National Advisory Committee on Health and Disability Support Services Ethics (NEAC)
Confirmed minutes of the Seventh Meeting held on 19 February 2003 at the Ministry of Health, 133 Molesworth Street, Wellington

Present: 

Andrew Moore (Chair)

Michael Ardagh 

Dale Bramley 

Anne Bray 

Fiona Cram 

Philippa Cunningham 

Donald Evans 

Allison Kirkman 

Charlotte Paul 

In attendance:

Barbara Burt, NEAC Secretariat, Ministry of Health 

Elizabeth Fenton, NEAC Secretariat, Ministry of Health 

Rebecca O'Connell, Public Health Medicine Registrar 

Apologies:

Neil Pearce 

Martin Sullivan 

Mele Tuilotolava 

Papers tabled:

Draft Criteria and Principles for Health and Disability Ethical Review System 

Budget Report for Seven Months Ended January 2003 

NEAC logo samples and website page 

Moving Forward: Sterilisation and Reproductive Health of Women and Girls with Disabilities.  A Report on the National Project Conducted by Women With Disabilities Australia (WWDA). 

Agenda Item 1: Welcome and Introductions

The meeting opened at 9.00am with Andrew Moore welcoming members and introducing the agenda and objectives for the meeting. 

Agenda Item 2: Member Input into Meeting Agendas

Andrew suggested that there be a formal process by which members could nominate items for the meeting agenda. 

Agreed:   

The Members' Reports, given during NEAC meetings, can be used as a forum for members to suggest agenda items for future meetings.  These will be discussed, and, if agreed to, placed on the agenda for the following meeting. 

 A one to two page background paper, outlining questions for NEAC to consider in relation to the issue being raised by members, can be sent to the secretariat for inclusion with meeting papers.  The papers will need to be received ten days prior to the meeting.  The secretariat will email a reminder out to members two weeks prior to the meeting.

Agenda Item 3: Confirmation of the Minutes of the Meeting of 10 and 11 December 2002

The minutes of the meeting of 10 and 11 December 2002 were confirmed as an accurate record of the meeting subject to minor revisions. 

Agenda Item 4: Matters Arising from the Minutes

Budget report 

An updated budget report was presented to the committee and discussed.  It was noted that the changes suggested by the committee at the December meeting have not yet been made.  This is because the Ministry of Health Finance Section has had some staffing changes and currently there is not a management accountant dedicated to Sector Policy Directorate. 

The secretariat is currently working with Andrew to estimate the funding required between now and the end of the financial year.  An expense transfer will then be requested to carry forward the unspent funds into the 2003/2004 financial year.  This carry forward is required to carry out the review of regional ethics committees and report to the Minister by November 2003. 

Agreed: 

NEAC secretariat to explore the possibility of contracting an accountant for one or two days to set up the budget reporting system required by NEAC. 

Revisions to National Application Form 

This matter was discussed at the recent Health Research Committee Ethics Committee (HRCEC) meeting attended by Andrew Moore, Barbara Burt and Elizabeth Fenton, in Auckland on 13 February 2003.  The HRCEC was not able to outline a transparent process for suggesting changes to the application form, and agreed to do further work to clarify the formal process for revising or making changes to the form.

Training for new REC members
This training was held in January 2003 and was attended by Philippa Cunningham, Martin Sullivan and Mele Tuilotolava.  Don Evans delivered this training 

Second opinions and appeals priority work 

Andrew reported that work is in progress to clarify the legal work NEAC requires to assist its review of the second opinions and appeals process, and to identify an appropriate person or agency to carry out the work.  Philippa offered to assist in advising on lawyers that NEAC might consider contracting for this work. 

Meeting of Chairs of Regional Ethics Committees
Andrew, with secretariat members, will attend part of this meeting on 21 February 2003.  This meeting will be used as an opportunity to update the chairs on the agreement of the Minister of Health to the approach and time frame suggested by NEAC for the review of ethics committees.  The meeting also provides an opportunity to get input from the chairs as an initial part of the consultation process. 

British conference on confidentiality and privacy in research 

The report from this conference will not be available until July 2003, and Charlotte will send the report to the secretariat for circulation when it is received. 

