Minutes of the First Meeting of the

Advisory Committee on Assisted Reproductive Technology

AD20-86-5
Held on 16 September 2005

Turnbull House,

Wellington

Present:

Mavis Duncanson

Cynthia Farquhar

Richard Fisher

John Forman

Gareth Jones

Philippa McDonald

Sylvia Rumball (Chairperson)

Christine Rogan

David Tamatea

In Attendance:

Philippa Cunningham (Chair of ECART)

Ian Hicks (Secretariat)

Tanith Robb (Secretariat)

Jenny Hawes (Ministry of Health) 10:45am – 12:30pm

1. 
Welcome and Introductions 

The Chairperson welcomed the members and attendees and officially opened the meeting at 9.10 am.

Members introduced themselves to the Committee.

2.
Apologies

Mihi Namana was unable to attend due to illness.

3.
Declaration of Interests

The Chair led a discussion on ‘declarations of interest’.  The Committee agreed that when a member declares an interest in any item on ACART’s agenda, the Committee would decide whether it constitutes an actual conflict.

· Cindy Farquhar declared that she was the Deputy Chair of the New Zealand Guidelines Group.

· Sylvia Rumball declared that she was a member of the Ethics Advisory Committee for the Environmental Risk Management Authority.

· Richard Fisher declared that he was the Medical Director of Fertility Associates, Auckland.

· John Forman declared that he was the Chief Executive of the New Zealand Organisation for Rare Disorders.

· Mavis Duncanson declared that she was a member of the Newborn Metabolic Screening Advisory Committee.

· Philippa McDonald declared that she was a member of the Disabled Persons Assembly and the Post-Polio Society.

Action

The Secretariat to compile and circulate a list of declarations of interest to the Committee. 

4. 
Agenda Items

Two late agenda items were added to the agenda by the Chairperson:

· Report from ECART 

· Expand item A05/04 to discussion of general professional development.

A further item “Report to ACART A05/07: Deferred Surrogacy Applications” had been pre-circulated to members as a late item by the Secretariat.

5. 
Committee membership

The Committee had a general discussion around lack of skills inside the Committee and need to co-opt specialist advice when appropriate, especially in regard to counselling expertise.

6.
Committee Procedures (A05/01)
(i) Contact Details

The Committee discussed the ACART member contact list and the address to which Committee documents are couriered.

Action

Secretariat to update the ACART member contact list and email Committee members asking where they would like documents delivered.

(ii) Terms of Reference

The Chair led a discussion on the Terms of Reference.

The Committee noted the whole committee and individual requirements as set out in ACART’s Terms of Reference. 

There was a specific discussion on the clause in whole committee requirements: “All members of ACART are expected to have an understanding of how the health sector responds to Mäori issues and their application to ethical review.” 

The following points were raised:

· How will this understanding be ensured?  Does the Ministry of Health have a written policy?

· Are there relevant workshops to heighten members’ understanding of Mäori issues in the health sector?

· Is it possible to invite a key speaker to the next meeting to speak to the issue?  It was suggested that Teresa Wall, Manager of Mäori health policy at the Ministry of Health, could be invited to attend ACART’s next meeting.

The Committee noted the Confidentiality and Information Sharing section of the Terms of Reference. The Secretariat agreed to destroy any confidential documents that the Committee required.

Action

Secretariat to draft a brief summary of decisions that the government has made in policy and legislation in regard to the Treaty of Waitangi.

(iii) Workload

The Committee had a general discussion around workload for the main Committee and its sub-groups.  

(iv) Deputy Chairperson

The Chair led a general discussion about the future role of the Deputy Chairperson.

It was agreed that the appointment of a Deputy Chair would be undertaken at a later meeting of ACART.

(v) Speaking to the Media

It was agreed that when the Chair was unavailable, the Deputy Chair or chair of a subcommittee would take on this role.

(vi) Ex-officio Attendance

The Committee noted that under ACART’s Terms of Reference, the Chair of ACART (or a representative) is required to attend ECART meetings.  Similarly, the Chair of ECART (or a representative) is required to attend ACART meetings. 

