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National Ethics Advisory Committee meeting minutes

21 June 2012

Present 

Victoria Hinson, Chair

Robin Olds, Deputy Chair

Lorna Dyall

Adriana Gunder 

John McCall

Diana Sarfati 

Robert Logan 

Jacob Te Kurapa 
Nola Dangen

Apologies

Fa’afetai Sopoaga 

Andrew Hall 

Martin Wilkinson 
Observers 

Maureen Holdaway (from 1.00 pm)
Secretariat in attendance

Helen Colebrook 

Olivia Stapleton 
Chris Wilson
Welcome and introductions
1. The Chair welcomed members to the meeting and introduced two new members, Nola Dangen and Maureen Holdaway, noting that Maureen was attending as an observer until her term of appointment comes into effect on 25 June.  The Chair also acknowledged the reappointment of Jacob Te Kurapa to the Committee.  
2. The Chair announced that Lorna Dyall was leaving the Committee and acknowledged the significant contribution that Lorna has made to NEAC during her term.  A formal farewell was planned to take place at the close of the meeting. 
3. The Chair announced the recent resignations of two members; John McCall and Diana Sarfati, and thanked them for agreeing to stay on until suitable replacements have been appointed. 
4. Adriana Gunder was congratulated on recently receiving the Queens Service Medal for services to the community.
5. No conflicts of interest were declared by members. 
Matters arising 

6. The Chair noted progress on several items:

· The draft ethical guidelines for health and disability research were subject to brief consultation in late May/early June 2012 (and will be discussed at this meeting).
· NEAC’s agreed confidentiality and media policy has been included in the Members’ Guide, which will be circulated to members shortly. 
· The work programme will shortly be approved by the Minister of Health, which is sought on a project basis, rather than annually. 

· NEAC’s resource document ‘Māori Research Ethics: An Overview’ is being finalised by the secretariat and is on-track to be published in late July. 

· The Minister of Health approved the deletion of the Sub-Committee on Appeals from NEAC’s terms of reference in February 2012.

7. It was noted that members will receive an update on the advance care planning project as part of a member’s report at this meeting. 
8. It was also noted that the May teleconference was cancelled as quorum was not achieved, and was instead treated as a project subcommittee meeting to discuss the draft guidelines prior to targeted consultation.  

Intervention and observational studies guidelines 

9. Members considered the comments made in eight submissions to NEAC’s brief targeted consultation on revised intervention and observational studies guidelines.  It was noted that the submissions received were from a select group. 

10. Members were asked to discuss, and make decisions on, the proposed changes to these guidelines in response to submitters’ comments.  Members discussed both sets of guidelines in detail and agreed on the changes to be included in the finalised version.  Several issues raised by submitters will be considered as part of the 2015 review of the guidelines, including:

· whether there should be additional guidance to support shared access to data 
· whether the advice on secondary use of data should be reviewed and strengthened
· the scope of NEAC’s guidelines need to be broadened to capture other categories of research. 
Actions:

· Secretariat, in conjunction with the Chair, Deputy Chair and subcommittee, to finalise the guidelines and to seek the Minister’s agreement to publish the guidelines in the first week of July 2012.  

Harm and industrial action 

11. Members were updated on the subcommittee’s consultation with health professional regulatory authorities, membership organisations and unions as part of the harm and industrial action project.  A significant number of stakeholder meetings have taken place and several additional meetings are being sought with unions and DHB Shared Services.  Members considered that the Resident Doctors Association will be a particularly important stakeholder to engage with. 

12. It was noted that there were several common themes throughout the stakeholder meetings, including general support for NEAC’s work in this area. 

13. NEAC will be asked to consider the revised summary document, which outlines NEAC’s position on the issues raised in this project, at the NEAC teleconference in July.  Members will also be asked to make a decision about any additional outputs for the project. 

Research ethics governance arrangements 

14. The Committee was asked to consider whether it wishes to undertake a review of research governance arrangements for health and disability research and related activity in New Zealand.  Members noted NEAC’s previous recommendations and work in this area.  Overall, members were supportive of the proposed review and agreed that examining the wider environment of ethics governance arrangements will be an important and substantial piece of work. 

