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Attendees: Dana Wensley (until 2.30pm), Wayne Miles, Neil Pickering, Liz Richards (by phone), Maureen Holdaway, Adriana Gunter, Kahu McClintock, Julian Crane, Hope Tupara. 
Ministry staff: Hayley Robertson, Nic Aagaard, Dr Stewart Jessamine (11.40 - 12.40). 
Absent: Philippa Bascand. 
Note: The meeting began 9.50am due to some flights arriving later than others and some were delayed. NEAC noted that the agenda times and flights were not aligned. The Secretariat acknowledged this and noted corrective action would be taken for future meetings. 
1. Welcome

1.1 The meeting began with members spending some time addressing their experiences over the last 18 months, having not met as a full committee for this time. Julian noted that it has been a very difficult time for NEAC. NEAC activities were suspended 18 months ago and members feel the messaging and communication as to why was poor. Members asked it to be recorded that they feel that the lack of communication and uncertainty has been disrespectful, as well as the lack of transparency about the Ministry communicating to the prior Minister about NEAC’s role, and a lack of communication back to NEAC. 

1.2 Members discussed the series of events that occurred leading up to the suspension. It was noted that prior to the suspension of NEAC, NEAC appeared to have a good relation with the Minister, and he had attended earlier meetings.  The day after NEAC’s last meeting, Acting Chair Neil attended a meeting with Minister Dunne where the Minister told him that NEAC would be put on hold as a committee while there was a reorganisation of the ethics sector. NEAC had also lost Policy and Secretariat support so resourcing was, and is, an ongoing issue. NEAC was told that they were not performing their functions, however members feel this was not communicated prior to them being suspended, giving them no recourse. Members agreed that the Acting Chair would write to the Minister of Health in June 2018 outlining their function and to raise their profile again. 

1.3 Members are now seeking clear leadership and a way forward. NEAC would like assurance that they are having regular meetings now, and a clear work programme. 
Action
· Secretariat to assist the Acting Chair Neil to write to the Minister of Health on behalf of NEAC, noting the unclear work status of NEAC over the last 18 months.  




2. Conversation with Dr Stewart Jessamine – Director of Protection, Regulation and Assurance

2.1 Members were advised that the NEAC Secretariat now sits within the PRA Business Unit under Dr Stewart Jessamine.

2.2 Dr Jessamine attended the meeting to meet and greet NEAC members and discuss new ways of working with the Ministry. Dr Jessamine explained the organisation of the new ethics group and their functions, and where the ethics group sits within the Ministry. Dr Jessamine laid out his vision of the new ethics group, that it is not only a Secretariat but also a diverse group of experts supporting independent ethics committees such as NEAC. It was acknowledged that there has been a substantial amount of Ministry work, and other work related to ethics, taken on by the staff in the ethics group, who support the 7 committees, and have a regulatory advisory function.  

2.3 NEAC asked about their own work programme to seek clarity for a way forward. Dr Jessamine opened up a discussion about the role of NEAC and members took another opportunity to raise their concerns about how they have been treated with Dr Jessamine. 

2.4 Liz asked that the terms of existing NEAC members be extended, possibly for 1 year, to allow for continuity and preservation of institutional knowledge. Stewart agreed that this was a sensible idea.

2.5 NEAC agree that the new structure improves transparency, but have some ongoing concerns about Secretariat resource, available to them – which is approximately 1 FTE. Another issue was the need to respect the independence of NEAC as a statutory committee.

2.6 Dr Jessamine confirmed that NEAC has a budget.
Action 
· Secretariat to have a discussion with the Ministry about the direction of the ethics group, resourcing, and NEAC’s work programme. 
· Secretariat to amend NEAC’s web page to reflect that NEAC is meeting again. 
· Secretariat to look into annual reporting for NEAC.   

3. Consultation planning

3.1 The consultation for the draft National Ethics Guidelines will be conducted through an online portal called Citizen Space. The level of data that will be available to assess the consultation using this tool is excellent, and will give the Secretariat the ability to revise the submissions in depth. 
Action
· Secretariat to amend the consultation list, and members to send any changes or additions to the consultation list to Hayley via email. 
· Secretariat to add consultation questions about specific, high risk or potentially controversial, subject matters. 

4. Discuss the ethical standards prior to consultation 

4.1 The Committee discussed various details about the document, such as conflicts between ethics law, the status of the HDC’s right 7.4 consultation, the use of must and should throughout the document, and rearranging text from the commentary to the standards. Notable decisions include:

Participants paying for research

4.2 There was a discussion about a proposed ethical standard for whether participants should be required to pay to participate in some research. Members noted that this would be a hard bar to meet, to ensure the research did not constitute therapeutic misconception, or compromise the study design. 

4.3 Dana noted that the burden should be on the researcher in seeking ethical approval, to prove why it they must charge participants, and satisfy certain conditions eg: non-discriminatory/ ethically justifiable. 
Deception
4.4 There was a conversation about whether to use the word deception, concealment, or another term to ensure the language and tone is pitched right.

4.5 If the term deception is used, then there must be standards for this, and the standard must be ethically justified. 
Action	
· Secretariat to supply NEAC with some real examples of studies that have charged and their outcomes. 
· Secretariat to add links to relevant regulations to point researchers in the right direction. 
· Secretariat to provide NEAC with a summary of changes made in order to seek sign off for consult. 

5. New section on Innovative Practice 

5.1 Neil drafted a section on Innovative practice, given that the subject dropped off of the 2012 ethics guidelines. Members agreed this section should be amended via email by the committee.  

5.2 Members agreed that this section should be included in the draft guidelines that NEAC has considered. Neil’s work has been based off the cross-sectoral ethics work undertaken by NEAC and Auckland DHB around four years ago – and it would be useful to include reference to that work in the consultation document, and to the updated research Neil has included in the commentary. 

6. Foreword

6.1 The Minister has agreed his foreword to introduce the draft ethics guidelines. Neil has also drafted a smaller foreword as the Acting Chair of NEAC, to be circulated to the committee out of session.
Action
· Secretariat to circulate both draft forewords for the Committee’s consideration, to be finalised out of session via email.

7. Discuss the ethical standards prior to consultation 

7.1 The Secretariat updated NEAC about progress relating to the APNEC-2 regional meeting.
Action
· Secretariat to send draft terms of reference to NEAC for sign off.
· Draft invitations to be drafted by Secretariat.

8. Future meeting
8.1  Members supported having a face-to-face NEAC meeting with a reasonably open agenda to discuss NEAC’s future work plan.  It might follow proposed contact between the Acting Chair and the Minister of Health.
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