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The AH&MRC Acknowledges the Traditional Owners of the lands on which the AH&MRC 
stands, the lands of the Bidjigal and Gadigal people of the Eora Nation. The AH&MRC pays 

respect to Elders past, present and emerging.  



 

Background 

National Statement on Ethical Conduct in Human Research (the National Statement) provides 
guidance on the ethical requirements of Human Research across Australia. Jointly developed by 
the National Health & Medical Research Council (NHMRC), the Australian Research Council and 
Universities Australia the National Statement is a resource for researchers, participants, and 
Human Research Ethics Committees (HRECs). The National Statement is reviewed on an as 
needs basis known as a rolling review in lieu of a review of the statement in its entirety every five 
years. 

The NHMRC is currently revising Section 4: Ethical considerations specific to participants and 
Section 5: Process of research governance and ethical review. Under Section 13 of the National 
Health and Medical Research Council Act 1992, the NHMRC is required to undertake public 
consultation on proposed revisions of its human research guidelines. The Aboriginal Health & 
Medical Research Council (AH&MRC) of New South Wales (NSW) and its Human Research 
Ethics Committee (HREC) membership have reviewed the proposed content and developed the 
following response.  
 

Summary 
 
For this response, the AH&MRC refers to both the Aboriginal Health & Medical Research Council 
(AH&MRC) and the AH&MRC Human Research Ethics Committee (HREC).  
 
The AH&MRC is disappointed to see inadequate consultation with Aboriginal Community 
Controlled Health Organisations (ACCHOs) and the HRECs in the sector, on the proposed 
revised content for the National Statement on Ethical Conduct, prior to public consultation.  
 
In the National Agreement on Closing the Gap (2020), the Australian Government made a 
commitment to work in shared partnership on policies and programs impacting Aboriginal and 
Torres Strait Islander people, and their Communities. This Agreement stated all levels of 
Government would engage with Aboriginal and Torres Strait Islander organisations, and those 
who are a member of the Coalition of Peaks. To date, the AH&MRC has not been consulted on 
the proposed content changes and considers this to be a serious breach of the core principles 
outlined in the National Agreement.  
 
The AH&MRC has significant concerns about the proposed content. This response focuses on 
the structural concerns and recommends further consultation with Aboriginal and Torres Strait 
Islander people, and peak organisations who bring the collective voices of the Communities they 
represent forward. The AH&MRC strongly disapproves deleting the entire section dedicated to 
Aboriginal and Torres Strait Islander research. The individualist approach throughout the 
document also makes way for collective risk and lacks guidance on research governance and 
ethics review. The AH&MRC will hold over concerns regarding the detail for this recommended 
consultation.  
 
 

About the AH&MRC 

The AH&MRC, formerly the Aboriginal Health Resource Co-op (AHRC) was established in 1985 
following a recommendation of the Brereton Report by the NSW Aboriginal Task Force on 
Aboriginal Health in 1982-83. 

The AH&MRC assists the ACCHO Sector across NSW to ensure they have access to an 
adequately resourced and skilled workforce to provide high-quality health care services for 
Aboriginal communities. 



 

As the Peak Body for Aboriginal Health in NSW the AH&MRC represents the rights and interests 
of 47 Member Services. The AH&MRC is committed to the delivery of four key priorities. These 
are: 

• Aboriginal Community Control and Innovation 
• Education and Workforce 
• Research and Data 
• Governance and Finance 

The AH&MRC works collaboratively with the ACCHO Sector across NSW to ensure accessibility, 
sustainability and adequate resourcing of a skilled workforce providing comprehensive primary 
health care services for Aboriginal communities. 

About the AH&MRC HREC 
 
In 1996, the NSW Aboriginal Health Resources Cooperative, later known as the AH&MRC, 
established the AH&MRC HREC to embed ethical research principals and better outcomes 
for Aboriginal people and their Communities. For years, many health and medical research 
projects involving Aboriginal people were deemed to be invasive, inappropriate, unnecessary, 
and undertaken without consultation or approval by Aboriginal people and communities. 
 
In 1999, the AH&MRC HREC published the AH&MRC Guidelines for Research into Aboriginal 
Health. These Guidelines combined information from conferences, position statements, reports 
and other guidelines that discussed ethical conduct when researching the health of Aboriginal 
people. These Guidelines were superseded by AH&MRC Ethical Guidelines – Key Principles 
which informs the AH&MRC HRECs’ considerations and decisions on the ethical approval of 
research applications. These are applied in conjunction with the National Statement on Ethical 
Conduct in Human Research (2007 updated 2018) and Ethical 
conduct in research with Aboriginal and Torres Strait Islander Peoples and communities: 
Guidelines for researchers and stakeholders (2018). 
 
