National Advisory Committee on Health and Disability Support Services Ethics (NEAC)

Confirmed minutes of the Thirteenth Meeting held on 25 November 2003 at the Westpac Stadium, Wellington, and continued on 9 December 2003 at the Ministry of Health, Wellington

Present:

Michael Ardagh

Dale Bramley (by phone)

Philippa Cunningham

Donald Evans

Allison Kirkman (Deputy Chair)

Andrew Moore (Chair)

Charlotte Paul

Martin Sullivan

Mele Tuilotolava

Apologies:

Anne Bray 

Fiona Cram 

Neil Pearce

Dale Bramley

In attendance:

Barbara Burt (NEAC Secretariat)

Elizabeth Fenton (NEAC Secretariat)

Victoria Hinson, Contractor (secretariat enhancement) for review project

Tabled Papers:

‘The Auckland Breast Cancer Register: a special project of the Auckland Breast Cancer Study Group’, NZMA, Vol 116 No 1184

Hutt Valley DHB Manual: Clinical Research and Clinical Audit Proposals

NEAC questionnaire: responses from Māori researchers

Review subgroup update

Agenda Item 1: Welcome and Introductions

The Chair welcomed members to the meeting and introduced Graeme Nahkies as facilitator for the meeting, and introduced the contractor working with the secretariat to coordinate the analysis of submissions and stakeholder feedback, and to draft the report to the Minister of Health. 

The Chair introduced the objectives for the 25 November session, emphasising that the purpose is not to make decisions but to table initial thoughts in preparation for the session on December 9, at which final decisions will be made. A reminder was given to members that since NEAC is now in a decision process, the confidentiality clauses of the Terms of Reference apply strictly, overriding any general arrangements through which members inform other organisations of NEAC discussions. The Chair will make any public communications on behalf of the committee.

Agenda Item 2: Confirmation of the Minutes of the Meeting of 14 October 2003

The minutes of the meeting of 14 October 2003 were confirmed as a true and accurate record of the meeting.

Agenda Item 3: Matters Arising from the Minutes

The Chair provided an update on contractor arrangements for the review project.

All items of ongoing work will be carried forward due to priority being given to the review project. This includes the contract for an external person to provide independent comment on published material relating to the booking system policy for elective surgery. 

The Chair reported that he had a conversation with Richman Wee (HRC) on the HRC information on the distinction between research and audit, but further information has not been sent by the HRC. 

The Chair thanked Philippa Cunningham on NEAC’s behalf for carrying out background work for this meeting on the Gisborne Inquiry recommendations.

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

The Chair presented a written Chair’s report and added further details on the following items.

NEAC cross-sectoral workshops

Andrew Moore, Charlotte Paul, Martin Sullivan, Philippa Cunningham and Allison Kirkman reported on the NEAC cross-sectoral workshops that they attended, held in Christchurch on 3 November and Auckland on 5 November.

Request from HRC

The Chair reported on a meeting with the HRC in Auckland, attended by Bruce Scoggins, Richman Wee, Graham Fraser, Jean Gibbons and NEAC secretariat. At this meeting the HRC requested to see NEAC’s report to the Minister prior to its being sent to the Minister, for the purposes of peer review.

The committee discussed this request.

Agreed:

The Chair will reply to the HRC’s request indicating that NEAC will not send its report to the HRC prior to its finalisation and submission to the Minister. The report will be made public at the Minister’s discretion, when she has had sufficient time to make her decisions.

Agenda Item 5: Correspondence

The Chair noted that NEAC is yet to send a response to some correspondence, as priority has been given to work on the report to the Minister of Health.

Agenda Item 6: ‘In committee’ session
There was a brief ‘in committee’ session.

Agenda Item 7: Update on review project

The review project subgroup presented a written update on the review project and noted the work carried out in this area by the secretariat and contractors working with the secretariat. Details were added about the following items:

Interviews

The interviews yet to be carried out are those with some remaining REC chairs, and with researchers who expressed an interest in being interviewed. All interviews were arranged prior to the completion of the consultation period, no new interviews have been scheduled.

The write-ups from these interviews will be incorporated into NEAC’s final report to the Minister of Health.

Analysis of submissions

All submissions have now been analysed to inform NEAC’s development of advice to the Minister of Health. The subgroup noted that more information is available in the submissions than can be explicitly included in NEAC’s final report. It is likely that a lot of information in submissions will also inform the committee’s ongoing work.

Questionnaires

The analysis of questionnaire responses from Māori researchers was tabled.

Process to complete report to the Minister

The Chair outlined the process for the Committee and secretariat to follow before the December 9 session. The Committee discussed the involvement of Dale Bramley in the decision-making, the process for finalising the report and the importance of the December 12 deadline for getting NEAC’s advice to the Minister in 2003.

Agreed:

The Committee wishes to include Dale Bramley in the decision-making discussion, and his views in the decision process. The Chair will re-confirm with Dale that he wishes to contribute in this way, and will ask him for his initial response to the options.

Following today’s meeting the secretariat will make suggested revisions to the report, and will present a further draft in the papers for the December session.

The December session will be used for the committee to make decisions on recommendations, and to finalise the draft report. 

Points made during this meeting will be conveyed to absent Committee members.

Agenda Item 8: Review Project

The Committee discussed the project and the session was facilitated by Graeme Nahkies.

Agenda Item 9: Conclusion of session on 25 November 2003

The Chair thanked the committee for its work and the progress of the meeting.

