Minutes of the Seventh Meeting of the Advisory Committee on Assisted Reproductive Technology

AD20-86-5

Held on 24 November 2006

Wellington City Airport Conference Centre

Wellington

Present:

Ken Daniels (8.45am – 10.45pm)

Mavis Duncanson

Richard Fisher

John Forman

Mark Henaghan (8.45am – 2.45pm)

Gareth Jones (Deputy Chairperson)

Philippa McDonald

Sylvia Rumball (Chairperson) (10.00am – meeting end)

Christine Rogan

Andrew Shelling

David Tamatea 

In attendance:

Maui Hudson (ECART ex-officio)

Willow McKay (Secretariat)

Sally Stewart (Secretariat)

Apologies:

Sylvia Rumball for lateness.

1.
Welcome

The Deputy Chair opened the meeting at 8.45am and noted the Chair’s apologies for lateness.  The Committee reviewed the Declarations of Interest document (A06/34):

· John Forman declared his appointments to “Implementation Planning Group for Genetics Services” and “Standards Development Committee on Human Tissue Use”.

· David Tamatea declared his appointment as “Engagement and Relationships Co-ordinator, Taranaki DHB.”

Action:   Secretariat to update the declarations of interest document.
2.
Minutes from the 8 September 2006 ACART meeting

The Committee reviewed the draft minutes and requested amendments to the wording of item 5 and discussed the wording of item 7.  The Committee confirmed the minutes of the 8 September meeting.

The Committee reviewed the cumulative action points arising from previous meetings and noted that the Secretariat had now received reports on approved applications from all fertility clinics.

Action:  Secretariat to make amendments to the 8 September Minutes and publish them online. 

3.
Advice to the Minister on human assisted reproductive research (Project 1) (HART Act s37) (Taken after item 6)
The Committee discussed the Secretariat report to ACART (A06/60) on ACART’s planned public consultation on the use of gametes and embryos in human reproductive research. The members acknowledged the ‘Human Embryo Research Report’ provided by the Bioethics Council and noted that ACART’s focus groups should complement, rather than overlap, with those held for the Bioethics Council.  The Committee noted that its planned focus groups will address the questions in the public discussion paper and advised the Secretariat that the groups should comprise informed groups with a special interest in gamete and embryo human reproductive research, such as consumers of fertility services and people with experience of genetic disorders in their family. 

The Committee discussed possible formats for public meetings and recommended that these meetings should include a panel of participants representing different perspectives and a facilitator to both question the panel and encourage audience participation.

The Committee noted that the Chair has publicly offered that ACART will do its best to meet requests to attend meetings organised by external groups that address the use of gametes and embryos in human assisted reproductive research.

The Committee also noted that the cost of consultation meetings and focus groups is estimated at $60,000 - $80,000.

· The Committee agreed to hold the first public meeting in Wellington on the evening of 8 February 2007.

· The Committee agreed to hold two further public meetings, in Christchurch and Auckland.

· The Committee agreed to hold five hui in Christchurch, Taranaki, Rotorua, Auckland, and Whangarei. 

· The Committee agreed to hold one fono in Auckland.

· The Committee agreed to contract out five focus groups targeting young people, women, people with experience of infertility, minority ethnic groups and people with experience of genetic disorders in their families. 

· The Committee approved the press release and question and answer sheet with amendments.

The Secretariat will further develop the detail of public consultation based on the instructions given at this meeting and dates to be canvassed with members.

Members discussed the public discussion paper ‘Use of Gametes and Embryos in Human Reproductive Research: Determining Policy for New Zealand’ and suggested some final editing changes.

Action:  Secretariat to make amendments to the press release, questions and answers sheet and the public discussion paper. 

Secretariat to develop the detail of the consultation plan.

Secretariat to canvass Committee members for their availability to attend public events during February and March 2007. 

4.
Advice to the Minister on human assisted reproductive technology (Project 2) (HART Act s38) (Taken after item 2)

The Committee noted that the proposed package of advice to the Minister on human assisted reproductive technology will address:

· IVF surrogacy

· Within-family gamete donation

· Use of donated eggs in conjunction with donated sperm

· Import into and export from New Zealand of donated in vitro gametes and embryos

· Uses of PGD that are not established or prohibited.

ACART discussed whether or not to include embryo splitting in the package of advice to the Minister, given clinics’ disinterest in the clinical application of the procedure.  This will be considered further after clinics’ views have been formally canvassed. 

The package of advice to the Minister will not address:

· The use of cryopreserved eggs

· The use of cryopreserved ovarian tissue

· In vitro maturation (IVM) of immature eggs and the collection of immature eggs.

This is because these procedures will be addressed by ACART’s project 3 ‘advice to the Minister on new assisted reproductive procedures’.  Under this project the use of cryopreserved eggs will be the pilot of the process set out in s6(2) of the Act.

