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Minutes of the Fifty-first meeting of the 
Advisory Committee on Assisted Reproductive Technology


Held on 17 October 2014 at the Wellington Airport Conference Centre, Wellington


Present 
Alison Douglass (Acting Chair)
John Angus 
Karen Buckingham
Jonathan Darby
Nikki Horne
Mike Legge
Barry Smith
Sue McKenzie
In attendance
Freddie Graham (ECART member in attendance)
Betty-Ann Kelly (ACART Secretariat)
Emma Doust (ACART Secretariat)
Hayley Robertson (ACART Secretariat)
Dev Oza, Manager, Business Services and Committee Support, Ministry of Health (11.30am – 12.30pm)
1.	Welcome 
The meeting opened at 8.45am.
The Acting Chair welcomed Freddie Graham from ECART.
Opening comments 
The Acting Chair noted that ECART began meetings with opening comments by a member, and that she had invited John Angus to begin this ACART meeting with opening comments.
John talked about assisted reproduction, ACART and the interests of children.  In his view, there were three key considerations.
· The concept of the best interests of the child has fishhooks.  ACART has taken the view that it is not an optimising principle (the absolutely best outcome or the maximum welfare).  Instead, ACART has taken the position that the appropriate standard to apply is reasonable well-being (in accord with the position of Guido Pennings). 
· Further, the concept of the best interests of the child conceived through assisted reproduction requires people using assisted reproduction to meet a higher test than people creating a family without assisted reproduction.  It is more useful to look broadly at the rights and interests of children, regardless of how they are conceived.
· One of the purposes of the HART Act is to secure the benefits of assisted reproduction for people who want to have a child.   A child can be seen as a gift, whatever the means of the child’s conception. 
Action
· Secretariat to circulate a paper by Guido Pennings concerned with the welfare of children conceived by assisted reproduction.
2.	Apologies
There were no apologies received.
3.	Approval of the agenda
Members approved the agenda.
Action
· Secretariat to place the agenda on ACART’s website.
4.	Declarations of interests
No declarations of interests were received. 
5.	Minutes of ACART’s meeting of 13 June 2014
Members present at the meeting of 8 August 2014 approved the minutes, subject to a minor amendment. 
Action
· Secretariat to amend minutes and place on ACART’s website.
6.	Actions arising 
Members noted the status of actions arising from the August 2014 meeting.
7.	Work programme 
Members noted the status of projects on the work programme. 
8.	Briefing to the Incoming Minister of Health (BIM)
Members considered the draft BIM.
Members agreed that the cover paper should include:
· a section on how ACART works with the Minister of Health
· a request to increase the number of ACART members from the current minimum of eight members
· a discussion about developments in genetic testing.   
Members noted other editorial amendments to be made. 
Members noted that the Acting Chair had agreed to provide the Ministry of Health with a copy of the BIM before it is sent to the Minister. 
Actions
· Mike Legge to provide a section on developments in genetic testing,
· Secretariat to make agreed amendments.
· Secretariat to circulate amended draft for members’ agreement. 
· Acting Chair to sign off finalised BIM.
· Secretariat to provide the Ministry of Health with a copy of the BIM a week before the BIM is sent to the Minister. 
9.	Informed consent
a)   	Advice on informed consent – Working Group report
Informed consent subproject
Members noted that the subproject project report had been finalised.  The subproject aimed to obtain robust descriptive information about clinics’ informed consent policies and processes, and any challenges identified by clinics.   
Members noted that the clinics involved had been thanked for their support of the subproject. 
Members agreed to publish the final report on ACART’s website. 
Consumer views on informed consent
Members noted the Working Group’s recommendation that consumer views on informed consent processes be captured as part of the forthcoming public consultation on ACART’s proposed advice to the Minister of Health on informed consent requirements. 
Members agreed to seek consumer feedback as part of the public consultation process.   Fertility New Zealand and clinics would be approached to assist in identifying consumers who would be willing to participate in focus groups. 
Proposed advice
Members noted the recommendations of the Working Group about the proposals to be included in the discussion document for public consultation on proposed advice to the Minister about informed consent requirements. 
