Indigenous Data Governance and research ethics in Australia

Abstract
This talk explores the question: What is Indigenous Data, and why does it matter? Indigenous data encompasses information relating to Indigenous peoples, their communities, lands, and knowledges — from health and education to cultural heritage and environmental stewardship. At its core, Indigenous Data Governance ensures that Indigenous peoples control and manage data about themselves, that data practices respect culture and knowledge, and that information is used for collective benefit. Grounded in Indigenous Data Sovereignty, this approach safeguards self-determination, prevents misuse, and builds trust between researchers and communities. The talk will also examine how the CARE Principles (Collective benefit, Authority to control, Responsibility, and Ethics) complement the FAIR Principles of open science, creating a framework for culturally grounded, ethical, and transparent research. Ultimately, it asks how researchers and institutions can move beyond compliance to true accountability and partnership in data stewardship.
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	Acknowledgement of Country.
In Australia when we begin with an Acknowledgement of Country, we do more than follow a protocol — we recognise that we stand on lands that have been cared for by Aboriginal and Torres Strait Islander peoples for tens of thousands of years.
It’s a moment to honour the Traditional Custodians, their deep connection to land, waters, and culture and to pay respect to Elders past and present.
This acknowledgement reminds us that sovereignty was never ceded. It invites us to reflect on our shared history, and on the enduring strength, knowledge, and resilience of First Nations communities.
By acknowledging Country, we are also committing to respect, truth-telling, and reconciliation. It’s a small act, but one that helps ground our work in place, responsibility, and respect.
This talk explores a central question: What is Indigenous Data, and why does it matter?

The Indigenous Data Network (IDN) defines Indigenous data as:
Data generated, intentionally or not, by, about, or for Aboriginal and Torres Strait Islander people. Indigenous data refers to information, in any format or medium, collected, analysed, stored, and interpreted within the context of Indigenous individuals, collectives, populations, entities, lifeways, cultures, knowledge systems, lands, biodiversity, water and other resources. It includes data collected, used, or stored by any agency, department, laboratory, organisation, corporation, statutory body, university or research institute, conducted by, with, and about Indigenous people or people, and data that Indigenous communities have generated and maintained themselves. (Indigenous Data Network, 2024)
How can researchers and institutions move beyond compliance to genuine accountability and partnership in data stewardship?
Our talk today will cover:
1. What is Indigenous Data?
2. Why it matters.
3. What Indigenous Data Governance looks like.
4. Ethics, sovereignty, and the CARE Principles.
5. How to move from compliance to accountability.
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	Research in Australia operates within strong ethical and governance frameworks that protect participants, ensure integrity, and promote meaningful outcomes.
In 2018, the Australian Research Council, National Health and Medical Research Council (NHMRC) and Universities Australia (the co-authors) issued the Australian Code for the Responsible Conduct of Research 2018 (the Code) and the Guide to Managing and Investigating Potential Breaches of the Code (the Investigation Guide).
The Code articulates the broad principles that characterise an honest, ethical and conscientious research culture. It outlines the expectations for the conduct of research in Australia or research conducted under the auspices of Australian institutions. The new Investigation Guide will assist institutions to manage, investigate and resolve complaints about potential breaches of the Code.
At the national level, the National Health and Medical Research Council (NHMRC), through its National Statement on Ethical Conduct in Human Research, sets the standard for consent, risk management, and participant protection.
All research involving people requires approval from a Human Research Ethics Committee (HREC), which ensures that studies are safe, culturally sensitive, and ethically sound.
When research involves Aboriginal and Torres Strait Islander peoples, additional layers of ethical responsibility apply. These emphasize respect, reciprocity, and self-determination — meaning communities are active partners in shaping research questions, methods, and outcomes.
In practice, this means researchers must collaborate closely with communities, seek both individual and collective consent, and ensure that research delivers tangible benefit.
With that ethical context in mind, let’s look more closely at the data itself — what do we mean by Indigenous Data, and why does it matter?
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	Indigenous data refers to information about Indigenous peoples, communities, lands, and knowledges. It includes data on health, education, language, cultural heritage, environment, and governance.
This data can be generated by Indigenous communities themselves, by governments, or by researchers. But what defines it as Indigenous data is not who collects it — it’s who it concerns, and who should have the right to control and interpret it.
Indigenous data represents far more than statistics — it reflects histories, identities, and relationships.
Its ethical management matters because it directly affects self-determination, cultural survival, and community well-being. When Indigenous peoples govern their own data, research becomes more accurate, respectful, and beneficial to community priorities.
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	Indigenous Data Sovereignty is the right of Indigenous peoples to control the collection, access, use, and management of data about their communities, lands, and knowledge.
It recognizes that data is never neutral — it’s connected to culture, identity, and rights. IDS challenges traditional research practices that have often excluded or misrepresented Indigenous voices.
However, globally, the IDS movement has grown rapidly over the past decade. Networks such as the Global Indigenous Data Alliance (GIDA) promote Indigenous control of Indigenous data and provide international frameworks for good practice.
IDS is especially relevant today because governments, researchers, and institutions rely increasingly on large datasets that include Indigenous information. Ethical, culturally grounded approaches ensure that data is used to benefit communities, not to exploit or misrepresent them.
If Indigenous Data Sovereignty is the principle, then Indigenous Data Governance is how we put that principle into action.
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	Indigenous Data Governance ensures that data practices:
· Are led and controlled by Indigenous communities
· Respect culture, knowledge, and traditions
· Are used for collective benefit, supporting community priorities
· Require accountability from researchers and institutions
· Involve communities in all decisions about research design, data use, and dissemination
Governance protects self-determination, prevents misuse, and builds trust between researchers and Indigenous communities.
This approach aligns with the CARE Principles — Collective Benefit, Authority to Control, Responsibility, and Ethics. These principles complement the FAIR data principles — Findable, Accessible, Interoperable, Reusable — by focusing on people and purpose rather than just data efficiency.
Together, CARE and FAIR provide a balanced framework for responsible and equitable data stewardship.

