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Minutes of the Fifty-third meeting of the 

Advisory Committee on Assisted Reproductive Technology

Held on 13 February 2015 at the Wellington Airport Conference Centre, Wellington

Present 
Alison Douglass (Chair)

Karen Buckingham

Jonathan Darby

Nikki Horne

Sue McKenzie

In attendance

Betty-Ann Kelly (ACART Secretariat)

Hayley Robertson (ACART Secretariat)
Kirsten Forest (ECART Secretariat)

Apologies

Barry Smith

Mike Legge

Welcome
Members congratulated Alison Douglass on her appointment as Chair.
Members observed a moment’s silence in memory of the late John Angus, the former Chair.   
1.
Opening comments
The meeting opened at 8.50am.

The Chair invited Nikki Horne to share a consumer perspective about assisted reproductive technology. 
Nikki described feelings commonly experienced by people considering and undergoing assisted reproduction.

· People become aware of their infertility status at different life stages, depending on individual circumstances.  The news can be devastating.  Men often feel “inferior”.
· Relationships can be put under stress.  Sometimes couples choose not to share with their families that they are undergoing IVF because of these feelings of inferiority. 
· It can be frightening going to a fertility clinic.  The experience can feel as if a person is put in a box eg, female infertility, male infertility, unexplained infertility.  A woman becomes a “patient”, yet she is not sick.  There is a world of new terminology. 
· Fertility treatment involves a lot of waiting eg, for tests, for appointments, for public funding, for procedures, for results, for the outcome of pregnancy tests.  It can feel that much of a person’s dignity is left behind, and that others are in control.   Consumers know that as time goes on, with the associated waiting, their chances of having a child are decreasing. 

· Over time, consumers become tougher.  At the same time, people can feel like failures and that they are letting people down when a pregnancy does not result. 

· If fertility treatment using a couple’s own gametes does not result in a child, people must come to terms with giving up the chance to having a biological link to a future child.  They grieve and then may consider other procedures not previously contemplated eg, egg/embryo donation or surrogacy.  They open up to a potential new relationship with a donor or donors, but at the same time worry about what it would mean for a resulting child.

Nikki’s view that there are some implications for ACART.
· ACART needs to be aware of the challenging, time consuming and often very expensive journey for consumers.
· More weight should be placed on the interests of consumers. 

· ACART’s guidelines affect consumers very directly, because the provisions in guidelines determine who can have the opportunity to undertake procedures and potentially become a parent.   The Committee should consider giving ECART more flexibility to consider individual circumstances. 
2.
Apologies

Apologies were received from Mike Legge and Barry Smith.
3.
Approval of the agenda

Members approved the agenda.

Action

· Secretariat to place the agenda on ACART’s website.

4.
Declarations of interests

Nikki Horne noted that she was on the Board of the Fertility Funding Trust.
Action

· Secretariat to update declarations of interests.
5.
Selection of Deputy Chair
Members unanimously selected Mike Legge to be Deputy Chair.
Action

· Secretariat to notify the Ministry of Health of Mike’s appointment. 

6.         Minutes of ACART’s meeting of 12 December 2014

Members present at the meeting of 12 December 2014 approved the minutes. 

Action
· Secretariat to place minutes on ACART’s website.

7.
Actions arising 

Members noted the status of actions arising from the 12 December 2014 meeting.
8.
Work programme 

Members noted the status of projects on the work programme, including:
· the Chair will meet the Associate Minister of Health on 4 March 2015.  The Secretariat is drafting a briefing from the Chair that will be sent to the Minister before the meeting 

· ACART provided the Committee’s advice on importing and exporting human gametes and embryos to the Minister of Health on 17 December 2014.  The Ministry of Health is preparing parallel advice
· the Secretariat will provide ACART with the annual monitoring report of ECART’s decisions in April 2015, and
· the Informed Consent Working Group would be meeting later in February and would report back to ACART’s April 2015 meeting. 
Actions

