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Preamble 
We are an Aboriginal community-controlled health organisation, and we hold ourselves 
accountable for representing Biluru people. Our cultural protocols and practices continue to 
guide how we deliver our services in the best way possible. 
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1. Purpose 
This policy guides Danila Dilba Health Service (DDHS) decisions regarding assessment, conduct and 
participation in research to:  

• Ensure DDHS is compliant with legislative or regulatory obligations, and all ethical and practical 
considerations are addressed. 

• Establish standards and principles in the participation of research. 
• Provide clear and consistent guidance to staff. 
• Ensure DDHS engages only in research that benefits our clients and aligns with DDHS strategic 

priorities. 

2. Policy Statement 
DDHS recognises the vital role research plays in improving Aboriginal health outcomes and health service 
delivery. As a leading provider of primary health care for Aboriginal people, DDHS is committed to 
supporting and contributing to research that is relevant, appropriate, and consistent with our priorities and 
community needs. 

DDHS will support and participate in research that: 

• Is conducted in accordance with recognised principles, standards, laws, and processes. 
• Provides clear benefits to Aboriginal people and aligns with DDHS strategic priorities. 
• DDHS has significant input into the design, conduct and/or knowledge translation, early and 

across all stages of the research. 
• Is initiated, controlled, or directed by Aboriginal people, and/or demonstrates strong Aboriginal 

participation and leadership. 
• Meets the highest ethical standards and has obtained all relevant ethics approvals. 
• Falls within DDHS capacity to contribute meaningfully, without compromising service delivery. 
• Has the support of an executive or senior manager. 
• Is appropriately funded and resourced. 

All research being conducted at DDHS must have support from the Research Assessment Committee 
(RAC) and approval from the Executive Management Team (EMT) prior to commencing.  

3. Scope 
This policy applies to all research proposals either generated within DDHS or where an external researcher 
seeks endorsement, support, partnership, or participation by DDHS.  

Relevant research includes:  

• Research proposals developed by DDHS staff. 
• Research proposals from external researchers seeking: 

o Letters of support for funding or ethics applications. 
o Access to DDHS clients or client information for inclusion in research. 
o Participation by DDHS staff in research activities. 
o Partnership in collaborative research projects. 
o Proposals seeking DDHS participation in steering committees or specialist groups for research, 

or in reviewing or critiquing research proposals or result. 
This policy applies to everyone performing work or entering a workplace controlled by DDHS in a paid or 
unpaid capacity, including board members, executive leadership, staff, volunteers, interns, trainees, 
contractors and consultants. 
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4. Responsibility 

Positions Responsibility 

Board • To ensure the principles and requirements of this policy and related work 
instruction(s) are in place. 

CEO • Delegated responsibility for this policy and related work instruction(s). 
• To ensure implementation of the policy and related work instruction(s). 
• To ensure regular review, update and approval of the policy. 
• Acting in line with Board priorities, is the appropriate authority to decide on 

DDHS participation in research, with support from the Executive Management 
Team, Clinical Quality and Safety Committee (CSQC) and Research 
Assessment Committee (RAC). 

Executive 
Management Team 
(EMT) 

• They are aware of, and comply with, this Policy and related work 
instruction(s) at all times. 

• Implementing, monitoring and reviewing the Policy. 
• Ensuring the Policy is communicated to staff. 
• Responsible for considering and providing advice on research proposals and 

indicating their support or otherwise. 

Research 
Assessment 
Committee (RAC) 

• Responsible for the development and ongoing review of DDHS research 
agenda and priorities in line with the Policy. 

• Review of research proposals submitted and providing recommendations to 
the CSQC, EMT and CEO in alignment with DDHS strategic and clinical 
priorities. 

• Facilitate DDHS driven research in partnership with academic/research 
institutions. 

• Monitor the DDHS Research register as maintained by the Research 
Coordinator. 

Managers/Team 
Leaders  

• They are aware of, and comply with, this policy and related work 
instruction(s) at all times. 

• To ensure their respective teams are aware of, and comply with, the policy 
and related work instruction(s) at all times. 

• Not condone, permit, or fail to report any breaches of the policy by workplace 
participants under their supervision. 

• Responsible for considering and providing advice on research proposals 
relating to their area of responsibility and for fulfilling DDHS commitment to 
any research assigned to them. 

Research Coordinator 
(RC) 

• To ensure implementation of the policy and related work instruction(s). 
• To ensure regular review, update and approval of the policy. 
• Responsible for the coordination of research activities including, appropriate 

review of submitted research proposals, providing advice to internal and 
external researchers, monitoring and reporting of research activities, 
supporting the DDHS research lead, and chairing the RAC. 