Agenda Item 5: Chair's Report and Members' Reports

Chair's Report 

Andrew presented a written Chair's Report and added information about the following items: 

The meeting with HRCEC that is mentioned above.  Discussion at this meeting covered the development of a Maori framework, NEAC's work programme and timeline, and revision of the Operational Standard.  The notes from this meeting have been recorded and will be sent out to members separately. 

‘Ethics in Human Research' Conference in Canberra, April 2003.  Andrew has had a paper accepted for this conference.  Donald Evans reported that he will also be at the conference and will present a paper on the work he has done on the process for ethical review of national/multi-centre proposals. 

Agreed: 

Andrew will circulate for members' comments a draft of his paper for the Canberra conference prior to the conference. 

Members' Reports 

Australasian Bioethics Association Conference 

Michael Ardagh reported that the Australasian Bioethics Association Conference in Queenstown in July will include a session on medical research.  The theme for the conference is ‘Virtue and Vice'.  The deadline for submitting papers is the end of March 2003.  Charlotte reported that she will be submitting a paper on internal/external morality.  

The issue of NEAC funding for committee members to attend this conference was discussed. 

Monash Bioethics Centre 

Michael also reported that the Monash Bioethics Centre in Australia is currently seeking sponsorship to establish a post-graduate course in bioethics for medical practitioners. 

Prioritisation 

Dale Bramley raised the issue of prioritisation within the health sector, and the report of a national DHB working group in this area.  There was discussion around whether this is an area that falls within the scope of NEAC's terms of reference. 

Agreed: 

The breadth of NEAC's brief as set out in the New Zealand Public Health and Disability statute is wide enough to encompass such issues. 

Dale is to put together some work on this issue, with questions for further committee discussion. 

Agenda Item 6: In Committee Session

There was a brief ‘in committee' session. 

Agenda Item 7: Review of Health and Disability Ethical Review System

1. Andrew introduced this item with an overall outline of the review project and an outline of the purpose of this agenda item.  It was agreed to consider first the work that has been carried out in the areas of national and multi-centre studies and observational studies, and then to look at the overall coordination of the review project. 

2. Work to date in the areas of national and multi-centre studies 

Elizabeth introduced this paper, which includes a description of the current system for ethical review of national and multi-centre studies, and a description of a proposed alternative system, and a comparison of the two systems against the draft criteria and principles developed by NEAC to describe an effective system of ethical review.  There was discussion about: 

· The format of the paper 

· Different types of national and multi-centre studies and the numbers of proposals that are considered annually. 

· Whether NEAC should seek access to some research protocols. 

· The suggestion that NEAC undertake a survey of the lead researchers involved in national and multi-centre studies. 

· The need for further consideration of quality issues, in relation to the current and proposed system. 

· The way in which this work links with the other work areas in the review of ethics committee operation. 

Agreed: 

Andrew is to explore with the Chairs of regional ethics committees the possibility of accessing multi-centre research protocols to gather further information about the types of research carried out under national and multi-centre protocols. 

If access is agreed to, then further work will be done with protocol information.  Donald Evans has records of the protocol numbers of genuine multi-centre studies. 

3. Work to date on the development of guidelines for observational studies 
Rebecca O'Connell and Charlotte Paul presented the work that has been completed on guidelines for observational studies, which included a literature review, bibliography and work proposal.  

Agreed: 

Rebecca and Charlotte are to continue to work on the project according to the proposed timeline. 

4. Update on the coordination of project 
At the December 2002 NEAC meeting it was agreed that, in consultation with Andrew, the secretariat identify a contractor to work with NEAC to assist with designing and facilitating the consultation aspects of the review. 

Barbara Burt reported on the work that has been done to date on the overall coordination of the review project and the process undertaken to identify a contractor to assist NEAC with this work.  

The committee discussed the role of the contractor and the proposal outlining the areas of work the contractor would be involved with.  

Agreed: 

A subgroup of NEAC was established to work on the overall coordination of the review project.  The group is made up of Andrew Moore, Fiona Cram and Allison Kirkman.  

