National Advisory Committee on Health and Disability Support Services Ethics (NEAC)
Confirmed minutes of the Meeting held on 10 August 2004 at the Westpac Trust Stadium, Wellington

Present:
Michael Ardagh

Dale Bramley

Anne Bray

Fiona Cram

Philippa Cunningham

Alison Kirkman (Deputy Chair) 

Andrew Moore (Chair)

Martin Sullivan

Mele Tuilotolava 

In attendance: 

Barbara Burt, NEAC Secretariat

Annabel Begg, NEAC Secretariat

Victoria Hinson, Contractor to NEAC Secretariat

Sheelagh Purdon, Facilitator 

Rachel Robson, Contractor to NEAC

Vanessa Waldron, NEAC Secretariat

Apologies: 

Charlotte Paul

Tabled papers:

Health and Disability Research and Service Ethics Diagram 

Key Steps in the Advisory Process Diagram

NEAC Current Projects Diagram

Ministry of Health Implementation Update

Ministry of Health HART Update

List of Changes to NEAC Terms of Reference

Letter frmo Ministry to NEAC 5 August 2004 outlining proposed changes to NEAC terms of reference to establish an appeals standing committee 

Agenda Item 1: Welcome and Introductions

The Chair welcomed members to the meeting and introduced new Secretariat members and Contractors who were in attendance. The agenda for the meeting was outlined. The facilitation for the morning session of the meeting was then passed to Sheelagh Purdon. 

Agenda Item 2: Strategic Direction of NEAC
1. The Big Picture - Health and Disability Research and Services Ethics 

The Chair outlined the purpose of this session, which was for the Committee to consider an overview of the work NEAC has done to date; agree the steps involved in NEAC providing advice to the Minister of Health in its role as a Ministry Advisory Committee; summarise the current NEAC work programme; and do some forward-looking reflection on NEAC's role and direction. 

The Committee considered a diagrammatic overhead representing NEAC's role in the context of Health and Disability Research and Services Ethics. 

The Committee then reviewed the work NEAC has done to date, emphasising that while NEAC's statutory functions are broad the overall shape of appointments to NEAC, its experience, its broader capacity, and its track record are strongly in the area of research ethics policy. It was suggested that the fact that NEAC's review set in train the most major reform of the country's ethics committee system since Cartwright shows that NEAC can be very influential through ministerial advice. 

The Chair recommended that NEAC continue to work in the area of research ethics policy, with particular focus on the two major projects in this area that are agreed in principle and that NEAC is currently scoping: the Maori Framework for the Ethical Review of Health and Disability Research; and the Governance Framework for the Health and Disability Ethics. 

There was also discussion clarifying NEAC's role as a policy advisory committee, the role of NEAC in services ethics particularly in relation to education, and also discussion of NEAC's role as a Governance body and (through sub-committee) an Appeal Body. 

2. Key Steps in the Advisory Process 

The Committee considered a seven-step account of the ‘ministerial advisory committee' process to which NEAC works, and illustrated this with the ‘Review' project. 

There was general agreement to the steps outlined. It was agreed that a step be added prior to step (a) to reflect the ability of NEAC to generate its own project ideas to present to the Minister (for example, NEAC's recommendation that it scope a project on the Governance Framework). . The point was also raised that the last three steps were Ministry of Health orientated and did not necessarily require NEAC involvement. It was agreed to do further work to spell out the NEAC work at each step. There was some discussion of NEAC's independence within its work programme and on the idea of the Ministry of Health providing advice to the Minister that is parallel to NEAC's but not transparent in the way NEAC's advice is. 

Agreed: 

That step (e) of the process be rewritten so that the Ministry provides a second opinion to the Minister – or advice on NEAC's advice. 

That a step be added before step ‘a' which allows NEAC to generate its own projects to recommend to the Minister of Health for inclusion in the work programme. 

That steps to account for relaying decision information to the public and key stakeholders be included. 

The Secretariat will redraft these diagrams for consideration at the September NEAC meeting. 

3. NEAC Current Projects 

The Committee considered a bar graph to depiction of the position of current NEAC projects in relation to the seven-step process. There was discussion about the current status of the Operational Standard. There was discussion about NEAC's Elective Services Booking System Project. 

Agreed: 

The graph is an accurate reflection of NEAC's current work programme 

The graph is a useful tool to be added to future NEAC meeting papers, and to form the basis for summaries to the Minister. 

The Secretariat will prepare a paper for the September meeting outlining the issues surrounding NEAC's role in relation to the Operational Standard, and proposing some options for proceeding in this area. 

A letter is to be sent to the Canterbury Regional Ethics Committees outlining the process and timeline for NEAC's work on ethical issues regarding booking systems. 

4. Levels of Committee Involvement

The Committee discussed the ways in which committee members are involved in particular work projects and areas of work. In particular, there was discussion of the following range of ways that Committee members can be involved in projects.

· standing subcommittee

· working party

· sponsor

· chair

Members had some discussion about the need for a working party to appoint a lead person, the role of a sponsor, and the types of standing subcommittees that could be formed and whether they would require their own Terms of Reference.

There was also discussion of the possibility of establishing standing sub-committees, potentially including health and disability services ethics, and disability ethics. 

Agreed: 

To confirm a Maori Framework working group, led by Fiona Cram with Dale Bramley and Andrew Moore as members. 