DDHS Research Lead • They are aware of, and comply with, this policy and related work 
instruction(s) at all times. 

• Responsible for the coordination and conduct of research activities as 
approved and stipulated in the relevant agreement. 
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All DDHS Staff 
members 

• They are aware of, and comply with, this policy and related work 
instruction(s) at all times. 

• Ensure all clients, volunteers, visitors and contractors are aware of, and 
comply with, the policy at all times. 

• They notify their line manager of non-compliance. 
• They provide feedback on areas for improvement. 

Contractors / 
Volunteers / Students 
/ Visitors 

• They are compliant with this policy at all times. 
• They provide feedback on areas for improvement. 

5. Definitions 

Term Definition 

DDHS Danila Dilba Health Service; Danila Dilba Biluru Butji Binnilutlum Health Service 
Limited 

Consent Consent is essential to all research. Consent is valid only where the participant is 
well informed, understands the proposed participation and is free to decline consent 
or withdraw consent at any time. Consent processes need to comply with The 
Northern Territory Information Act 2002 and complies with the NHMRC National 
statement on ethical conduct in human research 2025 
(https://www.nhmrc.gov.au/research-policy/ethics/national-statement-ethical-
conduct-human-research). 

Data 
Management 

The collection, use and storage of data related to health research. Data management 
must comply with relevant standards including the National Aboriginal and Torres Strait 
Islander Health Data Principles, and with the specific ethics approval for the project. 

Ethics Approvals An approval granted by a registered ethics committee for health research, 
confirming that a proposed project complies with accepted ethical principles, 
legislative requirements, and institutional standards. Ethics approval ensures that 
the rights, safety, privacy, and wellbeing of all participants, and any data relating to 
them, are protected. 

Human 
Research Ethics 
Committee 
(HREC) 

A committee that acts independently to review, approve and monitor research 
involving human participants to ensure the research is conducted ethically and in 
accordance with The National Statement on Ethical Conduct in Human Research 

Intellectual 
Property Rights 

The legally recognised rights that protect the ownership of data and the use of 
resources and outputs arising from research activities.  

Participation The voluntary, informed involvement of an individual, group or organisation in a 
research study.  

Lead Research 
Institute 

The primary organisation responsible for the overall governance, coordination and 
oversight of a research project. This institute holds ultimate accountability for 
ensuring that the project complies with all ethical, legal and regulatory 
requirements, and that research activities are conducted to the highest standards 
of integrity, safety and quality. 

DDHS Research 
Lead 

Designated DDHS staff member responsible for facilitating, coordinating and 
supporting research activities within their clinical area, department or service. They 
act as the primary point of contact between Lead Research Institute investigators 
and DDHS clinical teams, ensuring that all research is conducted safely, ethically 
and in alignment with organisational requirements. 

https://www.nhmrc.gov.au/research-policy/ethics/national-statement-ethical-conduct-human-research
https://www.nhmrc.gov.au/research-policy/ethics/national-statement-ethical-conduct-human-research
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Research Project 
Register 

Register used to describe, track, and store information relevant to research 
projects. 

Release of 
Information (ROI) 

Extraction and sharing of information from the client’s Communicare Health 
Record. 

6. Principles of Research Conduct 

Research conducted at DDHS must comply with the principles of research below. 

Benefit Research must demonstrate real potential to deliver benefits to DDHS clients, the 
Aboriginal community in Darwin and surrounding areas and Aboriginal and Torres 
Strait Islander communities of Australia. 

Cultural Safety Research conduct shall ensure an environment that is spiritually, socially, 
emotionally and physically safe for all involved in the project, particularly for DDHS 
clients and staff. The views of DDHS Aboriginal staff and/or members of the local 
community regarding cultural safety will be respected and genuinely taken into 
consideration. 

Research shall be respectful of cultural knowledge and the ownership of that 
knowledge. Culturally restricted or sensitive information shall be protected. Research 
proposals must be clear on how matters relating to cultural safety will be managed 
and who will have authority to determine access, use and/or dissemination of this 
information. 

Indigenous data 
sovereignty 

Research will uphold the principles of Indigenous sovereignty, recognising the 
inherent rights of Indigenous peoples to self‑determination and their enduring 
cultural, spiritual and historical connections to their lands, waters and communities. 
Projects will respect Indigenous data sovereignty, which affirms the rights of 
Aboriginal and Torres Strait Islander peoples to control the collection, access, 
ownership and use of data relating to their communities, peoples, lands and 
resources. 

