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

Confirmed Minutes of the Meeting held on 14 June 2005 at Ministry of Health, Wellington
Present:

Michael Ardagh

Barbara Beckford

Dale Bramley

Anne Bray

Fiona Cram

Elisabeth Harding

John Hinchcliff

Allison Kirkman (Deputy Chair)

Andrew Moore (Chair)

Charlotte Paul

Martin Sullivan

In attendance:

Barbara Burt, NEAC Secretariat

Annabel Begg, NEAC Secretariat

Tanith Robb, NEAC Secretariat

Graeme Nahkies, Facilitator (for morning session)

Tabled papers:

· Letter from the Minister of Health, 8 June 2005, advising that the Ministry of Health will develop guidelines on research use of imported embryonic stem cell lines.

· Report to NEAC, 4 June 2005, Booking Systems for Elective Services.

· BMJ News Article, 11 June 2005, ‘UK proposes reforms for research ethics committees’.

· Program for the Ethics in Human Research Conference, NHMRC, 24 March 2005.

1.
 Welcome and Introductions

The Chair welcomed Committee and Secretariat members to the meeting and officially opened the meeting at 9:30am.

The Chair outlined the agenda and meeting objectives and then Graeme Nahkies took up facilitation of the morning session.

2.
NEAC Work Programme: Overview and Update

The Chair gave an overview of the projects on NEAC’s work programme:

· Governance Framework for Health and Disability Research Ethics

· Mäori Framework for Health and Disability Research Ethics

· Ethical Guidelines for Observational Studies

· Ethics of Intervention Studies and Innovative Practice

· Ethics of Human Embryonic Stem Cell Research

· Research Use of Tissue from Stillborn Babies and Fetuses

· Booking Systems for Elective Services

· Establishment of Sub-committee on Appeals
The secretariat updated the Committee on the Ministry of Health contracting processes and requirements.     

Research use of imported embryonic stem cell lines
The Chair updated the Committee on the embryonic stem cell research project.  The Chair informed the Committee that the Ministry of Health had taken responsibility for developing guidelines on research use of imported embryonic stem cells.  The Ministry has asked NEAC to provide comments on a draft discussion document by 24 June 2005.  

The Committee discussed various aspects of the Ministry’s document including: the scope of the Human Assisted Reproductive Technology Act 2004; the structure of the Ministry’s document; and the ethical issues raised in the document.  A brief discussion was also held on NEAC’s background paper on embryonic stem cell research. 

Agreed:

NEAC members would provide feedback to the Secretariat on the Ministry’s document by 20 June 2005, to be written up and submitted as a response to the Ministry.

Mäori Framework

The Chair of the working group presented an overview of the project to the Committee.  Many issues were discussed, including:

· resourcing the project

· the proposed stocktake 

· the role of other agencies on the working group

· NEAC’s reporting commitments to the Minister

· the role of working group chair

· the scope of the framework.

Agreed:

The Mäori Framework working group will discuss the issues raised by the Committee at its next meeting in June.

Booking Systems for Elective Services

The Chair gave an overview of the background work to date in this area.  The Committee noted the report tabled at the meeting on Booking Systems for Elective Services.  

Agreed:

· NEAC will undertake further work on the project before providing advice to the Minister of Health

· A response to the Canterbury ethics committee will be drafted after NEAC has provided its advice to the Minister of Health

· The working group will report to the next NEAC meeting

· The progress of this work can be reported to the Minister in a general update briefing  

Governance Framework

The Chair noted that NEAC has an agreed project plan for the Governance Framework project.  Since the last NEAC meeting priority has been given to carrying out background work on the research use of imported embryonic stem cells, and the governance framework project has not been progressed.  The Committee is still to report to the Minister on the timing and approach for this project.

Observational Studies

The Chair informed the Committee that the Observational Studies Guidelines and the associated Committee report were being finalised and would be sent to the Minister of Health within the next month.

Intervention Studies and Innovative Practice

The Committee noted the report on intervention studies in the agenda papers.

Research Use of Tissue from Stillborn Babies and Fetuses
The Committee noted that it is still to carry out background work in this area in order to respond to the Minister of Health’s request that NEAC consider developing guidance on the research use of tissue from stillborn babies and fetuses. 

Sub-Committee on Appeals

The Chair informed the Committee that NEAC’s advice to the Minister on NEAC membership of the SCA, and the positions that needed to be filled through a wider nominations process, was being drafted.

Sector Development

The Committee discussed follow-up work on the implementation of changes to the system of ethical review based on the Minister of Health’s acceptance of NEAC’s recommendations.  There was discussion about the role of the Ministry of Health and the role of NEAC in this work.

Agreed:

The Chair would discuss this issue with the Ministry of Health.

Ethics of Intervention studies

Annabel Begg gave a presentation on the ethics of intervention studies. The Committee had a discussion about intervention studies, particularly the ethical issues relating to intervention studies, the difference between intervention studies and innovative practice, and possible NEAC approaches to the project.

Agreed:

The Secretariat would prepare background information for the NEAC meeting in August.

3.
 Minutes of the April Meeting

The minutes of the meeting of 12 April 2005 were confirmed subject to minor corrections. 

4.
 Chair’s Report and Members’ Reports

The Chair noted that the Committee next meeting would be held on 9 August 2005.

Barbara Beckford discussed her attendance at the ‘Ethics in Human Research Conference’ held in Australia in March and tabled the conference programme. 
Agreed:

Barbara Beckford would write a brief report on the conference for other committee members.

5.
 Correspondence

The correspondence for the period 12 April 2005 – 14 June 2005 was noted. 

The meeting closed at 4.15 pm.

Minutes confirmed as a true and accurate record:

Chair………………………………………………….

Date…………………………………………………..
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