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National Ethics Advisory Committee
Kahui Matatika o te Motu




National Ethics Advisory Committee meeting minutes

1 October 2013

Present 

Victoria Hinson (Chair) 

Julian Crane

Fiona Imlach Gunasekara

Adriana Gunder (QSM)

Maureen Holdaway

Wayne Miles

Neil Pickering 

Martin Wilkinson 

Apologies

Jacob Te Kurapa

Andrew Hall

Nola Dangen

Robert Logan

Secretariat in attendance

Beverley Braybrook

Emma Doust

Guests in attendance

Helen Colebrook, Acting Manager – Ethics Committees (Ministry of Health) (11.00am to 12.00pm)
Dev Oza, Manager, Business Services – Policy Business Unit (Ministry of Health) 
Don Gray, Deputy Director General - Policy (Ministry of Health)
Welcome and introductions

1. The Chair welcomed members to the meeting and introduced new Secretariat member Emma Doust to the Committee.   
Matters arising 

2. The Chair noted the updated work programme for 2013/2014.

3. The Committee noted that the End of Life Choice Bill has now been withdrawn.

4. Martin Wilkinson tabled a summary of issues discussed at the event to mark the 25th anniversary of the Cartwright Report, held on 27 September 2013. Martin summarised the key points made by Martin Tolich (Convenor, New Zealand Ethics Committee) in his presentation and the following panel and audience discussion.

· Some researchers are not undertaking peer review and HDECs have been trying to do this themselves.

· Researchers may want to get ethical review even though it is not required; there are limited options outside of HDECs.

· The new ethical review system should be reviewed to determine whether the changes have resulted in more clinical trials in New Zealand.
Action

· Secretariat to discuss planned consultation on NEAC’s draft advice on ethical challenges in advance care planning with the Minister’s office.  

Member declaration of interests 

5. The following interests were declared by members: 

· Wayne Miles was an expert advisor to the Health and Disability Commissioner on Case 11HDC01072 involving innovative treatment using ketamine (a copy of this report was provided to the Committee for their information).   In relation to the personal health information project, Wayne noted that he is a member of the Northern Regional Health Privacy Advisory Group, and the Director of the Waitemata District Health Board Knowledge Centre.

Use of Health Information

6. The Committee noted that there was a Health Informatics Conference occurring in November which would be useful for this project. 
7. Members discussed the various ethical issues associated with the use of health information including:

· the trade-off between loss of privacy and potential benefits from different types of use

· individual vs collective ownership of information

· inability to know how data may be used in 5-10 years.

8. The Committee discussed the best way for obtaining public views on use of health information.  Citizens juries or focus groups may be a good way of identifying concerns about particular types of use. 
9. Members suggested that the Subcommittee meet with the National Institute for Health Innovation. It was also suggested that the Subcommittee could look at what Scandinavian countries have done on the uses of health information and what their populations know about this.  Scandinavian countries tend to have an equivalent to our NHI and excellent databases.
Actions

· Committee members to let Secretariat know if they wish to attend the Health Informatics Conference, to be held in Rotorua on 27-29 November.
· Secretariat to arrange a meeting between the Subcommittee and the National Institute for Health Information.
· Secretariat to look at protections and awareness of uses of personal health information in Scandinavian countries.
· Secretariat to obtain update on predictive risk modelling work and report back.
Helen Colebrook, Acting Manager – Ethics Committees (Ministry of Health): Monitoring of HDECs, definition of audit and related activity

10. Helen Colebrook talked about the work underway to ensure the Health and Disability Ethics Committees (HDECs) and supporting processes are consistent with the Standard Operating Procedures (May 2012).  This includes:
· the secretariat screening applications to ensure that  evidence of peer review is available for the  HDEC to review alongside the application.

· enhancing the electronic submission system so that it records all stages of the ethical review process and so that the screening tool consistently ensures that research involving the use of human tissue without consent is automatically referred for ethical review

· providing more guidance for researchers on peer review and conflicts of interest.  

11. Helen indicated that the priority for her team is on ensuring that the systems are working as intended.  Given this, work to monitor the impact of HDEC changes is not progressing as quickly as expected.  Further discussion is required on the best way to assess the impact of changes eg, through a questionnaire or use of dummy applications.  

12. Helen also discussed some of the issues that the Committee might consider as part of their work on cross-sectoral ethics arrangements and the 2015 review of the guidelines for observational studies and intervention studies.  Helen noted that there are limited options for research that may need ethical review but that does not fit the scope of HDEC review.  Ethical review can be a requirement for publication of research.  The Standard Operating Procedures do not formally allow discretion in reviewing studies that are not within scope.  The Committee agreed to look at this issue as part of the cross-sectoral ethics arrangements project.  