The proposals were in two groups:
· Proposals based on earlier work by ACART members: the Working Group recommended whether the proposal should be included in the discussion document.
· New proposals identified by the Working Group at its meeting on 27 August 2014: the specific wording of the proposals would be drafted if ACART agreed to the proposals. 
Members agreed proposals to include in the discussion document.
Barry Smith reported material that he would provide for the discussion document about the cultural dimension to informed consent, noting:
· The process of informed consent is socially and culturally informed.  In the New Zealand context, the views of Tangata Whenua are of critical importance. 
· Within this discussion of informed consent, it is necessary that the cultural imperatives of Māori be incorporated into the structures and processes surrounding the gaining of informed consent.  
· The implication of such a requirement does not indicate support for the idea of a unique pan-Māori perspective but recognises that the nature of significant social relationships, along with the concept of autonomy, can be viewed differently within Māori contexts.  It is the characteristics of these differences that should be recognised in defining and understanding the construct of informed consent in the ART context.
Members agreed that the discussion document should include the material provided by Barry Smith. 
Actions
· Secretariat to draft discussion document and include Barry Smith’s material about the cultural dimension to informed consent.
· Informed consent Working Group to meet in November to review the draft discussion document.
· Informed consent Working Group to report to ACART’s December 2014 meeting about progress. 
b) 	Early consent to extended storage by gamete donors
Members noted that the Working Group, at ACART’s request, had considered a letter from John Peek asking for ACART’s views about proposed wording on Fertility Associates’ donor consent forms.  The proposed wording would allow donors to choose when they give consent (if they do consent) to extending the storage of their donated gametes and of embryos created from their gametes.  
The Working Group noted that there is no evidence about Parliament’s intentions about the timing of the consents.
Members noted arguments in support of enabling early consent by gamete donors.
· Allowing donors to give early informed consent prior to the application provides a possible mechanism to prevent gametes and embryos being discarded because a provider is unable to contact a donor to ascertain his/her intentions. 
· Early consent does not mean that applications for extension will always be granted, or that the present day circumstances of donors and other parties involved cannot be taken into account when the application is considered by ECART.
Members also noted counter arguments.
· The statutory storage limit appears to require a new set of decisions for the parties who need to give consent for extended storage.
· The circumstances of a gamete donor at the time of donation may change significantly over 10 years, particularly for a young donor.
After voting on the matter, members agreed to write to John Peek to say that the proposed wording appeared to be sufficient evidence of a donor giving informed consent.  The letter should say that ACART is not providing any view on the lawfulness of the practice.  The letter should also say that ACART’s current view should be regarded as provisional, given that ACART is developing advice to the Minister of Health on requirements for informed consent. 
Action
· Secretariat to draft a letter to John Peek for the Acting Chair’s signature. 
10. 	Advice on import and export of human gametes and embryos – Working Group report 
Members considered a Working Group report on its activities since ACART’s August 2014 meeting.
The first meeting, by teleconference on 18 August 2014, considered a draft file note about privileged legal advice received about donor compensation and the implications.   The file note was circulated to all members and finalised. 
At the same meeting the Working Group also considered a letter to the Ministry of Health about the matter.  The letter was finalised by the Acting Chair and forwarded on 22 August 2014.   
The second meeting was on 30 September 2014 to consider draft advice to the Minister of Health about requirements for importing and exporting human in vitro gametes and embryos.  The draft advice, including the summary of submissions, was attached for members’ consideration. 
Actions
· Secretariat to complete the summary table of proposals in the Executive Summary of the advice to the Minister and circulate for members’ feedback.
· Acting Chair to sign off the finalised advice.
· Secretariat to provide a copy of the finalised advice to the Ministry of Health.
· Secretariat to forward the advice to the Minister.  


11. 	Regulatory framework re collection/storage/use of gametes/embryos from deceased/comatose persons – project plan
Members noted a Secretariat report describing the scope of information to be provided to ACART’s December 2014 meeting.   The information to be provided would be about the regulatory framework concerned with obtaining and using gametes and embryos when people are dead or comatose.   
