, not just genomics specialists, are capable and genomics aware. Development of training
and career pathways in partnership with ACCHOs and Aboriginal Community Controlled Registered Training
Organisations (ACCRTOs) for the current and prospective health workforce is key to ensuring initiatives are
designed and developed for community, by community. This can help support attraction, recruitment, and
retention to build a local workforce. Genomics-informed healthcare and research not only requires additional
training for current staff, but additional staff to manage the increased workload these innovations bring.
Action measures which address the need for additional staffing should also be reflected in the Framework
and Implementation Plan.

It is essential that workforce investments are targeted towards equity, including Aboriginal and Torres Strait
Islander genomic counsellors and upskilling of existing workforce. Communicating the importance of
genomics for Aboriginal and Torres Strait Islander people across the health workforce, including the ACCHO
sector, is essential. The development of resources, including case studies demonstrating the importance of
genomics in practice, will be key to achieving this. Dedicated funding streams for Aboriginal and Torres Strait
Islander-led genomics research, ensuring equitable access to research funding mechanisms is also
important for building a dynamic and sustainable genomics ecosystem.

NACCHO'’s leadership through the Cancer Program shows how appropriate funding and commitment to the
development of workforce capacity, supports successful implementation of national initiatives in community-
led settings. An example of where this has been effective is through the roll out of the National Lung Cancer
Screening Program in July 2025.
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NACCHO recommends systems for allocating funding and supports to build a dynamic and sustainable
genomics ecosystem that prioritises and supports ACCHO and ACCO sector-wide workforce capacity-
building, aligning with Priority Reform 2 of the National Agreement.

Cultural safety

General discussion of cultural safety is limited only to Strategic Priority 4 — Aboriginal and Torres Strait
Islander-led Genomics. Explicit guidance and robust examples across all Strategic Priorities are needed so
that all Australians benefit from genomics-informed healthcare and research. Readers should be able to gain
a clear understanding of what activities will be progressed to embed cultural safety in the provision of
genomics-informed healthcare and research in Australia, and this is not currently achieved by the draft
Framework and Implementation Plan. This is crucial, especially given that genomics carries a legacy of harm
for Indigenous peoples globally, and the concerns Indigenous peoples have relating to exploitation and a
lack of agency when invited to participate in projects exploring global genomic diversity.12

Cultural safety and cultural competency training is not sufficient to deliver a culturally safe environment for
Aboriginal and Torres Strait Islander people. To align with Priority Reform 3; the government's commitment to
systemic and structural transformation of mainstream government organisations to embed and practice
cultural safety and deliver services in partnership with Aboriginal and Torres Strait Islander people, a strong
understanding of cultural safety must be part of the organisational mindset at all levels. Cultural competency
suggests non-Indigenous people can be competent in the diversity of Aboriginal and Torres Strait Islander
cultures. Focus should be on cultural capabilities, and developing skills, knowledge and behaviours required
to plan, support, improve and deliver services in a culturally respectful and appropriate manner.'® This
requires comprehensive, cultural capabilities training and greater engagement by listening to Aboriginal and
Torres Strait Islander people about their experiences and taking those learnings on board within the
organisation. Without cultural respect and understanding as a core component of the genomics health
system and research, we are unlikely to see the benefits for Aboriginal and Torres Strait Islander people. The
AIHW Cuiltural safety in health care for Indigenous Australians: monitoring framework™ may offer insights on
how best to evidence the provision of culturally safe care and should be referred to in the Framework and
Implementation Plan.

References to the requirement to deliver culturally safe healthcare and research should be explicit
throughout the Framework and Implementation Plan, rather than through generalised concepts of safety, and
mention of developing “an implementation plan to support the implementation of the Ensuring Culturally Safe
Health Genomics with Aboriginal and Torres Strait Islander Peoples Guiding Principles (the Guiding
Principles) into health systems, service delivery and research” in National Activity 4.1.2.

