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National Ethics Advisory Committee meeting minutes
6 October 2015
Present 
Martin Wilkinson (Acting Chair)
Julian Crane
Nola Dangen
Adriana Gunder (QSM)
Andrew Hall
Maureen Holdaway 
Fiona Imlach
Robert Logan
Wayne Miles
Kahu McClintock

Secretariat in attendance
Beverley Braybrook
Gillian Parry
Stella Li

Apologies 
Victoria Hinson (Chair)
Neil Pickering

Guests in attendance
Philippa Bascand, Manager Ethics, Ministry of Health (1.00-1.30pm)



Welcome 

1. The Acting Chair welcomed members to the meeting.

Matters arising

2. There were no matters arising.

Member declaration of interests 

3. There were no declarations of interest.
Dementia
4. The members noted that the Dementia Subcommittee has been working on two outputs: advice to the Associate Minister of Health on what needs to change  for people with dementia and their families; and guidance for families, whānau and friends on the ethical values for living well with dementia.
5. The members noted the Subcommittee received feedback from selected stakeholders on what NEAC should advise the Associate Minister of Health.  This feedback is reflected in the draft advice.
6. The members noted that Wayne Miles will be talking about NEAC’s work as part of the Ethical Dilemmas session at the New Zealand Dementia Summit 2015 on 5-6 November 2015.
NEAC’s draft advice to the Minister
7. The members discussed the draft advice.  One member noted that where concrete examples and cases have been used in the advice, this is a very useful and engaging way to highlight an issue.  Members also talked about the importance of communicating the future demands, and urgency to do work in dementia in the advice.
8. Members also discussed strengthening the case for further work using data and information on cost savings, and making the connection to other work such as the update of the Health of Older People Strategy.  Members talked about how best to frame the recommendations. 
9. It was noted that the advice refers to planning ahead on an individual level.  Members agreed this could be expanded to include planning ahead on a broader social level.  Members also agreed that the advice should be worded so that it applies to people of any age with dementia, not just older people. 
NEAC’s draft guidance for family, whānau and friends on ethical values for living with dementia
10. The members discussed the draft guidance and provided feedback on the description of ethical values including why they are important and what they mean in practice. 
11. Members noted that the guidance needs to be clear when it extends beyond the target audience of family, whānau and friends.  Aspects of the guidance are more relevant for a carer, the person with dementia, or the community. 
Actions
· The Subcommittee will seek feedback from stakeholders on the draft advice and guidance over October and November 2015.
· The Secretariat will work with the Subcommittee to further refine the draft advice (in particular the recommendations) and the draft guidance.
· The Subcommittee will provide an update to NEAC at their December 2015 meeting.
Guidelines review
12. The Committee was provided with the initial draft of NEAC’s new ethical guidelines for researchers.  Members provided oral feedback on the initial draft.
13. Members noted that the full February 2016 meeting will be used to workshop the draft guidelines.
General direction of the new guidelines
14. Members discussed the new structure of the guidelines.  The Committee agreed to combine the two current guidelines into one new guideline.  
15. Members also discussed setting out a separate ethical ‘standard’ from a descriptive ‘application’.  It was agreed that all of the standards should use directive language (for example, ‘must’) to be clear for researchers.
16. Members agreed to the language changes made for consistency and current usage purposes.
Incorporating Māori ethical concepts
17. Members discussed incorporating Māori ethical concepts into the new guidelines, and noted this was discussed with the peer reviewers at a teleconference in September 2015.  The proposed approach is to include both Te Ara Tika principles and bioethical principles, recognise where there are similarities, as well as respect the unique aspects that need to be preserved.
18. The principles framework will guide health and disability research in New Zealand.  Members agreed that it would be useful to link the standards and the application of the standards throughout the document back to the relevant ethical principle/s, and agreed with the proposed approach for doing this.


Action
· Secretariat to email members the initial draft of the new guidelines for their written feedback before sending it to the peer review panel for review.
Philippa Bascand (Manager, Ethics)
19. Philippa provided members with an update on the Health and Disability Ethics Committees (HDECs).  She talked about the recent increase in the number of applications received and that HDECs have been holding extra meetings to accommodate the demand.  It is uncertain what has driven the increase; one possible explanation is the recent changes to food labelling standards. Health claims for food products must now be backed by robust scientific evidence. 
20. Philippa also talked about the HDEC Chairs’ desire to improve consistency of HDEC decision-making.  There is also work underway to implement a quality standard for applications by providing guidance on expectations for researchers. 
21. Philippa provided information on the number of studies that focus specifically on Māori as requested by a NEAC member.  The 41 studies (since 2012) were identified based on applicant information supplied.  It was not possible to determine the number of projects with Māori participants from the HDEC database.
22. There was also a brief discussion about the developments in training for HDEC Chairs and members, the update to Medicines New Zealand guidelines on clinical trials compensation, and inducements for research participants.
NEAC’s process for 2015 self-assessment
23. Members discussed the proposed aim, process and areas for discussion at NEAC’s self-assessment session as part of the 1 December 2015 meeting.
24. The Committee agreed that the aim of the session is to reflect on NEAC’s work in 2015, identify what has worked well, and discuss opportunities for continuous improvement. Members agreed areas for discussion including Committee meetings, work programme, and the roles of the Chair and Secretariat. 
25. Members agreed to complete a preliminary self-assessment questionnaire, which would help guide their discussions at the self-assessment session.
Actions
26. Secretariat to circulate a final draft of the self-assessment process and review areas to members.
27. Secretariat to contact external facilitator for the Committee’s session at their December 2015 meeting.
Update on cross-sectoral ethics arrangements
28. Members noted the subcommittee met with members of the Health Research Council Ethics Committee (HRC EC) to discuss NEAC’s identified priority for further work - increasing clarity in the research ethics landscape.  
29. Members also noted the key action point from this meeting was to hold a facilitated workshop between NEAC, HRC EC, HDECs and other key players to discuss practical and useful actions to increase clarity.  Members agreed that the subcommittee hold this workshop.
30. Members discussed the level of interest and capacity to progress any identified actions.  It was noted that it is unclear who would be best placed to lead future work. 
31. The subcommittee asked the Committee for input on key players that could be invited to attend the workshop.
Actions
· Members to email Secretariat with suggestions of key players who could attend the workshop.

· Secretariat to contact external facilitator for the workshop.
Report back on the APAC Forum – Leading Healthcare Transformation 
32. Julian Crane provided an oral report back on his attendance at the APAC Forum from 23 to 25 September 2015.  The focus was on quality improvement in health care, and how to share ideas to achieve this. There was also some discussion about the importance of setting up measures at the beginning so that the impact of quality improvement could be quantified. 
Correspondence
33. Members noted the correspondence sent by the Secretariat on behalf of the Committee and the correspondence received by NEAC. 
Chair’s report 
34. The Committee noted the update from the Chair on the appointments process for the NEAC positions with terms that expire before the end of 2015, the Ministry’s organ donation project and the confirmed dates for NEAC’s 2016 meetings.
Secretariat report
35. Members noted the update on Secretariat staffing and activities. 
In Committee
36. NEAC held an in committee session.
Minutes of 4 August 2015 meeting
37. The minutes for NEAC’s 4 August 2015 meeting were confirmed as a true and accurate record of the discussion and approved for publication on NEAC’s website.
Next NEAC meeting 
38. The next NEAC meeting will be held on 1 December 2015.

Minutes confirmed as a true and accurate record.
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Chair
Date: 1 December 2015
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