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National Ethics Advisory Committee meeting minutes
9 June 2015
Present 
Victoria Hinson (Chair)
Martin Wilkinson 
Adriana Gunder (QSM)
Maureen Holdaway 
Andrew Hall
Fiona Imlach
Robert Logan
Wayne Miles
Neil Pickering

Secretariat in attendance
Beverley Braybrook
Gillian Parry
Christal Anderson
Stella Li
Hayley Robertson

Apologies 
Julian Crane 
Nola Dangen

Welcome 

1. The Chair welcomed members to the meeting and introduced Hayley Robertson, Policy Analyst, Ministry of Health, who will be providing support for the cross-sectoral ethics arrangements project.

Member declaration of interests 

2. No interests were declared by members.

Update on Cross-sectoral Ethics Arrangements Consultation
3. The Committee discussed the summary of submissions for the cross-sectoral ethics arrangements (CSEA) project.  
4. Members noted that the submissions strongly supported actions to increase cohesion across New Zealand’s ethical review system. Members talked about one submitter’s recommendation that an overarching legal framework for health and disability research ethics be established.  
5. The Committee discussed a common misunderstanding amongst researchers that if their research is out of scope for Health and Disability Ethics Committee (HDEC) review, then no further ethical or quality review of their study design and conduct is required.  This view increases the risk of poorly designed research and limited publication of results.  
6. The Committee agreed that there is a need to clarify that all research, regardless of whether or not it requires HDEC review, should be conducted in an ethical manner in accordance with NEAC’s guidelines for researchers. There needs to be a shift in thinking from an ethical approval process to ethical practice. 
7. Members discussed how best to help researchers navigate the ethical review system without creating a new organisation or changing structures.  The Committee agreed guidance could help researchers navigate current arrangements, for example, by highlighting the potential issues a researcher might face or when a researcher should seek additional advice.    
8. Members also discussed the wider context of ethical review and the possibility of regular and robust reporting to increase accountability of researchers and ethics committees.
9. Members agreed that NEAC seek approval from Hon Peter Dunne, Associate Minister of Health to publish the summary of submissions on NEAC’s website.
10. Members agreed that NEAC also seek Minister Dunne’s approval to publish Āhuatanga ū ki te tika me te pono mō te Rangahau Māori - Māori Research Ethics: An Overview. This document was prepared as a background resource to assist in the development of Te Ara Tika. 
11. Members agreed that the CSEA Subcommittee report back to NEAC on proposed further work at the August 2015 meeting.  They also noted that it is expected NEAC’s advice will be provided to Minister Dunne in October 2015.
Actions
· Secretariat to prepare a paper for Minister Dunne seeking his approval for the CSEA summary of submissions to be published on NEAC’s website.  The paper will also seek his agreement to NEAC’s resource document Māori Research Ethics: An Overview being published on NEAC’s website.
· The CSEA Subcommittee will prepare a paper for NEAC’s August 2015 meeting that sets out possible further work to address issues with cross-sectoral ethics arrangements.
Update on Guidelines Review

12. Members discussed an update on the review of NEAC’s ethical guidelines for researchers.  The Committee noted the combined work plan for the CSEA and Guidelines Review projects, which had been discussed by the Guidelines Review Subcommittee at its 5 May 2015 teleconference.

13. The Committee also noted that the Guidelines Review Subcommittee had agreed which topics in the Guidelines Review project could be ‘carved-off’ for other members to lead (that is, members that are not in the Guidelines Review or CSEA Subcommittees).

Innovative practice – Julian Crane
Biobanking – Wayne Miles (and Martin Wilkinson)
Use of health information – Andrew Hall
Drug company-sponsored trials and associated accountability – Nola Dangen

14. Members discussed the need to find a fourth peer reviewer and what type of expertise would be preferable.  The Committee agreed to invite a leading clinical trialist to join the peer review panel.

15. The Committee discussed the feedback provided by the peer review panel on the draft high-level structure for the new guidelines.  In particular, the members discussed how best to incorporate Māori ethical principles into the new guidelines.  

16. Members agreed to the Guidelines Review Subcommittee meeting with the peer reviewers to discuss how to incorporate their feedback into the new guidelines.

