
National Ethics Advisory Committee meeting minutes
7 October 2014
Present 
Victoria Hinson (Chair) 
Nola Dangen
Adriana Gunder (QSM)
Andrew Hall
Fiona Imlach 
Robert Logan
Wayne Miles

Secretariat in attendance
Beverley Braybrook
Gillian Parry
Olivia Stapleton 

Apologies
Maureen Holdaway
Julian Crane
Neil Pickering 
Martin Wilkinson 

Guests in attendance

Helen Colebrook, Manager, Ethics Committees, Ministry of Health (1:30 – 2:00pm)
Alice McCallum, Policy Analyst, Ministry of Health (9:30 – 12:30pm)

Welcome 

1. The Chair welcomed members to the meeting.  

Matters arising 

2. Members noted that the New Zealand Data Futures Forum has recommended the establishment of an independent data council to give guidance on ethical practice to individuals and government agencies that use data. NEAC has noted its support for this recommendation in its Briefing to the Incoming Minister. Julian Crane attended a workshop run by Statistics New Zealand on 29 September, on behalf of NEAC, to discuss the establishment of the council with other government agencies.  

3. The Chair noted that the National Clinical Ethics Advisory Group meeting is being held on 24 November 2014 in Wellington and asked members to consider if they could attend. (This meeting has now been postponed to 2015.)

4. The Chair asked the Secretariat to begin the approval process for a NEAC member to attend the Australasian Ethics Network Conference, 3-5 December 2014, Sydney.

Member declaration of interests 

5. Victoria Hinson noted that her ACC policy work has some overlap with the issue of compensation for research participants that will be discussed by Helen Colebrook. 