The AH&MRC HREC regularly reviews the AH&MRC Ethical Guidelines – Key Principles to 
ensure these align with today’s ethical requirements for Aboriginal Health Research. The core 
research principles relating to the importance of Aboriginal Community Control and the criteria 
by which the HREC assesses applications remains unchanged from the previous Guidelines 
document. 
 

The AH&MRC HREC membership consists of a diverse mix of Aboriginal health and legal 
professionals, community members, and medical doctors who each bring their varied expertise 
and experiences in Aboriginal Health and Research. The membership has a unique capacity to 
assess the involvement of Aboriginal communities for a research project; the capacity of 
researchers to work ethically with Aboriginal people and communities; and the validity and 
usefulness of the research. The membership offers an in-depth understanding of the principals 
outlined in the Guidelines through their knowledge, professional and lived experience.  

 
 

Opportunity to review proposed changes to National Statement on 
Ethical Conduct 

The AH&MRC thanks Professor Kelso for the opportunity to provide comment on the draft 
Sections 4 and 5 in the National Statement on Ethical Conduct in Human Research, 2007 updated 
2018 (the National Statement). The NHMRC has requested information on whether the proposed 
content does the following: 



 

1. provides sufficient guidance to address the key ethical issues in relation to the conduct of 

research involving potentially vulnerable research participants; 

2. provides sufficient guidance on research governance and ethics review, and; 

3. are presented and written in a manner that is appropriate for the target audience such as 

researchers, HRECs etc.). 

The AH&MRC has assessed the guidelines to provide insufficient guidance to address key ethical 
issues relating to Aboriginal Health Research or the research governance and ethical review 
requirements associated with Aboriginal Medical and Health Research proposals. The AH&MRC 
considers that the proposed content has significant structural issues that require wide consultation 
with Aboriginal and Torres Strait Islander people and the ACCHO Sector before the revised 
National Statement on Ethical Conduct is published. 
 

AH&MRC response 
 

1. Does the proposed content provide sufficient guidance to address the key ethical 
issues in relation to the conduct of research involving potentially vulnerable research 
participants?  

 
• Unclear rationale for deleting a critical section protecting Indigenous people  

The justification for the exclusion of Aboriginal and Torres Strait Islander peoples from this 

content is unclear. The strategies proposed to minimise harm to potentially vulnerable 

Aboriginal and Torres Strait Islander peoples research participants is also insufficient. The 

proposed content focusses on an individualist approach (e.g. researcher-led) and misuses key 

terms such as ‘self-determination’ where agency is suitable to provide the rationale for this 

approach.  

• Misuse of terms and individualist approach 

The AH&MRC appreciates that ‘self-determination’ is sometimes used interchangeably with 

agency. This can create confusion, diminish the rights and interests of Aboriginal and Torres 

Strait Islander peoples, and blur the intent of specific research principles relevant to our 

Communities. The Aboriginal and Torres Strait Islander Community Controlled Sector 

recognises self-determination in line with Articles 3 and 4 of the United Nations Declaration on 

the Rights of Indigenous Peoples 2007 (UNDRIP). This emphasises the collective rights of 

Indigenous peoples to determine their political status, social and cultural development as well 

as exercising autonomy and self-government in matters relating to internal and local affairs. 

The use of ‘self-determination’ in the proposed guidelines to refer to individual decision making 

contributes to the individualist approach reflected in the document more generally, creating an 

increased risk for Aboriginal and Torres Strait Islander communities participating in and 

affected by research.  

• Mitigating risks to Aboriginal people and Communities 

The proposed content fails to outline when a researcher should complete a risk assessment. 

If a researcher is not from a minority community that will be present in a research cohort, due 

to an over representation in the sample, how will the researcher evaluate possible risks within 

the risk mitigation strategy? The AH&MRC considers this to be particularly important given the 

statement “However, if the project is not directed toward potentially vulnerable individuals, and 

the risks of their incidental inclusion are low, then it may not be necessary to create a 

comprehensive risk mitigation strategy.’ (page 5, Section 4.1). The AH&MRC considers that 

researchers need to undertake a demographic assessment, review the existing literature (if 

there is any) and consult with community organisations as to the likelihood of inclusions of 

minority groups. 



 

• Poor articulation of proposed content 

The poor articulation of key ethical considerations in research with Aboriginal and Torres Strait 

Islander Communities undermines the sovereignty of our People. Aboriginal and Torres Strait 

Islander peoples have unique cultural practices and processes relating to language, customs 

and lands which inherently affects the wider social and emotional wellbeing and health of their 

Communities. When researchers fail to account for cultural considerations this gives rise to 

individual and collective risks to be imposed on Aboriginal and Torres Strait Islander 

participants. The considerations that are outlined in the proposed content for Section 4.4 

Research contexts that require additional consideration are generally consistent with the 

principles of undertaking research with Aboriginal and Torres Strait Islander peoples. They 

emphasise the need to comply with local protocols established by and for those Communities. 

