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National Ethics Advisory Committee meeting minutes

9 August 2012

Present 

Victoria Hinson, Chair

Julian Crane

Maureen Holdaway 
Adriana Gunder 

Robert Logan 

Nola Dangen
Andrew Hall

Martin Wilkinson
Apologies

Fa’afetai Sopoaga 

Jacob Te Kurapa 

Robin Olds 
Diana Sarfati 

Secretariat in attendance

Helen Colebrook 
Mathew Reid (until 1pm)
Olivia Stapleton 

Chris Wilson
Welcome and introductions

1. The Chair welcomed members to the meeting and introduced the newest Committee member, Dr Julian Crane. Dr Crane replaces Dr John McCall as the quantitative researcher on the Committee. 
Matters arising 

2. The Chair noted progress on several matters since the previous meeting:

· The Committee wrote to the Resident Doctors’ Association, Medical Laboratory Workers’ Union and the Association of Professional and Executive Employees to provide additional information about NEAC’s project on the application of the ethical principle of ‘do no harm’ to industrial action.  The Chair and members of the subcommittee will attend a meeting with these unions on 15 August 2012 to discuss the project.

· Activity to promote NEAC’s revised Ethical Guidelines for Intervention Studies and Ethical Guidelines for Observational Studies is underway. Key stakeholders have been notified, electronic links to the guidelines are included on relevant websites (eg, HDEC, HRC and NZACRes) and articles have been drafted for inclusion in HRC News and Ethics Notes. The secretariat is reviewing opportunities for NEAC to meet with key groups in the research community to promote the guidelines and NEAC’s work more generally. 
3. Members were asked to review and update their contact details.
Review of cross-sectoral research ethics arrangements 

4. Members were asked to consider and agree on the draft terms of reference of the review and the next steps. 

5. It was noted that this was an ambitious project but that there was considerable value in being able to describe the current research ethics arrangements in New Zealand, particularly following the recent changes to research ethics review. Members reinforced the need to ensure that the project captured the rapidly changing ethical environment and to link with and inform the Ministry of Health’s monitoring programme for health and disability ethics committees (HDECs).

6. It was agreed that the draft terms of reference will be a useful guide for the review and that it may be amended or adapted as the project progresses. It was also agreed that the subcommittee commence the first part of the review, a mapping exercise to document and summarise the current cross-sectoral ethics arrangements for research and related activity. 
7. Dr Julian Crane volunteered to be part of the subcommittee leading the project. It is anticipated that the work load for the early stage of the review will be limited to providing comments and feedback.   

Later note: Dr Maureen Holdaway volunteered to be part of the subcommittee for this review.  
Action:

· Secretariat, in conjunction with the chair and subcommittee, to undertake a mapping exercise of the cross-sectoral arrangements for the ethical review of health and disability research and related activity.  

Clinical ethics networks 
8. Dr Alastair MacDonald (chair, Clinical Ethics Advisory Group, Capital and Coast District Health) presented his work in establishing a clinical ethics network in New Zealand. Dr MacDonald has received funding from the Health Quality and Safety Commission to develop a report on introducing a clinical ethics network in New Zealand and a central website for the network. 

9. There are a small number of clinical ethics advisory groups in New Zealand however many DHBs have no such formal clinical ethics support.  The aims of clinical ethics groups within DHBs are to:

· provide advice to health professionals on individual clinical cases that raise ethical dilemmas 
· contribute to ethical aspects of policy development 

· develop education programmes in clinical ethics for all health professionals. 

10. Members noted that the network is addressing an obvious gap by providing advice to health professionals but that delivering a policy and education function was an ambitious goal, especially during the early stages of establishing the network.  Members discussed the role of different patient perspectives in the advisory groups. It was noted that there has been difficulty recruiting Maori members and that a collection of ethical frameworks was needed in order to help meet the diverse cultural needs of patients.   
11. Dr MacDonald invited members to provide additional feedback on this work. 
Monitoring program for health and disability ethics committees 
12. The Committee discussed with Rohan Murphy, Manager, and Evan Tan, Advisor, at the Ministry of Health the planned monitoring program to measure the quality of the recent changes to HDECs and the impact of these changes on the research community.  The Ministry presented their proposal for the monitoring regime, which will seek to assess the quality of the changes to HDECs across four dimensions: 
a. robustness (eg, whether HDECs protect research participants)
b. efficiency (eg, the timeliness of application processing)

c. Consistency (eg, consistency in decision-making across the four HDECs)

d. Transparency (eg, whether it is clear why HDECs make a certain decisions). 

13. It is proposed that these ‘dimensions’ be assessed using both quantitative data that can be readily extracted from the online application system, and qualitative data that could be collected, for example, through an annual survey, focus groups, ‘mystery shoppers’ and case studies.  Members provided initial feedback on the planned qualitative measures of the proposal, including that:

· measures of efficiency should be broad and assess the effectiveness of the structures and processes in place to support HDECs
· existing resources and opportunities should be utilised when gathering data, for example by collecting feedback at regular HDEC chair meetings
· the annual survey should:

· include questions about the issues that have hindered HDEC approval of a research proposal

· seek detailed user comments as well as answers to closed questions

· assess the process of obtaining peer review of research, and how well this works

· be piloted and tested with users
· it is important to collect feedback from research participants and consumers. This might include, for example, assessing their perception of risks and benefits in research and whether this is consistent with the perceptions of researchers and HDEC members. 
14. Members were supportive of introducing a ‘mystery shopper’ as a way of assessing HDEC decision-making but were mindful about how this should be implemented. 
Action: 

· Members to provide any additional feedback on the Ministry’s proposal by 20 August 2012. 

NEAC conflict of interest policy (facilitated discussion) 
15. Tony Hassed facilitated a discussion of NEAC’s conflict of interest policy.
16. Members noted that the independence of the Committee and its members was crucial. It was agreed that NEAC’s policy should require individual members to identify and declare actual and perceived interests to the Committee and that the Committee as a whole should determine whether or not the interest represents a conflict and, if so, what action to take. It was agreed that the policy did not need to specify the range of actions open to the Committee in deciding how to manage a conflict of interest. 
17. It was agreed that while a conflict of interest register or disclosure statement was not necessary, members will be asked to declare interests at the beginning of each meeting. 
Action:

· Secretariat to draft a revised conflict of interest policy in conjunction with the chair.     
Chair’s and members’ reports 

18. Members noted the chair’s report and a joint member and secretariat report of the Australasian Association of Bioethics and Health Law Conference held in Auckland on 12 – 14 July 2012.  

19. The chair invited members to put forward any issues they would like the chair to raise at her meeting with the Minister of Health on 12 September 2012. 

20. The subcommittee for the advance care planning project updated members on the consultation meetings being held with health professionals to explore the ethical challenges in this area of practice.  
In Committee 

21. Members held an in committee session. 

Correspondence 

22. Members noted the correspondence sent by the secretariat on behalf of the Committee, including a letter sent to the research community promoting NEAC, the revised observational and intervention guidelines, and NEAC’s forthcoming work on research ethics.
Minutes of 12 July 2012 teleconference
23. The minutes of the 12 July 2012 teleconference were confirmed as a true and accurate record of the discussion. 

Next NEAC meeting 

24. The scheduled teleconference in September has been cancelled.  

25. The next NEAC meeting will be held on 11 October 2012.
Minutes confirmed as a true and accurate record.

Chair………………………………………………….

Date…………………………………………
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