National Advisory Committee on Health and Disability Support Services Ethics (NEAC)
Confirmed minutes of the Fifth Meeting Held on 8 October 2002 at the Ministry of Health, Old Bank Building, Customhouse Quay, Wellington

Present:

Andrew Moore (Chair)

Michael Ardagh

Dale Bramley

Anne Bray

Philippa Cunningham

Fiona Cram

Donald Evans

Charlotte Paul

Martin Sullivan

In Attendance:

Barbara Burt, NEAC Secretariat, Ministry of Health

Apologies:

Allison Kirkman

Mele Tuilotolava

Agenda Item 1: Welcome and Introductions
The meeting opened at 9.45am with Andrew Moore welcoming members and introducing the agenda and objectives for the meeting.

Agenda Item 2: Confirmation of the Minutes of the Meeting of 22 and 23 August 2002 

The minutes of the meeting of 22 and 23 August 2002 were confirmed as an accurate record of the meeting subject to minor revisions.  These have been recorded separately.

Agenda Item 3: Matters Arising from the Minutes
Interim arrangement for second opinions process

Andrew has contacted the HRC suggesting that the current arrangement under which the HRC provides second opinions remain in place until NEAC has completed its review of second opinion and appeals processes.

A response from the HRC has not yet been received.

Communication Plan

Barbara presented information about the development of the website for consideration by members.  This included options relating to the name of the Committee; a suggested outline of information to be included on the website; some examples of different websites developed by the Ministry of Health; and options for the hosting of the website. 

Agreed:

NEAC logo is to include all four names: National Advisory Committee on Health and Disability Support Services Ethics; National Ethics Advisory Committee; NEAC and the Māori name. 

Barbara is to follow up on getting the Māori name. 

Barbara is to engage the Ministry of Health communication section to develop the logo and website. 

Options for the logo are to be considered by the Committee as a whole in the first instance. 

Barbara is to explore the cost involved with having a website address separate from the Ministry website address. 

Budget 

Andrew reported that work is being done with the Ministry to clarify the total budget, the amount for overheads, and to develop a monthly report that is useful for NEAC members.    

Agreed: 

A budget report will be presented at the December meeting. 

NEAC Conference and Training Attendance Policy 

Barbara presented a draft policy for members to consider. 

Agreed: 

 The draft policy was agreed with the addition of a clause that allows for Committee member participation at events where NEAC representation would be of sufficient value to NEAC.  

The amended policy will be sent to members with the papers for the December meeting. 

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

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

· Presentation given by NEAC members at the Australasian Epidemiological Association Conference in Wellington on 5 September 2002.  Neil Pearce and Charlotte Paul attended the conference.  Andrew Moore and Martin Sullivan attended for the workshop on research ethics, which was convened by Charlotte and at which Andrew presented information about NEAC.  The notes from this meeting have been sent to NEAC members and there is additional information on file that will be useful reference material for the observational studies project group.  The expenses for conference attendance will be paid by NEAC.

· Items of interest that the National Health Committee is working with.

· An upcoming liaison meeting with the HRC Ethics Committee.

Members' Reports

Philippa Cunningham reported that she has been appointed as a member of the National Ethics Committee on Assisted Human Reproduction (NECAHR).  Philippa outlined the role of this committee.

Martin Sullivan reported that he had attended a meeting of the Manawatu/Whanganui Ethics Committee.  The committee asked Martin about question 14 of the national application form which is about the Treaty of Waitangi.  NEAC discussed the purpose and use of this question on the form.

Agreed:

Martin is to respond to the Manawatu/Whanganui Ethics Committee.  He will advise the committee that it should contact Carol Algie, National Coordinator of regional ethics committees, with any feedback on the national application form.  Martin can also advise the committee that NEAC is currently developing its wider work programme for approval by the Minister of Health and it is likely that the work programme will include a project to develop a framework for Maori ethical review.

Andrew is to discuss the process for revising the national application form with Carol Algie, and then report back to NEAC at the December meeting.

Fiona Cram raised the issue of health service delivery in prisons and there was discussion about this area.

Agreed:

Barbara is to contact the Health and Disability Commissioner's office to find out if that office is doing any work in this area.

Charlotte Paul reported that the report from the independent review of Breastscreen Aotearoa had been just been published.  The report states that Breastscreen Aotearoa is developing into a coherent well-monitored national service.  The report includes some recommendations related to some of those made by the Gisborne Inquiry.  These are as follows:

· The legal rights of access to information held on the cancer registry by appropriately qualified people engaged by the Ministry of Health to evaluate screening programmes still need to be clarified.

· Ethics Committees need to develop a policy on the balance between protection of the health of the public and the privacy of the individual.

Agreed:
A copy of the report will be sent to NEAC members along with the papers for the December meeting.

Agenda Item 4: Correspondence

The list of correspondence received and sent was considered.

Letter to the Minister of Health

The letter to the Minister of Health setting out the proposed approach and time frame for the priority areas was discussed.  If the Minister agrees to the proposed approach, NEAC can anticipate ongoing communication with the Minister right through until November 2003 when the recommendations are made.

Constructive Conversations

The Committee discussed the letter from Anne Scott, Canterbury University, about the research proposal “constructive conversations”.  The research team has asked for a view from NEAC as a potential “end-user” of the knowledge that would be generated by its research.

Andrew Moore, Donald Evans and Fiona Cram declared a conflict of interest relating to this proposal and did not take part in decision making.

