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National Ethics Advisory Committee meeting minutes
5 August 2014
Present 
Victoria Hinson (Chair) 
Julian Crane
Nola Dangen
Andrew Hall
Fiona Imlach 
Maureen Holdaway
Robert Logan
Neil Pickering 

Secretariat in attendance
Beverley Braybrook
Emma Doust 
Olivia Stapleton 

Apologies
Adriana Gunder (QSM)
Martin Wilkinson 
Wayne Miles



Welcome 

1. The Chair welcomed members to the meeting.  

Matters arising 

2. The Chair noted the list of upcoming events for members, in particular the Biennial Alzheimer’s New Zealand Dementia Conference in November 2014. It was agreed that the secretariat would contact the organisers to explore opportunities for NEAC to be represented at the conference. 

Member declaration of interests 

3. Neil Pickering advised that he is on the organising committee for the 2015 Australasian Association of Bioethics and Health Law Conference. 

Use of health information 
4. Members discussed the recommendations from the project subcommittee for further work relating to the use of personal health information. Members noted that the subcommittee had met with representatives from six stakeholder groups and had discussed a number of possible actions before finalising its recommendations to the committee. 
5. The subcommittee noted that the use of personal health data is changing rapidly and potentially opening up a new ‘class’ of research. Many groups are actively assessing the ethical issues associated with these developments and members noted that researchers largely recognise and comply with ethical requirements for the use of health data. 
6. Members discussed the shift in attitudes and practices around the sharing of health and other information and the expectations of consent requirements. Members also noted the importance of distinguishing between privacy and confidentiality.
7. NEAC agreed to: 
· Undertake initial scoping work to identify the extent to which the Health Information Privacy Code is fit for purpose with changes in data collection and use, and to discuss its findings with the Privacy Commissioner. 
· Project subcommittee reporting back to NEAC on ethical issues relating to data linkage, with a particular focus on requirements for informed consent, and make recommendations for change to NEAC’s ethical guidelines as part of the 2015 review. It was suggested that the report include discussion of the importance of safeguarding health data and how this might compare to the protections applied to other types of data, such as data from the justice or education sector. 

· Speak to the Ministry of Health about including a review of its Guidelines on the use of human tissue for future unspecified research purposes as part of NEAC’s 2015 guidelines review, pending confirmation from the Ministry that there are no plans to review this document. 
· Include in the Briefing to the Incoming Minister the issue of exploring with government agencies the establishment of a body that can provide ethical oversight to government work that uses personal data. 
8. The committee noted that the subcommittee will maintain a watching brief on other work, including forthcoming reports from the UK’s Nuffield Council on Bioethics, NZ Data Futures Forum, and the Auckland University’s Forum on cancer tissue banks. 
Actions
· Secretariat to consider the timeframes for the agreed work.
· Secretariat to update the Briefing to the Incoming Minister to reflect NEAC’s intention to explore with government agencies the establishment of an ethics body for government work using personal data.
· Secretariat to follow up with the Health Research Council Ethics Committee to discuss any work that they have undertaken in relation to human tissue in research.
Project review
9. Following NEAC’s self-assessment session in June 2014, members agreed that it would be helpful to review the current work programme with a view to deciding if any current projects need to be reprioritised, restructured, put on hold or cancelled.  
10. Members agreed that the review of NEAC’s ethical guidelines (guidelines for intervention and observational research), which is scheduled for 2015, will be a significant part of the work programme. It follows, therefore, that work that can contribute to this review should be prioritised. These projects include the review of cross-sectoral research ethics arrangements, and the work arising out of the use of personal health information project. 
11. Members agreed that it would be useful to complete as soon as possible the dementia project, which aims to develop a practical resource for family carers. Members instructed the secretariat to explore the possibility of consulting on this work by the end of 2014. 
12. NEAC’s work on disability issues is still at a very early stage and members noted that to date there have been few opportunities for NEAC to usefully contribute. It was agreed that the subcommittee consider the options for this project in September 2014 with a view to placing this work on temporary hold. 
13. It was noted that NEAC’s work on organ allocation is nearly complete. The work on Health and Disability Ethics Committee (HDEC) monitoring is largely on hold until after the consultation process for the cross-sectoral ethics arrangements work. 
14. It was agreed that the focus for NEAC’s work programme in 2015 would be: 
· review of NEAC’s ethical guidelines
· review of cross-sectoral research ethics arrangements
· report on data linkage issues 
· development of the dementia resource. 
15. The review of the Health Information Privacy Code could also be prioritised for 2015 if the initial scoping work suggests that this work could usefully inform NEAC’s ethical guidelines review.  
Actions
· Secretariat to update the work programme for 2014/15. 
· Secretariat to prepare a paper documenting relevant issues for the guidelines review that have arisen from other work and to outline possible methods of working. 
Health and Disability Ethics Committee monitoring project 
16. Members noted that the Chair has raised concerns with the Ministry of Health about the lack of resources for training of HDEC members. The committee agreed to put on hold work to develop case studies and a comprehensive training package until the required resourcing is secured. Members also suggested that it would be useful to raise with the Ministry the option of using/tailoring any existing online training packages for members on research ethics. 
17. Members noted their concern about the small number of responses to the HDEC member survey received by the Ministry of Health. Members also noted the practical suggestions provided by the subcommittee to the Ministry of Health to help address some of the issues raised in the member surveys about the review processes, such as developing a risk/benefit assessment tool that can be completed by researchers before filling out the application form.   
18. It was noted that feedback from the cross-sectoral ethics arrangements work will help to further assess the effectiveness of HDECs. Members agreed to revisit the possibility of further monitoring work following the consultation process for the cross-sectoral ethics arrangements project. 




