



National Ethics Advisory Committee meeting minutes
3 February 2015
Present 
Victoria Hinson (Chair) 
Nola Dangen
Maureen Holdaway (until 3:00pm)
Andrew Hall
Fiona Imlach 
Robert Logan
Wayne Miles
Neil Pickering
Martin Wilkinson

Secretariat in attendance
Gillian Parry

Apologies 
Julian Crane 
Adriana Gunder (QSM)

Guest in attendance

Nive Sharat Chandran, Policy Analyst, Ministry of Health (9:30 – 3:15)
Helen Colebrook, Manager, Ethics Committees, Ministry of Health (11:30 – 12:15)

Welcome 

1. The Chair welcomed members to the meeting and introduced Nive Sharat Chandran, Policy Analyst, Ministry of Health, who attended the meeting to support the Secretariat.

Matters arising 

Independent data council

2. Members noted that the Secretariat has received an update from Statistics New Zealand on the establishment of an independent data council. Work is underway to establish an interim council by May 2015.  Statistics New Zealand would like Julian Crane to continue to be involved, if available, and will provide further information to the Secretariat in due course. 

Update on dementia project

3. Robert Logan provided members with an update on the dementia project.  The subcommittee has recently met with two lawyers to discuss issues for people with dementia from a legal perspective, in particular concerns with the enduring powers of attorney provisions in the Protection of Personal and Property Rights Act 1998 (the PPPR Act).  

4. The Secretariat is currently organising meetings with carers and people with dementia in Auckland, Wellington and Dunedin.  The subcommittee has carefully considered an ethical approach for meeting with individuals with dementia. The subcommittee will hold separate meetings with carers and people with dementia.  The meetings will be face-to-face with at least one subcommittee member, one secretariat member, and a local Alzheimers New Zealand co-ordinator in attendance.

5. The Chair noted that the approach taken by the subcommittee to talk to individuals with dementia could be used as a case study for the revised Guidelines.

6. The subcommittee has agreed to give priority to drafting advice to the Minister to maintain momentum while further meetings are organised.  

Action
· Secretariat to check the status and timing of a review of the enduring powers of attorney provisions in the PPPR Act.

