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National Ethics Advisory Committee meeting minutes

6 August 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 

Beverley Braybrook

Stella Li

Chris Wilson

Guests in attendance

Dev Oza (Ministry of Health) 
Dr John Adams (Chair) and Philip Pigou (Chief Executive) of the Medical Council of New Zealand (1.15 pm to 2.00 pm).
Dr John Angus, Chair of the Advisory Committee on Assisted Reproductive Technology (ACART) (2.00 pm to 2.45 pm)
Welcome and introductions

1. The Chair welcomed members to the meeting and introduced new Secretariat member Beverley Braybrook to the Committee.  The Committee farewelled departing Secretariat members Gillian Parry and Chris Wilson. 
Matters arising 

2. The NEAC Memorandum of Understanding with the Ministry of Health has been signed.  This could be a model for some of the other committees associated with the Ministry of Health.
Member declaration of interests 

3. The following interests were declared by members: 

· Jacob Te Kurapa is a member of the New Zealand Medical Council
· Neil Pickering is affiliated with one of the visiting New Zealand Medical Council members. 

Work Programme 
4. The Committee discussed the 2013/14 work programme.  In particular, they looked at the balance and priorities of the work programme.  Members agreed to the draft work programme.
5. Members agreed the priority projects are:

· Organ allocation

· Cross-sectoral ethics arrangements - A long-term project to inform the 2015 review of Ethical Guidelines for Intervention Studies and Ethical Guidelines for Observational Studies.
6. Members agreed the projects still being scoped are:

· Ethical issues associated with dementia

· Disability issues 

· Use of health information (October 2013)

7. Members considered that there are ongoing work programme items that need to be added.  This includes promoting NEAC and the review and reissue of published NEAC documents.
8. The Committee also noted the need to maintain a watching brief on emerging issues.  For example, an emerging issue that could become part of the work programme is stem cell research.  Recent work has involved taking cells from a person with an illness, converting them to primitive stem cells, then culturing to study the illness. 
9. The work programme is constantly reviewed and planned within budget. 
Actions
· A briefing will be provided to the Minister seeking his approval of NEAC’s work programme.

· Update the work programme to include a watching brief on emerging issues and review of NEAC publications as appropriate.
Report back on organ allocation
10. The organ allocation subcommittee reported back on the teleconference they had on 9 July 2013 with Naida Glavish (Chief Advisor, Sector-Tikanga, General Manager Māori Health Auckland and Waitemata DHBs) and Wi Keelan (Chief Advisor, Sector Capability and Implementation, Māori Health Service Improvement).  Naida has done a lot work in education for Māori on organ donation as part of the Organ Donation Transplant Committee.  Naida is interested in continuing to be involved with NEAC’s organ allocation work. 
11. On 31 July 2013, the Secretariat met with Lucia Bercinskas and Nick Polaschek from Sector Capability and Implementation at the Ministry of Health who have been working on organ donation.  They suggested expanding the project to include ethical issues associated with live donation and to contact Paula Martin who is writing a PhD thesis on issues with live kidney donation.
12. The Committee noted that it would be useful to discuss the ethical issues associated with allocation of kidneys from altruistic donors with Paula Martin but at a later stage in the project.  
13. The Committee noted the letters written to Organ Transplant Units to find out about the process of getting on the transplant list.  They also noted the one response received so far from the Canterbury DHB.

14. The Committee discussed the organ allocation project.

· Members noted the issues around:

· the risk of unconscious bias, particularly where allocation decisions require balancing a range of factors
· allocating organs nationally versus regionally.

· Members also noted that transplant surgeons have greater awareness of the ethical issues because of the scarcity of organs from deceased donors.

15. The Committee agreed to maintain the original scope of the project, continuing to focus on phase 1 (listing).  Members were of the view that live donation could be included at a later stage in the project.
Actions
· The Organ Allocation Subcommittee will have a teleconference to discuss the information received from the Organ Transplant Units 
· Secretariat to find background information relevant to organ allocation (from both deceased and live donors) including

· national versus regional allocation of organs
· research on the difference between using an algorithm or clinical judgement

· Ministry of Health work on elective surgery allocation.
Report back on Māori Research Ethics
16. NEAC discussed the history of NEAC’s Māori Research Ethics: An overview.  The document was originally developed as a resource for work on Te Ara Tika: Guidelines for Maori Research Ethics: A framework for researchers and ethics committee members (published by the Health Research Council (HRC) on behalf of the Pūtaiora Writing Group). 
17. The Committee decided that NEAC has fulfilled its role in its partnership with Ngā Pae o te Māramatanga (the National Institute of Research Excellence for Māori Development based at the University of Auckland) and HRC to develop a Māori framework for health and disability research ethics.
18. Members agreed not to publish Māori Research Ethics: An overview, but it may be used as a resource document for reference.
Action

