


[image: ]
National Ethics Advisory Committee meeting minutes
3 June 2014
Present 
Victoria Hinson (Chair) 
Julian Crane
Nola Dangen
Adriana Gunder (QSM)
Fiona Imlach 
Maureen Holdaway
Robert Logan
Wayne Miles
Neil Pickering 
Martin Wilkinson 

Secretariat in attendance
Beverley Braybrook
Emma Doust (from 1.30pm)
Stella Li
Olivia Stapleton 

Apologies
Andrew Hall

Guests in attendance
Trish Hall, Director, Thought Partners (11.30 – 1.00)
David Wales, Manager Analytics and Insight, Treasury and Andrea Blackburn, Manager Integrated Data, Statistics New Zealand (1.45 – 2.45)


Welcome and introductions

1. The Chair welcomed members to the meeting.  

Matters arising 

2. Wayne Miles noted that he is attending a meeting on 5 June 2014 organised by the Ministry of Health to consider how well New Zealand is prepared for the increased availability and use of genomic and molecular medicine.

Member declaration of interests 

3. No interests were declared by members. 

Cross-sectoral ethics arrangements
4. Members discussed the cross-sectoral ethics arrangements draft discussion document.  Members noted that the Subcommittee had met with the Health Research Council Ethics Committee and representatives from the clinical ethics advisory groups at Capital and Coast and Counties Manukau DHBs.
5. Members recommended several minor changes to the discussion document, including clarifying that while the researcher holds the primary responsibility for the ethical design, review and conduct of research, this responsibility is also shared with a range of people and bodies. Members also recommended changes to improve accuracy, clarity and consistency.
6. Members acknowledged the draft document reflects NEAC’s analysis of the current ethics arrangements, issues and responses to these issues.  There are likely to be other issues identified through the consultation process.  
7. Given the Committee’s feedback on the discussion document, the Committee expects to advise the Minister of Health that it intends to undertake consultation in July and August 2014.  Final advice could then be provided to the Minister before the end of 2014.
Action
· Secretariat to make changes to the draft discussion document and circulate to the Subcommittee for approval.
Self-assessment 
8. Trish Hall facilitated a self-assessment session for members with the aim of reflecting on NEAC’s work over 2012 and 2013, identifying what has worked well and discussing opportunities for continuous improvement in the future.  
9. The Committee discussed their approach to project planning, commissioning work and prioritising projects. Members shared a number of insights.  
· It can be more difficult to take forward projects that are broad in scope; there is value in breaking up large projects into smaller, more manageable sub-projects or trying to identify the most important issue that should be addressed. 
· Several members agreed that it was satisfying to complete work that was discrete and targeted, had a clear output and contained interesting ethical issues. 
· Projects that members ‘own’ are the most successful, but NEAC should also deliver on commitments that it has already made. 
· There is value in having fewer active projects so that there is less time between Committee discussions. 
· It is satisfying to deliver work that is useful and relevant for the Minister and stakeholders.
· There is a lack of clarity about the relative priorities of projects and little flexibility to change the work programme particularly when making decisions about closing a project or delaying work. 
· NEAC should maintain a watching brief over the health and disability landscape for current and upcoming issues where there would be value and interest in NEAC doing work.   
Action
· NEAC should make use of conferences and forums to raise its profile. 
· NEAC should aim to have four or five active projects on its work programme each year.
· NEAC will undertake a review of current projects at its August 2014 meeting.
10. The Committee also discussed ways to improve the way they communicate and have discussions.  Members discussed:
· the need for robust, focused and engaging discussions at their face-to-face meetings
· the importance of capitalising on email discussions and delegating discussion on specific issues to subcommittees
· problems with the current teleconferencing arrangements and how these might be resolved.


Actions
· For each of NEAC’s projects, explore where the Committee could better use email-based discussions and teleconferences to progress work.
· Covering papers need to be clearer about the specific issues the Committee needs to consider or make decisions on.  
· The Chair (or Subcommittee lead) should frame the scope of the discussion for each agenda item. 
· Explore with the Ministry of Health alternative options for the current teleconferencing facilities. 
· Reserve NEAC’s teleconference time for subcommittee meetings with the option of using the time for a full committee meeting if required.
Use of health information guest speakers
11. David Wales, Manager Analytics and Insight, Treasury, and Andrea Blackburn, Manager Integrated Data, Statistics New Zealand discussed their work using the Integrated Data Infrastructure (IDI).
12. Andrea discussed Statistics New Zealand’s IDI, a linked longitudinal dataset made up of a series of datasets from different source agencies that have been integrated using deterministic and probabilistic linking. Statistics New Zealand is working on expanding the IDI by including data from health, justice and the police, and is working with Treasury to identify other datasets of interest. 
13. Andrea noted that access to the dataset is limited to approved researchers for statistical and/or research purposes.  The risk management strategy in place is called the ‘five safes’ – safe people (approved researchers), safe projects (project has a statistical purpose and is in the public interest, requirement of a hypothesis and legitimate research question), safe settings (limited accessibility), safe data and safe output. There are about 50 researchers in New Zealand that currently have approval to use the IDI.
14. David discussed the role of his team in conducting system-level research and analysis to better understand problems faced by New Zealanders. David identified three current projects his team are working on using the IDI:
· Justice - looking at the impact of types of sentence on future employment, earnings, benefit receipt and re-offending.
· Health – investigating the impacts of chronic disease and acute health events on future employment, earnings and benefit receipt.
· Citizens’ Pathways – looking at the impact of completing level 1-3 qualifications at tertiary institutions on subsequent outcomes (eg, further tertiary education, employment, offending and benefit receipt) for those with little or no school achievement. 
15. Both Andrea and David discussed the complexity of the ethics landscape and the lack of ethics committee review for research projects outside of the health sector. They also noted that there are some issues about providing ethical review for projects that involve multiple agencies, for example, an expectation that each agency needs to have a separate ethical review process. 
Members report: Wayne Miles – national framework for tissue banks
16. Wayne provided members with a brief update on his attendance at an Auckland University forum on a potential national framework for collection and storage of human cancer tissue for future research in New Zealand.  Issues discussed at this meeting included:
· a need to review the Ministry of Health’s Guidelines on the use of human tissue for future unspecified research purposes 
· centralising tissue banking datasets to improve the accessibility of data and reduce any risks about the mismanagement of stored tissue 
· better governance frameworks around genetic sequencing
· the concept of dynamic consent, that is, regularly checking-in on consent rather than a one-off blanket consent
· the need to recognise that genetic information is not just about an individual; it is about a family.  
Correspondence 
17. Members noted the correspondence sent by the Secretariat on behalf of the Committee and the correspondence received by NEAC.  
In Committee
18. NEAC held an in committee discussion.
Chair’s and Secretariat reports 
19. The Committee noted the Chair’s and Secretariat’s reports. 
20. Members noted the Chair’s update that NEAC’s advance care planning advice is being formatted and will be published in June 2014. The Chair provided an update on NEAC appointments.  
21. Members discussed the recent concern about ethical approval of non-consensual studies. 
Minutes of 1 April 2014 meeting
22. The minutes of the 1 April 2014 meeting were confirmed as a true and accurate record of the discussion and approved for publication on NEAC’s website.
Minutes of 6 May 2014 meeting
23. The minutes of the 6 May 2014 meeting were confirmed as a true and accurate record of the discussion and approved for publication on NEAC’s website.

Next NEAC meeting 
24. The next NEAC meeting will be held on 5 August 2014.


Minutes confirmed as a true and accurate record.
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