Member declaration of interests 

7. No interests were declared by members.

Potential peer reviewers for the review of NEAC’s observational and intervention studies guidelines 
8. The Committee discussed potential peer reviewers for its 2015 review of the Ethical Guidelines for Intervention Studies and Ethical Guidelines for Observational Studies (the Guidelines).  The Chair reminded members that the peer review process will be over-and-above an extensive consultation process.
9. The Chair noted that it is important to consider who would have appropriate mana to help achieve buy-in of the revised Guidelines in the sector.  It is also important to achieve the right balance of skill sets, and to involve people who will provide robust critique.  Members noted that some of the people the Committee would like to have as reviewers have roles that might create a conflict of interest, or they may not have the capacity to undertake the role due to other commitments. 
10. It was suggested that if a potential peer reviewer is over-committed, they could be asked to nominate another suitable person.  Institutions such as universities could also be approached to nominate up-and-coming people for the role.  This would help to future-proof the revised Guidelines.
11. Members agreed to approach the Health Research Council (HRC) for a nomination.
12. The Committee agreed that four is the ideal number of peer reviewers.
Actions
· Secretariat to group the suggested peer reviewers into areas of expertise and note their potential capacity to be peer reviewers, for circulation to members.  
· Secretariat to draft a letter to the HRC seeking a nomination for a peer reviewer.
Additional issues for the Guidelines review – use of health information
13. Fiona Imlach introduced a report which outlined issues relating to the use of health information.  The Committee noted that changes to the Guidelines are required to address technological advances in the use of health information, in particular the increased use of data linkage.
14. Research using data linkage is classified as observational research; however it was noted that some intervention studies make use of existing data sources.  If there continues to be separate guidelines for observational and intervention studies, there will need to be cross-references to any guidance on data linkage.
15. Members noted that there are a lot of issues relating to health information and this could be a separate project in itself.  The Chair noted that if the revised guidelines were published in electronic format, it would be possible to make minor changes as further work was undertaken.  The basic principles of the guidance wouldn’t change, but further guidance or clarification could be added.
16. The Committee discussed the definition of minimal risk and the impact on the use of health information.  Members noted that definitions will be debated by researchers and the public, regardless of what is published in the revised guidelines.
17. Members discussed the need for the revised Guidelines to be accessible to other sectors.  This will need to be considered when the revised Guidelines are promoted.
Actions
· Secretariat to update the Guidelines review project plan with the additional issues.
Helen Colebrook, Manager, Ethics Committees, Ministry of Health
18. Helen Colebrook provided the Committee with an update on the work of the Health and Disability Ethics Committees (HDECs).
19. The HDEC secretariat is organising a Māori Health Research Symposium on 10 March 2015.  80 people are expected to attend.  Maureen Holdaway will be representing NEAC at the event.  
20. Helen provided an update on an informed consent checklist that is being developed.  Examples of consent forms that have been done well have been published on the website.
21. Alternative forms have been developed to support researchers in determining if the scope of their research should be classified as audit or observational research.  These forms are shorter and make it easier for researchers and the HDEC Secretariat to define the scope of the research.  Copies of the forms were tabled at the meeting. 
22. Helen also provided an update on the issue of compensation for treatment injury in clinical trials for two participants in 2012.  Helen’s understanding is that one of the cases was settled in January.  Helen also understands that Associate Professor Joanna Manning at the University of Auckland has prepared an article on the issue of compensation for treatment injury in clinical trials.
23. Helen noted that the next HDEC Chairs meeting is being held in Wellington on 20 February 2015, and invited a NEAC member to attend.
Annual report
24. Members discussed the draft 2014 annual report.  The Committee agreed to provide it to the Minister, subject to minor changes.
Action
·   Secretariat to amend the draft annual report and submit it to the Associate Minister of Health.
·   Secretariat to check the process for remuneration reviews for Ministerial advisory committees.

In Committee
25. NEAC held an in committee session.
Correspondence
26. Members noted the correspondence received from the National Advance Care Planning Cooperative seeking support from NEAC for the Conversations That Count Awareness Day on 16 April 2015.
Action
· Secretariat to advise the Cooperative of NEAC’s support for the day and note its relevance to NEAC’s work on dementia.
· NEAC to issue a press release supporting the day.
· NEAC to write to all professional bodies on its mailing list to remind them of and promote NEAC’s report Ethical Challenges in Advance Care Planning. 
Chair’s report 
27. The Chair and Deputy Chair gave an overview of their meeting with Hon Peter Dunne, Associate Minister of Health on 22 January 2015.  NEAC’s advice on organ transplantation was discussed in detail, including the importance of NEAC’s involvement in this work, and the interplay between clinical and non-clinical factors in organ allocation decisions.  The Minister is still considering NEAC’s advice.
Secretariat report
28. Members noted that interviews for the vacant Group Administrator role (including administrative support for NEAC) are being held during the week of 9 February 2015.
29. The Secretariat has started the process for securing a contractor to assist with the Guidelines review.  Members were asked to suggest names of subject matter experts who may be suitable for this role.

Member report backs
30. Neil Pickering reported back on his attendance at Otago University’s research ‘sandpit exercise’ on 3 December 2014.  Researchers from different areas participated in the exercise.  The four areas discussed were: compensation for treatment injury from clinical trials; innovative treatments; therapeutic misconception; and non-competent people entering clinical trials.  The purpose of the exercise was to identify new research topics.
Minutes of 2 December 2014 meeting
31. The minutes for NEAC’s 2 December 2014 meeting were confirmed as a true and accurate record of the discussion and approved for publication on NEAC’s website.

Next NEAC meeting 
32. The next NEAC meeting will be held on 14 April 2015.


Minutes confirmed as a true and accurate record.
Chair    
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