It was noted that the ex-officio attendance is designed to facilitate communication between the two Committees.

(vii) Non-established Procedures

The Secretariat led a discussion about ACART’s role in dealing with non-established procedures for which guidelines do not exist. A diagram showing the procedure for dealing with ‘Innovative Practices’ was tabled.

The discussion raised the following points:

· The potential for clinics to communicate directly with ACART.

· Can applications be sent directly to ACART on procedures that are not established?

Action

Secretariat to revise the diagram showing the possible pathways for non-established procedures, for which guidelines do not exist. 

(viii) General Committee practices

The Committee agreed that meetings of ACART should preferably be held at the Wellington City Airport Conference Centre, due to its improved accessibility.

The Committee agreed that a list of materials required for each meeting should be included on each meeting agenda.

The Committee discussed the suggestion made at the Training Day by one of the speakers concerning a portion of the meeting being conducted without the Secretariat being present.  The Committee decided that there was no reason to introduce this practice.

(ix) Development of a Members’ Handbook

The Committee agreed to the creation of a bound members handbook.

Several points were raised, in particular:

· the use of taxi chits should be restricted to those taxi companies printed on the reverse side of the chit

· the changing of flights should be referred to Marie Farquhar at the Ministry of Health

Action  

Secretariat to prepare a Committee handbook.

(x) Inclusion of Mäori Protocols

The Committee discussed the appropriateness of a formal karakia at each meeting. The Chair asked members to consider this practice and respond with their comments.

7.
Budget (A05/02)

The Committee noted the budget for 2005/2006.  

8. 
Report from ECART (Late Item)

The report was presented by Philippa Cunningham, Chair of ECART, with the following points being raised:

(i)
In-Vitro Maturation

ECART received an application from a clinic wanting to perform In-Vitro Maturation (IVM). However, as there were no guidelines for ECART to use for the consideration of this application, ECART declined and referred the application to ACART.  The Committee agreed that the development of guidelines concerning the introduction of IVM be placed on ACART’s work programme.  

ECART queried ACART as to whether it could produce generic guidelines for Innovative Practice or if it had to produce specific guidelines for each individual procedure.

ACART Discussion of In-Vitro Maturation

ACART had a general discussion around generic guidelines for innovative practice. 

The Chair of ACART backgrounded IVM and NECAHR’s involvement in the procedure.

The Committee noted that IVM is explicitly excluded in the Order in Council (Part 2, s. 4) and agreed to add the creation of guidelines dealing with IVM to its work programme.

The Committee noted that it needed a preliminary investigation into the urgency of IVM guidelines. It was suggested that clinics and specialists are canvassed to ascertain the level of urgency. 

It was suggested that IVM be used as a template for how to approach innovative procedures due to its simplicity and relatively few ethical problems.

(ii)
Application Forms

ECART noted that there were several issues in relation to the new application forms:

· The Within Family Gamete Donation application form needs editing to ensure abbreviations are both consistent and appropriate.

· The Altruistic Surrogacy application form requires an additional question concerning the number of embryos that are to be transferred into the Birth Mother.

· ECART suggests a standardisation of the terms and abbreviations on all application forms.

(iii)
Age-Appropriate

ECART queried the intent of the Guidelines on IVF Surrogacy, Section Four, point 19: “Where there are children involved, they should be included in counselling sessions on an age-appropriate basis.”  This issue had previously been raised by NECAHR and referred to ACART for clarification. 

ECART asked ACART to clarify this Guideline.

(iv)
Advisory Committee to be informed of approvals

Under s. 30 of the HART Act, ECART must give a copy of the approvals and the relevant proposals ‘as soon as practicable’ to ACART.

The Committee discussed how this was to be achieved without overburdening ACART with this large volume of information. 

It was agreed that the Secretariat would produce a brief summary of each application to be attached to the front of the proposal documentation.

ACART Discussion of ECART’s Report

The Committee noted ECART’s report.

The Committee agreed to add the minutes of ECART’s meeting and ECART’s Report to ACART’s future meeting agendas and papers. 

Action

Secretariat to produce summaries of each ECART approval for next ACART meeting.

