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

Minutes of the meeting held on 9 November 2004 at the Westpac Trust Stadium, Wellington

Present: 

Michael Ardagh 

Dale Bramley

Anne Bray

Alison Kirkman (Deputy Chair) 

Andrew Moore (Chair)

Charlotte Paul 

Martin Sullivan 

In attendance:
Annabel Begg, NEAC Secretariat

Victoria Hinson, Contractor to NEAC 

Graeme Nahkies, Facilitator 

Vanessa Waldron, NEAC Secretariat

Apologies:
Fiona Cram

Philippa Cunningham

Mele Tuilotolava

Tabled papers:

Update Slides, from John Hobbs, Ministry of Health

Agenda Item 1: Welcome

The Chair welcomed everyone to the meeting and outlined the Agenda, before passing the facilitation for the morning session to Graeme Nahkies. 

Agenda Item 2: Strategic Planning Session
Detailed notes from this session have been recorded separately.

Graeme introduced the strategic thinking session and outlined five main topics for consideration by committee members. 

1. Vision / Purpose 

This part of the session considered the question of why NEAC exists. For the main part, members considered NEAC existed so that ethical issues in health and disability that merit a national approach are well addressed. NEAC gives national perspectives and overview for the benefit of the wider community; and provides independent advice to meet the needs of the Minister of Health. 

2. Key Outcomes

The second part of the session considered desired key outcomes of NEAC work. The discussion was aided by reference to the ‘Goals, Objectives and Desired Outcomes of an Ethical Review System' section from NEAC's Review of the Current Processes for Ethical Review of Health and Disability Research in New Zealand: Report to the Minister of Health, December 2003 . In relation to research ethics, members agreed that NEAC's key outcome ought to be to enable and implement the process of quality research, and its effective review. 

In relation to service ethics members thought that before deciding on good key outcomes, further discussion of relevant issues was necessary. It was noted that this discussion might identify structural issues, which could be developed into a model parallel to the existing ‘Goals, Objectives and Desired Outcomes of an Ethical Review System'. 

Agreed: 

The ‘Goals, Objectives and Desired Outcomes of an Ethical Review System' model may be very useful for considering service issues. Therefore, the Chair will write to the Minister of Health to formalise its status and note the potential for its future use.

A broader discussion of the other non-research health and disability issues that NEAC should consider within their mandate will occur at a later date. 

3. Outputs

Members then considered what outputs or deliverables would need to be achieved in order to attain the agreed good outcomes.

Beyond developing a parallel model of 'Goals, Objectives and Desired Outcomes' for service ethics, members agreed other current deliverables in NEAC's work programme include the booking system review, developing intervention studies/innovative practice guidelines, facilitating the development of a Maori research framework, scoping work for a governance framework for research ethics, and evaluating the locality assessment guidance.

Some discussion was had around NEAC's role in revising the Operational Standard for Ethics Committees . The Chair updated members as to conversations that he had with the Ministry regarding the Ministry taking responsibility for a ‘piece by piece' revision of the Operational Standard , which would occur as and when new guidelines are formulated to override the current guidance of the Standard . 

Agreed: 

The Chair will write to the Minister of Health to formalise the above-mentioned projects' inclusion in NEAC's work programme. Also, the letter will advise the Minister that NEAC is currently discussing revision of Operational Standard with the Ministry of Health. 

4. Process Issues 

This part of the session followed on to considered what sorts of process issues might be involved in delivering key outputs. 

Members agreed that forming sub-groups could be useful for achieving outputs, and particularly for scoping service issues. Sub-group thinking on service issues to inform the entire committee's thinking, for example about disability issues of a national significance that might warrant NEAC attention, would be especially useful. 

Agreed : 

Anne, Martin and Allison will form a NEAC sub-group on disability and consider perhaps giving an initial report to the December meeting with thought of giving a more formal report to the February meeting. 
5. Where to From Here?

