National Advisory Committee on Health and Disability Support Services Ethics (NEAC)
Confirmed minutes of the Sixth Meeting held on 10 and 11 December 2002 at the Portland Hotel, 24 Hawkestone Street, Wellington.

Present:

Andrew Moore (Chair)

Michael Ardagh

Dale Bramley

Anne Bray

Fiona Cram

Philippa Cunningham

Donald Evans (11 December only)

Allison Kirkman

Charlotte Paul

Neil Pearce

Martin Sullivan

Mele Tuilotolava

In Attendance:

Barbara Burt, NEAC Secretariat, Ministry of Health 

Elizabeth Fenton, NEAC Secretariat, Ministry of Health 

Rebecca O'Connell, Public Health Medicine Registrar 

Papers Tabled:

Bioethics Council Appointed
Ethics applications received by regional ethics committees
Plan and timeframe for proposed integrated approach to priority areas
Summary of concerns relating to the functioning of ethics committees from the report of the Gisborne Inquiry (Philippa Cunningham)
Template plans for four priority areas
Suggested changes and issues in priority area plans
Draft project plans for NEAC wider work programme
Suggested logos and Māori translation of Committee name

Agenda Item 1: Welcome and Introductions

The meeting opened at 4.00pm with Andrew Moore welcoming members and introducing new staff members Elizabeth Fenton (Analyst, NEAC Secretariat) and Rebecca O'Connell (Public Health Registrar). Andrew set out the objectives for the meeting and introduced the agenda. 

Agenda Item 2: Issues raised at Health Select Committee Meeting

Gillian Durham, Deputy Director-General, Ministry of Health, reported to the committee on issues raised by the Health Select Committee (HSC) during the recent briefing to the Select Committee from the Ministry of Health concerning the establishment of NEAC. 

Gillian reported that the HSC raised a range of issues about the process of ethical review in New Zealand and in particular was interested in the following areas:

· The way in which the different committees in this area fit together

· Is the current framework sufficiently robust to cover all areas requiring ethical review or is a regulatory regime required?

· Are the resources and expertise in this area spread too thin across these committees?

· The interface between animal and human subjects committees

The committee discussed these issues with Gillian.

Agreed:

The meeting papers for the February meeting will include a list of Health Select Committee members.

Agenda Item 3: NEAC Budget Report

Helen Carruthers, Ministry of Health, presented to the committee the NEAC budget report. The committee discussed the format of the report and it was suggested that there be inserted a column detailing unspent budget, and that the categories of expenditure be simplified to reduce the number. 

Helen informed the committee that because NEAC is directly funded with an appropriation by Cabinet there should not be any difficulty in carrying forward funds from 2002 to 2003, provided that these funds are allocated to planned projects.
Agreed:
The secretariat will work with Helen Carruthers to develop categories of expenditure that will provide a more meaningful report for NEAC.

Agenda Item 4: Overview of report by Gillian Durham

Andrew presented an overview of the report given to the committee by Gillian Durham for the benefit of Mele Tuilotolava and Philippa Cunningham, who arrived at the meeting after this report. 

The committee discussed further issues raised by Gillian's report. 

Agenda Item 5: Confirmation of the Minutes of the Meeting of 8 October 2002, and the updated Minutes of the Meeting of 22 and 23 August 2002

The minutes of the meeting of 8 October 2002 were confirmed as an accurate record of the meeting subject to minor revisions. The updated minutes of the meeting of 22 and 23 August were also confirmed.

Agenda Item 6: Matters Arising from the Minutes

Interim arrangement for second opinions processes

Andrew received a reply from the Health Research Council, which is included in the agenda papers for the meeting. The letter confirms that the HRC Ethics Committee will continue to be the presumptive provider of second opinions, until NEAC has completed its review.

Andrew reported that it would be infeasible to use the HRC's summer scholarship programme for contracting a student to prepare a discussion paper, and that it may be more appropriate to contract this work to an experienced legal specialist.

National Application Form

Andrew reported on the process for making changes to the National Application Form. The Committee agreed that while there is a clear pathway for regional ethics committee to suggest changes to the form there is not a clear process to get feedback from other stakeholders such as researchers.

Discussion was also had about the fact that it is the role of NEAC to revise the Operational Standard but not the national application form.

Agreed:

Further inquiries are to be made of the HRC and the co-ordinator of regional ethics committees into the process for revision of the national application form.

Health Service Delivery in Prisons

Elizabeth Fenton reported that the Health and Disability Commissioner's office is not working on specific projects in this area. There is work being done by Advocacy Services examining trends in complaints received by the Commissioner, and on the possibility of regular meetings with prison health managers.

Development of a Māori framework

Fiona reported that she had not attended the recent wananga as Wellington airport was closed. Fiona reported that she had emphasized to the chair of the Māori caucus that NEAC would consult with key stakeholders in any work it does to develop a Māori framework for ethical review. 

Fiona suggested that a conference in ethics being planned for next year by the Māori Centre of Research Excellence: Ngā Pae o te Maramatanga, might be a forum to discuss further the issue of health and disability research ethics and Māori.

Review of operation of ethics committees in relation to independently funded evaluation exercises

Papers tabled today included Philippa Cunningham's paper summarising concerns arising from the Gisborne Inquiry. 

Agenda Item 7: Chair's Report and Members' Reports

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

Ethics-related meeting at the Ministry of Justice in Wellington on 11 November 2002. The Government is committed to developing assisted human reproduction legislation and the Ministry of Justice is drafting the legislation. This work will be of interest to NEAC when it is made public.

 ‘Ethics in Human Research' conference to be held in Canberra, 2-4 April 2003. The committee discussed this conference.