· The Committee agreed to approach the work on human assisted reproductive technology through a framework based on the principles of the Hart Act and the wider legislative landscape that impacts on ART in New Zealand.

· The Committee noted that the Hart Order 2005 excludes those processes with significant psycho-social issues from being established procedures.

· The Committee noted that IVF surrogacy, embryo donation, within-family gamete donation, and PGD (uses of PGD not prohibited or established) are currently assisted reproductive procedures subject to guidelines.

· The Committee agreed that ECART will be invited to be involved in the development of the discussion document.

· The Committee agreed to delegate steering of ACART’s advice to the Minister on Human Assisted Reproductive Technology to an advisory group.

· The Committee noted that a draft discussion document will come to the 9 February 2007 ACART meeting and will be signed off in March 2007 by a process determined at the 9 February meeting.

Action:  Secretariat to work with an ACART Advisory Group to draft a discussion document to come to the 9 February 2007 ACART meeting.

Secretariat to facilitate ECART’s involvement in the development of the discussion document.

5.
Advice to the Minister on new assisted reproductive procedures (Project 3) (HART Act s6)
The Secretariat updated the Committee on the progress of a report to ACART on the risks and benefits to health of using cryopreserved eggs. An expert has agreed in principle to provide a report to ACART on the use of cryopreserved eggs that will satisfy ACART’s requirements under s6(2)(b) of the HART Act.  The Secretariat, with direction from Richard Fisher and Andrew Shelling, has drafted a contract which will be sent to the expert for review next week.  The Committee noted that this contract will include an evaluation of the requested information as fulfilling s6(2) of the HART Act.

6.
Monitoring application and health outcomes                    (Project 4) (Hart Act s35(2)(a)

The Secretariat updated the Committee on a Ministry initiative to collect the national health index (NHI) number of children born as a result of ART. It is intended that NHI numbers be collected by fertility clinics and sent to the National Perinatal Statistics Unit (NPSU) in Australia along with the treatment information that is compiled with Australia’s to produce the annual report on assisted reproduction in Australia and New Zealand.  The Ministry proposes contracting with NPSU to supply the data on New Zealand births to the Ministry for further analysis.

Linking the NHI number to treatment information will allow the Ministry’s public health directorate to match ART treatment information with existing databases that can provide information on health outcomes. This will enable long term health outcomes of ART to be monitored at a population level.  The ACART Secretariat is taking this work over from the policy unit of Strategic Policy on Ethics and Innovation, Sector Policy Directorate. 

Action:  Secretariat to develop a scoping paper on monitoring for the 9 February 2007 ACART meeting.

7.
Monitoring developments in human reproductive research (Project 5) (HART Act s35(2)(b))

(a)
The Secretariat informed the Committee of an ad hoc ACART advisory group meeting that was held in October to brainstorm the development of ACART’s monitoring role.  This was attended by the Chair, Andrew Shelling, Richard Fisher and the Secretariat.  

It was recommended that ACART should have a multifaceted approach to monitoring developments in human reproductive research that recognises the interface between research and clinical practice.  This approach to monitoring should include a review of the published and peer reviewed literature, a future watch on developments and advice from fertility clinics. 

· The Committee noted that a secretariat report to ACART on monitoring will come to the 9 February 2007 meeting.

(b)
Policy and legislative developments.

The Committee noted the following policy and legislative developments presented in paper A06/68:

· New Zealand: The Ministry of Health released Guidelines for using cells from human embryonic stem cell lines for research.
· The Australian Senate passed a Bill to legalise therapeutic cloning. 

· Update on the American elections and embryo cloning.

· Revision of American guidelines on the number of embryos that can be transferred.

· Finland passed new fertility legislation.  

8.
Monitoring decisions of ECART 

 (Project 6) (HART Act s30 & s42(3)(b))

The Secretariat tabled applications to ECART from the 10 October 2006 ECART meeting.

The Committee noted the cover paper (A06/62) to the ECART table of decisions and discussed ACART’s requirements to review ECART’s decisions under the HART Act and the ACART Terms of Reference.  The Committee commented on ECART’s decisions from the previous ECART meeting and the complex issues ECART is dealing with.

The Committee noted the agenda and minutes for the 10 October 2006 ECART meeting.  The Secretariat advised that the ECART report to ACART (A06/63) will be emailed out to Committee members once it has been approved by the ECART Chairperson.

· The Committee agreed that consideration of the best way for ACART to monitor ECART decisions should be delegated to a sub-group and that their advice would be incorporated into a revision of paper A06/62.

Action:  Secretariat to facilitate a small group of ACART members to consider the best way for ACART to monitor ECART’s decisions.

Secretariat to revise paper A06/62 to reflect the thinking of this group.

Secretariat to email the ECART report to ACART to all Committee members once it has been approved.

9.
Advice and guidelines to ECART

 (Project 7) (HART Act s35(1)(a))

The Committee noted that this project will follow on from ACART’s advice to the Minister on human reproductive research and human assisted reproductive technology.

