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MINUTES
	Date
	23 April 2026

	Committee meeting
	NEAC meeting

	Attendees 
	NEAC members
Dr Elizabeth Fenton (Chair)
Julia Black
Maree Candish
Associate Professor Vanessa Jordan 
Dr Fiona Miles
Dr Tania Moerenhout
Dr Karaitiana Taiuru 
Edmond Carrucan
Dr Filipo Katavake-McGrath
NEAC Secretariat
Manager, Ethics
Apologies
    Dr Hansa Patel
Guest Speaker
     Zhiheng Dai
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1. Welcome 
· The meeting was opened with a Karakia and members approved the agenda.
· Hansa joined the meeting briefly to greet the committee.
· Introducing Katy Cook to the secretariat as Principal Advisor.

2. Apologies
· [bookmark: _Toc645187613]Hansa Patel
· [bookmark: _Toc599290514]Karaitiana and Filipo leaving in the early afternoon.

3. Chair’s update
· The Chair noted her attendance at the HDEC Chairs’ Day Meeting on April 22. The group discussed NEAC’s Standards review, HDEC reviews of research using or testing AI tools, and updates to the Patient Information Sheets.

4. [bookmark: _Toc1076759029]Declarations of interest 
· Members noted some additions to the Conflicts register, which will be emailed to the Secretariat.
Action:
· Secretariat to update members’ recorded declarations of interests before the next meeting. 
5. [bookmark: _Toc1460894776]Approval of minutes of NEAC’s 12 February 2026 meeting 
 
· Members approved the minutes from NEAC’s meeting on 12 February subject to confirmation from named guests. 
Action: 
· Secretariat to contact guests for approval of the summary of presentations in the minutes.

6. [bookmark: _Toc892597943]Actions arising from the 12 February 2026 meeting
· The actions arising and completed were discussed and noted. 
· Some items need status updates from Pending to Complete.
Action: 
· Secretariat to update actions arising for the next meeting.
· Secretariat to ensure website is updated with meeting agendas and minutes.

7. [bookmark: _Toc709949230]Secretariat’s update
· The Manager, Ethics updated the Committee on the appointments process noting there were 32 applications in the current recruitment round.  The Secretariat and Chair will shortlist and interview candidates and make recommendations for appointment to the Minister/Cabinet Committee for decisions.  The appointment process may take up to 6 months.

· The Secretariat also noted that legislative changes to the Health Research Council have not yet been introduced to the House.

Action:

· The Secretariat will keep NEAC updated as to progress on appointments.

8. Feedback from the Minister of Health: Clinical Ethics Advice 
· The Committee discussed the Minister’s response to the advice submitted in December and NEAC’s current work programme:
i. The Minister has requested that NEAC focus on developing its ethical guidance for clinicians considering use of experimental and innovative interventions and on its review of the National Ethical Standards.
ii. A report back to the Minster is due in December 2026.
· The Committee discussed the importance of broader work on clinical ethics support, especially in primary care, and noted that while this work is deferred in the short term it remains on NEAC’s agenda.
Action: 
· The Clinical Ethics Working Group will meet to determine next steps in developing the guidance in preparation for piloting in clinical settings. The Working Group will report back in the June meeting.
· Secretariat to meet with Health NZ to discuss the process of piloting the guidance. 

9. Health Data and AI 
· The Chair opened with a summary of the Health Data/AI Working Group meeting, noting the group’s discussion of high-level principles for the health data chapter in the Standards and initial responses to Paper 4 (AI applications to HDECs).
· The Committee discussed the data presented on HDEC applications involving AI tools, noting some key issues:
· Heightened risks of data re-identification for research using large data sets and/or AI tools. 
· The threshold for AI-related applications to go to HDEC review, and how risk is considered in determining that threshold.
· Data governance is one of the more frequent reasons for declining AI-related applications to HDECs. Members discussed whether data governance principles need to be made more explicit in the Standards.

· The Chair provided details of her meeting with the HDEC Chairs to discuss AI-related applications to HDECs.  The Chairs noted:
i. The importance of benefits to New Zealanders when New Zealand data is used; and the risks of using tools developed without New Zealand data.
ii. The importance of clear guidelines around data governance and accountability. 
iii. That those using health data in research need to be trustworthy and treat it with respect.
· The Committee discussed issues related to re-identification of data and how the Standards could be revised to better address these issues. Members discussed whether there should be a default assumption that all data can be identifiable.
· The Secretariat noted it would be valuable to move the data collected on HDEC applications into annual reporting, so that trends can be identified.
· Third year medical student, Zhiheng Dai, presented his research on Data Justice, concerning the fair and equitable use of data, and the issues around the growing use of AI in medicine.
· Zhiheng presented four themes around data justice: Representation, Fairness, Indigenous Data Sovereignty, and Power and Control.  Recommendations were also provided around creating AI tools that identify and mitigate bias and the improvement of data sharing practices.
· Members discussed the concept of dynamic consent being a flexible consent process that enables consent to change over time.
· Members discussed Māori data sovereignty noting that Māori data is considered a taonga and needs to be given protection.  The Committee discussed both Indigenous data sovereignty and Māori data sovereignty and clarified that these are distinct concepts.  Members also noted the importance of respecting academic freedom. 
Action: 
· Zhiheng to send his presentation to NEAC and keep NEAC updated as his work progresses.
· The Working Group will begin developing a revised chapter draft based on consultation to date.
· The Chair will follow up with HRCEC on feedback on the current Health Data chapter. 


10. Workshop: Project planning for New Standards 
· The Secretariat opened the workshop with a summary of the paper and noted NEAC will not have a formal role in developing a new standard until the legislation passes.

· The Committee discussed considerations for developing a new standard, including what information will be important to gather in advance (for example, approaches from other jurisdictions).
 
· Members discussed the value of the current Standards and retaining content while considering where there are gaps and areas that need updating.

· Members noted that a new standard should incorporate more tikanga Māori and a strengthened Te Ao Māori perspective.

· Members expressed support for resourcing the Secretariat to ensure the work of developing new standards is focused and cohesive, noting the importance of having dedicated staff supporting the project.


11. [bookmark: _Toc650115686]National Ethical Standards Chapter 17: Compensation 
· The Committee discussed options for revising the language of ACC-equivalence in the Standards related to compensation for participants injured in commercially sponsored clinical trials. Members emphasised the importance of upholding the values of ACC in the revised chapter.
· Members noted the importance of transparency about compensation provisions and equity of access to compensation for all clinical trial participants.
· The Committee also discussed the information related to compensation in the Participant Information Sheet (PIS) and considered some examples. The Secretariat noted that the Ministry is responsible for amending the PIS and that NEAC could recommend that the Ministry review the PIS templates.
Action: 
· The Secretariat to prepare a draft of new text to replace the ACC equivalence wording in Chapter 17.

12. Other business 
· The Committee noted the forward agenda and upcoming events.
· The Committee noted that Julia and the Chair are attending a meeting on May 11-12 of the Live Human Tissue Network to discuss their draft national guidelines for the use of live human tissue in research.  The Network will seek feedback from NEAC when the draft is available. 
Action: 
· Members to forward invitations to CEAG and Bioethics Department seminars to interested members.

Karakia and meeting 3:15 p.m. 
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