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National Ethics Advisory Committee meeting minutes

2 April 2013

Present 

Victoria Hinson (Chair) 
Julian Crane

Fiona Imlach Gunasekara
Adriana Gunder (QSM)
Maureen Holdaway

Robert Logan

Wayne Miles

Jacob Te Kurapa

Martin Wilkinson 
Apologies

Nola Dangen
Andrew Hall

Secretariat in attendance

Gillian Parry 

Stella Li

Chris Wilson
Guests in attendance

Sarah Delgado (Manager, Ethics Committee, Ministry of Health) (1.30pm –2.00pm) 

Denise Church (Leadership Matters Limited) (2.15pm – 3.15pm)
Welcome and introductions

1. The Chair welcomed members to the meeting.
Matters arising 

2. The Chair noted progress on several matters:

· The Minister of Health was pleased with, and thanked NEAC for, its advice on Predictive Risk Modelling. 
· Alternative recruitment strategies in cancer trials: 
Julian Crane met with cancer specialists to discuss whether recruitment for cancer trials is a problem in New Zealand.  The specialists shared the view that recruitment was not a barrier in cancer trials.  The specialists considered that the alternative recruitment strategy proposed in the paper about cancer trials recruitment may be negatively received, particularly in light of the Cartwright inquiry.  The Committee decided to not further this project, but will respond to the paper when it is published in the New Zealand Medical Journal. 

Arising from this work, NEAC noted the broader issue of public awareness around health data use.  This will be considered later in the year.  The Committee discussed the possibility of a “citizens’ jury” approach to this issue.

Member declaration of interests 

3. The following interests were declared by members: 

· Jacob Te Kurapa is a member of the Medical Council of New Zealand (MCNZ).  The MCNZ made a submission to NEAC’s limited consultation on ‘The ethical principle of ‘do no harm’ and industrial action’. 
· Fiona Imlach Gunasekara’s husband works for the New Zealand Medical Association (NZMA).  The NZMA made a submission to NEAC’s limited consultation on ‘The ethical principle of ‘do no harm’ and industrial action’. 
Organ allocation

4. Martin Wilkinson led a discussion on organ allocation in New Zealand. Following the December 2012 meeting, NEAC members had requested scoping a potential project on ethical issues in organ allocation.

Personal rights and acquisitions of organs
5. Martin gave a presentation on personal rights and acquisition of organs.  Ethical problems discussed in Martin’s presentation included:

· The issue of consent for organs, in particular, whose consent is required. For example, whether consent is required prior to a donor’s death, or if consent is required by their families.

· Whether there should there be an ‘opt in’ or ‘opt out’ approach to organ donation.  
· Setting a price for organs and the possibility for people to sell their organs.  

· The possibility of a donor setting conditions on their organs, for example specifying recipients.

· Whether ‘bonus points’ for willingness to donate can be earned by potential recipients. 
6. Members discussed the family’s right to veto a person’s decision to donate their organs.  Members found it helpful to think about organ donation in terms of individual rights.  A person only has the right to offer their organs for donation; their family vetoing consent for this is not an infringement of this right.  The power of veto holds no legal weight, but health professionals are conscious about the potential negative publicity from a disagreement with family that could lead to a drop in donation rates.  From this discussion, members considered the potential for a spot market
 for organs that could operate like a life insurance policy for the donor’s family and discourage the family to veto.
Māori perspectives on organ allocation
7. Members considered Māori perspectives on organ allocation.  Members discussed the paper, Māori Pacific Attitudes Towards Transplantation: Professional Perspectives:
 
· The diverse range of perspectives amongst Māori towards transplantation.
· Existing biases within the health system, including existing allocation criteria that over-represent Māori as non-compliant candidates.  
8. Members agreed to consider how Māori perspectives might be reflected in the proposed project on ethical issues in organ allocation, and that it would be helpful for the project subcommittee to talk to the Ministry of Health’s Māori Health Business Unit.
Secretariat paper on organ allocation
9. Members considered the Secretariat’s paper on scoping a potential project that explores the need for national organ allocation criteria.  Members agreed to revise the first phase of their preliminary analysis.  Members want to better understand the pathway leading up to the point where organ allocation criteria are considered.
10. Martin, Jacob and Maureen volunteered to form the subcommittee for this proposed project.
Actions

· Secretariat to revise the scope of phase 1 of the proposed project.  This will explore whether there are any disparities in accessing donated organs between groups, for example, due to ethnicity or disability, and the causes of the disparities. 
· Secretariat to provide further information or statistics on the patient pathway leading up to considering organ allocation criteria
· Secretariat to organise for the subcommittee to meet with the Ministry of Health’s Māori Health Business Unit, to discuss opportunities to incorporate Māori perspectives into the project
· Secretariat to organise for the subcommittee to meet with John McCall to discuss this project.
In committee 