9.
Work Programme (A05/03)

The Chair introduced Jenny Hawes (Principal Analyst, Ministry of Health) and led a discussion of Working Parties.

The Committee noted that it had to add the items from ECART’s report to the Proposed Work Programme:

· Minor changes to application forms

· Clarification of existing Guidelines for IVF Surrogacy

· Development of Guidelines for the Introduction of IVM

The Committee discussed the letter of 29 August from the Minister of Health to ACART and noted her priorities in relation to ACART’s work programme:

1. Embryo research.

2. The future use of cryo-preserved ovarian tissue and oocytes.

The Committee agreed that there is more urgency around the use of cryo-preserved oocytes rather than ovarian tissue as there has been only one confirmed birth from the latter.

3. Revision of interim guidelines by September 2007 (statutory requirement)

(i) Consultation

The Committee had a general discussion around public consultation requirements under the HART Act. 

(ii) Proposed Work Programme

The Secretariat led a discussion of the table of the Proposed Work Programme.

The Committee noted that the table of the Proposed Work Programme (A05/03, p. 5) had been checked against the HART Act for specific requirements. 

(iii) Embryo Research

The Committee discussed the various areas of ‘Embryo Research’ and possible ways to organise the project.   

The Committee agreed that the Secretariat would investigate the Australian approach   to the development of policy on embryo research.

The Committee discussed embryo donation for research purposes and in particular the issue of informed consent on the part of donors.

The Committee discussed NECAHR’s work on Embryo Research and noted that ACART could use this as a starting point for its own work.

The Committee discussed the definition of human reproductive research (HART Act s. 5, p. 7.) and its relation to embryonic stem cells. The definition states: “Human reproductive research means research that uses or creates a human gamete, a human embryo, or a hybrid embryo.” The Committee debated the inclusion of stem cells within this definition. 

The Committee noted that:

· the HART Act is the only legislation that covers the establishment of embryonic stem cell lines, thus leaving the statutory responsibility with ACART.  

· the use of embryos in research and their subsequent destruction is covered by the definition of human reproductive research (HART Act, s. 5) 

· some issues surrounding embryonic stem cell research are covered in the preliminary provisions set out in the HART Act (s. 3) prohibiting “unacceptable assisted reproductive procedures and unacceptable human reproductive research.”

The Committee discussed the functions of ACART in relation to issuing guidelines on assisted reproductive procedures or human reproductive research (HART Act, s. 35 (a)).  Although the use of embryonic stem cells in research does not necessarily entail research into reproductive technology, the Committee agreed that it was the responsibility of ACART to issue guidelines relating to stem cell research.

The Committee discussed s. 37 and s. 38 of the HART Act and noted that these were not exclusive lists.

Action

Secretariat to investigate the Australian approach to developing policy on embryo research.

(iv) Informed Consent

The Committee discussed informed consent as part of its work programme and noted that every guideline will deal with informed consent.

(v) Changes to Working Group programme

After general discussion on the proposed work programme the Committee suggested that the work programme be broken into specific streams of permanent rather than temporary working groups.

Proposed Streams of Work:

1. Research

· Embryo Research

· Gamete research (Review of Interim Guidelines)

· Posthumous use of gametes in research

2. Review of Interim Guidelines (by November 2007) and New Guidelines under review

· IVF Surrogacy

· Posthumous use of gametes for treatment

· Within family gamete donation

· Pre-Implantation Genetic Diagnosis (PGD)

· Embryo Donation

3. Creation of New Guidelines

· In-Vitro Maturation (IVM)

· Use of previously frozen oocytes

· Import and export of gametes

· Use of previously frozen ovarian tissue

· Embryo splitting

The Committee agreed that the:

· membership of each working group could change at the completion of each project 

· Chair would be an ex-officio member of each Working Group

· Secretariat would draft Terms of Reference for each working group

· members would email the Secretariat stating which working group they would prefer to be on and, if any, those working groups they would like to chair

· members were excluded from Chairing a subcommittee where a substantial conflict of interest had been identified, such as having an interest as a provider of fertility services; however, these members were able to be members of any subcommittee.

