National Advisory Committee on Health and Disability Support Services Ethics (NEAC)
Confirmed minutes of the Eleventh Meeting held on 9 September 2003 at the Ministry of Health, Wellington 

Present:

Andrew Moore (Chair) 

Michael Ardagh 

Anne Bray 

Fiona Cram 

Philippa Cunningham 

Donald Evans 

Allison Kirkman 

Charlotte Paul 

Neil Pearce 

Martin Sullivan 

Mele Tuilotolava 

In attendance:

Barbara Burt, NEAC Secretariat, Ministry of Health 

Elizabeth Fenton, NEAC Secretariat, Ministry of Health 

Kath Boswell, Contractor (secretariat enhancement) for review project 

Papers tabled: 

Minutes of the meeting of 11 and 12 August 2003 

Extract from the Review Project Timeframe 

Proposal for Cross-sectoral Workshops 

Report on the National Cervical Screening Programme (June 2003), Euphemia McGoogan 

Review Project Report 

Additional material for appendices for options paper 

Agenda Item 1: Welcome and Introductions 
The meeting opened at 9 am with the Chair welcoming members and introducing the agenda and objectives for the meeting. 

Agenda Item 2: Confirmation of the Minutes of the Meeting of 11 and 12 August 2003 

The minutes of the meeting of 11 and 12 August 2003 were confirmed subject to minor corrections. 

Agenda Item 3: Matters arising from the Minutes
Meningoccocal vaccine strategy 

It was noted that several agreements from the August meeting had not been followed up due to priority being given to the review project.   

The following items will be carried forward: 

· Obtaining information from Dr Jane O'Hallahan (Ministry of Health) on how ethical issues in the development of the meningoccocal vaccine strategy have been addressed.

· NEAC conference attendance policy: work is still to be completed on updating this policy. 

· Letter to HRC: The Chair will write to the HRC following today's meeting, regarding NEAC's current review. 

Response to Canterbury Regional Ethics Committee 

The Chair reported on the conversation he had with Andrew Holmes (Clinical Services Directorate, Ministry of Health) regarding Ministry work on the booking system policy for elective surgery.   Andrew Holmes agreed that the Ministry will provide NEAC with a report of relevant published material on the policy, noting that some policy material has not been written up in peer-reviewed publications. 

The Chair reported that he has not yet confirmed an external person to provide independent comment on published material. Work on this will continue. 

Innovative Practice Workshop 

It was reported that the new date of November 12 2003 has been set for this workshop in Wellington. 

Resourcing Maori Framework Project 

Work is continuing on possibilities for resourcing the Māori Framework Project.   It was suggested that any thoughts on this be send to Fiona Cram, as NEAC lead person on this project. 

Consideration of Draft Literature Review 

It was suggested that the literature review include a report to the Department of Health in the UK in 1992 on the implementation of the multi-centre review system. 

Agenda Item 4: Chair's Report and Members' Reports 

Chair's Report 

In addition to the written summary included in papers, the following items were discussed. 

Submission to the Health Select Committee on the HART SOP
The Chair made an oral submission to the Health Select Committee on September 3 2003 presenting an overview of NEAC's written submission on the Human Assisted Reproductive Technology Supplementary Order Paper (HART SOP). The Health Select Committee had a keen interest in ethics issues, including NEAC's current review. 

Meeting with the Minister of Health 
The Chair met with the Minister of Health on September 4 2003 and provided an update on NEAC's work.   The discussion provided a sense of the wider context in which the Minister will receive NEAC's advice on options in the key areas of the current review. 

The Minister's attendance at NEAC's October meeting was confirmed. 

Members' Reports 

Fiona Cram reported on a series of Ministry of Health workshops she has attended on the economic determinants of health. The workshops addressed the issue of policy changes that might address the disparities between Maori health and non-Maori health. 

It was suggested that NEAC consider this wider issue as part of its ongoing work. 

Agreed: 

Possible areas of further work are to be noted and revisited regularly, perhaps in the context of Members' Reports. 

