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

Confirmed minutes of the fourteenth meeting held on 9 March 2004 at the Westpac Trust Stadium, Wellington 

Present:

Michael Ardagh 

Anne Bray

Fiona Cram 

Allison Kirkman (Deputy Chair) 

Andrew Moore (Chair) 

Charlotte Paul 

Martin Sullivan 

Mele Tuilotolava 

In attendance: 

Barbara Burt (NEAC Secretariat)

Elizabeth Fenton (NEAC Secretariat) 

Rebecca O’Connell (Public Health Medicine Registrar) 

Apologies:

Philippa Cunningham

Dale Bramley 

Papers Tabled:
Financial Summary YTD to 29 February 2004 

Agenda Item 1: Welcome and Introductions

The Chair welcomed members to the meeting, in particular welcoming back Rebecca O’Connell, Public Health Medicine Registrar working with NEAC, and Marie Farquhar, new Executive Assistant to the Committee. The resignations of Professor Donald Evans and Professor Neil Pearce from the Committee were noted with regret.

The Chair offered congratulations to the Committee on the completion of its review in 2003 and the submission of its report to the Minister of Health: “Review of the Current Processes for Ethical Review of Health and Disability Research in New Zealand.” Members reflected that the processes of the review were robust, and that final decisions were made after full and rational debate taking consideration of the range of views presented throughout the consultation process and wider contextual factors. Members expressed satisfaction with the report to the Minister.

The Committee briefly discussed the appointments process for NEAC, which is currently being conducted by the Ministry of Health. It was noted that all current members whose terms have expired will remain on the Committee until new members are appointed.

Agenda Item 2: NEAC Report to the Minister of Health, December 2003

The Report to the Minister of Health “Review of Current Processes for Ethical Review of Health and Disability Research in New Zealand” was completed on the Committee’s behalf, as agreed, following sign-off at the NEAC meeting on 9 December 2003. The Chair and secretariat members were responsible for its completion and submission to the Minister on 12 December 2003. The Chair noted some minor changes that were made to the report following the December NEAC meeting.

The Chair reported on the meeting with the Minister of Health held on 1 March 2004. This meeting was held to discuss NEAC’s advice to the Minister in conjunction with the parallel advice submitted by the Ministry of Health. At the time of the meeting the Minister had not made any decisions in relation to NEAC’s advice. NEAC will receive formal correspondence from the Minister when decisions have been made.

The Chair noted that following a formal response to NEAC’s advice, the Minister will expect to receive correspondence from NEAC concerning the Committee’s future work programme. 

Agenda Item 3: Confirmation of the Minutes of the Meeting of 25 November and 9 December 2003

The minutes of the meeting of 25 November and 9 December 2003 were confirmed subject to minor corrections.

It was agreed that the minutes of this meeting would not be posted on the NEAC website until the Minister of Health has announced any decisions made in response to NEAC’s report and recommendations. 

Agenda Item 4: Matters arising from the Minutes

Auckland Breast Cancer Registry Study

It was reported that the Chair replied to the correspondence from Karen Mitchell of the National Screening Unit, relating to the Auckland Breast Cancer Registry Study, and that this reply was included in the papers for the meeting.

Correspondence

The Chair noted that the Committee is currently up to date with correspondence.

Contract for work on booking system policy for elective services

It was reported that the Ministry of Health, with NEAC, is currently initiating processes to secure a contract for an independent survey of research on booking systems for elective services. The Committee discussed the role of the person contracted to carry out this work. 

It was reported that a project on waiting lists has recently been conducted at the Christchurch School of Medicine, and a report on this project is due out at the end of March.

Executive Assistant

On NEAC’s behalf the Chair will write to Sheryl Hall, NEAC’s Executive Assistant who moved at the end of 2003 to a fulltime position with HWAC, thanking her for her work with the Committee, inviting her to join the Committee for lunch at the next meeting.
Annual Report 

The secretariat provided an update on the Annual Report. The report was submitted to the Office of the Minister of Health in December 2003, and is currently being printed. It will be tabled in Parliament when the publishing process is complete.

