National Advisory Committee on Health and Disability Support Services Ethics (NEAC)
Confirmed minutes of the Meeting held on 8 March 2005 at Ministry of Health, Wellington

Present:
Michael Ardagh

Barbara Beckford

Dale Bramley

Anne Bray

Fiona Cram

Elizabeth Harding

Allison Kirkman (Deputy Chair)

Andrew Moore (Chair)

Charlotte Paul 

In attendance:
Barbara Burt, NEAC Secretariat

Annabel Begg, NEAC Secretariat

Vanessa Waldron, NEAC Secretariat

Graeme Nahkies, Facilitator (for morning session)

Ray Nayden (Contractor to MoH) and Alison Barber (MOH Project Manager for Elective Services) (for part of afternoon session)

Apologies: 
John Hinchcliff

Martin Sullivan

Tabled papers:
Letter from the Minister of Health, 4 March 2005, requesting NEAC produce interim guidelines on research using imported embryonic stem cell lines.

Agenda Item 1: Welcome
The Chair welcomed Committee and Secretariat members to the meeting, especially new members, and explained the absence of a twelfth member to the committee in the position of lawyer, due to difficulties in the appointment process. The Chair acknowledged the work of ex-members Philippa Cunningham and Mele Tuilottolava.

Agreed: 

The Chair will ring Philippa Cunningham and Mele Tuilottolava to express thanks for their work for the committee and wish them well in the future. 

The Chair outlined the Agenda before handing the meeting over to Graeme Nahkies for facilitation of the morning session.

Agenda Item 2: Introductions
Graeme Nakhies outlined the format for the morning session, then Committee members and secretariat introduced themselves, discussing their background to NEAC’s work, and the contribution they hoped to make to the Committee.

Agenda Item 3: Overview
Andrew Moore gave a brief presentation on section 16 of the New Zealand Public Health and Disability Act; NEAC’s Terms of Reference 2004; and the Memorandum of Understanding that exists between the Ministry of Health and NEAC.

Andrew then gave a short presentation on the strategic direction of the committee’s work, before inviting individual members to update the committee in specific project areas.

Māori Framework
Fiona updated the Committee of the Mäori framework working group’s recent progress in the area of Mäori research ethics. She mentioned that the group had recently met with Dr Bruce Scoggins, Health Research Council and Professor Linda Smith, Ngä Pae o te Märamatanga to explore the opportunity of a three-way collaboration toward the framework. The HRC and Ngä Pae agreed to partner NEAC in its work in this area, and Fiona reported that a meeting of the new joint working group is planned for Friday 11 March. The three organisations would be considering processes for aiding Mäori communities and researchers to facilitate the improvement of ethical review of health and disability research so it benefits Mäori. Specifically they are considering ways to establish effective relationships, foster discussion of Mäori health research ethics issues through hui, and create information bases of resource material.

Governance Framework
Andrew explained to the Committee that NEAC’s 2003 ‘Review’ generated concern that a number of areas exist in ethical review where it is often unclear with whom the responsibility for the area lies. In 2004 the Minister agreed that NEAC scope the task of developing a governance framework for health and disability research ethics. NEAC has since contracted background work toward a project plan, a draft version of which is included in the papers for the current meeting. However due to timing constraints, its discussion is to be deferred until the April meeting.

Observational Studies
Charlotte described to the Committee that as part of the follow-up from the Gisborne Inquiry, the Minister had asked the NEAC to report on observational studies, audit and related matters. In 2003 NEAC issued a discussion document which identified ethical issues in the conduct of observational studies, presented and discussed options for the establishment of parameters for the ethical review of observational studies, and proposed New Zealand guidelines on the ethical review of observational studies. As a result of this consultative process, in 2004 NEAC revised the draft guidelines to separate audit and related activity from observational studies, and distributed them in a second discussion document for further stakeholder input. Based on submissions received, in 2005 NEAC will recommend that that the Minister accept the guidelines in a revised final form for distribution and use in the sector.

Intervention Studies and Innovative Practice
Mike explained to the Committee that work beginning in this area paralleled work in the observational studies and audit area, in that it was similarly concerned with clarifying boundaries on the continuum between intervention studies and innovative practice. This project will begin with a literature review of relevant material, as the observational studies work did.

