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National Ethics Advisory Committee meeting minutes
3 December 2013
Present 
Victoria Hinson (Chair) 
Nola Dangen
Andrew Hall
Adriana Gunder (QSM)
Maureen Holdaway
Robert Logan
Wayne Miles
Neil Pickering 
Jacob Te Kurapa
Martin Wilkinson 

Secretariat in attendance
Beverley Braybrook
Emma Doust
Stella Li

Apologies
Julian Crane
Fiona Imlach Gunasekara

Guests in attendance
Dean Adam, Principal Advisor Research, Ministry of Health (12.45pm to 1.30pm)
Dev Oza, Manager, Business Services, Policy Business Unit, Ministry of Health (10.30am to 11.00am)



Welcome and introductions
1. The Chair welcomed members to the meeting.
Matters arising 
2. Members noted that Jacob is attending the Health Services Research Association of Australia and New Zealand: 8th Health Services and Policy Research Conference.
3. Members discussed the importance of highlighting NEAC presence at conferences and events.  Robert requested that members’ name tags should identify them as NEAC, not Ministry of Health.
Member declaration of interests 
4. No interests were declared.
Organ allocation
5. Members noted the meetings that have occurred so far with Organ Transplant Units and other interested parties.
Ethical issues
6. Members discussed the ethical issues selected by the Subcommittee for further consideration.
7. Age
· Age alone does not play a large part in allocation of organs.  However, the Subcommittee noted that across the transplant units, priority was seen to be given to children. It appears that there are some distinctions between paediatric and adult patients.  Are the cut-offs arbitrary?
· Members noted that there appears to be some difference between stakeholder description of how age is taken into account and what is in the guidelines.
· The Committee considered two questions:
1. Should younger patients or paediatric patients be given priority?
2. If younger patients were to get priority, should this extend across age groups?  For example, should a 40 year old be prioritised above a 50 year old?
8. Barriers to being offered transplant as an option
· The Committee talked about factors that may impact on whether transplant is offered:
· patients with poor health literacy may not pursue an organ transplant
· patients with history of poor compliance may be assessed as having a high likelihood of non-compliance post-transplant
· The Committee also talked about the variability in referral rates across consultants and primary care providers.

9. Human Leukocyte Antigen (HLA) matching (kidneys only)
· Members talked about when organs are a perfect or good HLA match for someone on the waiting list, that person will be given higher priority than someone with a poorer, but still acceptable, match who has been waiting longer.  
· The Committee discussed how clinically important HLA matching was.  The difference in graft survival rate for a very well matched versus very poorly matched kidney is only 5-10%.  
· If this is the strongest predictor available, the extra 5-10% may be acceptable for giving someone priority.  On the other hand, members questioned how important this criterion was compared with other criteria for determining priority.  
10. Use of outcome criteria
· The Committee questioned how important outcome criteria (eg, a 50% chance of survival after 5 years) are compared with other values, such as need, fairness and equity of access.
· Members discussed whether there is enough public input or transparency around the criteria used to determine priority.
· Neil talked about one innovative example where clinical and values-based criteria were included in an algorithm for prioritising patients for surgery.  The aim was to utilise technology and human judgement.  Weights were determined for each of the criteria (eg, clinical measures, equity, patient needs) based on the views of clinicians as to their relative importance. It was hoped that this approach would ensure a fair and standardised approach to prioritising patients.   
11. Responsibility for condition
· Members noted that this factor is not currently taken into account when allocating organs (except where it may affect future outcome).  
12. Regional access and resource barriers
· Members discussed the variability of access to services relating to organ transplants, from getting on the wait list, to getting an organ.  For example, tests or consultations with clinicians for patients (and donors) may not be as readily available in particular locations, or there may be limited theatre availability.
Consultation format
13. The Committee discussed the form of consultation for this project.  The Committee agreed that, before decisions could be made about consultation, it was important to know where:
· NEAC is able to make recommendations based on current information
· there are gaps in knowledge and further research may be needed
· public input would be most valuable.  