The Committee agreed that other statutory issues and functions will be discussed at full Committee meetings. These include:

· Monitoring / Reviewing assisted reproductive procedures, established procedures, and research

·  This would be put on the agenda for each full committee meeting.

The Committee agreed that the Secretariat should investigate whether Health Technology Assessment (HTA) had room in its work schedule to monitor and report every two months on advances in ART. This report would become a general agenda item for ACART meetings.

The Committee had a general discussion on the frequency of working group meetings and level of preparation time involved in each topic. It was agreed that the Secretariat would devise a draft meeting timetable and email members with the proposed schedule to be confirmed before the first meeting.

At the initial meeting, each working group will discuss:

· Terms of Reference

· Meeting schedule

· Work programme

The Committee noted that the working group commitments would necessitate a heavy workload on members. To keep the workload manageable various strategies were suggested.  These included:

· appointment of additional members

· co-option of specialist advisors

· contracting out specific projects

The Committee agreed to implement the revised work programme and establish the working groups before the next meting of ACART on 14 December 2005.

The Committee noted that it was required to respond to the Minister notifying her of its established work programme and the Terms of Reference of each working group by 31 December 2005.

Action

Secretariat to email ACART members asking for their preference for which working party they join and/or Chair.

Secretariat to contact HTA about including a future watch function in their work schedule.

Secretariat to draft a response to the Minister of Health requesting approval for ACART’s proposed work programme.

10.
Professional Development of ACART and Conference Attendance Policy (A05/04)

(i) ART-related information

The Committee discussed the usefulness of the Articles and Reports sent to members with the meeting documents.  It was agreed the usefulness would be increased if some sorting was done.  Some categories could be incorporated into the Agenda with a report from the Secretariat summarising recent developments. 

The Committee agreed to add agenda items for the next meeting:

1. Media Interactions involving ACART

2. Policy and Legislative Developments Overseas

3. New Developments in ART

The Committee discussed the publications relevant to ACART’s work and agreed that information about the online newsletters BioNews and BioEdge would be useful.

Action
Secretariat to e-mail members with relevant links for subscribing to BioNews and BioEdge.

The Committee agreed that a list of the major ART websites throughout the world would be useful.

Action

Secretariat to prepare a list of the major ART websites and email to members.

(ii) Conferences

The Committee noted the Budget allowance of $10,000 for travel and considered its possible uses. 

The Committee discussed the major conferences in ART throughout the world and their value to the work of ACART:

Annual Conferences

· Fertility Society of Australia (FSA)

· Fertility New Zealand (FNZ)

· American Society for Reproductive Medicine (ASRM)

· European Society for Human Reproduction & Embryology (ESHRE)

Cyclic Conferences

· Bioethics Centre Conference (Bi-Yearly)

· World Congress of Bioethics (Bi-Yearly)

· IFFS World Congress on Fertility and Sterility (Tri-Yearly)
The Committee noted that requests for support of members to attend ART-related conferences would be considered on a case by case basis.  Relevance of the conference to the current work programme would be taken into account. Members attending a conference but not on behalf of ACART may receive partial payment provided they reported back to ACART on the conference content.

The Committee noted that the budget for conference attendance does not apply to the Secretariat.


Action

Secretariat to draw up a comprehensive list of relevant conferences.

(iii) Subscriptions by ACART to relevant organisations/publications

The Committee queried whether the Ministry of Health’s resources were available to ACART members and whether ACART should use its budget to subscribe to relevant organisation/ journals for the benefit of members.

The Committee agreed that it needed a list of existing subscriptions to review. 

Action

Secretariat to prepare and circulate a list of existing subscriptions.  

Other

The Committee raised the possibility of:

· Specialists attending meetings to give quality advice and information on certain ART topics (i.e. John Peek and RTAC).

· Visiting Fertility Clinics

· Creating a common website (Quick Website?) for members to post relevant information for other ACART members to view and comment on.

After a general discussion of the proposed conference attendance policy, the Committee agreed that the policy was suitable for conference attendance but that events may evolve requiring the money to be used elsewhere, i.e. networking, journal subscriptions, specialist advisors etc.

