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National Ethics Advisory Committee
Kahui Matatika o te Motu




National Ethics Advisory Committee meeting minutes

14 April 2015
Present 

Martin Wilkinson (Acting Chair)
Julian Crane 
Nola Dangen

Adriana Gunder (QSM)

Maureen Holdaway 
Andrew Hall

Fiona Imlach 

Wayne Miles

Neil Pickering

Secretariat in attendance

Beverley Braybrook

Christal Anderson

Gillian Parry
Apologies 

Victoria Hinson (Chair)
Robert Logan

Guests in attendance

Hon Peter Dunne, Associate Minister of Health (10:30 – 11:00am)
Adrian Portis, Private Secretary, Office of Hon Peter Dunne (10:30 – 11:00am)
Nic Aagaard, Advisor, HDEC Secretariat, Ministry of Health (1:10 – 1:40pm)

Welcome 
1. The Acting Chair welcomed members to the meeting and introduced Christal Anderson, who has joined the NEAC Secretariat on a five month contract.
Matters arising 
2. Members noted that the 2014 Annual Report has been delivered to Parliament for tabling.  Once tabled, the Annual Report will be published on NEAC’s website.
Member declaration of interests 
3. Neil Pickering noted that he is on the organising committee for the Australasian Association of Bioethics and Health Law conference.  Member attendance at the conference was discussed at the meeting.
Update on cross-sectoral ethics arrangements consultation
4. The Committee discussed an update on the consultation process for the cross-sectoral ethics arrangements (CSEA) project, which took place from 5 January to 27 February 2015.  The Committee received 34 submissions in total.
5. Members noted that the Secretariat is currently preparing a summary of submissions and it is expected that this will be made available to submitters in May 2015, subject to the Minister’s agreement.  The summary will also be published on NEAC’s website.
6. The Committee discussed how to progress the CSEA project and the review of NEAC’s ethical guidelines for researchers concurrently.  Members noted the Secretariat had a work planning session to map out the work required for the CSEA and Guidelines Review projects.  Following the session, the Secretariat is preparing a coherent work plan.  
7. Members agreed that the Guidelines Review Subcommittee should consider the work plan, including how other NEAC members could take responsibility for specific aspects of the projects.
Actions
· Secretariat to circulate the draft work plan for the CSEA and Guidelines Review projects to the Guidelines Review Subcommittee.

Visit from Hon Peter Dunne, Associate Minister of Health
8. Hon Peter Dunne, the Minister responsible for NEAC, attended the meeting.  The Minister outlined his priorities for the Committee and members provided an update on NEAC’s projects.  The Minister suggested that the Committee talk to the Health Quality and Safety Commission.
Action

· Secretariat to invite the Health Quality and Safety Commission to a future NEAC meeting.
Update on Guidelines Review

9. Members considered an update on the Guidelines Review project.  Firstly, the Committee discussed how to engage with the peer review panel.  Members agreed that the peer review panel should receive a briefing about the purpose and scope of the review.
10. The Committee had a discussion about what the new guidelines should be called, for example whether they should be called ‘guidelines’, ’guidance’, ‘standards’, or a combination.  Members agreed to the proposed draft purpose statement as a ‘working statement’. 

E-research

11. Members agreed that e-research is an emerging area that should be addressed in the new guidelines, and noted that it is important to make a distinction between the issues associated with the use of health information and e-research (for example, the use of social media as a research tool).
12. The Committee agreed to include e-research in the scope of the Guidelines Review project, with an initial focus on informed consent and vulnerable participants.
Biobanking

13. Members agreed to include biobanking in the scope of the Guidelines Review project and to talk to experts about current issues and how best to incorporate guidance into NEAC’s guidelines.  
14. It was also noted that this is potentially a significant project in itself, and other members could take responsibility for it.  The Committee also noted that stakeholders are requesting additional and updated guidance in this area, and therefore it may need to be prioritised.