Continuation of meeting: 9 December 2003

Present:

Michael Ardagh

Anne Bray

Fiona Cram

Philippa Cunningham

Donald Evans

Allison Kirkman (Deputy Chair)

Andrew Moore (Chair)

Charlotte Paul

Neil Pearce

Martin Sullivan

Mele Tuilotolava

In attendance:

Barbara Burt (NEAC Secretariat)

Elizabeth Fenton (NEAC Secretariat)

Victoria Hinson, Contractor (secretariat enhancement) for review project

Apologies:
Dale Bramley

Tabled Papers:

Paul Wainwright, John Saunders, “What Are Local Issues? The problem of the local review of research”, forthcoming in Journal of Medical Ethics

Ministry of Health Memorandum to NEAC (8 December 2003) Re: Appointments
NEAC report to Minister: Proposals from Andrew Moore

Agenda Item 10: Welcome and Introductions – 9 December

The Chair welcomed members to the continuation of the thirteenth NEAC meeting, and welcomed Graeme Nahkies as the facilitator for the meeting. The purpose of the meeting is to make decisions on the recommendations NEAC will make to the Minister of Health, and to provide guidance to the secretariat on the structure of the final report. 

The Chair reminded members of NEAC’s Terms of Reference in relation to confidentiality and decision-making processes. It was noted that any dissent from a majority vote can be recorded in the minutes of the meeting. 

The Chair reported that although Dale Bramley is unable to join this session of the meeting by phone, the secretariat has received an email from Dale setting out his views on all matters of NEAC recommendation. The Committee re-confirmed its earlier decision that Dale’s views will count in NEAC’s decision process. 

The Chair also reported that Sheryl Hall, NEAC’s Executive Assistant, has secured a new position, and will not be working with the Committee in 2004. It was agreed that time be taken at morning tea to acknowledge with thanks Sheryl’s work for NEAC.

Agenda Item 11: Annual Report for 2003

An Annual Report from NEAC to the Minister of Health for 2003 needs to be sent to the Minister’s office by 19 December. The Committee discussed the content and structure of the report.

Agreed:

The structure of the report will be similar to the 2002 report: containing details of the process of NEAC’s review; stating that recommendations have been made; and noting that the Minister’s request that the Committee develop a Māori framework for ethical review be on NEAC’s work programme for 2004.

The Chair will work with the secretariat to complete the Annual Report by 19 December.

Agenda Item 12: Report to the Minister of Health

Committee members who were absent from the 25 November session of this meeting were given the opportunity to respond to the draft report as had been done by other members. 

The secretariat outlined the structure of the report, noting changes made to the draft. These include the addition of an executive summary, a fuller description of the options, the reflection of all stakeholder comment received, the revision of proposed recommendations following the November session, some material carried through from the discussion documents, and the inclusion of the completed risk-benefit analysis.

The Committee discussed the need for the report to present NEAC’s arguments for each recommendation.

Agreed:

Final recommendations will be included in the text of the report, and also in a separate summary at the beginning.

The primary considerations that lead to each decision will be identified.

A suggested additional recommendation from the Chair will be put on the table for discussion.

The Committee discussed further revisions to the final report, and the process for completing the report by 12 December.

Agreed:

The Committee will sign off on the report today, giving instructions to the secretariat to make the agreed revisions. The Chair will give the final oversight and sign-off on the Committee’s behalf.

The Chair will consult with Māori members of the Committee to sign off the revisions to the Māori responsiveness sections of the report.

A hard copy of the report will be sent to each member when it is sent to the Minister. Members are to keep their copy secure and confidential, until the report has been made public.

Agenda Item 13: Recommendations to the Minister of Health

The Committee discussed the recommendations as set out in the draft report. 

Issues on which there was either unanimity or no dissent were identified, and agreed to. For the remaining issues the main arguments for each rival proposed recommendation were identified, and the Committee systematically worked through debate and decision on each of these issues. 

Recommendations 1, 3.1, 6, 8, 9, 10, 13 and 15-23 were agreed unanimously by the Committee. [NOTE: In the final report to the Minister these recommendations are numbered 1, 3, 6, 8, 9, 10, 14, 16, 17, 18, [19], 20, 21, 22, [23], 24, 25.]

A vote was taken for the remaining recommendations. In particular, the committee deliberated at length its decision to make recommendation 2.1 [Final report: Recommendation 2], and there was a substantial minority voting against this recommendation. The Committee agreed to Donald Evans’ request that his dissent from the decisions on recommendations 2.1, 4.1 [Final report: Recommendation 4] and 14.1 [Final report: Recommendation 15] be noted in the minutes for this meeting.

Agenda Item 14: Conclusion of meeting

The Chair concluded the meeting with discussion of the following issues:

The Minister’s response to NEAC’s recommendations: this may or may not be received by the time of the NEAC meeting in February. NEAC is an advisory body; the Minister will decide which NEAC recommendations, if any, she will accept.

The February meeting will confirm material to be placed on the NEAC website.

Appointments: NEAC has received a letter from the Ministry of Health, confirming that appointments and/or reappointments to NEAC are in process. 

A tender process will be used to recruit a contractor to carry out work to examine literature on waiting list and booking system process for elective services.

A member indicated a wish to write a paper in response to the Wainwright and Saunders paper tabled at today’s meeting, and noted that this would use information discussed by NEAC.

Agreed:

Any material to be published by NEAC members that relates to issues addressed by NEAC should be presented to the Committee prior to publication. Relevant acknowledgements and disclaimers should be made, in accordance with previous Committee decisions.

A copy of the Auditor-General’s report on the implementation of the recommendations of the Gisborne Inquiry will be sent to each member.

The Chair thanked the Committee for its work and for the progress of the meeting. Excellent professional work by NEAC’s secretariat and contractors, including Graeme Nahkies’ meeting facilitation, was also acknowledged with thanks.

The meeting closed at 2pm.

Minutes confirmed as a true and accurate record:

Chair:…………………………………………………..

Date:……………………………………………………

