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National Ethics Advisory Committee meeting minutes
6 April 2016
Present 
Martin Wilkinson (Acting Chair)
Julian Crane
Adriana Gunder (QSM)
Maureen Holdaway 
Fiona Imlach (from 10.10am)
Neil Pickering
Wayne Miles
Kahu McClintock
Liz Richards
Hope Tupara 
Dana Wensley 

Secretariat in attendance
Beverley Braybrook
Gillian Parry
Stella Li

Apologies 
Victoria Hinson (Chair)

Guests in attendance 
Philippa Bascand, Manager Ethics, Ministry of Health (1.10 to 1.55pm)
Nic Aagaard, Senior Advisor, Ethics Committees (1.10 to 1.55pm)

Welcome 

1. The Acting Chair welcomed members to the meeting.



Member declaration of interests 

2. Hope Tupara and Dana Wensley amended their declaration of interests.
Upcoming events
3. The Committee discussed upcoming conferences and events and agreed:  
· Julian Crane will attend the Power Up Our Future Health Symposium, Wellington, 18-19 April 2016.
· Maureen Holdaway, Kahu McClintock and Hope Tupara will put forward a proposal for a workshop seeking feedback on incorporating Māori ethical concepts into NEAC’s new guidelines at Hui Whakapiripiri, Wellington, 4-5 July.
· Wayne Miles and Neil Pickering will present on NEAC’s dementia work at the Alzhemiers New Zealand Biennial Conference, Wellington, 3-5 November 2016.
4. The Committee considered an invitation for NEAC to suggest keynote speakers and themes for breakout sessions for the 2017 AUT Ethics Conference.  Members requested further information about the event, particularly the intended audience and overall theme, and agreed to discuss ideas at the June 2016 meeting.   
Actions
· Maureen Holdaway to talk to the HRC Secretariat about the possibility of holding a workshop at Hui Whakapiripiri.
· Secretariat to request further information about the 2017 AUT Ethics Conference for the Committee ahead of the June 2016 meeting.
Guidelines Review
5. Members were given an update on two aspects of NEAC’s guidelines review.  First, a proposed approach for incorporating Māori ethical concepts, and secondly, options for progressing the innovative practice section of the new guidelines.  
Proposed approach for incorporating Māori ethical concepts
6. The Committee noted that the proposed approach was developed at a workshop with Maureen Holdaway, Kahu McClintock, Hope Tupara and the Secretariat. The proposed approach was later discussed and agreed by the Subcommittee at its teleconference in March 2016.  
7. The proposed approach seeks to incorporate Māori ethical concepts into the new guidelines in a way that is meaningful and useful to researchers. Members’ feedback is set out below:
Setting the scene
8. The Committee agreed to add a section to the new guidelines that describes what the Treaty of Waitangi means for health research and reinforce the notion that all research will impact Māori.  
Incorporating Māori ethical concepts throughout the guidelines
9. Members agreed with the proposal to include links to additional resources and examples of Māori ethical principles in practice throughout the guidelines.  Members noted that numerous resources already exist, and would provide useful additional guidance for users of the guidelines.  
10. The Committee considered that including links to resources and examples (rather than including additional guidance in the guidelines themselves) would maintain the streamlined look of the guidelines.  
11. One member raised the point that not all researchers will have exposure to good examples of best practice. The Committee agreed that it would be useful for abstract principles to be supported by practical examples of how they have been successfully integrated into research.
Draft ethical framework
12. Members noted that the previous draft Māori/Western ethical framework may give the impression that the two models have direct parallels that do not really exist.  
13. Members discussed a simplified graphic model to support NEAC’s view that the two models each present unique, standalone world views.  Members agreed this simplified model would help researchers understand the commonalities between the two models, rather than force literal translations.  
14. Some members also raised the possibility of including several examples of how the principles could be interpreted, as there are diverse views and often no single interpretation.  
15. The Committee agreed to the simplified graphic model of the Māori and Western ethical frameworks.
Innovative practice
16. Members discussed two potential options to resource and progress the innovative practice section of the new guidelines.  Members noted this work would likely take place when the Secretariat has available capacity, ie when the rest of the new guidelines are released for public consultation (currently scheduled for August 2016).