Agreed:  
Andrew should attend this conference, and other members interested in attending should follow this up at a later date.

Information about the conference is to be sent out to members. 

Members' Reports 

Anne Bray reported that she has been approached by local service providers in Otago who are concerned about ethical issues relating to the provision of services to people with intellectual and behavioural disabilities. There is concern that there is a gap in the system insofar as regional ethics committees do not have the expertise to address these issues. 

Agreed: 

Andrew is to obtain information about clinical committees and other groups that may consider difficult service issues.

NEAC will continue to mentor and support groups evolving in this area. 

Philippa Cunningham reported on a possible training weekend in January for new members of regional ethics committees. The committee discussed the format of this training. 

Agreed: 

Barbara is to follow up on when the training is to be held and whether it will be possible for NEAC members to attend. She will contact Philippa, Mele and Martin with this information. 

Charlotte Paul reported on a conference held in Britain on confidentiality and privacy in research.  

Agreed: 

Charlotte will obtain the report from this conference and it will be sent out to members. 

Dale Bramley reported that Sir Paul Reeves, recently appointed Chair of the Bioethics Council, is interested in coming to speak to NEAC, and in liasing with ethics committees generally. 

Agenda Item 8: In Committee Session

There was a brief “in committee” session. 

Agenda Item 9: Proposed Integrated Approach to the Four Priority Area Projects 

Andrew and Barbara presented a paper detailing a proposed coordinated approach to the four priority areas.

Graeme Nahkies facilitated a session with NEAC members to develop and agree the proposed integrated approach, and to identify the criteria that should be met by any health and disability ethics review system.

Notes from this session including the draft criteria and ideas for the consultation plan have been recorded separately. 

Agreed: 
The paper presenting the proposed approach was agreed to by NEAC.

A range of methods of consultation should be used including interviews, focus groups, questionnaires, written submissions and consultation through the website.

Barbara is to contact a consultant to work with NEAC to design the consultation process and to assist with carrying out the consultation with stakeholders.  

A draft consultation plan is to be presented at the February meeting.

A write up of the criteria developed in this session will be considered at the February meeting.  The criteria and principles used need to relate to the system of ethical review.

Work on the development of the NEAC website is to be progressed for use in the consultation process.  It will be used as a source of information about the consultation process, as well as a point to which submissions can be sent.

NEAC will ask the Chairs of regional ethics committee group if some members can meet with them at their February meeting to gain input on the proposed criteria.

While there will be consultation throughout the process the final discussion document needs to be produced in time to give stakeholders the opportunity to comment.

Both the budget and timeframe available will impact on the consultation plan. 

Agenda Item 10: Work Priority Areas 

Observational Studies 

Charlotte Paul presented a work plan for the project on observational studies, which will involve Rebecca O'Connell, the Public Health Medicine Registrar, identifying and analysing existing guidelines.. 

Agreed: 
Any information obtained by Rebecca that is relevant to the formation of the criteria for ethical review systems should be relayed to the committee

In addition to Charlotte Paul, feedback on this work will be given to Rebecca by Dale Bramley, Martin Sullivan and Neil Pearce.

Charlotte will report back to the committee on this work and will be the reference point for questions or concerns.

Second opinions and appeals 

The committee discussed the possibility of contracting a lawyer experienced in administrative and public law to write a piece for the committee setting out the circumstances in which appeals and related legal options arise, and commenting on whether appeals are appropriate in an ethical context. 

Agreed: 

Andrew is to make inquiries about appropriate people to carry out this work.

Agenda Item 11: Correspondence

The list of correspondence received and sent was considered. The letter from the Minister of Health was discussed, in particular the timeframe for developing the Maori ethical framework for health research. 

Agreed: 
Andrew is to speak with members of the HRCEC at the upcoming meeting about NEAC's responsibility for the Maori framework.

Barbara is to send to the Minister's office a list of NEAC's meeting dates for 2003, once these are determined.  If possible, the committee would like the Minister to attend one of these meetings. 

Discussion Document: Review of 1956 Public Health Act 

Agreed: 
Hard copies of this document are to be circulated to members prior to the February meeting, but before agenda papers for this meeting are circulated.

The document is to be put on the agenda for this meeting. Dale Bramley is to lead the discussion.

Seminars and conferences

Anne Bray reported on an IHC seminar to be held in February.

Agreed:

The notice for the seminar is to be circulated and any interest conveyed to Elizabeth.

Michael Ardagh reported on an Australasian Bioethics Association conference to be held in 2003.

Agreed:

Details of the conference are to be circulated and any interest conveyed to Elizabeth.

Agenda Item 12: Annual Report

Barbara reported to the committee that the Minister requires an annual report by the end of the calendar year. Due to time constraints the committee will not publish the report formally until 2003.

The committee discussed the contents of the report.

Barbara presented different versions of the proposed NEAC logo, which were discussed.

Agreed: 

Committee members are to review current biographies and report any changes to be made.

Summary of Work Programme section is to use wording from the letter written to the Minister of Health describing this programme. 

A decision on the logo will be delayed until 2003. Communications department is to produce more examples.

The report will be submitted to the Minister by the secretariat, in consultation with the chair, on behalf of the committee.

Agenda Item 13: Future Meetings

Agreed:

The next meeting will be held on 19 February 2003, to coincide with the meeting in Wellington of the chairs of the regional ethics committees.

Andrew will write to seek an opportunity for members of NEAC to attend the chairs' meeting.

Andrew is to look at the availability of members with a view to establishing regular meetings for 2003, possibly on the second Tuesday of every month.

The meeting closed at 4pm on Wednesday 11 December.

Minutes confirmed as a true and accurate record.