· NEAC to invite Barry Smith (one of the authors of Te Ara Tika) to come and talk to the Committee about how NEAC can support them in a review of Te Ara Tika.  NEAC can offer its resource document Māori research ethics: an overview for their reference. 
Ethical issues associated with dementia
19. The Committee noted and discussed the work underway within the Ministry of Health and the sector to improve care for people with dementia. 
20. NEAC discussed the output of a project on the ethical issues associated with dementia.

21. The Committee agreed to produce a resource that would support carers as they make day-to-day decisions for a person with dementia. 
Action
· The dementia subcommittee will have discussions with Alzheimers New Zealand and the National Dementia Cooperative to find out their views on  ethical issues associated with dementia.
· These organisations may be able to assist with identifying informal carers that the subcommittee could talk to. 

· Dementia subcommittee (with addition of Wayne Miles) to report back at NEAC’s October meeting.
Dr John Adams (Chair) and Philip Pigou (Chief Executive) of the Medical Council of New Zealand 
22. Dr John Adams and Phillip Pigou spoke to the Committee about the Medical Council of New Zealand.  There are 12 members on the Council and it has a staff of 60.  The Health Practitioners Competence Assurance Act 2003 defines the role and purpose of the Council.  The Council is involved with the regulation of medical practitioners in the service of protecting the public.  The Council sets standards for medical practice that medical practitioners should adhere to.  Clinician organisations (such as the medical colleges and the New Zealand Medical Association) set their own ethical code.
23. The Council spoke to the Committee about:

· The Council’s recent review of its document Good Medical Practice.  One of the changes includes expanded and updated standards about teamwork and handover.

· The Council’s consultation on medical certificates, specifically the extent to which doctors should be providing patient information to employers.

· Beliefs in medical practice.

Dr John Angus, Chair of the Advisory Committee on Assisted Reproductive Technology (ACART)
24. John Angus introduced himself, the membership and the work of ACART.  John has been a member of ACART since 2010 and has been Chair since 2011.  He was appointed to ACART through his former role as the Children’s Commissioner.

25. ACART is established under the Human Assisted Reproductive Technology Act 2004 (HART Act) to formulate policy and advice specific to assisted reproductive technology.  It is an advisory committee that provides independent advice to the Minister of Health and issues guidelines to the Ethics Committee on Assisted Reproductive Technology (ECART).
26. John Angus spoke to the Committee about:

· The principles of the HART Act that guide ACART’s work.  These include the importance of the health and well-being of children and awareness and access by donor offspring to information about their genetic origins.

·  ACART’s work programme (developing amended surrogacy guidelines and guidelines on family gamete donation and advice to the Minister of Health on the import and export of in vitro gametes and embryos)
In Committee

27. NEAC held an in committee discussion.
28. Correspondence 

29. Members noted the correspondence sent by the Secretariat on behalf of the Committee and the correspondence received by NEAC.  NEAC received an invitation from Rose Smart, Design & Research Support Manager, Awhina Research & Knowledge, Waitemata DHB to attend the New Zealand Association of Clinical Research symposium on creating an effective clinical trials environment. 
30. The Committee noted an additional piece of late correspondence received.  The Auckland Women’s Health Council wrote seeking NEAC’s sponsorship for their upcoming event ‘The Cartwright Legacy at 25 years’ on 27 September 2013 in Auckland.  The Committee discussed the fact that sponsorship is not within NEAC’s terms of reference but that NEAC would ensure it attended the event.
Chair’s and Secretariat reports 

31. The Committee noted the Chair’s and Secretariat’s reports.

32. The Committee noted and discussed the report from Adriana Gunder (QSM) and Fiona Imlach Gunasekara about the Health and Disability Commissioner 3rd National Disability Conference they attended on 17 June 2013.
33. An induction session is taking place at the Ministry of Health on 7 August 2013 for new NEAC members Neil Pickering, Wayne Miles and Fiona Imlach Gunasekara. 

Minutes of 4 June 2013 meeting

34. The minutes of the 4 June 2013 meeting were confirmed as a true and accurate record of the discussion and approved for publication on NEAC’s website.

Next NEAC meeting 

35. The next NEAC meeting will be held on 1 October 2013.
Minutes confirmed as a true and accurate record.
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