The AH&MRC welcomes the opportunity to include similar content that relates to the ethical 

conduct of research with Aboriginal and Torres Strait Islander peoples.  

 

2. Does the proposed content provide sufficient guidance on research governance and 
ethics review? 

 
• Lacks clear governance on the unique review requirements specific to Aboriginal and 

Torres Strait Islander peoples 

The AH&MRC does not see clear guidance or emphasis on the unique requirements for 
governance and review processes relevant to Aboriginal and Torres Strait Islander peoples. 
The implications of governance and review processes from the existing resources Ethical 
Conduct in research with Aboriginal and Torres Strait Islander Peoples and communities: 
Guidelines for researchers and stakeholders 2018 and Keeping research on track II 2018, 
should be clearly integrated into the standards and guidance in the proposed content of the 
National Statement of Ethical Conduct. The National Statement should clearly outline when 
the guidance of the chapter is needed. The Guidelines for researchers and stakeholders 2018 
should be used to develop a research project, and foster genuine negotiations with Aboriginal 
and Torres Strait Islander communities including: 

 
- Purpose of the research project; 
- Empower Communities to determine their level of involvement consistent with the principle 

of free, prior, and informed consent.   
 

In practise it is likely that the main read of the National Statement will be during the ethics 
application development, such that communities are invited to join already established 
research, and must weigh these risks against the poverty of opportunity to lead their own 
research that might better represent their interests. It must be made clear that consultation 
with individuals, communities and the organisations that represent them should occur during 
the conceptualisation of the research and not during the ethics application process.  

 
• Lacks clear guidance on alternative review processes and bodies 

The proposed content lacks guidance when referring to the alternative review processes and 
bodies. The AH&MRC considers this should be categorically defined to assist with the 
development, use and implementation of these processes. Additionally, Section 5 of the 
proposed revised content should include clear guidance on adequate review and oversight of 
research with or affecting Aboriginal and Torres Strait Islander peoples. In particular, this 
should prioritise review by Aboriginal and Torres Strait Islander HRECs, or at the very least 
non-Indigenous HRECs with robust Aboriginal and Torres Strait Islander governance 
mechanism, providing greater legitimacy and accountability with respect to ethical review and 
monitoring of research that affects Aboriginal and Torres Strait Islander peoples. Failure to 



 

establish adequate standards in this area risks creating a façade of safety that nevertheless 
perpetuates external decision making about Aboriginal and Torres Strait Islander communities. 
 

3. Is the proposed content presented and written in a manner that is appropriate for the 

target audience (researchers, HRECs)? 
 
• Complex language and shortfall of adequate cultural and ethical guidelines 

The AH&MRC considers the proposed content uses complex language. Sometimes it is 
applied in ways that creates confusion, as illustrated under point one of this submission where 
self-determination and agency are used as interchangeable terms. At times, the proposed 
content is vague where explicit guidance would promote a more robust ethical guideline.  
 
The proposal of only referencing the Aboriginal and Torres Strait Islander specific ethical 
guidelines in the preamble is counterproductive to achieving a high standard of ethically and 
culturally appropriate research. Furthermore, the broad nature of the proposed content for 
Sections 4 and 5 will require references to cultural ethical guidelines to be particularly strong 
throughout to ensure researchers familiarise themselves with those guidelines in the early 
stages of their project. Where this does not occur, HRECs will likely be burdened with 
educating researchers on those guidelines in addition to their role of ensuring the guidelines 
are applied.  

 
Recommendations 
 
The AH&MRC proposes two recommendations to improve the proposed revised content 
for the National Statement on Ethical Conduct; 
 
1 The National Health & Medical Research Council coordinates a targeted consultation of 

Aboriginal and Torres Strait Islander peoples and communities, as well as the organisations 

who represent them, and including Aboriginal and Torres Strait Islander HRECs in particular, 

to inform the amended content to be included under section 4.4.  

2 The proposed content of the National Statement be amended to reflect the specific ethical 

requirements of conducting research with Aboriginal and Torres Strait Islander people and 

communities through a paragraph inclusion under section 4.4 

 
 
 
 
 
 
 
 
Mr Robert Skeen 
Chief Executive Officer 
Aboriginal Health & Medical Research 
Council 
 
 

Aunty Val Keed 
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For further information please contact: 
 Ms Margaret Cashman, AH&MRC Policy Manager  mcashman@ahmrc.org.au 
 Mr Sonny Green, AH&MRC Ethics Manager via sgreen@ahmrc.org.au. 
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