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National Ethics Advisory Committee meeting minutes
4 June 2013
Present 
Victoria Hinson (Chair) 
Julian Crane
Nola Dangen
Andrew Hall
Fiona Imlach Gunasekara
Adriana Gunder (QSM)
Maureen Holdaway
Robert Logan
Wayne Miles
Neil Pickering 
Jacob Te Kurapa
Martin Wilkinson 

Secretariat in attendance
Gillian Parry 
Stella Li
Chris Wilson

Guests in attendance
11.00 –12.30	Dr Mary-Anne Woodnorth, Manager, Auckland DHB Research Office
Kathryn Askelund, Research Advisor, Counties Manukau DHB
1.15 – 2.45 		Lorraine Neave, Research and Innovation Manager and Rose Smart, Decision and Research Support Manager, Waitemata DHB Research Office



Welcome and introductions
1. The Chair welcomed members to the meeting and introduced new member Neil Pickering to the Committee.
Matters arising 
2. Robert Logan suggested that the Committee invite members of the Advisory Committee on Assisted Reproductive Technology to speak to NEAC about their ethical framework and new ethical challenges.

Member declaration of interests 
3. The following interests were declared by members: 
· Wayne Miles works closely with one of the people from the research offices speaking to the Committee today. 

Environmental scan of cross-sectoral ethics arrangements for health and disability research and related activity
4. The Committee thought the document was a good framework.  They thought some principles should be pushed more strongly in the document, for example:
· The importance of publishing or distributing knowledge.  This is a fundamental ethical principle.
· That good research protocols are necessary for good research that can be published. 
5. The Committee discussed the importance of publishing negative results but that there is often a bias against publishing them.
6. There are issues around researchers getting peer review for their studies.  Members noted Health and Disability Ethics Committees (HDECs) look for evidence of independent peer review to ensure quality peer review is being carried out.
7. The Committee acknowledged that a key challenge is having a system that is robust and keeps up with the changes that are occurring throughout research and related activity.
8. The Committee noted that:
· The Southern DHB, in conjunction with the University of Otago, has created a new ethics committee to look at studies that would have previously been considered by a HDEC under the previous system but longer have a forum for review.
· There are discrepancies around locality queries on recruitment or who is doing what, or responsible for what. 
· There is some ambiguity around what ethics oversight is about.
· The changes to cross-sectoral ethics arrangements were over-attentive to double-blind clinical trials.  A lot of studies in New Zealand are investigator led or internally supported e.g. pharma-supported. 
9. The Committee discussed the difficulty distinguishing between innovative decision making and clinical practice e.g. a surgeon making gradual changes to their practice.  They talked about having a ‘continuum of research’, with audit at one end, fully-funded proposals at the other, and innovative practice in the middle. The ethics review system should not stop innovative practice but it should protect people.
10. Members discussed that government departments often do not publish the data they produce from their research. 
11. It was suggested NEAC has an important role as it has no vested interest in the cross-sectoral ethics arrangements directly.  NEAC is therefore uniquely positioned to oversee this framework.  Members agreed NEAC’s purpose is to look at the process of ethical review to improve the quality of research, and provide support for researchers so they can achieve it.
Actions
· Secretariat to update the document with the new Standard Operating Procedures and add reference to other ethics committees (e.g. Plunket). 
Guest speakers: Dr Mary-Anne Woodnorth, Manager, Auckland DHB Research Office.  Dr Kathryn Askelund, Research Advisor, Counties Manukau DHB
12. Dr Woodnorth and Dr Askelund spoke about the changes, both positive and negative since the introduction of Standard Operating Procedures (SOPs) for HDECs on 1 July 2012.
Guest speakers: Lorraine Neave, Research and Innovation Manager and Rose Smart, Decision and Research Support Manager, Waitemata DHB Research Office
13. Lorraine Neave and Rose Smart spoke about the positive and negative impact of the changes since the introduction of SOPs for HDECs on 1 July 2012.
14. In reflection, members talked about:
· That there should be some process that facilitates seeking a second opinion for ethical peer review, and who should have this role.
· Ethics governance is found in areas where the Committee did not expect.
· Their concern that there are areas where there is no governance.


Actions
· Secretariat to produce one page summary of the concerns of the research offices who spoke to this meeting. 
Report back on organ allocation
15. The Committee discussed the 1 May Organ Allocation Subcommittee meeting and 14 May meeting between the Subcommittee and Professor John McCall. 
16. NEAC agreed to focus Phase 1 of this project on the process of getting on the transplant list (the ‘listing process’), and associated barriers.
17. The assessment for getting an organ is predictive i.e. looking for responsible post-transplant behaviour, and the extent to which this should be taken into account.  It was noted that by default transplant units give people the benefit of doubt.  The Committee also discussed the difficult case where a child receives an organ, but their parents do not fulfil post-transplantation care and whether the child should receive a second transplant because they are not responsible for their situation.   
Actions
· Andrew and Adriana will ask their networks if people with disabilities experience any discrimination in the ‘listing process’.
· Secretariat to request transplant assessment data from transplant units.  
· The Subcommittee will present the information gathered and an outline of a public discussion document to the full Committee at the August meeting.
Memorandum of Understanding 
18. The Chair will sign the Memorandum of Understanding with the Ministry of Health on 27 June.
Chair’s and Secretariat reports 
19. The Committee noted the Chair’s and Secretariat’s reports.
Correspondence 
20. Members noted the correspondence sent by the Secretariat on behalf of the Committee and the correspondence received by NEAC.  The correspondence received was:
· an email from John C. McKenney, President SEC Associates, North Carolina, USA, informing NEAC that we had incorrectly announced that the 2 April 2013 notes were available and,

· an email from George Symmes, Communications Manager Medical Council of New Zealand, informing NEAC of the recently updated Good Medical Practice which outlines the standards which the public and the medical profession expect a competent doctor to meet.
Minutes of 2 April 2013 meeting
2. The minutes of the 2 April 2013 meeting were confirmed as a true and accurate record of the discussion and approved for publication on NEAC’s website.
Next NEAC meeting 
3. The next NEAC meeting will be held on 6 August 2013.


Minutes confirmed as a true and accurate record.
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