Agreed:

Barbara is to work with Neil Pearce to draft a response that Neil will sign on the Committee's behalf.  The letter will say that NEAC is willing to be named as a potential end user of the research but that it is not able to support any specific applications for funding. NEAC will indicate willingness to have ongoing relationship with the research team if the project is funded.

Correspondence from NZ College of Midwives about cord blood banking

Philippa discussed the correspondence that has been received from the NZ College of Midwives about cord blood banking and outlined a number of issues relating to this service.

Andrew outlined the response that had been sent to the NZ College of Midwives from NEAC.

Agreed:

The reply sent from NEAC was considered helpful by the College of Midwives and no further action is to be taken by NEAC at this time in the area of cord blood banking.

Agenda Item 5: NEAC Workforce

Analyst

Andrew reported that the position has been advertised internally with the Ministry of Health and is now being advertised externally and nationally.  NEAC members will be sent a copy of the job advertisement to circulate as appropriate.

Agreed:

Andrew is to invite one other member of NEAC to join he and Helen Wyn from the Ministry of Health on the selection panel for the position.

Public Health Medicine Registrar

Andrew reported that it is likely that this position will be confirmed shortly and that the appointee will begin work on 1 December.  Charlotte will be the supervisor for this position.  The position will be part time for a period of one year.

The appointee is likely to attend the next NEAC meeting.

Agenda Item 6: In Committee Session
There was brief “in committee” session.

Agenda Item 7: Work Programme

(1) Presentation from the National Health Committee (NHC) Secretariat on the NHC's work concerning Adults with Intellectual Disabilities
Stephanie Roberts and Margaret Earle from the National Health Committee gave a presentation on the work regarding the lives of and services for adults with intellectual disabilities that has been carried out by the National Health Committee over the past 20 months.  The project will develop recommendations about future actions to achieve the objectives of the New Zealand Disability Strategy for adults with intellectual disabilities.

(2) Development of a Maori framework
Fiona Cram presented a draft paper on Health and Disability Research Ethics and Maori and there was wide discussion on a number of issues in this area.

Agreed:
Andrew is to explore with Fiona and Dale the possibility that some of the discussion at the forthcoming wananga might also inform NEAC's work.

(3) Development of draft project plans for the wider work programme

Andrew introduced the work he and Barbara had done since the last meeting to further develop the wider work programme. The paper sent out prior to the meeting includes:

· draft project plans for the six new projects agreed at the August meeting

· a proposed three stage approach for this wider work programme

· an approach for grouping the new projects with the four priority area projects already agreed

· resourcing options for completing the work

The Committee considered the first three new project plans and suggested changes, additions, and issues to be addressed relating to each plan. 

Agreed
This work will be continued at the December meeting with consideration of: 

· the remaining three draft project plans

· the suggested three stage approach for carrying out the wider work programme

· the suggested grouping of the new projects and the priority area projects

· options for resourcing and carrying out the work

(4) Next steps for priority work areas
Observational Studies

Andrew presented a proposal for the next steps for this priority area.

Agreed:

The public health medicine registrar will work with Charlotte and the sub group to progress the next two tasks on the project plan, which are as follows:

· review New Zealand and international guidelines for conduct and ethical review of observational studies

· write background paper on the distinction between audit and research.

· Charlotte and sub group members will report progress at the December meeting and present any material that requires input from the Committee.

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

Andrew explained that as the timeframe for this project has been shortened in line with the other three priority areas, the scope of the project might need to be reconsidered. 

Andrew proposed that as part of this project, consultation be carried out with lead regional ethics committees and lead researchers in each of the New Zealand-led national studies assessed by regional ethics committees over the past three years.  The purpose of this consultation is to include in NEAC's operational review some key perceptions and suggestions in relation to a kind of study that was a central focus of interest of the Gisborne inquiry.

Agreed:

Philippa is to reread the Gisborne Inquiry report with the purpose of identifying specific concerns that relate to the functioning of ethics committees (this is the first task on the project plan.
Barbara is to develop a draft plan for consultation with lead regional ethics committees and lead researchers in New Zealand-led national studies.  The plan will be considered at the December meeting.

Review of current processes for the ethical review of proposals for national and multi-centre research

Andrew outlined the work that has already been done in this area:

· Paper from Donald Evans on efficiency of multi-centre review process

· Carol Algie's briefing paper on the Gisborne Inquiry recommendation that a national ethics committee be established for the purpose of reviewing national and multi-centre studies

· Regional ethics committees annual reports

Agreed:

Barbara is to pull together a draft outline of the information, issues and questions that would need to be included in the proposed NEAC discussion document on the process for ethical review of national and multi-center studies.  This draft outline will be considered and further developed at the December NEAC meeting.

Review of second opinion and appeals processes

Andrew suggested contracting a student with a law and ethics background to prepare the discussion paper outlined as the first task in the project plan.

Agreed:

Andrew is to follow up contracting a student for this work.  He will also explore with the HRC the possibility of our jointly using its student summer scholarship process to assist with this.

Agenda Item 8: Future Meetings

Agreed:

The December meeting will begin at 4pm on Tuesday 10 December.  NEAC will then have dinner together with no working session after dinner.  The meeting on Wednesday 11 December will run from 8.30am to 4.00pm.

The meeting scheduled for 4 November 2002 has been cancelled

The meeting closed at 4pm.

Minutes confirmed as a true and accurate record.