Consideration should also be given to the development of specific guidance on delivering cultural safe
genomics-informed healthcare and research for Aboriginal and Torres Strait Islander people throughout the
Framework and Implementation Plan, as well as support systems needed to help individuals understand
information and make informed choices, ensuring consent processes are accessible, culturally safe, and
equitable for all. This should be developed in partnership with the sector and build on work that is already
being done for example by the National Centre for Indigenous Genomics (NCIG) and the Australian Alliance
for Indigenous Genomics (ALIGN).

Language used throughout the Framework and Implementation Plan must be inclusive, culturally
appropriate, and respectful of Aboriginal and Torres Strait Islander people. For example, phrases like "types

12 Clark (Adnyamathanha) JR, Buck (Kamilaroi) J, Richards-Satour (Adnyamathanha and Barngarla) A, Lyons (Jaadwa) L and Brown
(Yuin) A. (2024), Towards precision cancer medicine for Aboriginal and Torres Strait Islander cancer health equity. Med J Aust, 221: 68-
73. https://doi.org/10.5694/mja2.52346.

3 Mohamed J, Stacey K, Chamberlain C and Priest N. (2024), Cultural safety in Australia, Discussion paper, Lowitja Institute,
Melbourne. https://www.lowitja.org.au/resource/cultural-safety-in-australia/.

4 Australian Institute of Health and Welfare, Cultural safety in health care for Indigenous Australians: monitoring framework,
https://www.aihw.gov.au/reports/indigenous-australians/cultural-safety-health-care-framework/contents/about.
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of patients"” can unintentionally reinforce stereotypes or depersonalise care, and use of the terminology

“mainstream health workforce” should be revised or clearly defined to avoid confusion. “Generalist health
workforce” could be an alternative.

There should be consistent use of either Aboriginal and Torres Strait Islander or First Nations throughout.
NACCHO prefers Aboriginal and Torres Strait Islander.

NACCHO recommends clearly defined activities to embed cultural safety in the provision of genomics-
informed healthcare and research in Australia, and an explicit requirement to deliver culturally safe
healthcare and research is included in the Framework and Implementation Plan, aligning with Priority
Reform 3 of the National Agreement.

Governance, accountability, monitoring and evaluation

NACCHO supports genomics-informed healthcare and research to address health and wellbeing priorities,
and provide outcomes that benefit Aboriginal and Torres Strait Islander people. However, care must be taken
in collecting and using data collected from Aboriginal and Torres Strait Islander people. All actions regarding
data collection and sharing of data need to align with Priority Reform 4 and principles of Indigenous Data
Sovereignty. Aboriginal and Torres Strait Islander people must have access to, control over, and the
capability to collect, manage and use data relevant to their communities. Research and healthcare must be
strengths-based and healing centred and incorporate a life-course approach, taking into account social and
cultural determinants of health. Monitoring approaches must be co-designed with communities and clearly
demonstrate how the data will support local decision-making and benefit the communities from which it is
collected. Monitoring and evaluation approaches must be carefully designed with Aboriginal and Torres Strait
Islander-led governance to avoid reinforcing existing power imbalances and entrenching health inequities.
Embedding mechanisms for Aboriginal and Torres Strait Islander governance of genomics research
priorities, funding decisions, data access and translational findings into health benefits will ensure
accountability.

Indigenous Data Sovereignty is only mentioned in relation to Strategic Priority 4 in the Framework and
Implementation Plan: “Indigenous Data Sovereignty is an important element of Strategic Priority 4 of this
framework and implementation plan.” However, Indigenous Data Sovereignty should be incorporated in all
Strategic Priorities of the Framework and Implementation Plan to align with Priority Reform 4 of the National
Agreement. Principles of Indigenous Data Sovereignty must be clearly and adequately defined, and the
Framework and Implementation Plan should specify the concrete safeguards and mechanisms that will be
put in place to ensure that Indigenous Data Sovereignty is respected, maintained, and upheld throughout all
stages of genomics-informed healthcare and research.'® “Support” of Indigenous Data Sovereignty is not
sufficient; principles of Indigenous Data Sovereignty should be embedded in the Framework and
Implementation Plan. Not all organisations or systems have the capability to support or align with principles
of Indigenous Data Sovereignty. To facilitate this, the Framework and Implementation Plan should include
continuous quality improvement as a National Activity with key performance measures for organisations,
systems and infrastructure to work towards aligning with Indigenous Data Sovereignty.