Action
· Secretariat to draft an outline as agreed above for discussion by the Subcommittee in February 2014.
Enhancing cross-sectoral ethics arrangements 
14. Members noted the Subcommittee had met with 13 stakeholders.
15. Members considered the draft proposed outline of the discussion document and agreed on, and discussed the issues under five categories:
· Gaps in ethical review
· Alternative ethical review structures
· Peer review
· Audit and audit-related activity
· Other identified issues
16. Members agreed the proposed discussion document will encourage stakeholders to consider underlying ethical review issues that are independent to the recent changes to HDECs.  Any issues related to changes to the HDECs and the implementation of these will be identified in the discussion document, but NEAC is not responsible for resolving these.
17. Members agreed the proposed discussion document should not be a critique, but a way of sharing information, and identifying and encouraging enhancements to current cross-sectoral ethics arrangements. 
18. A member suggested the Subcommittee may wish to speak with the Clinical Ethics Advisory Committees (CEAGs).  CEAGs may have views on possible responses to some of the identified issues. 
19. Members had a discussion about the benefits of having a more cohesive ethics arrangement landscape.  Should the focus be on identifying the pathways and processes to assist individual researchers seeking ethical review? 
20. The Chair recommended members send the Secretariat any further comments.  
Actions
· Secretariat to organise meeting between the Subcommittee and CEAG representatives to help inform the discussion document.
· Secretariat to incorporate any feedback sent by Committee members.
Speaker: Dean Adam, Principal Advisor, Research, Ministry of Health
21. The Committee were given a presentation by Dean Adam, Principal Advisor, Research, from the Ministry of Health (the Ministry).  Dean talked about his role and research in the Ministry.
22. Research at the Ministry makes up a small portion of the research sector landscape (less than 10% of Vote Science).  The focus of Ministry research is policy development and assessment.
23. The Ministry has research contracts with universities (mainly the University of Auckland), Health Research Council, non-government organisations and private researchers.
24. The Ministry wears different hats in its research role.  The Ministry is a:
· User of research.
· Funder – important to know what other research is happening and where the gaps are.
· Sector leader – providing stewardship for orphan or minimal traction projects; identifying where future capability and capacity is required.
25. Dean talked about the usefulness of sector alignment and connectedness during problem definition, and for strategic direction.  It helps to clarify the scope of a potential project, identify what has already been well-researched, and make the best use of what we already know.  
26. Dean also talked about the Ministry’s role to broker conversations relating to research, with external stakeholders or across Ministry teams.
27. The Ministry’s research work is focusing on: 
· governance
· presence – sharing what research is happening
· establishing guidelines to increase consistency in planning and managing research
· creating a database to share research with the sector and avoid unnecessary duplication of work
· creating a network for better engagement with the sector.
28. Members also discussed:
· ethics around data sharing
· what existing structures are available for reviewing  research or policy work
· non-publication of results or ‘hiding’ research.
Dementia
29. Members noted the issues raised at meetings with Alzheimers New Zealand and the National Dementia Co-operative.
30. Members noted Robert attended the National Dementia Co-operative Knowledge Exchange Forum.  Members also noted the issues discussed, including:
· Different types of dementia have different symptoms and disease progression.  The fluidity in capability needs to be mirrored by fluidity in arrangements.  
· Critical phases, particularly the importance of a timely diagnosis and the difficulties around making a diagnosis.  The process can be managed well even if there is uncertainty.
· Dignity of risk and what it means for dementia.  If the focus is on containing all possible risks then carers may stop the person doing what they are still capable of doing.  It may be preferable to accept that there will be some risk, and this may result in poorer outcomes, as too many restrictions can make life miserable.  
· Needs to be supportive relationship between the carer and caring professions; carers may not feel supported enough to allow a level of risk. 
· The sense of loss for a person with dementia (and their carer) as their cognitive skills and ability to perform tasks deteriorate.
· Need to recognise that it is important to bring the family in early and this is not consistent with individual consent and choice.  There may be conflicts of interest – between what is best for the patient and what is best for the carer or family.
Action
· The Secretariat to organise a meeting for the Subcommittee to discuss next steps. 
Update on use of health information
31. Members noted the issues raised at the National Institute for Health Information (NIHI) Symposium attended by Andrew Hall and Wayne Miles.
32. Members noted the update on the predictive risk modelling work including the recent query about ethical approval of future research using the linked dataset.  Members discussed Tim Dare’s upcoming publication that reviews the predictive risk modelling work, and whether NEAC should publish its advice to the Minister.
33. Members noted the new function at Treasury involving advanced analytics and Nuffield’s consultation on the ethical issues arising from linking, analysis and use of biological and health data.
Actions
· NEAC will ask the Minister of Health whether it can publish its advice to him on the Ministry of Social Development’s predictive risk modelling work.
· The Secretariat will invite David Wales, Treasury to a future NEAC meeting to talk about the new advanced analytics function. 
Correspondence 
34. Members noted the correspondence sent by the Secretariat on behalf of the Committee and the correspondence received by NEAC.  The correspondence received included:
· An email from Michael Johnson, Minister Ryall’s Office, indicating that consultation on advance care planning could proceed.
· An email from Don Gray, DDG Policy noting that he would refer Victoria Hinson’s email about work to improve HDEC processes to Don Mackie, Chief Medical Officer, Clinical Leadership, Protection and Regulation.
· Letter from Lyndy Matthews, Chair, Council of Medical Colleges in New Zealand, inviting NEAC to meet with the Council of Medical Colleges Board or Executive to discuss the cross sectoral ethics arrangements project.
· An email from Don Mackie, Chief Medical Officer, Clinical Leadership, Protection and Regulation, to Victoria Hinson responding to NEAC’s concerns about continuing work to address problems with the current HDEC processes. 
· An email from Abha Saxena, Global Health Ethics Unit, World Health Organisation, inviting NEAC to 10th Global Summit of National Ethics/Bioethics Committees in Mexico, 22 to 24 June 2014.
· An email from Julie Ruthe, Projects Co-ordinator, Health and Disability Commissioner, enclosing copy of Annual Report for year ended 30 June 2013.
Terms of Reference
35. Members discussed the revised Terms of Reference with changes made to reflect agreed new policy on confidentiality, responding to the media and conflicts of interest.  
36. Members noted other changes to the composition of the committee, consultation, and duties and responsibilities of members and the Committee.  Members agreed one further change to composition of the Committee to give more flexibility in how required expertise in ethics, research, epidemiology and law is represented across the membership.  
Action
· NEAC will seek the Minister of Health’s agreement to the revised Terms of Reference.
In Committee
37. NEAC held an in committee discussion.  
Chair’s and Secretariat reports 
38. The Committee noted the Chair’s and Secretariat’s reports.
Minutes of 1 October 2013 meeting
39. The minutes of the 1 October 2013 meeting were confirmed as a true and accurate record of the discussion and approved for publication on NEAC’s website.


Next NEAC meeting 
40. The next NEAC meeting will be held on 4 February 2014.

Minutes confirmed as a true and accurate record.
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