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National Ethics Advisory Committee meeting minutes

4 February 2014
Present 

Victoria Hinson (Chair) 

Julian Crane

Fiona Imlach Gunasekara

Adriana Gunder (QSM)

Maureen Holdaway

Wayne Miles

Neil Pickering 

Martin Wilkinson 

Jacob Te Kurapa

Andrew Hall

Nola Dangen

Robert Logan

Apologies

None
Secretariat in attendance

Beverley Braybrook

Emma Doust
Guests in attendance

Barry Smith – Co-author of Te Ara Tika (1.30pm to 2.10pm)
Welcome and introductions

1. The Chair welcomed members to the meeting.  
Matters arising 

2. Members were asked to check that their contact details are up-to-date, and provide any amendments to the Secretariat. 
3. Members to indicate their interest in any upcoming events to the Secretariat. 
4. Chair noted that the Minister of Health had agreed to NEAC publishing its advice on the Ministry of Social Development’s predictive risk modelling work on the NEAC website.

5. David Wales, Manager Analytics and Insight, Treasury will be invited to the June meeting to discuss the work of his team. His team is conducting advance analytics using datasets that government agencies have deposited in Statistics New Zealand’s Integrated Data Infrastructure. 

Member declaration of interests 

6. The following interests were declared by members: 

· Jacob Te Kurapa, Martin Wilkinson, Neil Pickering and Wayne Miles know certain people involved in the use of ketamine case investigated by the Health and Disability Commissioner (a copy of this report was provided to the Committee as part of the innovative practice agenda item). In addition, Wayne Miles was an expert advisor for the Commissioner.
· Andrew Hall has started a new job at the Canterbury DHB. This role involves a new patient administrative system for the five DHBs in the South Island. The ethical issues associated with sharing individual health information is part of NEAC’s use of health information project. 

Monitoring of HDECs
7. Members discussed what they would like to see come out of this project and the level of NEAC’s involvement. Concerns were raised around regional variability, lack of user confidence in the system, possible gaps in the review process and how to measure the impact of the changes. Members thought it would be good to quantify the research that is not being reviewed at all (and should be) but this may be difficult.
8. Members raised a concern about placing reliance on one point in time (through stakeholder surveys), rather than obtaining continuous feedback (eg, asking researchers for feedback at the end of every application).
9. Members noted this project has significant crossovers with the cross-sectoral ethics arrangements project. They discussed whether the monitoring project should look at the gaps found by the cross-sectoral ethics project. 
10. Members noted that one of the original aims of the HDEC changes was to increase the amount of international research happening in New Zealand and the New Zealand research endeavour in general.  Members questioned whether the current monitoring project will assess the impact on the research community.  It may only measure whether the current processes are working, not whether they are better. 
Actions
· Secretariat to advise members when the Ministry’s stakeholder surveys have been released.
· Secretariat to revisit initial scope of monitoring project to identify any differences in what is now being measured.
· Secretariat to report back on the progress with other actions in the Government’s response to the Health Select Committee’s Inquiry into improving New Zealand’s environment to support innovation through clinical trials.  
Innovative practice
11. Members noted that providing advice on innovative practice is one of NEAC’s functions in its terms of reference. Innovative practice is currently covered by the ethical guidelines for intervention studies. 
12. Members discussed the possibility of a separate set of guidelines, however, innovative practice takes place in both observational and intervention studies, and there would be a large amount of cross-over between guidelines. Members agreed that a separate guideline for innovative practice was not required; innovative practice will be considered during the guidelines review planned for 2015.
13. NEAC’s project on enhancing cross-sectoral ethics arrangements has identified innovative practice as an issue. This project will also feed into the guideline review planned for 2015. Members agreed to include an expanded discussion on innovative practice in the cross-sectoral ethics arrangements discussion document.
14. Members discussed the various ways innovative practice has been managed within the clinical setting eg, through credentialing committees. It is important to create a climate where clinicians are encouraged to discuss innovative practice with colleagues.  A formal process, if used well, can be a powerful way of restricting the practice of clinicians (if required).  
Actions
· Secretariat to include an expanded discussion on innovative practice in the draft discussion document on enhancing cross-sectoral ethics arrangements. 
Self-assessment of performance - methodology
15. Members agreed that there is value in performing a self-assessment. Members suggested the self-assessment:
· look at the role of NEAC, members understanding of that role and how NEAC determines the priorities of different projects (what will be effective or make an impact)
· evaluate the entire process of developing advice, not just the meetings – include role of teleconferences, process for identifying stakeholders
· look at how NEAC currently works and how this has changed from the past – does NEAC have the right balance between subcommittee and whole committee work; what is the capacity of NEAC to change focus if there are new opportunities
· discuss the impact of NEAC outputs on the public.
16. Members also agreed that prior to the assessment, the Secretariat  should prepare a background paper that discusses:
· previous committee work on the role of NEAC
· feedback from the Minister of Health and other stakeholders (if possible)
· what the Secretariat needs from members and its views on how NEAC has been working
· basic evidence on the impacts of NEAC outputs
· what happened to previous projects in the past (both successful and unsuccessful) and any patterns.
17. Members agreed the self-assessment should be run by an external facilitator with a structured agenda, and have a duration of two hours. 
Action