17. The Committee also suggested some amendments to the draft high-level structure.  Members talked about changing the language of the section called ‘ethical considerations specific to participants’ to looking at the causes or sources of vulnerability rather than specifying particular groups.  The Committee also suggested a separate section relating to cultural considerations.
Actions
· Secretariat to follow-up with suggested names for fourth peer reviewer.
· Guidelines Review Subcommittee to meet with the peer review panel to discuss how to incorporate their feedback into the new guidelines.
Dementia
18. Members were provided with a brief oral update on the project.  The Dementia Subcommittee continues to draft its advice to the Minister.  Members agreed that the Chair should discuss draft recommendations with the Minister at their next meeting at the end of June.
19. Members noted that the Subcommittee will be attending, and potentially presenting, at the New Zealand Dementia Summit in November 2015.
Update on Organ Transplantation 
20. Members were provided with an update on NEAC’s work on access to organ transplantation.  They discussed Minister Dunne’s response to NEAC’s advice; Minister Dunne broadly supports NEAC’s work on ethical principles subject to the results of Australian work on ethical guidelines.  In particular, Minister Dunne emphasised that any future work on ethical principles should not duplicate work undertaken elsewhere.  He fully supported patient, stakeholder and public involvement in any future work. 
21. Members noted that the Ministry is doing work on organ donation and that NEAC’s input could be useful in a number of areas.  The Ministry has advised they will follow up with NEAC to discuss their work in due course.
22. Members noted that the Subcommittee will review the Australian ethical guidelines for organ transplantation from deceased donors when completed and determine whether further work is required.
23. Members agreed to advise stakeholders that NEAC would like them to be involved in any future work on the application of ethical principles to decisions on deceased donor transplants.
24. Adriana Gunder agreed to be part of NEAC’s Organ Allocation Subcommittee. 
Actions
· Secretariat to keep up to date on the Australian work to develop ethical guidelines for organ transplantation from deceased donors.
· Secretariat to advise stakeholders that NEAC would like them to be involved in any future work on the application of ethical principles to decisions on deceased donor transplants.
Māori and indigenous approaches to ethics and biobanking symposium
25. Maureen Holdaway (NEAC member) and Christal Anderson (NEAC Secretariat) talked about the Māori and Indigenous Approaches to Ethics and Biobanking Symposium which they attended on 20 May 2015 in Auckland.
26. They talked about the similarities between Māori and other indigenous approaches to ethics, as well as the similarity of issues that they face.  In particular, they noted that while there are different frameworks and groups involved, the ethical principles that apply are the same. 
The Politicisation of Ethics Review in New Zealand
27. The Committee noted that Martin Tolich and Barry Smith’s book The Politicisation of Ethics Review in New Zealand was launched on 22 May 2015.  Members were provided with a summary of the book and noted that a copy of the book is available on loan to them.
28. The Committee noted that recommendations relating to the ethics review system have been reflected in submissions to NEAC’s discussion document on CSEA, and will be considered as part of that project.
29. The Committee also noted that recommendations relating to Māori ethical frameworks and consultation will inform NEAC’s work on the new guidelines as well as advice to the Minister as part of the CSEA project. 
Correspondence
30. Members noted the correspondence sent by the Secretariat on behalf of the Committee and the correspondence received by NEAC. 
Chair’s report 
31. The Committee noted that the NEAC Chair, Deputy Chair and Secretariat met with Kathryn McPherson, Chief Executive, Health Research Council (HRC) and Barry Smith, Chair, HRC Ethics Committee on 13 May 2015.  They talked about the Guidelines Review project, the results of the CSEA consultation process, the HRC strategic refresh and other HRC work that NEAC may have an interest in.  Kathryn indicated her interest in attending a future NEAC meeting.
32. The Chair provided an update on NEAC appointments. 
33. The Committee noted that Dr Janice Wilson (Chief Executive) and Dr Iwona Stolarek (Medical Advisor) from the Health Quality and Safety Commission will be attending NEAC’s August 2015 meeting.
Secretariat report
34. Members noted the update on Secretariat staffing and activities. 
In Committee
35. NEAC held an in committee session.


Minutes of 14 April 2015 meeting
36. The minutes for NEAC’s 14 April 2015 meeting were confirmed as a true and accurate record of the discussion and approved for publication on NEAC’s website.
Next NEAC meeting 
37. The next NEAC meeting will be held on 4 August 2015.


Minutes confirmed as a true and accurate record.
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