The report would include various circumstances which are associated with the collection and/or use of gametes and embryos from comatose and deceased individuals:
· use of gametes stored before a person’s death (whether or not the gamete provider was a donor)
· use of embryos stored before the death of a person (either single or in a couple) who had intended to use them (whether or not the individual/couple created the embryos from their own gametes)
· collection, storage and use of gametes from a comatose individual
· collection, storage and use of gametes from a deceased person 
· collection, storage and use of gametes derived from a foetus.
The December 2014 report by the Secretariat would not address ethical or policy concerns associated with the regulatory framework.  The report would enable ACART to identify any gaps or inconsistencies in the regulatory framework, and provide a basis for ACART to decide the scope of any future work. 
Action
· Secretariat to report to ACART’s December 2014 meeting about the regulatory framework concerned with obtaining and using gametes and embryos when people are dead or comatose.
12.       Annual Report 2013/14 – Draft
Members noted the updated draft, which now included a foreword by the former Chair and more detail about projects. 
Members noted that the ECART Secretariat would provide the data required about ECART decisions in the period. 
Actions
· The Secretariat to circulate the draft Annual Report for any further feedback by members, once the ECART data had been incorporated.
· The former Chair to sign off the finalised Report.
· The Secretariat to arrange for the Report to be formatted, to forward the Report to the Minister and to arrange for the Report to be tabled in Parliament after the Minister’s consideration of the Report. 


13.	Operations of the HART Act      
a)	Report on ECART Decisions
Members noted a Secretariat report on ECART’s decisions at its meeting of 18 September  2014.
b) 	ACART’s Terms of Reference – amendments
Members agreed to defer ACART’s December 2014 meeting consideration of a Secretariat paper discussed proposed amendments to ACART’s Terms of Reference.
Action
· Members to consider proposed amendments to ACART’s Terms of Reference at ACART’s December 2014 meeting. 
14.	Governance     
a)	Report of the Acting Chair 
Members noted the report of the Acting Chair.  
The Acting Chair noted that her activities had included attending a presentation by Professor John McMillan, Director of the Bioethics Centre at Otago University.  The subject was “Accepting the given: Cohen’s value conservatism and why we don’t agree about artificial insemination and enhancement technologies”.  She had attached to her report a paper by Professor McMillan comparing past debates about eugenics with contemporary debates about assisted reproduction.  
b)	Members’ reports 
There were no written or oral reports received from members.
c)	ACART meeting dates for 2015
Members noted a Secretariat paper proposing dates for ACART meetings in 2015. 
Members agreed to contact the Secretariat if any of the proposed dates were unsuitable.
Actions
· Members to contact the Secretariat if any of the proposed dates were unsuitable.
· Secretariat to circulate finalised dates. 
· Secretariat to arrange bookings at the Wellington Airport Conference Centre.
d)	Ministry of Health support for providers’ efforts to contact people affected by the 10-year storage limit
The Manager, Business Services and Committee Support, Ministry of Health noted that the Ministry of Health had considered ACART’s letter asking that the Ministry support providers’ efforts to contact people affected by the statutory 10-year limit for the storage of gametes and embryos.   
The 10-year storage limit would be reached on 21 November 2014 for the first group affected.   The HART Act requires that gametes and embryos which have been stored for 10 years, counted from 22 November 2004 or later (depending on the date of first storage), must be discarded unless ECART has approved an extension to the storage period. 
The Manager reported that the Ministry was making a conditional grant to a provider to assist in efforts to publicise the impact of the storage limit.  The grant was expected to support the efforts of all providers with stored gametes and embryos currently affected by the impending expiry of the 10-year storage limit. 
15.     Stakeholder liaison and relationships, including correspondence
Members noted correspondence with ECART, the Minister of Health and the Ministry of Health, and general correspondence. 
16. 	Secretariat Report to ACART
Members noted the Secretariat report.
17.      Conclusion of the meeting
The next ACART meeting is scheduled for 12 December 2014.  The meeting will be held in Wellington. 
The meeting closed at 2.30pm.
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