15. Members agreed that terms of reference be developed to clearly define the scope of the review.  The terms of reference would make clear that the review will be a high-level ‘stocktake’ of the cross-sectorial roles and responsibilities of key parties involved in research ethics.  This would provide a ‘snap shot’ of the existing arrangements as well as outline key changes to ethical review of research over recent years.  The review will not seek to address any gaps or inconsistencies that might emerge from the ‘stocktake’ or through consultation with the research community, but rather make recommendations about further work that could be undertaken to help address concerns, including as part of NEAC’s 2015 review of its intervention and observational guidelines. 

16. Members were asked to consider their involvement in the review and whether it would be useful to ask other experts outside of the Committee to act as an independent advisor at key stages of the review. 
Actions:

· Secretariat to develop a terms of reference for the review of research governance arrangements for health and disability research and related activity in New Zealand for consideration by the full Committee. 

· Secretariat to seek the Minister’s formal approval of the review. 

· NEAC members to consider their contribution to the review.

Annual Report 2011 

17. Members discussed and approved NEAC’s Annual Report for 2011, subject to minor amendments.  This includes giving more prominence to NEAC’s independent role in the foreword and removing NEAC’s ‘Goals, Objectives and Desired Outcomes of an Ethical Review System’ document from the appendices, as it does not directly relate to NEAC’s work in 2011. 

Actions: 

· The secretariat to finalise the Annual Report for 2011 in conjunction with the Chair and Deputy Chair. 
Guidelines on members’ fees 
18. Members noted the additional information about what NEAC-related work they are entitled to claim for, as set out in Cabinet’s fees framework for members and chairs of statutory committees.  This information has been incorporated into the Members’ Guide. 
Chair’s and members’ reports 
19. The Chair noted the upcoming meeting with the Deputy Director-General at the Ministry of Health of 22 June 2012 and invited members to put forward issues they would like the Chair to raise on their behalf.  As part of a discussion of the Ministry’s role in supporting NEAC, members discussed with the secretariat the support and training opportunities provided to NEAC secretariat staff.  

20. It was noted that NEAC’s overview document on Māori research ethics was on-track for publication and members discussed how best to promote the document to target audience groups.  It was noted that the secretariat will develop a promotion and implementation strategy as a routine part of any NEAC publication. 

21. Adriana Gunder updated the Committee on progress made with the advance care planning project.  The subcommittee for the project are in the process of scheduling meetings with a small group of health professionals and other key stakeholders to discuss the ethical problems that health professional face in advance care planning work. Feedback gathered through these meetings will help inform decisions about what advice NEAC might usefully produce for health professionals. 

22. Jacob Te Kurapa updated members about Dr Alastair Macdonald’s work to set up a clinical ethics network across New Zealand.  Dr Macdonald is a Consultant Renal Physician at Wellington Hospital.  Members agreed to invite Dr Macdonald to update NEAC on his work at the August 2012 meeting.

· Actions:

· Secretariat to report back to NEAC on opportunities to promote the overview document on Māori research ethics.  
· Secretariat to re-circulate the schedule of conferences and events for 2012. 

· Secretariat to circulate the agenda of the upcoming Annual Australasian Bioethics and Health Law Conference being held in Auckland on 12 – 14 July 2012.

· Secretariat to invite Dr Macdonald to present at the 9 August NEAC meeting.
In Committee 
23. Members held a brief in committee session. 
Correspondence 

24. Members noted the following correspondence:

· the Committee report to the Minister of Health seeking approval to release the revised ethical guidelines for health and disability research for targeted consultation
· invitation letters to health unions and the DHB Shared Services as part of the harm and industrial action project

· invitation letters to health professionals seeking feedback on the ethical challenges in advance care planning. 

25. Members considered the correspondence received by NEAC and agreed a formal response from the Chair. 

Actions:

· Secretariat to finalise correspondence and seek Chair approval. 
Minutes of meeting of 19 April 2012

26. The minutes of the meeting of 19 April 2012 were confirmed as a true and accurate record of the meeting. 
Close of meeting 

27. The meeting was followed by a formal farewell to Lorna Dyall. 
Next NEAC meeting 

28. The date of the next NEAC teleconference will be 12 July 2012, where members will be asked to consider the summary document for the harm and industrial action project.

Minutes confirmed as a true and accurate record.

Chair………………………………………………….

Date…………………………………………
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