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National Ethics Advisory Committee meeting minutes
1 December 2015
Present 
Victoria Hinson (Chair)
Julian Crane
Adriana Gunder (QSM)
Maureen Holdaway 
Fiona Imlach (from 12:00pm)
Neil Pickering
Wayne Miles
Kahu McClintock
Liz Richards
Hope Tupara
Dana Wensley
Martin Wilkinson

Secretariat in attendance
Beverley Braybrook
Gillian Parry
Stella Li

Guests in attendance
Trish Hall, Director, Thought Partners (10.45am – 12.30pm)
Philippa Bascand, Manager Ethics, Ministry of Health (1.00 – 1.30pm)



Welcome 

1. The Chair welcomed members to the meeting and introduced three new members to NEAC: Liz Richards (community/consumer representative), Hope Tupara (health professional member) and Dana Wensley (member with expertise in law).

Matters arising

2. Members were reminded to advise the Secretariat of any changes to their contact details.

Member declaration of interests 

3. There were no declarations of interest.
Guidelines review
4. Members noted that the Guidelines Review Subcommittee discussed members’ written feedback on the initial draft of the new ethical guidelines for researchers at a teleconference on 3 November 2015.  The Subcommittee then sent the draft guidelines to the external peer review panel on 6 November 2015 for feedback by 19 November 2015.
5. On 23 November 2015, the Subcommittee held a teleconference with the peer reviewers to discuss their feedback.  The peer reviewers’ comments were very useful and straightforward, and will be addressed in the new guidelines. The most significant feedback was clarifying the concept of collective consent.  
6. The Committee discussed the various nuances that need to be addressed in the informed consent section of the new guidelines.  For example, the concept of ‘supported consent’ for people with conditions such as dementia.  Including the concept of supported consent in the new guidelines would emphasise the fact that informed consent is a process, not a one-time decision.
7. Members agreed that all groups should have the right to access the benefits of health care advances.  Since a lot of health care advances result from clinical research, all groups should have the right to consent to participate (equity).  Members suggested that the new guidelines state the right not to be discriminated against in research. The guidelines should ensure that, when seeking to address the ethical issues associated with research involving people with particular issues (eg, insufficient capacity to consent), certain sub-populations or groups are not inadvertently excluded from research. 
8. Members noted the need to clarify the wording in the draft ‘Prior consent’ section.
Audit and related activity
9. At its 3 November 2015 teleconference, the Subcommittee also discussed options for addressing audit and related activity in the new guidelines.  
10. The Committee agreed to the Subcommittee’s recommendation that the new guidance draw on the concept of a continuum, emphasising that all research activities, including quality assurance (and innovation) need to be conducted ethically.
11. The members reiterated that the purpose of the guidelines is to assist researchers to conduct research ethically.  The criteria for determining whether to send research to an ethics committee (whether it be an HDEC or an institutional ethics committee) is an operational process issue that is outside the scope of the guidelines.
February NEAC meeting
12. Members noted that they would be discussing chapters 1 – 4 of the new guidelines in detail at the February 2016 NEAC meeting.  
2015 self-assessment session
13. Trish Hall of Thought Partners facilitated a self-assessment session.  The Committee began the session by reflecting on examples of when NEAC was operating at its best.  
14. Members discussed what factors made these examples successful, and how these success factors could become more embedded in NEAC’s work. 
15. Members agreed to focus on three priority actions:
Investigate the development of a shared electronic space for NEAC documents
16. The purpose of the shared space would be to allow members to stay informed about projects they are not directly involved with and contribute to projects/collaborate more easily on projects they are involved with.  Documents on the shared space could include core NEAC documents (for example, the criteria for reviewing projects), draft project papers that are ready for members’ feedback, and emerging issues.  Members agreed that use of the shared space by members will be voluntary.
Consider ways of measuring the impact of NEAC’s work
17. Members agreed to look at ways of assessing the impact of its projects.    
18. Members discussed some possible measures, including returning to talk to stakeholders consulted during the development of advice, the response of the Minister to NEAC’s advice, and systemic changes that resulted from NEAC’s advice.
19. Members noted that once measures have been agreed, they could be built into project plans at the start.


Consider ways of increasing NEAC’s profile
20. Members discussed the importance of raising NEAC’s profile to encourage a dialogue with communities on ethical issues and ensure its work had a greater impact.  Members noted that speaking at conferences (rather than just attending) was a good way of raising NEAC’s profile.  The Committee discussed the possibility of developing a social media profile for NEAC. 
Actions
· Secretariat to consider how to progress the three priority actions and report back to the Committee.
Philippa Bascand (Manager, Ethics)
21. Philippa provided members with an update on the Health and Disability Ethics Committees (HDECs).  She talked about the ongoing increase in the number of applications received and that HDECs have been holding extra meetings to try to accommodate the demand.  Philippa noted upcoming regulatory changes, for example, as a result of the Medicines Act review (such as increased research to support claims regarding alternative therapeutic remedies), will further increase demand.
22. Philippa noted that changes to NEAC’s ethical guidelines for researchers will necessitate changes to the HDEC on-line system.  She provided an update on HDEC appointments and advised that work is continuing on introducing a Māori standard for applications.
Dementia
23. Members noted that Wayne Miles talked about NEAC’s dementia work at the New Zealand Dementia Summit on 5 – 6 November 2015.  The presentation was well received.
24. Members also noted that NEAC’s draft guidance for families, whānau and friends was provided to stakeholders on 16 November 2015, with feedback due by 23 December 2015.  Feedback received from the sector to date has been largely positive, with no major gaps identified.
Update on cross-sectoral ethics arrangements
25. The Committee was provided with an update on the facilitated workshop held on 30 November 2015 with representatives from the Health Research Council Ethics Committee, the Health and Disability Ethics Committees and other key players to discuss priority actions to increase clarity in the research ethics landscape. 
26. As a result of the discussions that took place, the workshop participants agreed the priority action is to develop a detailed description of the research ethics landscape with clear pathways.  This will be particularly useful for new researchers.  It may also serve to highlight gaps and inadequacies in the landscape.
Correspondence
27. Members noted the correspondence sent by the Secretariat on behalf of the Committee and the correspondence received by NEAC. 
28. Members discussed the draft submission from NEAC on the Ministry of Health’s Update on the New Zealand Health Strategy. 
Action
· Secretariat to check that the Minister is comfortable with NEAC making a submission.  Subject to the Minister’s feedback, members to provide feedback to the Secretariat on the draft submission by 12pm, Friday 4 December 2015.
Chair’s report 
29. The Committee noted the update from the Chair on the appointments process for the NEAC positions with terms that expire between the beginning of October and the end of December 2015, the process for seconding a Public Health Registrar to the NEAC Secretariat, and an Official Information Act request.
Secretariat report
30. Members noted the update on Secretariat staffing and activities, including the meeting with Joan Pettit, Fulbright Scholar, to discuss NEAC’s role and current work programme, and the outcomes of the Health Research Council Strategic Refresh.
In Committee
31. NEAC held an in committee session.
Minutes of 6 October 2015 meeting
32. The minutes for NEAC’s 6 October 2015 meeting were confirmed as a true and accurate record of the discussion and approved for publication on NEAC’s website.
Next NEAC meeting 
33. The next NEAC meeting will be held on 2 February 2016.
Minutes confirmed as a true and accurate record.
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