The subgroup will meet with the contractor before the April meeting to further develop the review plan. The subgroup will engage with NEAC on this work prior to the April meeting if necessary. 

5. Consideration of draft criteria generated at the December meeting 
Members were given a copy of the Draft Criteria and Principles for Health and Disability Ethical Review System.  This is a write up of the session with Graeme Nakhies at the December 2002 NEAC meeting.  This document presents the criteria generated by the Committee under five overall headings. 

Agreed: 

Due to time constraints, committee members will consider the criteria after the meeting and send any comments to Barbara. 

A criterion to be added is that any system adopted must meet international standards. 

Agenda Item 8: Consideration of the proposal for progressing the development of a Maori framework for ethical review of health and disability research

The committee considered the proposal that NEAC take an initial step in this work by having preliminary discussions with 8-10 key informants about the development of a Māori framework for ethical review. 

Agreed: 

Fiona Cram is to conduct interviews with key informants, and present the results of this work at the April meeting. 

A letter from NEAC to Fiona will set out the scope and arrangements for this work. 

Agenda Item 9: Public Health Legislation Discussion Document

Louise Delaney from the Ministry of Health gave a brief presentation on the Public Health Legislation Discussion Document, and emphasised areas where advice from NEAC would be useful.  

Agreed: 

Rebecca O'Connell and Dale Bramley will work together to draft a submission on the discussion document that will be circulated to committee members by mid-March. 

Suggestions on the content of the submission are to be sent to Rebecca.  Rebecca's contact details will be circulated to members. 

Agenda Item 10: Ministry of Health Project on Sterilisation of Women with Intellectual Disability

The Committee considered a paper that had been sent to NEAC from Pat Tuohy, Chief Advisor, Child and Youth Health, Ministry of Health.  The paper outlined the work the Ministry is doing with DHBs to develop nationally consistent procedures to ensure that whenever sterilisation is performed for young women under 20 years who have an intellectual disability, the consent process is appropriate, and the best interests of the child are paramount.  
Pat Tuohy has asked NEAC to consider the potential role of regional ethics committees in advising clinicians on this issue and what other options NEAC considers appropriate for consent around this issue. 

The committee discussed the paper outlining the Ministry's work on this issue to date, and agreed that the framework of the project is too narrow.  The paper only addresses medical and clinical issues and not social and human rights issues.  The distinction between sterilisation and menstrual management is not made. 

Agreed: 

Anne is to draft a reply to Pat Tuohy outlining NEAC's concerns about the scope of this review and informing the Ministry of the work that has already been done in this area. 

This letter will be circulated to committee members for comment before being sent. 

Agenda Item 11: Update on development of website and logo

Elizabeth Fenton presented details of the website that has now been created.  Some suggestions were made for possible additions to the site: 

· Photos to accompany biographies 

· A link to the Operational Standard for Ethics Committees 

· Frequently asked questions 

· Glossary of terms 

· A mailing list for email updates 

· Explanation of the Māori name of the committee 

· A greeting on the front page 

· The committee considered the logo samples presented, and the Māori translation of the committee name. 

Agreed: 

The Māori translation was agreed upon. 

The logo colours and design were agreed and a decision on which of the four fonts to use will be made by the secretariat. 

Agenda Item 11: Correspondence

Andrew informed the committee of a letter from Professor Peter Davis of the Christchurch School of Medicine that was received after the correspondence list was sent out with NEAC meeting papers. 

Agenda Item 12: Other papers

Annual Report 

The committee briefly discussed the Annual Report that was sent to the Minister of Health in December 2002.  The report will be published and tabled in the House in 2003. 

Anne Bray suggested that before publication the secretariat check that the document accords with guidelines for accessibility for people with disabilities. 

Some minor corrections to the report were suggested. 

Health Select Committee Members 

The committee briefly discussed the membership of the Health Select Committee. 

Agenda Item 13: Further matters

Register of interest of members 

There was interest in other memberships that NEAC members may have, and discussion around potential conflict of interests. 

Agreed: 

The secretariat will contact members to develop a register of interests of members. 

The meeting closed at 4pm. 

Minutes confirmed as a true and accurate record.