Research 
Transfer 

Research projects shall include effective strategies for the transfer of knowledge 
gained back to DDHS, to our community and to other Aboriginal health organisations 
and communities. DDHS also requires that research include provision for the direct 
feedback to all participants. 

Intellectual 
property 

Researchers must acknowledge any existing intellectual property rights in 
materials contributed to a project and must deal appropriately, ethically, and fairly 
with all intellectual property owned by participants, community and DDHS. 

Ownership and management of research data and research outputs shall be 
determined through negotiation between DDHS and the research proponents, and 
clearly documented prior to commencement of the research. 

7. Procedure 
All proposals for research to be conducted at DDHS or involving DDHS clients or staff, is 
received by the DDHS Research Coordinator (RC). Proposals for research are initially reviewed 
by the RC and presented to the RAC and EMT for review. 

7.1. Codesign and Development of Research 

Meaningful engagement and consultation with DDHS through the RC and RAC are essential for all 
research activities. Researchers should contact DDHS at the research concept stage, or as early 
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as possible, to outline the proposed initiative, explain the purpose of partnership, and identify po-
tential impact on, and benefit for, health service delivery. 

The research proposal must align with the key principles for co-design: 

• Strategic Planning: Engagement should be proactive and inclusive. 
• Knowledge and Awareness: Researchers must understand cultural protocols and best 

practices. 
• Meaningful Engagement: Relationships should be transparent, reciprocal, and sustainable. 
• Joint Planning: Monitoring and evaluation must be co-designed to meet the needs and 

rights of all parties. 
• Capacity Building: Research should strengthen skills, leadership, and governance within 

DDHS and the community. 
• Priority Sharing: Researchers will share their priorities and strategies with stakeholders, 

including DDHS, and commit to listening and taking into consideration their views. 

7.2. Aboriginal and Torres Strait Islander Data Governance  
All research must align with DDHS’ commitment to Aboriginal data sovereignty. DDHS’ 
commitment reflects that of the Government as outlined in: 

• United Nations Declaration on the Rights of Indigenous Peoples. 
• National Agreement on Closing the Gap. 

Aboriginal and Torres Strait Islander data governance ensures Aboriginal people, communities, 
and organisations maintain control of and protect the use of data relating to them. This includes 
culturally safe collection, analysis, and reporting that reflects Aboriginal ways of knowing, being, 
and doing. 

Research will be guided by key principles outlined in: 

• FAIR Guiding Principles for scientific data management and stewardship ensuring the 
research is: Findable, Accessible, Interoperable, Reusable. 

• CARE Principles for Indigenous Data Governance ensuring ethical 
and culturally respectful data practices through: Collective Benefit, Authority to Control, 
Responsibility, Ethical approval. 

These principles ensure data is managed respectfully and in accordance with Aboriginal and 
Torres Strait Islander data rights and sovereignty. 

7.3. Research review  
All research is reviewed by the RAC against the Principles of Research Conduct and DDHS strate-
gic priorities. Approval of the research is dependent on meeting these principles as well as en-
suring the research:  

• Reflects DDHS and community needs, values, and priorities, including cultural ways of 
knowing, being, and doing. 

• Is adequately funded and resourced to ensure that all organisational costs associated with 
participation in the research are covered. 

• Obtains freely given, informed consent (where required), respects confidentiality, and en-
sures secure data storage. 

• Is conducted safely and responsibly, in compliance with NT legislation, DDHS policy, ethi-
cal codes, and professional standards. 

https://www.nature.com/articles/sdata201618
https://ardc.edu.au/resource/the-care-principles/
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• Research data is used only as agreed and results are returned in an accessible and mean-
ingful format, including appropriate acknowledgement of DDHS contribution. 

• Is authorised by the Executive Management Team and/or Board. 
 
Where access to DDHS client data is requested, a Research Protocol which included a data man-
agement plan must be provided by the requesting party, outlining proposed arrangements for: 

• Data storage, analysis, and sharing. 
• Ownership and intellectual property. 
• Retention requirements and publishing. 

 
Where DDHS is providing critical comment on a proposal for grant applications, or endorsing a 
research project with a Letter of Support (LoS), the letter will explicitly outline DDHS funding re-
quirements for future participation, noting that any participation must be fully funded. Further re-
view of the research project will be conducted if funding is secured. Endorsement or comment 
on a proposal does not imply that DDHS will participate in the project. 

Where DDHS is only providing release of information (ROI) for consented research participants, 
review and monitoring will be conducted by the RC, with review by the RAC and EMT only re-
quired in special circumstances or if additional input or participation is required. The release of 
information requested will be conducted as per the ROI working instructions with appropriate 
cost recovery for information provision, in line with the DDHS Release of Information policy. 