13. Helen suggested that NEAC also look at clarifying the difference between outcome analyses (type of audit) and case studies (observational research).  She thought it would be helpful to provide more guidance including for example, what factors would indicate the proposed study is observational research rather than an audit or other related activity.  The Committee agreed to consider this issue when the guidelines are reviewed in 2015.
14. Helen invited NEAC to be involved in the training for HDEC members, to be held in March 2014. The Committee agreed to be involved and will form a subcommittee to assist with this.  The Committee talked about working with the Health Research Council to identify some example applications that HDEC members could assess (eg, some exemplar applications and some with difficult ethical issues).  They also talked about including some discussion on how to apply NEAC’s guidelines for observational and intervention studies as part of the training.  
15. The Committee discussed their concerns around the long-term succession plan for the secretariat for the HDECs. The Committee were pleased to hear about the progress being made to address issues with the current system and consider it critical that this work continues to be a high priority.  It was agreed that the Chair would raise this with the Deputy Director General of the Policy Business Unit. 
16. It was noted that there is a wider cross-government effort currently looking at the research profile in New Zealand. It was agreed that the Secretariat invite Dean Adam, Principal Advisor Research, Ministry of Health to NEAC’s next meeting.  
17. Members discussed the project on cross-sectoral ethics arrangements and agreed it was important to talk to the HRC to identify their views on issues with current arrangements and any steps they are taking to address these.
Actions

· Chair to raise the importance of maintaining current momentum on work to ensure the HDECs and supporting processes are consistent with the Standard Operating Procedures with the Deputy Director General, Policy Business Unit
· Chair to identify NEAC members to assist with training of HDECs and Secretariat to advise Helen Colebrook
· Secretariat to invite Dean Adam (Ministry of Health) to the next NEAC meeting.
· Secretariat to set up meeting between the cross-sectoral ethics arrangements Subcommittee and the HRC.
Update on Disability Issues Project

18. Adriana Gunder provided an update on the disability issues project. Two areas where NEAC could potentially provide advice have been identified so far:
· individualised funding and the role of families in decision making 
· age restrictions for accessing health and disability services.
19. The members discussed the potential power imbalance that may arise when family members are involved in decisions about use of funding. Members also discussed the carer relationship, and the Government’s family carers policy where family carers are paid for the disability support services they provide.
Action

· Disability issues subcommittee to meet with Disabled People’s Organisations and other stakeholders, with a view to preparing a scoping paper for discussion at the February 2014 NEAC meeting.  
Amended Ministry of Health business rules on Conflicts of Interest and Gifts and Benefits and what it means for NEAC

20. Dev Oza (Ministry of Health) discussed the development of a standardised process for all committees regarding conflicts of interest. 
21. Dev Oza is meeting with all committees to gather their views on what they think the process should look like. He will then present these views to the Ministry of Health for its consideration. 
22. The Committee noted that their conflicts vary according to the project. They noted that the current process of declaring conflicts of interest at the beginning of each meeting, and recording in the minutes, is working well. 
23. Members noted a gap in the nomination process, as applicants are not required to subsequently declare conflicts if they are appointed. As the appointment process may be lengthy, the applicant may develop new conflicts in the time between the initial application and appointment.
Update on Organ Allocation Project

24. The Committee discussed the teleconference on 9 September with Dr Nick Cross of the Christchurch Kidney Transplant Unit and the various issues that arose from the teleconference. 

25. The members agreed that the scope of the project will need to be refined, as the scope is currently too broad for an effective public consultation process.  

26. It was agreed that it is important to get the views of the heart and lung transplant unit before the scope is refined and the Committee proceeds to the next phase of the project.  The work undertaken to develop a way of assessing priority for elective services may be useful for the organ allocation project as it included ways of assessing the level of benefit from treatment for individual patients. 

Actions

· Secretariat to follow up this month with transplant units who have not yet responded to the letter sent 2 July.

· Secretariat to organise a Subcommittee meeting in December to discuss and agree on what issues will be covered in the discussion document.  
2014 Meeting dates
27. The Committee accepted the proposed 2014 meeting dates. 

28. Members agreed that one meeting should be held outside of Wellington, later in 2014.  Members discussed the benefits of meeting in a provincial/rural centre and agreed that a meeting should only be held in a smaller centre if there are relevant groups that the Committee should hear from.

Actions

· Committee members to consider if there are particular locations that would be useful to visit, and report back at the December meeting.

· Secretariat to send electronic diary appointments for NEAC meetings in the first half of 2014
Correspondence 

29. Members noted the correspondence sent by the Secretariat on behalf of the Committee and the correspondence received by NEAC.  The correspondence received was:
· A copy of a letter sent to Hon Tony Ryall from Barbara Holland, Co-Convenor, Federation of Women’s Health Councils Aotearoa, concerning a human clinical trials register and related matters.
· A copy of the response to Barbara Holland from Hon Tony Ryall, advising her of NEAC’s review of cross-sectoral ethics arrangements.
· An email from Melinda Gama, AUT University, about the discussion on ethical issues associated with caring for people with dementia.
·  An email from Leigh Manson, Concord and Advance Care Planning, Auckland DHB, about NEAC’s advice on advance care planning.
· An email from Owen Hughes, Analyst, Office for Disability Issues about including NEAC’s disability issues project in ODI’s monthly newsletter.
In Committee

30. NEAC held an in committee discussion.

Chair’s and Secretariat reports 

31. The Committee noted the Chair’s and Secretariat’s reports.
32. The Committee agreed to hold the NEAC meeting in December 2013.  The Committee will discuss the cross-sectoral ethics arrangements and dementia projects, along with innovative practice, at this meeting
.  
Minutes of 6 August 2013 meeting

33. The minutes of the 6 August 2013 meeting were confirmed as a true and accurate record of the discussion and approved for publication on NEAC’s website.

Next NEAC meeting 

34. The next NEAC meeting will be held on 3 December 2013.

Minutes confirmed as a true and accurate record.
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Date: 3 December  2013
� Following the October 2013 NEAC meeting, it was decided that innovative practice will be discussed at NEAC’s February 2014 meeting.