Sub-Committee on Appeals
Andrew reported that this project would involve work to establish the process for convening NEAC’s sub-committee on appeals under their new 2004 Terms of Reference.

Elective Services
Andrew explained that as a result of 2003 correspondence from the Canterbury Ethics Committee, NEAC has contracted a background report in the area of elective services and would be considering the literature scan which identified ethical issues of national significance at the present meeting. It is likely that a decision will be made at the April meeting regarding any NEAC advice to the Minister in this area.

Disability Ethics Issues Working Group
Andrew explained to new members that a NEAC working group for Disability Ethics Issues consisted of Martin Sullivan, Allison Kirkman and Anne Bray, and that Anne had updated the Committee of the group’s 2005 intentions at the December 2004 meeting.

The “status of NEAC Projects graph” was considered, a minor amendment was noted, and it was suggested a final step be added titled “review following implementation”.

Agenda Item 4: General Discussion – Future Challenges
There was a lengthy in-committee session. 

When the secretariat members returned to the meeting relevant parts of the in-committee session were re-capped for their benefit. Particularly, the Chair stressed the importance of sustainable relationships between the secretariat, Ministry of Health and NEAC. 

In regards to the tabled letter from the Minister of Health, which requested NEAC consider developing interim guidelines on the research using imported embryonic stem cell lines, there had been extensive discussion around the response to the Minister. 

Agreed: 

To note the Minister's letter to NEAC (4 March 2005) on research use of imported stem cell lines. 

To reply to the Minister that NEAC 

· agrees to develop interim guidance on research use of imported embryonic stem cell lines (including limited sector consultation) 

· notes this work would be a priority to ad hoc work the Minister had previously asked NEAC to complete to develop guidelines on research using tissue from foetuses or stillborn children. 

· will determine the precise scope and form of its proposed interim guidance through conduct of the project 

· notes from the Minister's letter that the Ministry will provide analytical support throughout this project 

· will ask the Ministry to consider configuring this in a way that will support NEAC in its role as an independent advisor to the Minister. 

A draft letter of response to the Minister would be circulated among members for feedback before being finalised by the Chair and Secretariat and then sent. 

Agenda Item 5: Booking Systems for Elective Services
The committee participated in an extensive discussion session with Alison Barber and Ray Nayden of the Ministry of Health’s Elective Services Team. Alison and Ray’s discussions with the Committee at the present meeting as well as their earlier discussions with the NEAC Chair and NEAC’s contractor, and willingness to engage further with the Committee’s work in this area were noted with thanks.

Agreed:
To establish an ad hoc working group of Charlotte Paul, Dale Bramley, Mike Ardagh and Andrew Moore to lead drafting of a Committee Report on ethical issues concerning the booking system, for NEAC consideration and decision at its April 2005 meeting.

Original correspondence surrounding the requests from the Canterbury Ethics Committee that NEAC carry out work in this area be included in the April meeting papers. 

To update the Canterbury Ethics Committee in a timely way on NEAC’s background work in this area.

Agenda Item 6: Submission of paper to Australasian Epidemiologist Journal
Members considered the appropriateness of submission of a paper on ‘Reform of Ethical Review in New Zealand’ to the Australasian Epidemiologist Journal. The paper was written by Annabel Begg, NEAC Secretariat, and co-authored by three NEAC members.

The authors exited the meeting, and the Deputy Chair lead the discussion around the decision of submission.

Agreed
The article be submitted in light of the minor changes recorded separately.

That NEAC review its processes and policies regarding publications that potentially concern, or otherwise have implications for, the 

Minister, NEAC, or the Ministry. This work will need to be consistent with general public sector expectations, and with Ministry processes and policies. 

Agenda Item 7: Minutes of the December Meeting
The minutes of the meeting of 14 December 2004 were confirmed subject to minor corrections. 

Agreed 
Any matters arising would be considered at the April meeting. 

The Committee noted other Agenda items not addressed, including the proposed project plan for the Governance Framework, Chair's and Members' Reports, and Correspondence, and agreed that these be considered at a later NEAC meeting. 

The meeting closed at 4.15 pm

. 

Minutes confirmed as a true and accurate record: 

Chair…………………………………………………. 

Date…………………………………………………..