The Framework and Implementation Plan should state and ensure that all activities relating to data and
sample collection, storage, biobanking, analysis, use, sharing, storage, management, data systems and
infrastructure align with:

e Principles of Indigenous Data Sovereignty (Maiam nayri Wingara),

e Ethical guidelines for research with Aboriginal and Torres Strait Islander peoples (National Health and
Medical Research Council (NHMRC))

'5 Taking Control of Our Data: A Discussion Paper on Indigenous Data Governance for Aboriginal and Torres Strait Islander People and
Communities, Discussion Paper, Lowitja Institute, Melbourne. DOI: 10.48455/rtvd-7782. https://www.lowitja.org.au/resource/taking-
control-of-our-data-a-discussion-paper-on-indigenous-data-governance-for-aboriginal-and-torres-strait-islander-people-and-
communities/.
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e AIATSIS Code of Ethics for Aboriginal and Torres Strait Islander Research (the AIATSIS Code)
(Australian Institute for Aboriginal and Torres Strait Islander Studies (AIATSIS))

e The United Nations Declaration on the Rights of Indigenous Peoples.

NACCHO recommends embedding principles of Indigenous Data Sovereignty in all Strategic Priorities
of the Framework and Implementation plan inclusive of all stages of genomics-informed healthcare and
research, aligning with Priority Reform 4 of the National Agreement.

Building on foundational work

NACCHO supports international engagement and partnerships as an enabler of success for the integration
of genomics into health care and to accelerate the pace of research in Australia. There is strong work that is
being done in Canada','” and New Zealand'® 19 20 that would provide valuable knowledge to inform how
genomic health knowledge and systems can be incorporated in the health system, ways of working,
processes, partnerships and standards of engagement. However, there is also a breadth of work being done
in Australia by Aboriginal and Torres Strait Islander experts to learn from and which should be reflected in the
Framework and Implementation Plan.

We note that the Framework and Implementation Plan states that “activities reflect foundational work that will
need to be undertaken to appropriately embed genomics within the health system”, however it is important to
name this work and how it is being built upon rather than attempt to re-develop culturally appropriate
strategies, pathways and resources. NCIG and ALIGN have done substantial work around governance,?'
community engagement,?? ethical oversight?3, data and sample sharing, and culturally appropriate resources
and information about genetics and genomics for community,?* health professionals and researchers.?® The
Framework and Implementation Plan states that National Activity 4.1.4 is to “Ensure Aboriginal and Torres
Strait Islander governance and culturally aligned processes and mechanisms are developed with respect to
biological specimens and genomic information including position statements on best practice in relation to
biobanking, data sharing, data systems and infrastructure and Indigenous Data Sovereignty compliance”. To
strengthen the Framework and Implementation Plan, there needs to be clearly defined culturally aligned
processes and mechanisms, and best practice outlined in the document rather than stating they will be
“developed”. Partnering with Aboriginal and Torres Strait Islander experts who have already developed this
work to reflect it in the Framework and Implementation Plan is key in demonstrating Genomics Australia’s
commitment to Aboriginal and Torres Strait Islander-led research and implementation.

16 Caron NR, Adam W, Anderson K, Boswell BT, Chongo M, Deineko V, Dick A, Hall SE, Hatcher JT, Howard P, Hunt M, Linn K, and
O’Neill A. (2023). Partnering with First Nations in Northern British Columbia Canada to Reduce Inequity in Access to Genomic
Research. International Journal of Environmental Research and Public Health, 20(10), 5783. https://doi.org/10.3390/ijerph20105783.

7 Arbour L, Caron NR, Wasserman WW, Silent Genomes Project: Building a Sustainable Path to Genetic/Genomic Care for Indigenous
People of Canada and Beyond. https://www.bcchr.ca/silent-genomes-project.

8 Genomics Aotearoa, Maori and genomics. https://www.genomics-aotearoa.org.nz/about/genomics-and-maori.

% Genomics Aotearoa, Rakeiora: A pathfinder for genomic medicine in Aotearoa/New Zealand. https://www.genomics-
aotearoa.org.nz/our-work/health-projects/rakeiora-pathfinder-genomic-medicine.