15. The Committee asked the Secretariat to scope biobanking as a separate subproject.
Actions

16. Secretariat to scope work on biobanking for consideration by the Guidelines Review Subcommittee.
Nic Aagaard, Advisor, Ethics Committees, Ministry of Health
17. Nic Aagaard gave the Committee an update on the work of the Health and Disability Ethics Committees (HDECs).
18. Members were provided with an overview of the Māori health research ethics day that was held on 10 March 2015 and the subsequent actions for the HDEC secretariat.  Another Māori health research day is planned to be held in Auckland on 20 May 2015.  Nic invited NEAC to speak at the Auckland event.
19. Nic also advised that seven HDEC members’ terms are expiring in July 2015.  A two-day training day for new and existing members is planned.
Action

· Cross-sectoral Ethics Arrangements Subcommittee to discuss and agree NEAC presentation at the Auckland Māori health research ethics day on 20 May 2015.
Dementia
20. Members were provided with an update on recent stakeholder meetings.  Since the February 2015 NEAC meeting, the Dementia Subcommittee has met with representatives from Alzheimers New Zealand, and groups of carers and people with dementia in Wellington and Dunedin.  The Secretariat has also talked to Age Concern about their work on elder abuse and neglect.
21. The Committee discussed the draft advice to the Minister and noted the further discussions that are required with the Ministry of Health to finalise the advice.  Members agreed to the Dementia Subcommittee undertaking targeted consultation with stakeholders on aspects of the draft advice in May – June 2015.  Members also agreed that the Chair would review the advice before it is released for consultation.
Action

·   Secretariat to undertake further discussions with the Ministry of Health to finalise the advice to the Minister.
Australasian Association of Bioethics and Health Law Conference

22. Members noted that the Australasian Association of Bioethics and Health Law Conference is being held in Wellington from 25 – 28 June 2015 and discussed which members should attend.   

23. Fiona Imlach expressed an interest in attending the conference on behalf of NEAC.

Action

·    Members to advise the Secretariat before 25 April 2015 if they would like to attend all or part of the conference.

Report backs
24. Gillian Parry from the Secretariat provided members with a summary of the Nuffield Council on Bioethics’ report The collection, linking and use of data in biomedical research and health care: ethical issues.  Members noted that the report’s recommended actions will be taken into account in developing the use of health information aspects of NEAC’s new ethical guidelines for research.

25. Julian Crane spoke about his attendance at a workshop on 11 March 2015 to begin exploring the concept of an independent data council.  Establishing a data council was one of the key recommendations of the Data Futures Forum.  Julian noted that the ongoing work of the Forum is unlikely to have an impact on NEAC’s work programme.

26. Maureen Holdaway gave members an overview of her attendance at the Māori health research ethics day (organised by the HDEC Secretariat) on 10 March 2015.  Maureen noted that the day reinforced the need for easily accessible guidance for researchers on how to undertake meaningful consultation with Māori.
In Committee

27. NEAC held an in committee session.
Correspondence
28. Members noted the correspondence sent by the Secretariat on behalf of the Committee and the correspondence received by NEAC. 
Chair’s report 
29. The Chair and Fiona Imlach will be meeting with Hon Peter Dunne on 30 June 2015.  Meetings with the Minister will be six-monthly.
30. The Committee noted that the Chair, Deputy Chair and the Secretariat will be meeting with the HRC Ethics Committee and Kathryn McPherson, Chief Executive of the HRC on 13 May 2015 to talk about the Guidelines Review and feedback from the Cross-Sectoral Ethics Arrangements consultation process.
31. The Deputy Chair also provided an update on NEAC’s advice to the Minister on organ transplantation.
Secretariat report

32. Members noted the update on Secretariat staffing and activities. 
Minutes of 3 February 2015 meeting

33. The minutes for NEAC’s 3 February 2015 meeting were confirmed as a true and accurate record of the discussion and approved for publication on NEAC’s website.
Next NEAC meeting 

34. The next NEAC meeting will be held on 9 June 2015.

Minutes confirmed as a true and accurate record.
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Date: 9 June 2015