Anne Bray reported on issues regarding the flow of personal information from disability needs assessment agencies to the Ministry of Health, especially concerning how information about people being assessed is passed on, and for what reasons. This is an instance of the wider issues regarding the amount of information about disabled people that others collect, and the role of privacy considerations in this collection. 

Agreed:
The secretariat will pursue this issue through the Disability Services Directorate in the Ministry of Health. 

NEAC needs to consider further the possibility that disability issues might form the Committee's next major project. 

Agenda Item 5: In Committee Session 
There was a brief ‘in committee' session. 

Agenda Item 6: Review Project Update and Timeframe 

Allison Kirkman presented an update on the review project, and a timeframe for the completion of the review at the end of 2003. 

Updates were provided on the following items of work: 

· Questionnaires to Māori researchers: questionnaires were distributed to Māori researchers, using a contact list from the Health Research Council.   Responses to the questionnaire are being analysed as they are received. 

· Interviews: material from interviews conducted to date is being incorporated into the options papers.   The remaining interviews will be conducted as soon as is feasible. 

Meeting with Chairs of Regional Ethics Committees: the draft desirable outcomes that were discussed at this meeting have been circulated to individual REC members and feedback is being sent to the secretariat. REC Chairs are to be offered the opportunity of individual interview. 

Agreed: 

The inclusion of a further group of Māori researchers will be noted in the description of the methodology for the questionnaires. 

Allison also reported that she had met with the Chairs of institutional ethics committees following the meeting of the institutional committee Chairs with the regional committee Chairs. 

The committee discussed the timeframe for the remainder of the current NEAC review.   

Agreed: 

The conference call suggested for September 23 will be taken off the timetable. The secretariat will send the proposed final options papers to members by email, and responses can be sent back to the secretariat prior to the proposed printing dates of 24-25 September. 

In light of final comment from NEAC members, the secretariat will complete the NEAC options papers, will get these published as two NEAC discussion documents, and will send these out to stakeholders. 

The consultation period for the options papers needs to be 6 weeks. 

The November meeting will be rescheduled from 11 to 25 November.   No final decisions will be made at this meeting on the advice to be given to the Minister, as several members are unable to attend. 

Members are to canvas their availability for a possible change in date of the meeting that is currently scheduled for 9 December, to an alternative day in that week. 

Agenda Item 7: Consideration of draft paper: Operation of Ethics Committees in New Zealand: Options 

The Committee discussed the structure and content of the draft paper ‘Operation of Ethics Committees in New Zealand: Options'.  Michael Ardagh led discussion of the section on national and multi-centre studies; Anne Bray led discussion of the section on second opinions and appeals. 

Suggested alterations and amendments were recorded and revisions will be made to the paper by the secretariat. 

Questions were raised in relation to Section 4 of the paper, ‘The operation of ethics committees', and the content of this section in the final version of the paper. It was noted that NEAC's current review is a review of the operation of ethics committees with particular focus on certain areas, namely, the review of national and multi-centre studies, second opinion and appeal processes, and observational studies.  Some of the wider matters raised might well be addressed in NEAC's forthcoming review of the Operational Standard for Ethics Committees, and not necessarily in NEAC's advice to the Minister later this year. 

Agenda Item 8: Consideration of draft paper: Observational Studies: 
Proposed Guidelines and Parameters 

Charlotte Paul led discussion of the paper ‘Observational Studies: Proposed Guidelines and Parameters.'  It was proposed that the title of the paper be changed to reflect its contents more effectively, to ‘The Ethical Review of Observational (Epidemiological) Research, Audit and Related Activities.' 

Suggested revisions were recorded and will be made by the secretariat, in consultation with Charlotte and the Chair. 

Agreed: 

This work will be finalised into an ‘options and proposed guidelines' paper, by Charlotte and the secretariat. 

Questions for consultation will be further developed. 

NEAC members will be emailed the consultation questions for input and feedback. 

The meeting closed at 4 pm. 

Minutes confirmed as a true and accurate record:

