National Advisory Committee on Health and Disability Support Services Ethics (NEAC)
Confirmed minutes of the Twelfth Meeting held on 14 October 2003 at the Ministry of Health, Wellington

Present:

Andrew Moore (Chair)

Michael Ardagh

Anne Bray

Fiona Cram

Philippa Cunningham

Donald Evans

Allison Kirkman

Charlotte Paul

Neil Pearce

Martin Sullivan

Mele Tuilotolava

In attendance:

Barbara Burt (NEAC Secretariat)

Elizabeth Fenton (NEAC Secretariat)

Kath Boswell, Contractor (secretariat enhancement) for review project

Tabled papers:

Charlotte Paul, ‘All for the greater good', Dominion Post 10/10/03

Agenda Item 1: Welcome and Introductions

The meeting opened at 9.00am with Andrew Moore welcoming members and introducing the agenda and objectives for the meeting. 

Agenda Item 2: Preparation for meeting with the Minister of Health

Andrew Moore informed the committee that Annette King, Minister of Health, would not be able to attend the meeting as originally planned, but that Dr. Karen Poutasi, Director-General of Health, would attend in her place, accompanied by Dr. Gillian Durham, Deputy Director of Health, Sector Policy Directorate, and Selwyn Katene from the Office of the Minister of Health.

Agenda Item 3: Meeting with the Minister of Health

Dr. Poutasi apologised for the Minister's absence, and on her behalf passed on encouragement to the Committee in its current work. In relation to NEAC's current review of the system of ethical review in New Zealand, Dr. Poutasi conveyed the Minister's interest in receiving NEAC's advice soon, and the view of the Minister that NEAC should provide clear leadership to develop the current system, and clear advice on moving the system forward. She emphasised the Minister's recognition of the important work done by ethics committees within the current system, and the intention to build on the strength of this work. She conveyed the message that the Minister is looking for improvement in the current system, is expecting change, and is hearing from a wide range of people that the status quo is not working as well as it could be, particularly in relation to national and multi-centre research.

Dr. Poutasi noted that there is external scrutiny of the implementation of the Gisborne Inquiry recommendations, including the second report from the Office of the Auditor-General that is due for completion soon, and she stressed the importance of the Inquiry recommendations to NEAC's review, and to the options on which the Committee provides its advice. She emphasised that if NEAC was to make recommendations that go against those made by the Gisborne Inquiry, then NEAC would need to present a convincing case with persuasive arguments.

Dr Gillian Durham commented that the Health Select Committee is interested in the question of whether ethics committees should be established with a direct statutory basis. This is considered to be one way to give transparency and accountability around the appointment of members and operation of the committees. 

Following the meeting with Dr Poutasi, Dr Durham and Selwyn Katene, NEAC members discussed the views expressed at the meeting and considered the implications for the development of NEAC's recommendations. There was discussion and consideration of the significance of the Gisborne Inquiry recommendations to the work of NEAC.

Agenda Item 4: Update on review project

Allison Kirkman provided an update on the review project, reporting that the two NEAC discussion documents, ‘System of Ethical Review of Health and Disability Research in New Zealand‘ and ‘Observational Research, Audit and Related Activities', have been sent to approximately 600 stakeholders and interested parties.

The following items of ongoing work were discussed:

Interviews with key stakeholders. 

Interviews are still to be conducted with chairs of regional ethics committees, key health and disability researchers, and Maori researchers. Allison will meet with the secretariat this week to finalise the list of interviewees. 

Cross-sectoral workshops. 

Two workshops will be held: one relating to the Observational Studies discussion document (3 November, Christchurch), and one relating to the System of Ethical Review document (5 November, Auckland). Anne Pattillo has been confirmed as facilitator for the workshops. 

Attendees for the workshops will be invited from four key groups: regional ethics committees, researchers, public bodies, and community groups. The final list of invitees is still to be confirmed. 

A small number of NEAC members and secretariat will attend each workshop. It was agreed that Andrew, Charlotte and Martin will attend the Christchurch workshop and Andrew, Allison and either Fiona or Philippa will attend the Auckland workshop. 

The purpose of the workshops is to provide a forum in which stakeholders can discuss and debate the issues raised and options presented in each of the discussion documents, and to provide feedback to NEAC on the options presented in the discussion documents.  

Kath Boswell will be working with the secretariat to assist in setting up the workshops. 

NEAC members suggested a number of participants for the workshops and were invited to send further participant suggestions to the NEAC secretariat.  

Agenda Item 5: Consideration of NEAC discussion documents; factors NEAC will take into account when making recommendations to the Minister of Health

Andrew Moore introduced this session by reflecting on the key elements of the context in which NEAC will make its advice to the Minister. The purpose of the session is to develop the Committee's thinking on how these elements need to be taken into account in the development of advice.

The following were identified as key elements of the context of NEAC's current work:

· NEAC statutory role and Terms of Reference 

· Gisborne Inquiry Report 

· Stakeholder views 

· Political expectations; reasons behind Gisborne recommendations 

· NEAC analysis and interpretation of information gathered 

· Current relationship between researchers and regional ethics committees 

· Goals of the ethical review system 

· Current operation of ethics committees 

· NEAC wider work programme (development of a Maori framework for ethical review; review of the Operational Standard for Ethics Committees) 

· Implementation (or non-implementation) issues 

· Health Select Committee views 

· Audit Office report on the implementation of the Gisborne Inquiry recommendations. 