· Secretariat to prepare the monitoring report of ECART’s decisions.
· Secretariat to send the Annual Report to the Associate Minister. 
9.
Collection/use of gametes and embryos from comatose and deceased persons
The Chair thanked the Secretariat staff members for their work in preparing an overview of the legal framework concerning the posthumous collection and use of gametes and embryos. 
Members noted:

· ACART’s Briefing to the Incoming Minister of Health included discussion of potential work associated with obtaining, storing and using gametes from dying, deceased and comatose individuals
· the HART Act does not include any specific references to posthumous use except for two matters where ACART is to provide advice to the Minister of Health:

· s.37(1)(d) – the use in human reproductive research of human gametes derived from foetuses or deceased persons, and

· s.38(c) - the use in human assisted reproductive technology of gametes derived from deceased persons
· the HART Order excludes certain procedures related to deceased persons from the description of established procedures: 

· Part 2 s.5: A procedure is not an established procedure if it involves the use of sperm that was collected from a person, who has since died, who did not give consent to the specific use of the sperm before that person’s death, and
· Part 2 s.7: A procedure is not an established procedure if it involves the use of eggs collected from a person who is dead when the eggs are collected or who dies before the procedure is carried out
· the Guidelines for the Storage, Use, and Disposal of Sperm from a Deceased Man were issued in 2000 by the former National Ethics Committee on Assisted Human Reproduction (NECAHR).  The guidelines reflect the technology of the day, before good outcomes from the use of frozen eggs became feasible.  The guidelines thus do not address the case where a woman has died and decisions are to be made about her stored eggs, and
· the prohibition in s.12 of the HART Act (Restrictions on obtaining gametes from minors) needed to be taken into account in any proposed use of gametes where a person died after storing gametes as a minor. 
Members also noted that while informed consent was significant in regard to posthumous use of gametes and embryos, the Committee had decided to exclude posthumous use from the development of proposed advice to the Minister of Health on informed consent requirements.

Members agreed that the Secretariat should provide a report to ACART’s April 2015 meeting setting out members’ conclusions at this meeting about the regulatory framework.  The Ministry of Health would then be asked to review ACART’s confirmed conclusions. 

The HART Order – issue noted in discussion
As part of discussion about this agenda item, ACART noted an apparent inconsistency in the HART Order.   The HART Order requires donation of eggs or sperm between certain family members to be approved by ECART.  Gamete donation between some other specified family relationships does not require ECART approval, and gamete donation by a non-family member also does not require ECART approval. 

Members agreed to write to the Deputy Director-General, Policy, noting the anomaly. 

Actions
· Secretariat to provide ACART’s April 2015 meeting with a report setting out members’ conclusions about the regulatory framework relating to comatose/posthumous collection and use of gametes.
· Secretariat to draft a letter to the Deputy Director-General, Policy Business Unit, noting apparent anomalies in the HART Order 2005.
10.
Use of cryopreserved tissue – technical report and next steps
Karen Buckingham introduced a report setting out the Working Group’s conclusions following consideration of the technical report on the use of cryopreserved ovarian and testicular tissue. The report was prepared by Professor Claus Andersen of the University of Oslo.

The Working Group noted:

· there had been significant international developments in the use of cryopreserved ovarian tissue since the earlier report was received in 2010

· at least 35 children have been born overseas from the use of the regrafted tissue

· the key focus of both storage and use of the tissue is for fertility preservation. However, another developing, use is pushing out the time of menopause

· there is more information available now about the safety for women and resulting children of using cryopreserved ovarian tissue.   Reported outcomes so far are good
· the use of cryopreserved ovarian tissue requires ECART approval, but ACART has not yet issued guidelines.  There is an argument that the use of cryopreserved ovarian tissue should be declared to be an established procedure, and
· the use of grafted testicular tissue was not yet feasible. 
Members noted that s.6 of the HART Act sets out requirements if ACART provides advice to the Minister of Health that a procedure should become an established procedure.  S.6(2) requires that such advice must include information about the procedure, an assessment drawn from published and peer reviewed research of the known risks and benefits, advice whether the risks are at a level acceptable in New Zealand, an ethical analysis, and advice whether the Minister of Health should recommend that a procedure should be declared an established procedure.  
Such advice would be significant and therefore would require public consultation.  A report of this kind must be published on the web promptly after being provided to the Minister.  
Members agreed that the proposed project, which was signalled in the Briefing to the Incoming Minister of Health, should be discussed with the Associate Minister of Health.