Criteria be created to determine the appropriate model for member involvement in each project. The criteria will take into account the timeframe, complexity, and enduring nature of the project to determine the kind of committee involvement in the work. 

Conclusion 

In conclusion to the morning's session the Committee considered whether, given the expertise and background of the members, the nature of the work already undertaken, and current resource constraints, NEAC's work ought to be focussed within the area of research ethics, with the lead projects being the Maori and Governance Frameworks. 

Members considered that the morning's discussion had shown that over time it would be possible also to incorporate health and disability service and delivery ethics into the NEAC work programme. 

Agreed: 

NEAC's work will be focussed in the area of health and disability research ethics for the next 1-2 years. 

The major projects for the next two years will be the Maori Framework and the Governance Framework for health and disability ethics. 

Whiteboard notes from the morning session have been recorded separately. 

Agenda Item 3: Update on the Māori Framework

The Chair introduced Rachel Robson and invited her to update the committee on her work to scope the NEAC project on the development of a Māori Framework for Health and Disability Research Ethics. 

Rachel has worked closely with a sub-group of three committee members on this project; Fiona Cram, Dale Bramley and Andrew Moore. 

Rachel outlined the following issues that are being addressed in the scoping work: 

· Work already carried out in this area 

· The appropriate role of NEAC in the development of a framework. 

· The Treaty of Waitangi and the NEAC work programme 

· The significance of Māori research ethics for all work done by NEAC 

· Harm to Māori from health research 

· How NEAC will work with a sub group or standing committee in this area 

· Capacity in NEAC secretariat for this work 

· Formal relationship with other organisations 

· Processes to be used to carry out this work 

· What the final product might look like 

Rachel is currently drafting a background paper to NEAC and will propose some options for a way forward. The Committee can expect to receive this work in the papers for the September meeting. 

Agreed: 

The Māori Framework sub-group will continue to work with Rachel Robson on this project 

A paper setting out background and recommending options for progressing this work will be presented at the September NEAC meeting 

Agenda Item 4: Establishment of NEAC Appeals Sub-Committee
The Chair invited committee members to read the letter from the Ministry of Health to NEAC regarding the proposed changes to NEAC's terms of reference to establish a NEAC Standing Committee on Appeals. The Committee extensively discussed the key proposed changes to implementing the second opinion and appeal processes. 

Specifically a number of members were concerned with issues regarding the NEAC Sub-Committee on Appeals, and the fact that appeals would be by way of rehearing, rather than hearing de novo . Also, it was noted that where the Terms of Reference refer to ‘health' it should be ‘health and disability'. 

Agreed: 

The Secretariat will prepare a paper on appeals for discussion at the September meeting. After consideration of this paper, NEAC will comment to the Ministry of Health on the proposed changes to the Terms of Reference.

Agenda Item 5: Update from the Ministry of Health 

John Hobbs (Manager), Jenny Hawes, Aphra Green and Rohan Murphy - Ethics and Innovation Team, Sector Policy Directorate of the Ministry of Health, updated committee members on the Ministry's process of implementation of the NEAC recommendations accepted by the Minister of Health on changes to the system of ethical review of health and disability research. 

A short question and answer session followed. Issues were raised regarding administration of nominations for ministerial appointments to Ethics Committees. Discussion then returned to the second opinion and appeal process, with various questions being asked about the work undertaken by the Ministry of Health in this area. 

Jenny Hawes gave a brief update on the status of the Human Assisted Reproductive Technology Bill (HART Bill), which was returned to the House from the Health Select Committee on 6 August. An information sheet outlining the Select Committee's recommendations was given to NEAC members. 

Agenda Item 6: Update on Locality Assessment

The Chair introduced Victoria Hinson and invited discussion on the report to NEAC: Guidance on Locality Assessment. 

Members considered research scenarios where no host organisation exists, to decide whether locality assessments should occur and who should be responsible for conducting them in these cases. The Committee then talked through the recommendations that had been put to them concerning the project. 

The current processes for locality assessment were outlined. 

There was discussion about the responsibility for Maori responsiveness. 

Agreed: 

That the changes suggested by NEAC members will be incorporated in a background document that will be sent to selected stakeholders to seek input on this issue. 

In particular, that in the draft guidance for stakeholder input, the Committee will: (a) retain the idea that where there is no host organisation, there should be a locality assessment; (b) present the idea that the locality assessment should in those cases be by the ethics committee that reviewed the protocol; (c) present the idea that the researcher is responsible for addressing locality issues, and the host organisation (or ethics committee) is responsible for checking the researcher has satisfactorily done this, (d) outline any proposed consequent changes to the National Application Form, and any proposed guidance for host organisations / ethics committees. 

Members are to send to the secretariat details of people or organisations that NEAC can engage in this project. 

Agenda Item 7: Letter to the Minister of Health 

This agenda item was deferred to the September meeting.

Agenda Item 8: Minutes of the Meetings of 11 May and 29 June 2004
The Minutes of the Meeting of 11 May 2004 and Teleconference 29 June 2004 were confirmed subject to minor corrections. It was agreed that any matters arising would be addressed at the September meeting.

Agenda Item 9: In-Committee Session 
There was a brief in-committee session.

Agenda Item 10: Chair's Report and Member Reports
This agenda item was deferred to the September meeting.

Agenda Item 11: Correspondence

This agenda item was deferred to the September meeting. 

The meeting closed at 4.30 pm.

