National Advisory Committee on Health and Disability Support Services Ethics (NEAC)
Confirmed minutes of the second meeting Held on 11 June 2002 9.45am to 4pm at the Ministry of Health, Old Bank Building, Customhouse Quay, Wellington

Present:

Andrew Moore (Chair)

Michael Ardagh

Dale Bramley

Anne Bray

Fiona Cram

Philippa Cunningham

Donald Evans

Allison Kirkman

Neil Pearce

Charlotte Paul

Martin Sullivan

Mele Tuilotolava

In Attendance:
Barbara Burt, Senior Analyst, Ministry of Health

Agenda Item 1: Welcome and Introductions

The meeting opened at 9.45am with a Karakia.

Andrew Moore introduced the agenda for the day and the objectives of the meeting.

Agenda Item 2: Minutes of the Last Meeting

Confirmation of Minutes

The minutes of the meeting of 12 April 2002 were confirmed as an accurate record of the meeting. 

Matters Arising from the Minutes

Meeting of the Chairs of Ministerial Advisory Committees

The next meeting of the Chairs of the Ministerial Advisory Committees serviced within Sector Policy Directorate is scheduled for 24 July 2002.

Bioethics Council
Cabinet has approved the paper outlining the structure, terms of reference, and the criteria for membership of the Bioethics Council.

Sir Paul Reeves has been appointed as Chair.

Nominations have been sought for membership of the Bioethics Council.

NEAC members were given information outlining the process to make nominations for membership.

There was some discussion about the role of the Bioethics Council and potential overlaps with the work of NEAC.

Previous National Ethics Committee

The final paper produced by this Committee is to be sent out to NEAC members with the papers for the July meeting.

Memorandum of Understanding

Andrew reported back on questions arising about the memorandum of understanding between NEAC and the Ministry of Health and confirmed that the MoU would now be signed.

Legislation to change section 74A of the Health Act 1956

The legislation has been introduced to the House but has not yet had its first reading.

When the Bill has been referred to Select Committee NEAC will be able to make a submission on the Bill if it decides to do so.

Budget for NEAC

Andrew reported that approximately 30% of the NEAC budget is used for the cost of the secretariat.  This is significantly lower that the amount some other successfully operating ministerial advisory committees have allocated for their secretariats. 

Training for members

Philippa and Mele attended an Auckland Ethics Committee meeting to orient themselves to the work of a regional ethics committee.

Agenda Item 3: Chair's Report

Andrew presented a written report and added the following information:

· Barbara Burt has been seconded to the position of senior analyst for NEAC for a period of a year.

· Feedback received at the Lexis Nexis Butterworths medico-legal conference in Auckland.  In particular comments from Ron Paterson.

· Andrew has just presented a paper at the University of St Andrews conference “Philosophy and it public role” in Pittsburgh.  The paper was on the topic of consent and posthumous reproduction.

Agenda Item 4: Committee Member Expertise and Vision

The Committee spent some time exploring and discussing the vision of members for the future of ethics in New Zealand and the role the Committee may play in this development.  Some of the issues raised in this discussion will be carried through for consideration when NEAC develops its wider work programme.

Agenda Item 5: Relationship with Other Ethics Committees

HRC/HRC Ethics Committees

The notes from this meeting were discussed.

A new shortened name for the National Advisory Committee on Health and Disability Support Services Ethics was considered in light of the comments from the HRCEC about the current shortened form of NEC.

There was discussion about setting up an interim arrangement with HRC for second opinion processes.  Two different options were discussed but a decision was not made.

The current legal standing of the Operational Standard for Ethics Committees was discussed.  There was discussion about asking the Health Research Council to be involved in issuing a shared statement with NEAC endorsing the standard.

Agreed: 
The Committee will use the shortened title of National Ethics Advisory Committee (NEAC).  The Minister will be informed of this.

Regional Ethics Committees

Andrew and Barbara are to attend the training forums for established members and chairs of the regional ethics committees.  The meetings are to be held in Christchurch, Wellington and Auckland in July and August.  The format is that Andrew will present information about NEAC for 15 minutes and then there will be a question and answer session for about 60 to 75 minutes.

