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National Ethics Advisory Committee
Kahui Matatika o te Motu




National Ethics Advisory Committee meeting minutes
2 December 2014
Present 

Victoria Hinson (Chair) 
Julian Crane (until 11:30am)

Nola Dangen

Maureen Holdaway

Adriana Gunder (QSM) (until 1:00pm)
Andrew Hall

Fiona Imlach 

Robert Logan

Wayne Miles

Neil Pickering

Martin Wilkinson

Secretariat in attendance

Beverley Braybrook
Emma Doust (until 1:00pm)

Gillian Parry (until 1:00pm)
Olivia Stapleton (until 9:45am)

Guest in attendance
Maui Hudson, Te Mata Hautu Taketake: Māori and Indigenous Governance Centre, University of Waikato (1:15 – 2:15pm)

Welcome 
1. The Chair welcomed members to the meeting and farewelled departing Secretariat members Emma Doust and Olivia Stapleton.  It was also noted that Helen Martin has resigned from the Ministry of Health.
Matters arising 
2. The Chair noted that the process for applying for attendance at international conferences will be improved for next year.

Member declaration of interests 
3. Neil Pickering noted that he will be attending Otago University’s research ‘sandpit exercise’ on 3 December 2014.  Members noted that the exercise is likely to cover topics that NEAC is interested in.
New Zealand Data Futures Forum 
4. Julian Crane informed members about two meetings relating to the work of the New Zealand Data Futures Forum that he attended in September and November.  He noted that a decision has not yet been made on whether to establish an independent data council.  If it is established, the council will have a much wider brief than giving guidance on ethical practice to individuals and government agencies that use data.  It will be very focussed on promoting and enabling innovation through the use of data.

Action
· Secretariat to follow-up with Statistics New Zealand on progress with establishing a data council.  
2015 Review of the Ethical Guidelines for Observational and Intervention Studies
5. The Committee discussed the objectives, scope and methodology for the 2015 review of the Ethical Guidelines for Intervention Studies and Ethical Guidelines for Observational Studies (the Guidelines).  
6. Members noted that the review will involve the whole Committee; however, given the importance of the project and the technical nature of the Guidelines, a Subcommittee has been set up to assist with progressing the work in-between meetings.  The Subcommittee consists of Victoria Hinson, Maureen Holdaway, Fiona Imlach and Neil Pickering.

7. Members also noted that the scope of the project is likely to evolve over time, particularly in light of the upcoming consultation on the Cross-Sectoral Ethics Arrangements discussion document. The Committee raised three additional issues to be included in the scope: data linkage; drug-company sponsored trials and associated accountability; and consent of vulnerable groups.
8. The Committee discussed whether the Guidelines should continue to be called ‘guidelines’, or whether they should be classified as something different, such as ‘standards’.  Members noted that these terms have very different meanings and both may be appropriate.  For example, there are parts of the guidelines that researchers ‘must’ do, and others that they ‘should’ do.
9. Members discussed in detail the proposed project objective ‘to ensure that the Guidelines are fit-for-purpose’.  It was noted that the ‘purpose’ of the Guidelines first needs to be defined, and it should be in accordance with NEAC’s Terms of Reference.

10. The Committee agreed on the importance of taking a leadership role through the development of its revised Guidelines and promotion of the new resource.
11. Members noted that the Ministry of Health is seeking a Public Health Registrar to be seconded to the project team for six months.
12. The Committee discussed the proposal to establish a group of expert peer reviewers.  It was agreed that the purpose of the group will be to fill any knowledge gaps and to help achieve sector buy-in.  Members were asked to suggest names for potential peer reviewers for consideration at the February 2015 meeting.

13. The Committee noted that the peer review process will be in addition to the consultation process.
Actions

· Secretariat to amend the draft project plan by adding a definition of ‘purpose’ to the objectives and the three additional issues to the scope.

· Members to provide names of potential peer reviewers to the Secretariat.
Organ transplantation

14. The Organ Transplantation Subcommittee reported that they received very useful feedback from stakeholders on the draft advice to the Minister. The feedback resulted in several changes including making it clear that NEAC is interested in the relationship between ethical principles and criteria, rather than the criteria themselves. 