	Slide 7
	Ethics in Indigenous data is about respecting rights, values, and knowledge systems when collecting, managing, and sharing information.
While traditional ethics often focus on individual consent, Indigenous ethics emphasize collective consent, relational accountability, and cultural safety.
Key principles include:
· Community control: Indigenous communities must govern how their data is collected and used.
· Cultural sensitivity: Some data may contain sacred or sensitive knowledge requiring special handling.
· Benefit and reciprocity: Research should deliver real, positive outcomes for communities.
· Transparency and trust: Researchers must communicate openly about purpose, risks, and outcomes.
In short, ethics in Indigenous data is not just about compliance — it’s about fostering relationships of respect, accountability, and shared purpose.
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	Where Ethics is Practiced
Ethical principles are most actively practiced where governance, research design, and community engagement intersect.
Key examples include:
· Community-led research: Where Indigenous communities set priorities and guide data collection and sharing.
· Indigenous Data Networks: Such as the Indigenous Data Network (IDN) in Australia, which provides frameworks and oversight.
· Government and health datasets: Where ethical review ensures that data access benefits communities.
· Collaborative university projects: Increasingly embedding IDS and CARE principles in design and dissemination.
· Policy frameworks: Including the United Nations Declaration on the Rights of Indigenous Peoples and national guidelines.
In all cases, ethics is strongest when control, consent, benefit, and cultural safety are central.
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	Ethical Oversight — The AIHW Example
The Australian Institute of Health and Welfare (AIHW) Ethics Committee ensures that data involving Aboriginal and Torres Strait Islander peoples is handled ethically, respectfully, and in alignment with best practice.
The Committee’s work includes:
· Comprehensive ethical review: Ensuring privacy, confidentiality, and respect for Indigenous data.
· Strong governance: Aligning with the Privacy Act 1988 and the AIHW Act 1987.
· Community collaboration: Engaging directly with communities to ensure their perspectives and rights guide the research process.
When reviewing projects, the Committee looks for:
· Clear community benefit and impact
· Cultural safety and respect
· Indigenous data sovereignty and governance
· Genuine consent and engagement
· Avoidance of harm or deficit narratives
· Capacity building and leadership opportunities
The goal is to ensure that research is not extractive or tokenistic, but truly beneficial, culturally grounded, and community driven.
Ultimately, stating an intention to be culturally safe is not enough — it must be demonstrated through consistent action and accountability.

	Slide 19
	Open science promotes transparency, reproducibility, and data sharing. Its goal is to make research accessible and collaborative.
However, while open science encourages broad access to data, Indigenous Data Sovereignty emphasizes community control and culturally safe governance.
Some data cannot be openly shared — not because researchers wish to limit transparency, but because it may be sensitive, sacred, or connected to community rights.
Open science and Indigenous Data Sovereignty can coexist when researchers respect Indigenous governance frameworks. This can involve controlled access, community data agreements, and clear communication about how data will be used.
Ethical openness means balancing transparency with responsibility — ensuring that open research does not compromise cultural integrity or self-determination.
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	Example of how we are doing it at the University of Melbourne
The Indigenous Data Network (IDN), established in 2018, is a national collaboration led by the University of Melbourne, the Australian National University, and AIATSIS.
It brings together Aboriginal community-controlled organisations, universities, Indigenous-led businesses, and government partners to strengthen Indigenous Data Sovereignty and Governance.
Through initiatives such as the Community Data Project (2021–2024) and Improving Indigenous Research Capabilities (2022–2028), the IDN develops frameworks and tools for community-led data access and governance aligned with the CARE Principles.
Its work empowers communities to use data for self-determined decision-making in health, education, justice, and development — while also shaping national policy and contributing to the global Indigenous data movement.
The IDN exemplifies how Indigenous Data Governance can move beyond compliance to create lasting, ethical partnerships.

	
	Indigenous Data Governance is about more than rules and protocols — it’s about relationships, respect, and shared responsibility.
When we recognise Indigenous peoples as the rightful stewards of their data, research becomes not just more ethical, but more truthful, more effective, and more just.
By embedding the CARE principles into our work, and by committing to genuine partnership and accountability, we can help ensure that data serves its highest purpose — to support Indigenous self-determination and collective wellbeing.




