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National Ethics Advisory Committee meeting minutes
1 April 2014
Present 
Victoria Hinson (Chair) 
Julian Crane
Nola Dangen
Adriana Gunder (QSM)
Andrew Hall
Fiona Imlach Gunasekara
Robert Logan
Wayne Miles
Neil Pickering 
Jacob Te Kurapa
Martin Wilkinson 

Secretariat in attendance
Beverley Braybrook
Emma Doust
Stella Li
Olivia Stapleton 

Apologies
Maureen Holdaway

Guests in attendance
Helen Colebrook, Manager Ethics Committees, Ministry of Health (1.10 – 1.40pm)


Welcome and introductions

1. The Chair welcomed members to the meeting.  

Matters arising 

2. Members noted that the Minister of Health is happy with NEAC’s 2013 annual report and the document is being formatted before being tabled in the House of Representatives. 

3. Members were asked to check that their contact details are up-to-date, and provide any amendments to the Secretariat. 

4. Members were asked to indicate their interest in any upcoming events, including the International Dementia Conference in June 2014, which could be particularly relevant to NEAC’s work on dementia. 

Member declaration of interests 

5. No interests were declared by members. 

Organ allocation 
6. Members considered a number of proposed recommendations to the Minister of Health (the Minister) on organ allocation, based on the information gathered through stakeholder meetings. 
7. Members agreed that this work raised important questions and NEAC could help to provide a framework to assist in organ allocation decision-making. It was agreed that while there are clinical matters relevant to the decision-making criteria, the fundamental questions behind who gets on the waiting list and who gets an organ when one becomes available are ethical. It was also recognised that the potential increase in demand for organs further supports the rationale for NEAC to undertake work in this area. 
8. It was suggested that the Ministry of Health’s (the Ministry’s) work on decision-making criteria for elective surgery might be useful. This work used an algorithmic programme to produce a factual account of how clinicians were weighting different factors in making decisions about which patients qualified for electives. 
9. It was suggested that some of the issues have implications for a range of different areas, for example, health illiteracy impacts on access to many health services, including organ transplants. 
10. It was recommended that the subcommittee ensure that the scope of the organ allocation work is realistic and give further consideration to whether other groups might be best able to lead aspects of the proposed further work. 


11. Members agreed that this work would: 
· emphasise the conflict between different ethical value sets (eg, the best return or ‘mileage’ of an organs vs preserving life and time on the organ transplant waiting list)
· explore the issue of a ‘deserving criteria’ for organ allocation decision-making 
· identify three distinct groups when engaging the public including: a) clinicians, b) people with lived experience of organ transplantation, and c) the general public. 
12. It was agreed that the subcommittee scope the proposed further work (recommendations a. to f.) and in doing so:
a. consider what work NEAC is best placed to undertake and how this will be achieved
b. identify work areas that other groups could undertake. 
13. It was agreed that the subcommittee report back to the Committee in August 2014. 
Action
· Secretariat to prepare draft advice and recommendations to the Minister for NEAC’s approval in August 2014. The advice will scope the specific tasks involved in doing the proposed further work.  
Advance care planning 
14. Members considered NEAC’s final advice Ethical challenges in advance care planning for release.  It was noted that the advice has been changed to reflect feedback from the consultation process. Members agreed that the advice sits at the right level to complement the range of other activities being undertaken in the health sector around advance care planning and reiterated that this work does not consider euthanasia or assisted dying.
15. Members made recommendations for several minor changes to the advice, including: 
· acknowledge that health professionals should expect to have a bias when talking about advance care planning and that they will need to take care not to impose their own views

· remove the reference to a specific ethnicity in the case example illustrating different models of decision-making

· retain the initial definition of an advance directive but remove all subsequent references to it to avoid readers conflating it with advance care planning

· several minor changes to improve clarity and consistency.
16. The Committee approved the advice for release, pending minor changes, and agreed to provide the final advice to the Minister for his information. 
Actions
· Secretariat to finalise the advice and to provide a copy to the Minister. 

· Secretariat to provide members with a copy of the summary of consultation submissions and to append a copy to the advice sent to the Minister. 

· Secretariat to send members a full list of stakeholders that will be notified when the final advice is published and invite members to provide any comments or additions to the list. 

· Secretariat, following the Minister’s review of the advice, to publish the final advice on NEAC’s website and to send a copy of the advice to key stakeholders.
Cross-sectoral ethics arrangements 
17. The Subcommittee reported on discussions from a teleconference with Hazel Irvine, Capital and Coast DHB’s clinical ethics advisory group and Gloria Johnson, Counties Manukau DHB’s clinical ethics advisory committee. 
18. They noted that innovative practice in the clinical setting fell outside the scope of their groups and neither group had been approached about innovative practice by clinicians.  They talked about structures that can provide assistance, for example the Auckland DHB Clinical Practice Committee and the Australasian College of Surgeons Guidelines.  The Clinical Practice Committee uses a thorough and systematic way to evaluate innovative clinical practice.  The groups also raised the National Health Committee’s work to establish four ‘Regional Clinical Networks’ modelled on Auckland DHB’s Clinical Practice Committee.
19. Research ethics is not part of the groups’ mandate, but they noted the potential for overlap between audit, research and quality improvement activity.
20. The groups did not appear to be affected by the HDEC changes in July 2012.  They acknowledged that the impact was felt most by the research offices/committees.   