The Committee discussed the above list, reflecting in particular on the relationship between the Gisborne recommendations and the development of NEAC's advice to the Minister. The Committee referred back to the original wording of the Minister's request that NEAC focus in its work on four matters arising from the Gisborne Inquiry, namely that it,

Develop guidelines on conducting observational studies in an ethical manner and establish parameters for the ethical review of observational studies (including guidance regarding weighing up the harms and benefits of this type of health research). 

Consider the application of second opinion and appeals processes and recommend their appropriate use for ethics committees. 

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

Review the operation of ethics committees and the impact their decisions are having on independently funded evaluation exercises and on medical research generally in New Zealand. 

The Committee also discussed what further information or material it requires in order to make recommendations to the Minister. The discussion focused on the need for NEAC to be transparent and clear about the boundaries of this current review, and about the processes used and the people consulted with during the review project.

Agreed:

Interviews will be sought with Ministry of Health officials, in part to follow up on the views expressed by the Minister. 

The list of people still to be interviewed will be sent out to NEAC members for comment. 

Andrew will check on processes for confirming with the Minister the date on which NEAC's advice will be made. 

Analysis of submissions will be coordinated from within the secretariat, and will be presented to the Committee at the NEAC meeting on 25 November. 

In order to be in a position to decide its recommendations to the Minister, NEAC need not add any further major consultation or information gathering events, beyond those already in NEAC plans or agreed earlier in today's NEAC meeting. Even so, a lot of analysis of stakeholder input, and NEAC debate and decision on its recommendations, is still needed. 

Agenda Item 6: Confirmation of the Minutes of the Meeting of 9 September 2003

The minutes of the meeting of 9 September 2003 were confirmed as a true and accurate record of the meeting, subject to a minor correction.

Agenda Item 7: Matters arising from the Minutes

It was noted that several items of ongoing work are still to be carried forward due to priority being given to the review project.

These items are:

· NEAC conference attendance policy 

· Obtaining information from Dr. Jane O'Hallahan (Ministry of Health) on ethical issues in the development of the meningoccocal vaccine strategy 

· Contracting an external person to provide independent comment on published material relating to the booking system policy for elective surgery 

· Work on determining resources for the Maori framework project 

· Pursuing through the Disability Services Directorate in the Ministry of Health the issue of the flow of personal information from disability needs assessment agencies to the Ministry of Health. 

Agenda Item 8: Chair's Report and Member Reports

Chair's Report

Andrew Moore presented a written Chair's report and the Committee briefly discussed the following items:

HRC/MoH/NEAC Workshop on Innovative Practice and Ethics in the Health Sector (12 November 2003).  

University of Otago Bioethics Centre/HRC New Zealand Bioethics Conference (13-15 February 2004)  

Member Reports

Charlotte Paul reported that she will be commenting individually on the National Health Committee discussion document ‘HIV Screening in Pregnancy', which was included in NEAC meeting papers. 

Anne Bray reported that she will present a paper at a conference in Brisbane on ethics and disability. The Committee expressed an interest in receiving a report on the conference in the new year.

Donald Evans reported on an issue in the ethical review of biotechnology, that in the United Kingdom local research ethics committees (LRECs) review protocols for research involving embryonic stem cells, rather than these being reviewed by the ethics committee of the Human Fertilisation and Embryology Authority.

Agenda Item 9: Correspondence

A query was raised around whether NEAC had received from the Health Research Council the information on the distinction between audit and research that is mentioned in the letter to Bruce Scoggins of 1 September 2003.

Andrew reported that this has not been received, but that he had a conversation with Richman Wee of the HRC regarding this information.

Agreed:

This request will be followed up with the HRC as the information will be useful for NEAC's work in this area. 

The Committee discussed the NHC discussion document ‘HIV Screening in Pregnancy', and whether NEAC should make a submission on the document.

Andrew Moore and Neil Pearce reported that since they are both members of the NHC they would need to step aside from NEAC work on a submission.

Charlotte Paul reported that she has commented on drafts of the document, and will be making an individual submission.

Agreed:

NEAC will not make a committee response to the document; individual members are free to make submissions. 

Agenda Item 10: ‘In committee' session

There was a brief ‘in committee' session.

Agenda Item 11: Conclusion of Meeting, Plan for November Meeting

End-of-year occasion

The Committee discussed possibilities for end-of-year/New Year occasion following either the December or February meeting. It was agreed to have such an event early next year.

Meeting dates for 2004

The meeting dates for 2004 will remain as the second Tuesday of the month. Members are to contact the secretariat if there are major problems with this schedule.

Personnel for immediate work

The secretariat updated the Committee on the availability of contractors for the analysis of written submissions on the NEAC discussion documents, and for assisting with cross-sectoral workshops and interviews.

Preparation for November meeting

Philippa Cunningham will do some work for the November NEAC meeting on the reasoning behind the Gisborne Inquiry recommendations relating to NEAC's current review.

The meeting closed at 4pm.

Minutes confirmed as a true and accurate record.