15. The most significant change is the recommendation that any future NEAC work on ethical principles follow the completion of work underway in Australia to review eligibility criteria and allocation protocols for organ transplantation.
16. Members noted the reliance on ‘clinical judgement’ to make organ allocation decisions, and queried whether this process could be made more transparent, for example, through the use of weighting criteria.
17. The Committee agreed to provide the advice on access to organ transplantation to the Associate Minister of Health in early 2015, subject to several minor amendments.
Action

· Secretariat to amend NEAC’s advice on organ transplantation and provide to the Minister in early 2015. 

Dementia

18. The Dementia Subcommittee reported that its teleconferences with stakeholders have continued to be very productive and informative.
19. Wayne Miles from the Subcommittee and Beverley Braybrook from the Secretariat reported on their attendance at Alzheimers New Zealand’s conference Dementia: The Future is Now in Rotorua on 14-15 November. Some of the key messages of relevance to NEAC’s work include:

· it needs to be people first, dementia second

· “nothing about us without us” – it’s important to involve people with dementia in any work about dementia

· it is helpful to think about dementia as a disability rather than an illness, with a clear focus on well-being and quality of life, and strategies to help manage the disabilities

· the tendency to ignore the person with dementia results in systems of care that are all about risk limitation, and the risk is either to others or as perceived by others.

20. The Committee discussed whether there are any ethical issues that the Subcommittee should consider before speaking to individuals with dementia.
21. Members noted the draft outline of NEAC’s guidance for carers and advice to the Associate Minister of Health.  The next version of the draft guidance will be presented to the Committee at the February meeting.  Members were invited to provide any comments to the Secretariat.
Action
· Secretariat to check whether there are particular ethical issues that may arise with future information gathering meetings. 
Maui Hudson, Te Mata Hautu Taketake: Māori and Indigenous Governance Centre, University of Waikato 
22. Maui Hudson talked about the research he is leading on Māori views on biobanking and genomics. The aim is to develop guidelines for biobanking and genomic research that sit under Te Ara Tika. The main focus of the work is how to connect the ideas of whakapapa, kawa, tikanga, mauri, wairua and mana to the practical reality of research using tissue banks, genomic data and clinical information. 
23. Maui is currently talking to Māori and the science community about the key findings from the research. These include:

· the power of information when tissue banks, genomic data and clinical information all come together

· there are significant ethical, legal, social and cultural implications with this type of information

· information has value as a resource, in a similar way to other resources such as water

· there is a focus on rights in relation to tissue and data, and interests in relation to the results of the research

· it is important that something is returned – this may not be the tissue but could be the findings of the research

· there needs to be a balance between levels of consent and governance – it may be okay to have less specific consent if there are strong governance arrangements

· there is concern about linking health data with other data and this relates to a possible genetic interpretation of behavioural and social issues

· even if data is anonymised, inferences can still be made about Māori as a group

· it is important to retain the ability to inform people about clinically actionable findings and this relates to duty of care. 
Member report backs

24. Neil Pickering talked about the presentations at the 2014 Ethics Committee: Development and Networking Day on 24 November 2014. These covered peer review, autonomy and ethics, the biomedical model of research and ethics and its fit with social science research, and ethics and qualitative research. Other speakers talked about the practical application of ethics for specific research projects. There was some discussion about the lack of funding for new, innovative research; most funding was going to established researchers.

25. Fiona Imlach updated members on the work to develop an information sharing agreement for professionals across health, education, justice and social sectors to help identify children who are or are at risk of being maltreated. This work is part of the vulnerable children’s project. 
In Committee
26. NEAC held an in committee discussion.

Correspondence 

27. Members noted the correspondence sent by the Secretariat on behalf of the Committee and the correspondence received by NEAC.   
28. Chair’s and Secretariat reports 

29. Members noted that NEAC will be reporting to the Associate Minister of Health, Hon Peter Dunne. NEAC’s briefing to the incoming Minister and advice on compensation for treatment injury in clinical trials has been provided to Mr Dunne. 
30. Members noted that the current NEAC vacancy has been advertised on the Ministry of Health’s webpage. 
Minutes of 7 October 2014 meeting

31. The minutes for NEAC’s 7 October 2014 meeting were confirmed as a true and accurate record of the discussion and approved for publication on NEAC’s website.
Next NEAC meeting 

32. The next NEAC meeting will be held on 3 February 2014.

Minutes confirmed as a true and accurate record.
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Date: 3 February 2015