11. Members held an in committee session.

Annual report
12. Members approved the draft 2012 NEAC annual report for publication subject to a few minor revisions.
Actions

· Secretariat to make amendments accordingly and then to deliver to the Minister of Health for approval for tabling in the NZ House of Representatives.
Memorandum of Understanding
13. The Chair updated the Committee on progress towards finalising a Memorandum of Understanding between the Ministry of Health and NEAC.
Monitoring the Health and Disability Ethics Committees 
14. Sarah Delgado, Manager, Ethics Committees, Ministry of Health, updated the members on monitoring Health and Disability Ethics Committees (HDECs).  
15. Members noted the minutes from the subcommittee’s teleconference with the Ministry of Health in March 2013, and the briefing document provided by the Ethics Committees, with the progress of the HDEC monitoring work.
16. Members were interested in the draft annual surveys for HDEC members and HDEC stakeholders.   Sarah welcomed members to comment on these.
17. Sarah also discussed with members:
· Monitoring the quality of the HDEC’s work through quantitative and qualitative data. For example, using their existing data base to mine for data, launching an annual survey, using Chairs’ meetings for feedback, and the possibility of peer evaluation.  
· Improving the IT system in response to sector feedback.

· The proposed review of the participant information sheet and consent form.
Actions

· Members to feedback to the Secretariat, any comment on the draft annual surveys for HDECs and stakeholders by the end of April.

· Secretariat to organise regular teleconferences with the Ministry of Health for a progress update on the monitoring of HDECs.
Board Development
18. Denise Church from Leadership Matters Limited spoke to NEAC about how they can build and extend their performance as a Committee.  Members discussed the strengths of the Committee and the value of ‘creative dissent’.
Do no harm and industrial action
19. Members noted the submissions that came out of the limited consultation on NEAC’s paper ‘The ethical principle of do no harm’ and industrial action’.  They discussed the late submission made from the Ministry of Health.
20. Members agreed no further changes needed to be made having reviewed all the submissions received from the limited consultation.  Members considered and approved the paper for public release, and agreed to publish the finalised paper on the NEAC website. 
21. Members agreed to provide an advanced copy of the finalised paper to the Minister of Health. Members also agreed to notify key stakeholders and circulate the summary of submissions and finalised paper to them.
Actions
· Secretariat to draft a letter to the Minister of Health advising him of NEAC’s intention to publish the paper ‘The ethical principle of ‘do no harm’ and industrial action’.
· Secretariat to draft a letter to stakeholders informing them of the paper being published.  
· Secretariat to draft a letter responding to the submission from the Ministry of Health.
Chair’s and Secretariat reports 

22. The Committee noted the Chair’s and Secretariat’s reports:

· The Chair talked about her meeting with the Deputy Director-General for Policy, Don Gray.  They discussed the Memorandum of Understanding, and agreed that the Chair would meet with Dev Oza, Manager Business Services, Ministry of Health in April to discuss NEAC’s 2013 work programme and the budget.
· The Secretariat gave an update on the anticipated upcoming NEAC induction session for new Committee members in May 2013. 
Correspondence 

23. Members noted the correspondence sent by the Secretariat on behalf of the Committee and the correspondence received by NEAC.  The correspondence received was:

· a request from a solicitor from Buddle Findlay for the industrial action and ‘do no harm’ discussion paper,

· an invitation to a workshop on the ethics of predictive risk modelling to assist professionals with identification of children at risk of abuse or neglect (the workshop was subsequently postponed) and,

· an invitation from the Advisory Committee on Assisted Reproductive Technology (ACART) to provide views on policies around the import and export of gametes and embryos. 
24. The Committee agreed to respond to the Secretariat by 12 April 2013 about whether they would like to make a submission to ACART about import and export of gametes and embryos. 
Minutes of 5 February 2013 meeting

25. The minutes of the 5 February 2013 meeting were confirmed as a true and accurate record of the discussion and approved for publication on NEAC’s website.

Next NEAC meeting 

26. The next NEAC meeting will be held on 4 June 2013 in Auckland.

Minutes confirmed as a true and accurate record.
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Date: 4 June 2013
� A commodities or securities market in which goods are sold for cash and delivered immediately. Contracts bought and sold on these markets are immediately effective. � HYPERLINK "http://www.investopedia.com/terms/s/spotmarket.asp" �http://www.investopedia.com/terms/s/spotmarket.asp� (accessed 16 April 2013)


� Mauri Ora Associates (2009). Māori Pacific Attitudes Towards Transplantation: Professional Perspectives. National Renal Advisory Board, Ministry of Health, Wellington.
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