Cross-sectoral ethics arrangements 
6. Members discussed two new sections that have been added to the draft discussion document on cross-sectoral ethics arrangements since NEAC’s June 2014 meeting. 
Goals, Objectives, and Desired Outcomes of an Ethical Review System (GODO)
7. The Committee discussed the principle that researchers have primary responsibility to disseminate the results of their research and that sponsors also play a role. The Committee noted that there is currently no formal audit mechanism to check that research is published.
8. Members questioned whether the importance of disseminating research findings is sufficiently covered in the current version of the GODO document (NEAC, 2010). 
9. NEAC agreed to the following changes to section 1:
· strengthen the emphasis on researchers’ responsibility to disseminate the results of their research
· add an additional question about whether the goals in the GODO document are sufficiently covered by the listed objectives. 
Māori and Health Research
10. Members discussed the importance of meaningful consultation with Māori in the development and conduct of research and the need to avoid the tokenistic approach undertaken by some researchers. 
11. They also noted that some commentators suggest that ‘if we get ethics right for Māori, we get it right for everyone’. NEAC members agreed that this view should be noted in the discussion document. NEAC also agreed to an additional question about whether it would be useful to integrate Māori ethical ideas and frameworks into the general research guidelines. 
Action
· Secretariat to amend the draft discussion document and circulate to members.
Pandemic planning
12. Members were invited to consider options for reviewing NEAC’s document Getting Through Together: Ethical values for a pandemic (2007).  Alice McCallum, Policy Analyst, Ministry of Health, assisted with the development of the options paper and was in attendance for the discussion.
13. Members agreed that the document should be updated to ensure that it reflects current practice in pandemic management and that the references to legislation and other resources are up to date. Members noted that there are several ‘lessons learned’ in the way New Zealand might prepare for a pandemic following the 2009 ‘swine flu’ pandemic and noted that a review is timely in light of the current Ebola outbreak in West Africa.
14. The Committee also suggested that the revised version of the document could include more guidance about communication, such as the use of social media during a pandemic.
15. The Committee discussed the option of expanding the document to address the health sector’s response to other emergencies, such as earthquakes or emerging communicable diseases. Members noted that expanding the document in this way might mean the document becomes too generic and unhelpful but agreed that there is merit in exploring the potential benefits of this option. 
16. NEAC agreed to:
· review the document to reflect lessons learned from New Zealand emergencies and address gaps in current practice for managing pandemics.
· consider the benefits of developing new guidance on health sector responses to other emergency situations.
Actions
· Secretariat to prepare a project plan to update the pandemic planning document for discussion at NEAC’s August 2015 meeting.
· Secretariat to scope work to develop guidance on health sector responses to other emergencies for discussion at NEAC’s August 2015 meeting. 
Dementia
17. The Subcommittee reported that it had two very productive and informative teleconferences with stakeholders over the past week. Two issues that had arisen from these discussions were the interface between ethical and legal aspects of dementia care, and how dementia affects family dynamics.  
18. Members discussed a range of other issues including:
· importance of education to raise awareness and understanding of dementia
· impact of a hypercognitive society on the way we view people with dementia
· a person may have lost cognitive functions but they are still a spiritual, physical, emotional and social being
· importance of health professionals allowing sufficient time for discussing and understanding the needs of people with dementia and family carers
· lack of fit between current health care provision and the mix of services and support that would be most helpful
· interaction between risk management and best interests
· different cultures have different values and ways of managing increasing dependence of family members.
19. The members discussed the need to ensure the dementia project remains focussed on carers and provides practical guidance.  Members noted that if the document is successful it will also be read by health professionals.  This may help them think more broadly about the needs of people with dementia and their carers. 
20. The Committee noted that, in addition to producing guidance for carers, it could also provide advice to the Minister. This could include, for example, recommendations for addressing concerns with applying the Mental Health (Compulsory Assessment and Treatment) Act 1992 to people with dementia. 
21. NEAC agreed to the revised timeframe for this work, with the Committee expected to discuss draft guidance at the December 2014 meeting and to sign-off final guidance for consultation in February 2015 meeting.
Disability
22. The Committee noted that the disability subcommittee considered the potential for NEAC to contribute to four disability issues identified by stakeholders:
· sterilisation of intellectually disabled people
· compulsory treatment orders
· capacity issues
· managing the risks involved with individual decision-making.
23. Members noted that the subcommittee has agreed to put NEAC’s disability work on hold until there is space in the work programme and sufficient resources, which is likely to be in mid to late 2015.
24. However, the Committee noted that it may be asked to undertake some work on disability earlier depending on the outcome of the United Nations (UN) review of New Zealand’s implementation of the UN Convention on the Rights of Persons with Disabilities. 
Action
· Secretariat to update NEAC’s work programme plan and maintain a watching brief on disability issues.  
In Committee
25. NEAC held an in committee discussion.
Correspondence 
26. Members noted the correspondence sent by the Secretariat on behalf of the Committee and the correspondence received by NEAC.  
27. The Committee discussed the draft response to the letter from the Voluntary Euthanasia Society of New Zealand.

Helen Colebrook, Manager, Ethics Committees

28. Helen thanked Fiona Imlach and Wayne Miles for their assistance at the training day for the seven new Health and Disability Ethics Committee (HDEC) members on 26 September 2014.
29. Helen also discussed the following the issues with the Committee:
· compensation for participants of clinical trials
· increased volume of requests under the Official Information Act 
· non-consensual research applications.
30. NEAC agreed to write to the Minister of Health regarding the issue of compensation for participants of clinical trials.
Action
31. Secretariat to prepare advice to the Minister of Health on compensation for treatment injury, based on NEAC’s previous advice to the Minister on the 2010 Health Select Committee’s inquiry into improving New Zealand’s environment to support innovation through clinical trials.  
Chair’s and Secretariat reports 
32. Members noted that NEAC’s Briefing to the Incoming Minister is likely to be provided to the Minister of Health at the end of October.
Minutes of 5 August 2014 meeting
33. Subject to a minor amendment, the minutes for NEAC’s 5 August 2014 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 2 December 2014.


Minutes confirmed as a true and accurate record.
Chair 
Date: 2 December 2014
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