Agenda Item 5: Chair’s Report and Member Reports

Chair’s Report

The Chair presented a written report and added further details about the following items:

The New Zealand Organisation for Rare Disorders will be holding a conference in Wellington, May 28-29, of interest for NEAC. Andrew Moore will be a speaker. It is also likely that NEAC will be involved in the Research Ethics and Indigenous Peoples conference being hosted by Ngā Pae o te Māramatanga at Te Papa, June 10-12. It is likely that this conference will link well with NEAC’s project to develop a Mäori framework for research ethics. NEAC member expressions of interest were invited for participation in these conferences.

Member Reports

Allison Kirkman reported on her attendance at a dialogue session held by the Bioethics Council.

Fiona Cram reported that she is a member of the advisory committee for the Research Ethics and Indigenous Peoples conference. It was agreed that options for NEAC sponsorship be explored with the conference organisers.

Agenda Item 6: NEAC Budget

A financial summary of NEAC expenditure until 29 February 2004 was presented. The secretariat outlined the bid submitted on NEAC’s behalf to carry forward unspent funds for the Māori framework project and the project to review the Operational Standard for Ethics Committees. If this bid is successful NEAC will carry forward sufficient funds into the 2004/05 financial year to carry out these projects.

The Committee discussed the possibility of maintaining a position on the secretariat for a public health medicine registrar.

Agreed: 

The possibility of a public health registrar position will be investigated further.

The appointment of a secretariat member for the Māori framework project will be pursued immediately.

Agenda Item 7: Project to Develop a Governance Framework for Health and Disability Research Ethics

The Chair introduced this agenda item, referring to NEAC’s recommendation in its Report to the Minister of Health that NEAC “scope the task of developing a governance framework for health and disability research ethics.” [Recommendation 23]

The Committee discussed the scope, key issues and responsible parties that need to be considered in such a framework. Whiteboard notes from this discussion have been recorded separately.

Agreed: 

The secretariat will do further work, including incorporating the ideas generated from this NEAC discussion, and investigating similar documents in other jurisdictions, such as Canada and the United Kingdom. 

Further consideration will be given to the aim and scope of governance documents.

Agenda Item 8: Policy Issues relating to Locality Assessment in Ethical Review
It is likely that the Minister of Health will ask that NEAC do further work on locality assessment in ethical review, in relation to NEAC’s recommendation that locality assessment of national and multi-centre research be undertaken by research host organisations [Recommendation 4].

The Committee further discussed NEAC’s recommendation on locality assessment. Whiteboard notes from this discussion have been recorded separately.

Agreed:

The secretariat will do further work in this area, with similar structure to work already done for Governance issues, and including incorporating the ideas generated from this NEAC discussion. 

Agenda Item 9: Draft Guidelines for Observational Studies

The latest draft of the guidelines were introduced and it was noted that numerous amendments have been made to the draft Guidelines in response to comments made in submissions and at the cross-sectoral workshop on the NEAC discussion document ‘Ethical Review of Observational Research, Audit and Related Activities’, published in September 2003.

Also introduced was a further piece of work in accordance with Recommendation 18 of NEAC’s Report to the Minister of Health, to develop a document setting out when audit and related activities require ethical review.

Agreed: 

The proposed Guidelines will be sent out for further consultation to a range of groups, including people who made submissions/participated in cross-sectoral workshops, medical officers of health, faculty of public health medicine, specialist colleges, the nursing council, professional bodies, and District Health Boards. 

The observational studies subgroup, with the secretariat, will draft a cover letter for the consultation mail-out. 

Once finalised the Guidelines will be sent to the Minister of Health, with the recommendation that they be adopted. 

Agenda Item 10: Meeting Dates
Agreed:

Due to the Easter break the meeting scheduled for 13 April 2004 will be cancelled and replaced by a teleconference, to be held on 6 April 2004, from 1-3pm. 

The next NEAC meeting will be held as scheduled on 11 May 2004.

The meeting closed at 4pm.

Minutes confirmed as a true and accurate record:

………………………………………………Chair

……………………………………………….Date

