National Advisory Committee on Health and Disability Support Services Ethics (NEAC)
Confirmed minutes of the fourth meeting Held on 22 and 23 August 2002 at Portland Hotel, Thorndon, Wellington

Present:

Andrew Moore (Chair)  

Michael Ardagh

Dale Bramley

Anne Bray

Philippa Cunningham

Fiona Cram

Donald Evans

Allison Kirkman

Charlotte Paul

Martin Sullivan

Mele Tuilotolava

In Attendance:

Barbara Burt, Senior Analyst, Ministry of Health 

Apologies: 

Neil Pearce 
Agenda Item 1: Welcome and Introductions   

The meeting opened at 3.30pm with Andrew Moore welcoming members and introducing the agenda and objectives for the meeting.  

Agenda Item 2: Minutes of the Meeting of 2 July 2002 

Confirmation of Minutes

The minutes of the meeting of 2 July 2002 were confirmed as an accurate record of the meeting. 

Matters Arising from the Minutes 

Public Health Legislation: Andrew reported that the draft discussion paper on the proposed public health legislation is not yet publicly available. 

Training meetings with Regional Ethics Committees: Andrew Moore and Barbara Burt attended a session in the Regional Ethics Committee Advanced Members training meeting in Christchurch.  The training sessions planned in Auckland and Wellington have been postponed.  NEAC members will be sent the dates for these meetings when they have been rescheduled.

Letter to Minister of Health: The letter to the Minister of Health outlining NEAC's plan for the four work priority areas is to be sent after the August meeting when there will be an agreed approach and timeframe to report.

Interim arrangement for second opinion processes: Andrew Moore is to follow this up with the Health Research Council.

Communication Plan: An update on the establishment of a website will be given at the October meeting. 

Agenda Item 3: Chair's Report and Members' Reports

Chair's Report

Andrew presented a written report and additional information about the following items:

· Presentation to be given by NEAC members at the Australasian Epidemiology Conference in Wellington on 5 September.
· The feedback received from the Regional Ethics Committee Advanced Members training meeting attended by Andrew and Barbara in Christchurch on 20 July 2002.
· Andrew's meeting with Gillian Durham on 22 August 2002.

Agreed:

Barbara is to send NEAC members an outline of the workforce projects the Ministry of Health is involved with.

Members' Reports

Philippa Cunningham reported on a paper on informed consent she presented at AUT on the North Shore. She also presented feedback received at this forum on what should be included in NEAC's work programme.

Fiona Cram reported on the Wananga for Maori Members of Regional Ethics Committees on 28 and 29 June 2002. She noted the following points from the Wananga: 

· A significant amount of time at the Wananga was spent on how to manage non Māori researchers and the group would like to meet again in November to consider the development of a framework for ethical review of research by Māori for Māori

· Fiona clarified some misconceptions about the role of NEAC

· Concerns were expressed about workload of Māori members on regional ethics committees.

Agenda Item 4: In Committee Session
The Committee had brief in committee sessions on both Thursday and Friday afternoons. 

Agenda Item 5: Four Priority Areas

Andrew outlined the purpose of this session including:

· the decisions required 

· the relevant papers to be considered 

· the proposed next steps following this session to progress the work.

The Committee considered the new project plans alongside the initial scoping papers for each of the four priority areas. 

Each project plan was presented and suggested changes and questions to be addressed were raised.  

The suggested changes and questions have been recorded separately as a working document to be used when progressing this work.  

Agreed:
Each project plan was agreed to on the basis that the suggested changes and questions raised would be taken into account as the work is progressed

The time frame for the completion of the review of ethics committees is to be brought into line with the time frame for the other three priority areas

Barbara is to draft a letter to the Minister of Health with a summary of the suggested approach and time frame for carrying out the projects

Barbara is to do follow up work prior to the October meeting on shape of project plans and how they fit together

Sub groups of NEAC members for each priority area are to continue.  The membership of each group is as follows:

Observational studies
Charlotte Paul (first contact)

Dale Bramley

Neil Pearce

Second opinions/appeals

Anne Bray (first contact)

Mele Tuilotolava
National/ multi centre research

Michael Ardagh (first contact)

Donald Evans

Review of ethics committees

Fiona Cram (first contact while Allison is away)

Allison Kirkman

Martin Sullivan

Philippa Cunningham.

Agenda Item 6: Budget
The draft budget for 2002/2003 was discussed. 

The idea of having a policy for conference attendance by NEAC members was raised.   

Agreed: 

A draft policy for conference attendance is to be developed.

Agenda Item 7: Correspondence

Correspondence received

The list of correspondence received was considered.

Agreed:

A list of correspondence sent is also to be included with future meeting papers.

Letter from Ministry of Health

There was discussion about the letter from Colin Feek seeking NEAC input to the issue of sterilisation of intellectually handicapped women and girls.

Agreed:

Barbara to draft reply indicating NEAC interest in being involved in this review and seeking information about the nature and scope of the review.
Anne Bray to send Barbara a copy of her colleagues paper in this area for distribution to NEAC members.

Agenda Item 8: Wider Work Programme

Graeme Nahkies facilitated a session with NEAC members to develop the Committee's strategic direction and to develop the wider work programme.

Notes from this session have been recorded separately for use as a working document. 

Andrews's paper outlining proposals for a wider work programme was discussed.

Agreed:

That NEAC develop a proposed wider work programme with a view to seeking the Minister's agreement to it.

The projects outlined in Andrew's paper are to form the basis of this wider work programme.

As outlined in Andrew's paper, the work programme is to include fundamental background activities to support a future revision of the Operational Standard.  This background work is to include projects on:

(1) The nature of the activities on which the Operational Standard focuses (eg. research, audit, innovative services)

(2) the nature of ethical considerations apt to appraise these activities 

(3) the role of ethical review (including ethics committee review) in relation to these activities and these ethical considerations

The last project in Andrew's paper is to be changed and will now be a stock take of current ethics committees and related bodies

The projects outlined in Andrews's paper are to be scoped and then prioritised by NEAC

Disability support services are a priority for any project undertaken by NEAC in the services area

Information about the National Health Committee project in the area of intellectual disabilities will be presented at the October meeting.

Agenda Item 9: NEAC Workforce

NEAC workforce

Agreed:

To seek a six month NEAC placement for a Public Health Medicine Registrar, preferably commencing in November 2002, to undertake projects within the Committee's work programme.  Andrew and Charlotte will follow this up.

To advertise for an analyst to work to NEAC as an employee of the Ministry of Health. The analyst will preferably have a background or qualification in ethics. Andrew to follow this up with Helen Wyn.

Agenda Item 10: Future Meetings

Agreed:
The next meeting will be held on 8 October 2002

The meeting scheduled for 4 November 2002 has been cancelled

The final meeting for the year will be held on 10 and 11 December 2002 (times to be advised).

The meeting closed at 4pm on Friday 23 August. 

Minutes confirmed as a true and accurate record.