Action

· Secretariat to include the proposed project in the briefing provided to the Associate Minister of Health before the Chair’s meeting with him.
11.
NEAC consultation – cross-sectoral ethics arrangements for health and disability research
Members noted that the National Ethics Advisory Committee (NEAC) had invited ACART to contribute feedback to NEAC’s consultation on cross-sectoral ethical arrangements for health and disability research.

Members agreed that there is a complex ethical review landscape.   Members noted that ACART and ECART are part of a comprehensive regulatory framework for review of applications for human reproductive research, assisted reproductive procedures, and extending storage of gametes and embryos.  The HART regulatory framework includes the Principles of the HART Act.  

Members agreed that ACART should not make a full submission, but instead write to ECART to acknowledge the importance of the work. 

Action

· Secretariat to draft a letter to NEAC, for the Chair’s signature, noting the importance of the work to review cross-sectoral ethical arrangements for health and disability research, and also noting the HART regulatory framework.  

12. 
Operations of HART Act

a)
Report on ECART decisions
Members noted a Secretariat report on ECART’s decisions at its meeting on 14 November 2014.
b) 
ACART’s Terms of Reference - amendments
Members noted potential amendments to ACART’s Terms of Reference.  The Terms of Reference do not reflect the changes to the HART Act in 2010.   The changes in 2010 included giving ACART the function of issuing guidelines to ECART on extending the storage period of gametes and embryos beyond the statutory storage period or any approved extension to the storage period.  
Members agreed proposed substantial and editorial changes.
Action
· Secretariat to draft a letter to the Associate Minister of Health, for the Chair’s signature,  to say that ACART has reviewed its Terms of Reference and is seeking agreement to the proposed amendments. 
13.
Governance

a) 
Chair’s report
Members noted the Chair’s report.

· She had been interviewed by the Sunday Star-Times in December 2014 about the posthumous use of stored sperm. 

· She had attended the memorial service for John Angus in Lowburn on 16 January 2015.  The ACART Annual Report 2013/14 now includes a section in memory of John, recognising his contribution to ACART.

· The Ministry of Health had sought her views about a potential member to take up the role left vacant by John’s death (ability to articulate the interests of children). 

· She will be absent overseas from the end of March to mid-June 2015.   Alison has been awarded the 2014 New Zealand Law Foundation International Research Fellowship, and the research involves overseas travel.  The aim of the research is to review New Zealand law regarding mental capacity. 
b) 
Members’ reports
Mike Legge provided a report about the progress of the new regulations in the United Kingdom which will allow mitochondrial donation (under licence by the Human Fertilisation and Embryology Authority).   The House of Commons passed the regulations on 3 February 2015 (and the regulations were subsequently approved by the House of Lords).  The regulations come into effect from October 2015. 
Members noted a request from the Associate Minister of Health, received during the meeting, for a briefing on mitochondrial donation, including the implications for New Zealand. 
Action
· Secretariat to draft a briefing for the Associate Minister of Health, for the Chair’s signature, about mitochondrial donation, including regulatory and ethical implications for New Zealand, and any potential demand in New Zealand. 
14.      Stakeholder liaison and relationships, including correspondence
Members noted correspondence with the Associate Minister of Health and the Ministry of Health, and also noted general correspondence.   No correspondence was received from or sent to ECART. 
15.
Secretariat Report to ACART

Members noted the Secretariat report.
16.      Conclusion of the meeting

The next ACART meeting is scheduled for 24 April 2015.  The meeting will be held in Wellington. 

The meeting closed at 2.30pm.
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