The concluding part of the morning's session considered the question ‘where to from here'? 

Agreed: 

As discussed, the first next step would be for the Chair to write to the Minister outlining the work programme. 

The Secretariat would begin work on a Draft Annual Report, summarising advice from the 2003 Review , to go to the Committee for approval at December meeting, and be sent to the Minister shortly after. 

The Chair will meet with the Minister in person to discuss NEAC's work programme in the context of the wider sector. 

A follow up session will facilitated by Graeme at the February meeting, part of the main purpose of this will be to bring new committee members into the discussion. 

Agenda Item 3: Update from the Ministry of Health
John Hobbs, Manager, Ethics and Innovation Team, Sector Policy Directorate and Sally Cook, National Ethics Co-ordinator, updated committee members on the Ministry's process of establishing the regional and multi-centre committees, they noted that appointments were due to be considered by the Appointment and Honours Cabinet Committee almost presently 

Also, they reported that the Terms of Reference for NEAC are soon to be finalised and sent to the Minister of Health, noting that NEAC will soon be asked to consider memberships for the Standing Committee on Appeals. 

Finally, they indicated that they intended to update the Operational Standard for Ethics Committees, and that NEAC would be sent a draft for comment. 

It was noted by one member that in regards to the administration of ethics committee, a good way forward for Chair's meetings might be to include deputy Chairs, in order to give a non-lay / lay membership mix. 

Agreed: 

NEAC Chair to follow up with the Ministry of Health the possibility of Ethics Committee Chairs' meetings including deputy Chairs, and to clarify the process for revision of the Operational Standard.   

Agenda Item 4: Locality Assessment 

The Chair introduced the draft report to the Minister of Health on Locality Assessment, advising that since it was last considered by members at the NEAC Meeting of 10 August 2004, it had been sent to selected stakeholders for consultation. 

The Chair noted that the report was to be submitted to the Minister of Health by 12 November 2004, and therefore committee members were required to decide on whether to recommend that the Minister agree that ethics committee approval be conditional on either the researcher's receipt of locality assessment sign-off, or the ethics committee receipt of that sign-off. And also, decide on a process for finalising the report and submitting it to the Minister by the due date. 

Agreed: 

The report be finalised by the Chair and Secretariat in light of committee discussion and sent to Minister of Health on Friday 12 November. 

A range of issues were raised for discussion, amongst other things, members were concerned with the potential for breaching confidentiality; the suitability of the researcher and the adequacy of the local facilities available for research; and the case of private companies. 

Agreed: 

In regards to making a recommendation to the Minister of Health that she agree that ethics committee approval of a study at each locality be conditional on either the researcher's or the ethics committee's receipt of locality assessment sign off, member's decided to recommend that ethics committee approval ought to be conditional on the ethics committee administrator's receipt of a favourable locality assessment from that locality organisation. 

Agenda Item 5: Report to NEAC: NEAC Terms of Reference

The Chair briefly summarised the Report to the Committee for members, then invited comment. One member noted that as they stood, the NEAC Terms of Reference allowed no option for a third party (i.e. neither a researcher nor an ethics committee) to ask for a second opinion, or go to appeal. 

Agreed: 

A background paper on this issue will be completed for further discussion at the NEAC December meeting. 

Agenda Item 6: Correspondence
The list of correspondence and letter from the Minister of Health was noted. 

Agreed:

In regards to the letter from the Minister of Health, 14 October 2004, seeking NEAC's guidance on the use of tissue from stillborn children and foetuses in research, the Chair will write to the Minister of Health indicating that NEAC are consulting with the Ministry of Health in regards to matters arising from the Ministry's Human Tissue Review. 

Agenda Item 7: Minutes of the Meeting of 14 September 2004 

The Minutes of the Meeting of 14 September 2004 were confirmed subject to minor corrections. There were no matters arising.

Other Papers
Issue 1 of 'Ethics Review' October 2004 was noted.

The meeting closed at 4pm.