Action
· Secretariat to arrange a teleconference with the Auckland DHB Clinical Practice Committee to discuss innovative practice.

· Secretariat to add to the list of events for NEAC members the Capital and Coast DHB Clinical Ethics Advisory Group Forum on 20 November 2014.   
Use of health information 
21. Subcommittee members reported on the key findings from three stakeholder meetings held to date. These meetings sought to seek views about the different uses of personal health information and the adequacy of current processes and guidelines to help inform the scope of NEAC’s work in this area. 
22. The key messages and insights provided by stakeholders include the following: 
· Everyone has health data and is affected by decisions about how to use it. This compares to criminal justice data, for example, that only applies to a subset of the population. 
· While there are good systems in place to protect health data there are benefits to centralising data sets as other agencies may not be aware of the unique protections that must be applied to the use of health data. 
· There is a circular process for the ethical approval of using personal health information for research, for example the Privacy Code refers researchers to Health and Disability Ethics Committees (HDECs) and HDECs refers to the Privacy Code when giving approval. 
· With new data linking there is an ability to have all health information, across all variables and data sources available on an ongoing basis.  This accessibility will help facilitate follow-up research. 
· The delivery of patient portals is imminent and mitigation strategies have been developed to address possible data breaches. There are several ethical issues associated with this work, such as charging patients start up fees and ongoing fees for online consultations. 
Speaker: Helen Colebrook, Manager Ethics Committee, Ministry of Health
23. Helen Colebrook updated members on the Ministry’s work to improve processes and monitor HDECs. 
24. It was noted that HDEC chair and member training is likely to take place in August 2014 and that the training will focus on the fundamental aspects of HDECs work, including the application of NEAC’s ethical guidelines to research proposals. There will be an opportunity for NEAC members to speak to the guidelines as part of the training. 
25. Helen also noted that further consideration is being given to identifying the best way to assess the quality of HDEC review. Options include the use of existing applications that have already gone through the HDEC approval process or case scenarios that highlight particular ethical issues.  Further work will be undertaken in May 2014.
26. Members also discussed the role of HDECs to check that adequate peer review has been completed with each research application and that this requirement may have encouraged researchers to apply more scrutiny and seek critical peer comment earlier in the ethics approval process.
27. Helen noted that there continued to be a high number of researcher inquiries to the Ministry since January 2014. The inquiries covered a range of issues but there has been a decrease in the number of inquiries about whether a study falls within the scope of HDEC review or not. 
28. Helen noted that there were 25 percent more clinical trial applications in 2013 compared to 2010. The Committee discussed the merits of charging a fee for industry funded clinical trials and NEAC’s previous work on this issue. 
Correspondence 
29. Members noted the correspondence sent by the Secretariat on behalf of the Committee and the correspondence received by NEAC.  
30. The Chair advised members of a late item of correspondence from the Ministry of Health inquiring about the possibility of NEAC being involved in a group set up to consider how well New Zealand is prepared for the increased availability and use of genomic and molecular medicine. 
Action: 
· Secretariat to circulate the late correspondence letter to members. 

· Members to indicate whether NEAC should be involved in this work and to express any interest they may have in taking part. 
In Committee
31. NEAC held an in committee discussion.
Chair’s and Secretariat reports 
32. The Committee noted the Chair’s and Secretariat’s reports. 
33. Members noted the Chair’s update following the meeting with the Minister of Health on 17 March, including feedback that the Minister is supportive of NEAC’s work and has asked to be kept up to date as work progresses.  The Chair also provided an update on the appointments process for vacancies associated with members terms that expire this year. 
34. Members commented that the monthly usage report for NEAC’s website as provided by the Secretariat was helpful. Members also noted that a Briefing to the Incoming Minister was being developed in preparation for the general election in September 2014, as is usual practice. 
Minutes of 4 February 2014 meeting
35. The minutes of the 4 February 2014 meeting were confirmed as a true and accurate record of the discussion and approved for publication on NEAC’s website.
36. Members suggested three additional points to be considered as part of NEAC’s self-assessment: how NEAC promotes its work, NEAC’s relationship with the Ministry, and the development needs of the Secretariat. 
Minutes of 4 March 2014 meeting
37. The minutes of the 4 March 2014 meeting were confirmed as a true and accurate record of the discussion and approved for publication on NEAC’s website.
Next NEAC meeting 
38. The next NEAC teleconference will be held on 6 May 2014.

Minutes confirmed as a true and accurate record.
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Chair  
Date: 3 June 2014
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