11.
Chairpersons Report

(i)
Meeting with Jill White, Chair of Bioethics Council

In response to an invitation form the Chair of the Bioethics Council, the Chair met with Jill White on 25 August.  The Chair discussed the work programme for ACART as specified in the HART Act.  The Bioethics Council is considering its work programme for next year and discussion took place as to how these work programmes could be complementary.  The confusion that could result from simultaneous public consultations on overlapping topics was discussed.

(ii)
Meeting with the Human Rights Commission 

The Chair, together with the Deputy-Chair of the Bioethics Council, attended a meeting of the Human Rights Commission on 28 July to share forthcoming work programmes.  The Human Rights Commission was establishing its 2006 programme and wished to identify priority areas for its work.  The Chair discussed the requirements for ACART specified in the HART Act.

(iii)
Interview on Good Morning about Embryo Donation

The Chair was interviewed about Embryo Donation on the TV show Good Morning on 30 August.

(iv)
Importation of Embryonic Stem Cell Lines

The Chair summarised the background to this issue, NECAHR’s involvement, and the steps taken to develop policy.

A Discussion Document prepared by the Ministry of Health concerning the Importation of Embryonic Stem cell lines was provided to Cabinet for approval.  

(v)
Progress on development of the Fertility Services Standard and Workbook

The Chair summarised her involvement on behalf of ACART in this project.

(vi)
Fertility Society of Australia conference, Christchurch, 4-7 September.

The Chairs of ACART and ECART and Ian Hicks from the Secretariat attended this conference under MoH sponsorship.  The Chair reported on the programme, particularly the keynote address by Hana O’Regan on “Whose Line is it Anyway? Lineage/Whakapapa, fertility and the Maori world view”, the panel discussion facilitated by Professor Ken Daniels on sperm donation, and the presentation by Professor Gareth Jones on ‘Ethical Decision making”. Copies of the address by Hana O’Regan were distributed to members.  Copies of the address by Professor Gareth Jones will also be provided to members.

Action

Secretariat to circulate to members Professor Jones address.

(vii)
Interview for The Press

The Chair reported on an interview she gave to ‘The Press’ for an article on infertility that was based on interviews with persons at the FSA meeting.  The article was published on 10 September.

12. 
Discussion about ACART Website (A05/05)

The Committee had a general discussion about the implementation of a website. The committee agreed that it preferred the website address www.acart.govt.nz as it showed its independence. The example of NECAHR having its own web address was given as precedent.

The Committee agreed to:

· place photos of the members and a brief biography online 

· develop a history of ART in New Zealand based on a presentation at the ACART / ECART training day

· develop a diagram showing the process by which decisions are made

· change the name of the links page to ‘Educational Material on ART’

· provide a physical and email address for the Secretariat to be contacted

· draft a formal request for the website www.acart.govt.nz.

Action

Chairperson to write to the relevant person with a formal request for the preferred website address.

13.
Meeting Dates for 2006 (A05/06)

The Committee had a discussion around meeting dates for 2006 and noted that the February meeting may be scheduled to coincide with the Bioethics Council meeting in Dunedin – allowing the members to attend both.

Action

The Secretariat to develop a new meeting schedule and send this to the Committee via email.  

14.
Deferred Surrogacy Applications (A05/07) (NECAHR: 2005/09 2005/10)

The Committee discussed the interpretation of the guidelines concerning the requirement for potential surrogates to be a friend of the intending mother, which had caused these applications to be referred to ACART by NECAHR.  The Committee discussed the changing societal context that has occurred since this Guideline was introduced.

The Committee discussed the process for amending guidelines and agreed that it required clarification from the Ministry on how to amend guidelines.

The Committee agreed to discuss the definition of ‘close friend’ at their next meeting.

The Committee noted the two attached surrogacy applications and correspondence from NECAHR.

The Committee agreed to refer the two applications to ECART for review.

Action

Chairperson to inform the applicants of the Committees’ decision. 

Secretariat to clarify how ACART can amend guidelines.

15.  Confirmation of Next Meeting Date

The Committee noted that the next meeting would be held on 14 December 2005.
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