Members report: Andrew Hall – 2014 Healthcare Congress 

19. Andrew provided members with a brief update on his attendance at the 2014 Health Congress in Auckland on 10 and 11 June 2014.  
In committee
20. NEAC held an in committee discussion.
Meeting dates 
21. The Chair asked members to consider their availability for meeting dates in 2015. 
Action
· Secretariat to email members with suggestions for possible meeting dates in 2015.

Correspondence 

22. Members noted the correspondence sent by the secretariat on behalf of the committee and the correspondence received by NEAC.  
Chair’s and secretariat reports 
23. The committee noted that, subject to discussion with the new Minister of Health, the consultation process for the cross-sectoral ethics arrangements project will be undertaken in November and December 2014. 
24. Members noted the update in the secretariat’s report about the requirements for DHBs around research ethics and governance in the Ministry of Health’s Operational Policy Framework. Members suggested that the framework was unclear about the responsibility of DHBs when checking that research undertaken in their ‘locality’ meets agreed ethical standards. NEAC members agreed that the framework should be consistent with NEAC’s ethical guidelines and an assessment will be part of NEAC 2015 review. 
25. Members also discussed the paper by Barry Smith on Māori-centred codes of ethics that was recently published in the New Zealand Medical Journal. It was agreed that the cross-sectoral ethics arrangements subcommittee, with the assistance of Maureen, draft a new section on Māori ethical issues for the discussion document. NEAC approval will be sought at the October 2014 meeting. 


Action
· Subcommittee for the cross-sectoral ethics arrangements project to draft an additional section on Māori ethical issues for inclusion in the discussion document. 
· Secretariat to invite a representative from the Ministry of Business, Innovation and Employment to speak about the role of its Vision Matauranga in managing science activity. 
Minutes of 3 June 2014 meeting
26. The minutes for NEAC’s 3 June 2014 meeting were confirmed as a true and accurate record of the discussion and approved for publication on NEAC’s website.
Next NEAC meeting 
27. The next NEAC meeting will be held on 7 October 2014.


[image: ]Minutes confirmed as a true and accurate record.
Chair 
Date: 7 October 2014
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