DDHS will maintain a formal record of all research requests received, including decisions regard-
ing participation in any proposed research project. 

7.4. Ethical and scientific review 
All research must be ethically and scientifically reviewed through an appropriate pathway by a 
recognised Human Research Ethics Committee (HREC) with expertise in Aboriginal and Torres 
Strait Islander peoples health research, to ensure the research is: 

• Ethically sound according to the principles of merit, integrity, justice, beneficence, and 
respect as specified in the National Statement on Ethical Conduct in Human Research.  

• Scientifically valid, using methods appropriate for achieving the aims of the research 
proposal and informed by current and historical literature. 

• Compliant with privacy laws and confidentiality obligations.  
• Maintains adherence to principles of reciprocity, equality, and respect, ensuring research 

benefits Aboriginal communities rather than just extracting data.  

DDHS is to be listed in the HREC approval as an approved site, and evidence of approval 
provided to DDHS. Where individual client or staff participation is required: 

• Written and verbal explanation about the research will be provided. 
• Informed written consent will be obtained. 
• Withdrawal from consent at any time, with nil effect on health care, is stipulated. 

7.5. Documentation 
DDHS will retain comprehensive documentation of research projects details, primary contact, 
DDHS research lead and review outcome in the Research Project Register. For approved re-
search projects, DDHS will retain comprehensive documentation, including the contractual agree-
ment, research protocol, consent and withdrawal procedures, evidence of ethical approval, and 
the processes for managing complaints or resolving disputes. 
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7.6. Governance and Contractual requirements 
Approved research projects require an appropriate, relevant contractual agreement to govern 
collaborative research between DDHS and the Lead Research Institute. 

While the format and requirement of agreements may vary, they shall be consistent with the 
principles in this policy. 

• Research involving DDHS resources, staff or client participation will require a Service 
Agreement, Memorandum of Understanding or Multi-Institutional Agreement (if multiple 
health centres / institutes are involved). 

• Research involving client data access will also require a detailed data extraction protocol. 

All contractual agreements shall be reviewed and approved by the Contracts Manager, Finance 
Manager and CEO. 

7.7. Conduct and Monitoring of research   

Research activities will be monitored by the RAC, through the RC, to ensure integrity and compli-
ance with all legislative, ethical, and privacy requirements. Lead Research Institutes are responsi-
ble for providing annual reports outlining research progress and DDHS’s current and future com-
mitments.  

Ongoing oversight and review of research conducted at DDHS will rest with the DDHS Research 
Lead and the RC. Research activity reviews should include an assessment of the benefits to 
DDHS, as well as DDHS current capacity and capabilities. Continuation, pausing or cessation of 
research activities will be decided by the DDHS Research Lead and the RC, in consultation with 
key staff, and communicated to the RAC and EMT, and Lead Research Institutes. 
Final reports, publications, and resources must be provided to DDHS, with key findings 
disseminated appropriately within DDHS.  

The Research Coordinator (RC), DDHS Research Lead, and relevant key staff members, under 
the advisement of EMT where required, are responsible for the review and approval of all output 
content. DDHS will support the appropriate acknowledgement of its research collaboration and/or 
participation in approved reports, publications, and resources. Such acknowledgement may 
include, but is not limited to, formal recognition of DDHS contribution, acknowledgement of 
individual staff members, co‑authorship, and/or inclusion of the DDHS logo, as appropriate. 

7.8. Management and Custodianship of research data 

A secure record of data extracted for research purposes will be maintained with all relevant doc-
umentation including extraction request, consent form and data extracted. 
All client data release must comply with the ROI and Privacy and Confidentiality Policy. Individual 
DDHS client data will only be provided on proof of written informed consent. DDHS will retain a 
record of data released in the client’s electronic health record. 

Researchers must uphold Indigenous Intellectual and Cultural Property rights in the management 
of research data, in line with the AIATSIS Code of Ethics for Aboriginal and Torres Strait Islander 
Research.  

Data retention and disposal must comply with: 

• Australian Code for the Responsible Conduct of Research. 
• Public Records Act. 
• Any additional requirements under research codes, grant requirements or contractual 

agreements, e.g. NHMRC guidelines. 
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DDHS retains ownership of all intellectual property already held before the research project 
began, including all related rights and interests. Any intellectual property created during the 
project will be owned and managed according to the terms set out in the relevant contractual 
agreements. 

Version History 
 

Version Modified By Summary of Changes Approved By Date 

1.0 CGM New Policy Board 17.02.2023 

2.0 
Research 
Coordinator 

Policy review: addition of 6. Procedure and all 
components under  Board May 2026 
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