17. Members agreed further scoping of the innovative practice work is required before the Committee decides how best to resource and progress it.  Further scoping would include a better understanding of what innovative practice is and what the issues are, relevant stakeholders and experts, and useful international approaches. 
[bookmark: _GoBack]Actions
18. The Secretariat and the Subcommittee will progress the proposed approach to incorporating Māori ethical concepts into the new guidelines:
· add a section describing what the Treaty of Waitangi means for health research, and its relevance to NEAC’s work
· include links to additional resources and examples of Māori ethical principles in practice throughout the guidelines
· a simplified graphic model of the Māori and Western ethical frameworks.
19. The Secretariat and Subcommittee will undertake scoping work to inform how best to progress the innovative practice section in the new guidelines (post August 2016).
Dementia
20. The Committee discussed the final advice on dementia to the Associate Minister of Health. Overall, members were very happy with the advice and agreed with the recommendations.  
21. Members noted the number of recommendations and discussed how best to present these, particularly in the Executive Summary. Members suggested that the Executive Summary could emphasise the urgent need for action, the importance of cross-government action and the work already underway.  
22. The Subcommittee explained why it would be difficult to  prioritise the recommendations and estimate the costs associated with implementing recommendations. 
23. The Committee agreed there should be further work on the presentation of the recommendations in the Executive Summary.  They agreed that the Subcommittee and Chair approve the final advice before it is provided to the Minister.
24. The Committee noted that the current draft guidance for families will be provided to the Minister for his information.  The Subcommittee will work with Alzheimers New Zealand to develop guidance that is more accessible and helpful.  The Committee also noted that the reworked guidance will be provided to NEAC for review before being presented to the Minister.
Actions
· The Secretariat will incorporate feedback on the Executive Summary and provide the advice to the Subcommittee and Chair for approval.  The final advice will then be provided to the Minister.
· The draft guidance for families will be provided to the Minister for his information along with further details on the proposed work with Alzheimers New Zealand.
Cross-sectoral Ethics Arrangements
Draft pathway to ethical research
25. The Committee discussed a draft pathway developed by the Subcommittee to help researchers navigate the research ethics landscape.  Members noted this is an action point intended to progress NEAC’s identified priority to increase clarity in the research ethics landscape.
26. Members were of the view that the pathway lacked a clear purpose.  Members thought that the title ‘pathway to ethical research’ could be misleading, because it was unclear whether the pathway is intended to guide researchers seeking ethical review, or signpost important relevant ethical considerations.  
27. The Committee considered the draft pathway was visually complex and needs to be more streamlined.  Members noted that the final pathway would be a web-based resource and this would facilitate a more streamlined presentation.
28. Members agreed that the Subcommittee seek feedback from the November 2015 CSEA workshop attendees on a revised draft pathway.
Research continuum
29. Members discussed the Subcommittee’s proposal to develop a research continuum.  Members noted this could be a useful accompanying resource to the new ethical guidelines and the pathway.  
30. The continuum may help prompt researchers’ thinking about where their activity sits, their corresponding responsibilities and the relevant ethical standards for that activity.  However members noted it could be difficult to capture the detail and the differences for each activity. 
31. Members agreed that the Subcommittee seek feedback from the November 2015 CSEA workshop attendees to develop a research continuum.
Report of Joan Pettit, visiting Fullbright specialist
32. The Committee discussed the findings in Joan Pettit’s report alongside the issues identified through NEAC’s CSEA discussion document.  Members briefly discussed the perceived lack of formalised researcher training and education in New Zealand in comparison to the United States. One member noted that midwifery training covers research and ethics.
33. Members noted that Joan’s report provides useful information that could guide the development of NEAC’s advice to the Minister, including for example, the place of scientific validity in HDEC review.