NEAC is to consider developing a series of questions to put to the regional ethics committees to inform the work that it is currently doing to advance the 4 work priority areas.

Andrew is to check with Carol Algie to see whether it is okay for NEAC members to attend these sessions in their local areas.

Fiona Cram is to attend the Wananga for Māori Members of regional ethics committees on 28 and 29 June 2002.

Agenda Item 6: In Committee 

The Committee had a short “in committee” session.

Agenda Item 7: Committee Work Programme

Four work priority areas

The following four work priority areas were discussed with an emphasis on the process, approach and timing for carrying out this work:

· Review the operation of ethics committees and the impact their decisions are having on independently funded evaluation exercises and on medical research generally in New Zealand.

· Develop guidelines on conducting observational studies in an ethical manner and establish parameters for the ethical review of observational studies (including guidance regarding weighing up the harms and benefits of this type of health research).

· Consider the application of second opinion and appeals processes and recommend their appropriate use for ethics committees.

· Review the current processes for the ethical review of national and multi-centre research.

Committee members presented initial scoping papers that had been written for each topic.  The scoping papers included a description of the work priority including the purpose and desired outcome(s) of undertaking the work; an identification of the key stakeholders to be consulted and involved in the work; suggested approaches for carrying out the work; a description of the key sources of information; and an exploration of the links to the other three work priority areas. 

In the wide-ranging discussion on these priority areas the following issues were explored:

· The context within which the work areas were developed (recommendations from the Gisborne inquiry).

· The budget and resources available to NEAC to carry out this work and the importance of ensuring NEAC has the capacity to successfully complete any projects it undertakes.

· How NEAC will carry out this work (e.g. use of sub committees, use of secretariat, contracting out some work)?

· How to carry out an effective consultation process and engage people with this work; the importance of consulting with stakeholders at an early stage of the process; the lessons learnt from IBAC around public consultation; the resources available to carry out consultation (e.g. information from the Ministry of Health, contracting consumer groups)?

· The four work areas being combined into one or two projects.

· The roles that the HRC, the HRCEC, and regional ethics committees have in this work.

· The relationship between this work and the role of NEAC to review the Operational Standard for Ethics Committees.

· The scope of the first priority.  Does it intend a general review of the operation of regional ethics committees or a specific review relating to independently funded evaluation exercises?  How to take account of the requirement to review the impact of decisions of ethics committees on medical research generally in New Zealand?

Agreed:

The four work priority areas will be discussed again at the meeting in three weeks time to develop a timeframe and plan for progressing this work.

A copy of Charlotte's papers published last year in NZMJ is to be circulated in the papers for the July meeting.  This paper concerns researcher perceptions of ethics committees.

Early consultation on the development of the approach to the four work priority areas can be carried out with regional ethics committees at the training meetings in July and August.  The August Chairs of regional ethics committees meeting is another possible option for this consultation.

Input can be sought from HRC and HRCEC at this early stage of developing the approach to this work.

When consultation is carried out an evolving consultation document will be developed that goes through more than one iteration.  This will enable people to see their views reflected.

Barbara is to collect the guidelines on observational studies that are listed in scoping paper on observational studies.  Wider literature reviews were also discussed.

Agenda Item 7: Correspondence

Letter from NEAC to Minister of Health
The letter was noted. 

Agreed:

Barbara is to draft a letter to the Minister of Health outlining the progress made by NEAC in addressing these priority tasks. 

Agenda Item 8: Communication Strategy 

The Committee had a quick brainstorm of areas to be addressed in the communication strategy.  Areas discussed included communication within the Committee and development of the Committee's public profile and the way in which it communicates. 

Agreed: 

Set up a website. 

Develop letterhead that includes the Maori name and shortened name (NEAC). 

Continue to work on the development of this strategy at a future meeting. 

Develop a document that lists all the work in progress for NEAC.  This is to be used by Committee members and will ensure that work is kept alive even if it is not on the agenda for the most recent meeting. 

Identify which parts of the work programme are 16(1) items and which are 16(2) items, in terms of NEACs' statutory functions. 

Where feasible the minutes from the meeting are to be sent out earlier than the group of meeting papers that are sent out prior to each meeting.

The meeting closed at 4pm. 

Minutes confirmed as a true and accurate record.