10
Advice to the Minister

 (Project 8) (HART Act s35(1)(b))

(a)
Review of draft ACART correspondence on PGD and carrier status.

The Committee reviewed the draft correspondence about the Ministry’s interpretation that the parents have a right to know about carrier status of an embryo if the information becomes available in the course of testing, and the clinics have a duty to inform them, because of the impact of the Health and Disability Commissioner’s Code of Consumer Rights.  The parents have a right to make an informed choice about whether to have a carrier embryo implanted.

· The Committee agreed to the following changes to the draft correspondence:

· The letter to the Ministry will ask that regional genetic services are informed of the interpretation, as well fertility clinics. 

· The purpose of the letter to the Minister is to highlight the facts. 

· A letter to fertility clinics is no longer necessary. 

Action:  Secretariat to make changes to draft correspondence and circulate this to Committee members before sending out.

(b)
 Additional agenda item:  Appeals process for ECART decisions.

The Committee discussed the need for an appeals process for ECART decisions.  An appeals process would satisfy the principle of natural justice for those wishing to appeal an ECART decision. 

· The Committee agreed to write to the Minister of Health advising him of the need for a process to appeal ECART’s decisions.  

Action:  Secretariat to draft a letter to the Minister outlining the need for an appeals process of ECART decisions and circulate this draft to Committee members for comment.  

11.
Governance

 (Project 9)

(a)
 Chairperson’s report.

The Chair informed the Committee that she had attended the Law Foundation dinner on behalf of ACART.  The Chair will also meet with the Chairs of the Health Research Council’s Ethics Committee, the Bioethics Council and the National Ethics Advisory Committee on 11 December 2006 to discuss work programmes.

(b)
Secretariat paper to ACART: Ways of working (A06/64).

The Committee identified that much of ACART’s work has been steered by project-based advisory groups and noted the membership of these advisory groups to date.  The Committee discussed the need to predict, as much as possible, the future workload and processes of any advisory group.  The Committee also discussed the specific advisory groups that are necessary to progress the work. The need for a Maori advisory group was also raised. 

The Chair proposed establishing a standing governance committee.  The Committee discussed the potential membership, role, and delegation of the proposed standing governance committee.   

· The Committee agreed to formalise the following project–based advisory groups:

· Advice on human reproductive research 

· Advice on human assisted reproductive procedures 

· Consultation

· Use of cryopreserved eggs 

· Establishment of ACART’s monitoring regime.

· The Committee noted that the secretariat will, as a matter of priority, canvass members’ interest in being involved in these advisory groups.

· The Committee agreed in principle to establish a standing governance advisory group comprising the chair, deputy chair and a community-based member

Action:  Secretariat to canvass members’ interests in being involved in advisory groups.

Secretariat to consider Terms of Reference for the advisory groups.

(c)
Secretariat report to ACART: ACART media interactions (A06/69).

The Committee noted the following media interactions have occurred since the 8 September 2006 ACART meeting:

· The Chair spoke about the regulatory framework for assisted reproductive technologies at the Bioethics Council’s ‘Talking Embryos’ seminar held in Wellington on 25 September 2006.  
· A journalist from the Ngai Tahu magazine, Te Karaka, interviewed the Chair about embryo research in general.  This article is due to be published in December 2006.

· The Ministry released information to a journalist from the New Zealand Herald, on the work that ACART is doing on the use of frozen eggs and gametes from deceased persons, under the Official Information Act 1982.

12.
Administration

 (Project 10)

(a)
Correspondence.

ACART noted the following correspondence:

· Letter to Ministry about the Ministry’s travel policy.

· Letter to the Minister outlining ACART’s work programme.

· Letter from the Minister to the Chair of ACART.

· Letter of resignation from Mavis Duncanson.

(b)
Secretariat paper to ACART: Annual Report (A06/65).

The Committee reviewed the draft annual report and agreed on one amendment.

· The Committee approved the publication of the annual report, subject to the agreed amendment and any further amendments agreed between the chairs of ACART and ECART.

(c)
Secretariat paper to ACART: Member Biographies (A06/66)

The Committee reviewed the member biographies.

Action:  Secretariat to add new member biographies.
(d)
Secretariat paper to ACART: Conference and external events calendar (A06/67)

The Committee noted that Andrew Shelling has external funding to attend the International Federation of Fertility Societies (IFFS) World congress on Fertility and Sterility in South Africa in 2007 and will report back to ACART.

(e)
The Secretariat reported to ACART on attendance at the Fertility Society of Australia (FSA) Conference in Sydney, 22-25 October 2006 and provided members with a written report and abstracts of the presentations. 

13.
Meeting close

The Chair noted that this would be Mavis Duncanson’s last meeting and thanked her for the time and hard work she had put into ACART’s work over the past year.

The next ACART meeting date was confirmed for 9 February 2007. 

The Chair closed the meeting at 3.15pm.
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