· Secretariat to identify potential facilitators for self-assessment session at NEAC’s June 2014 meeting.
· Secretariat to prepare background paper  on how NEAC currently works, how this has changed over the years, and the history and outcomes of past projects.
· Secretariat to identify ways of determining impact of NEAC outputs.

Conference Attendance 

18. Jacob Te Kurapa attended the 8th Health Services and Policy Research Conference in Wellington on 2 to 4 December 2013. He reported that a main theme of the conference was the health of indigenous people and the disparity of access to healthcare. 
19. Neil Pickering attended the Bioethics Conference in Dunedin on 24 to 26 January 2014. The conference coincided with the 25th anniversary of the Otago University Bioethics Centre. Freewill, methods for bioethics and limits of rational discussion were main themes of the conference. 
Te Ara Tika
20. Barry Smith gave a presentation on the history of Te Ara Tika – Guidelines for Māori Research Ethics: A framework for researchers and ethics committee members. The framework builds on the concept of tikanga Māori and makes a link to the area of health research. 

21. The document was completed at the end of 2009 and launched at the 2010 Hui Whakapiripiri. One of the features of Te Ara Tika is that it discusses the different layers of engagement that a researcher should go through, depending on the type of research being undertaken. 

22. The HRC Guidelines for Researchers on Health Research Involving Māori preceding Te Ara Tika are a distillation of some of the key ideas. Te Ara Tika gives context to those guidelines with a symbiotic relationship existing between the two documents. 

23. Barry also discussed his current Marsden research, which examines tensions with ethical review and Māori consultation. He notes that while guidelines generally say what to do, they do not say what not to do. He proposed that there will be situations where consultation with Māori is not warranted. However, when Māori consultation is needed it must be done to a much higher standard than is currently the case.   

24. He suggested that training for HDECs must include a discussion on Māori consultation, and thought needs to be given on the way conversations around this are introduced to these committees. 
Correspondence 

25. 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 Martin Tolich, Convenor of the New Zealand Ethics Committee, asking when the cross-sectoral ethics discussion document will be released.
· An email from the Health and Disability Commissioner indicating the HDC is reviewing the Health and Disability Commissioner Act 1994 and the Code of Health and Disability Services Consumers’ Rights and inviting submissions.

In Committee

26. NEAC held an in committee discussion.
Chair’s and Secretariat reports 

27. The Committee noted the Chair’s and Secretariat’s reports. Members noted that the meeting with the Minister of Health is now scheduled for March. 
28. Members approved the draft HDC submission.
Actions

· Chair to send email on behalf of NEAC, congratulating Helen Colebrook on her permanent appointment.
· Secretariat to email submission to HDC.
Minutes of 3 December 2013 meeting

29. The minutes of the 3 December 2013 meeting were confirmed as a true and accurate record of the discussion and approved for publication on NEAC’s website.

Next NEAC meeting 

30. The next NEAC meeting will be held on 4 March 2014.

Minutes confirmed as a true and accurate record.
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