20 Hudson M, Beaton A, Milne M, Port W, Russell K, Smith B, Toki V, Uerata L. and Wilcox P. (2016b). Te Mata Ira: Guidelines for
genomic research with Maori. Hamilton, New Zealand: Maori and Indigenous Governance Centre.
https://researcharchive.wintec.ac.nz/id/eprint/5640/1/Te-Mata-lra-Genome-Research-Guidelines.pdf.

2! National Centre for Indigenous Genomics, Governance Framework. https://ncig.anu.edu.au/about/governance-framework.

2 National Centre for Indigenous Genomics, World-leading community consultation. https://ncig.anu.edu.au/community-
engagment/world-leading-community-consultation.

2 National Centre for Indigenous Genomics, Ethics. https:/ncig.anu.edu.au/about/ethics.

24 National Centre for Indigenous Genomics, Community resources. https:/ncig.anu.edu.au/resources.

% Australian Alliance for Indigenous Genomics, Researchers. https://indigenousgenomics.com.au/resources/researchers/.
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NACCHO recommends that all Strategic Priorities and Activities be reviewed to align with and
incorporate existing work that has been done or is in progress by leading Aboriginal and Torres Strait
Islander experts, especially around governance, community engagement, ethical oversight and
data/sample storage, sharing and use.

Consultation process

NACCHO acknowledges the importance of establishing and maintaining processes that support person- and
family-centred, culturally safe, efficient, effective, ethical, and equitable implementation of genomics-informed
health care and research in Australia. We welcome the opportunity to contribute towards the national and
intergovernmental approach to embed genomics into the Australian health system.

NACCHO seeks to reflect the voices of our membership in all our submissions, however, in this instance the
limitations of submission formats and timeframes did not allow sufficient time for the level of consultation
required for a topic of this importance. Genomics is a complex and emerging field, and we have concerns
about the limited timeline for sector engagement and consultation in relation to the Framework and
Implementation Plan. NACCHOQO's participation to date has been limited to the public consultation window,
which opened on 23 June 2025 and closed 25 July 2025. Whilst we appreciated the opportunity to meet
online to discuss the Framework and Implementation Plan, the tight timeline limited options for broader
engagement across the sector. Genuine consultation requires adequate time to ensure cultural safety and
inclusive engagement.

There remains a lack of shared understanding of concepts such as partnership and co-design. Stakeholders
within the sector such as ACCHOs and Affiliates receive myriad requests to join advisory groups, boards and
to attend regular meetings. While it is important for Aboriginal and Torres Strait Islander organisations to
‘have a seat at the table’, many departments and agencies continue to work on short notice rather than
planning well in advance to secure sector engagement. There continues to be the perception that
consultation is partnership and that participation equals endorsement.

The nature of consultations to date do not reflect Genomics Australia’s commitment to the Priority Reforms of
the National Agreement on Closing the Gap.

NACCHO supports a more feasible, extended timeline, as this will allow for more meaningful consultation
with the ACCHO sector to include their perspectives throughout the development of the Framework and
Implementation Plan. This would ensure that any efforts to embed genomics-informed health care and
research in Australia are culturally appropriate and more effective. Consultation about this iteration of the
draft Framework and Implementation Plan is not sufficient. Adequate consultation is needed to ensure that
activities progressed under this Framework and Implementation Plan truly reflect an equity lens and align
with the Priority Reforms. The Implementation Plan should include clear goals and measurable indicators to
support accountability, track progress, and guide effective delivery across all priority areas. Goals and
indicators must be developed in partnership with Aboriginal and Torres Strait Islander people, communities
and organisations. Further consultation is strongly recommended to clarify the implementation timeframes,
coordination responsibilities, and prioritisation of activities as these will be critical for ensuring accountability.

This should not be developed following public consultation as is stated in the draft Framework and
Implementation Plan.

NACCHO recommends extensive consultation with the sector more widely to ensure culturally
appropriate approaches to embed genomics-informed healthcare and research in Australia are reflected
in the Framework and Implementation Plan with clear goals and measurable indicators.
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