Actions
· The Secretariat will incorporate the feedback on the draft pathway and research continuum.
· The Subcommittee will seek feedback from the CSEA workshop attendees on the draft pathway and research continuum.
· The Subcommittee will have a teleconference in May 2016 to discuss the scope of the advice to the Minister.
Guest speaker: Nic Aagaard, Senior Advisor, Ethics Committees
34. Nic Aagaard talked to the Committee about his Masters thesis on the ethical challenges posed by learning healthcare systems.  A learning health system refers to the generation and use of knowledge that is embedded or a natural product of healthcare delivery, which contributes to continual healthcare improvement. Nic’s thesis focuses on the pragmatic randomised controlled trial as a specific kind of learning activity; these trials involve an element of experimental research (randomisation) but the interventions themselves are accepted standards of care.  
35. Nic talked about the challenges presented by informed consent in such a system.  Nic talked about the potential to produce something good (generalisable health information) may be reasonable in light of the (minimal) risks involved, therefore there may be a level of comfort to forgo some level of autonomy to facilitate that good. Members heard about the possibility of less formal ethical oversight and whether, in some cases, there is a moral obligation for patients to participate.  
36. Nic highlighted a current case study in New Zealand of a learning health activity.
37. Nic talked to members about the need to transition to a learning health system.  Such a system is aligned to the refreshed New Zealand Health Strategy. It also mitigates against the risk of harm to current and future populations due to the loss of evidence (or inadequate forms of evidence generation) to support good clinical decision making.
38. Members agreed the profile of a learning health system is growing.  Members also noted this has clear links to data mining.  Members agreed to discuss this emerging issue further at the August 2016 meeting as part of their annual project review.
39. Members requested that a copy of Nic’s thesis be available for circulation.
Actions
· Members to discuss data mining and learning health systems as part of NEAC’s review of projects at NEAC’s August 2016 meeting.
· The Secretariat to circulate a copy of Nic’s thesis to members.
Shared electronic space for NEAC documents
40. Members were provided with an update on one of the action points from the December 2015 NEAC self-assessment session: creating a shared electronic space for NEAC documents.
41. Members noted that the Secretariat is awaiting further information from the Ministry of Health’s IT team regarding a web-based portal specifically designed for boards to allow them to collaborate easily and securely.
Action
· Secretariat to provide further update once information has been received and discussed with the Chair.
Correspondence
42. Members noted the correspondence sent by the Secretariat on behalf of the Committee and the correspondence received by NEAC. 
43. Members agreed a response to the Advance Care Planning Cooperative about providing support for their upcoming October event. 
Action
· Secretariat to email NEAC’s agreed response to the Advance Care Planning Cooperative.
Chair’s report 
44. The Committee noted the update from the Chair on her meeting with Minister Dunne; an Official Information Act request; and NEAC reappointments.
45. The Committee noted that the Ministry of Health is leading work (with the Ministry of Justice) on the non-therapeutic sterilisation of disabled children and adults.  The Committee agreed to provide the Ministry of Health with a copy of NEAC’s scoping work on sterilisation of intellectually disabled people as per their request.
Action
· Secretariat to provide the Ministry of Health with a copy of NEAC’s scoping work.
Secretariat report
46. Members noted the update on Secretariat activities including attendance at a Big Health Data for Epidemiology workshop, Health Research Strategy workshop with government agencies, and a meeting with the Ministry of Health’s Cancer Services team to discuss the Ministry’s document Te Ara Whakapiri and NEAC’s work on advance care planning.
In Committee
47. NEAC held an in committee session.
Minutes of 2 February 2016 meeting
48. The minutes for NEAC’s 2 February 2016 meeting were confirmed as a true and accurate record of the discussion and approved for publication on NEAC’s website.
Next NEAC meeting 
49. The next NEAC meeting will be held on 14 June 2016.

Minutes confirmed as a true and accurate record.
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Chair	
Date: 14 June 2016
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