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


Held on 19 June 2015 at the Wellington Airport Conference Centre, Wellington


Present 
Alison Douglass (Chair)
Mike Legge (Deputy Chair)
Jonathan Darby
Karen Buckingham
Kathleen Logan 
Nikki Horne
Sue McKenzie 
In attendance
Betty-Ann Kelly (ACART Secretariat)
Hayley Robertson (ACART Secretariat)
Martin Kennedy (ACART Secretariat)
Stella Li (ACART Secretariat)
Carolyn Mason (ECART member in attendance)
Kirsten Forrest (ECART Secretariat, 8.50am to 10.30am)
Jade Le Grice (presenter, 8.50am to 10.30am)
Apologies
Barry Smith

Welcome 
1.1 		The meeting opened at 8.50am and all those present introduced themselves.
1.2 	Immediately before the lunch break Alison presented Betty-Ann with a gift to thank her for her work with the committee and to wish her a relaxing six months of leave.
1. Opening comments
2.1 	The Chair invited Sue McKenzie to provide opening comments.
2.2 	Sue summarised her background including her work in technology, raising a family, and running her own consultancy. She then moved into board work, focusing on governance and planning. Sue is now enjoying learning about ethics and technology, and finds working with an entity that has virtually no budget or strategy a novelty. One of Sue’s observations was that there can be a surprising number of relationships in assisted reproduction. Sue is particularly interested in the current policy that a child must have a genetic/biological link to at least one of the intending parents. Sue noted that the science of assisted reproduction tends to be well ahead of the guidelines and that we need to address this lag. She commented on the highs and lows people can experience when attempting to have children. Two matters of particular interest are genetic selection and the commodification of reproduction. Sue emphasised her aim to ensure we advise the Minister on what we think he should do.	
Apologies
3.1 	Apologies were received from Barry Smith.
Approval of the agenda
4.1 	Members approved the agenda.
Action
· Secretariat to place the June agenda on ACART’s website.
Declarations of interests
5.1 	No declarations were made.
Minutes of ACART’s meeting of 24 April 2015.
6.1 	The minutes were approved. 
6.2	The Chair asked that the minutes for June record her appreciation of the work of the Acting Chair.
Action
· Secretariat to place the April minutes on ACART’s website.
Actions arising 
7.1 	Members noted the status of actions arising from the 24 April 2015 meeting, including the items that were in the agenda for this meeting.

Work programme 
8.1 	The Committee noted the status of projects on the work programme and had a discussion about priority setting. 
Prioritising the work programme
8.2 	Members discussed the importance of priority setting, and agreed to decide on the relative priority of ACART’s current work items. They agreed to establish a work programme and create project plans for each stream of work. 
8.3 	ACART confirmed and agreed that its priorities for its work programme are:
· the use of cryopreserved ovarian tissue
· the three guidelines with a biological/genetic link component
· informed consent. 
8.4 	The Secretariat has drafted a work programme that includes both the Committee’s work and the work the Secretariat does that is directly related to ACART. 
8.5 	The Chair and Deputy Chair agreed to meet the Secretariat, to discuss the programme with the manager of the Business and Committee Services team. 
Actions
· Secretariat to draft a work programme and project plans for each stream of work.
· Secretariat to organise a meeting with the Chair, Deputy Chair and manager of the Business Services, Policy, Ministry of Health.
Various matters
8.6 	There was a brief discussion about building in a timeframe for consultation when reviewing and revising guidelines. The Committee noted that ACART is required to consult the public when providing the Minister with advice.
8.7 	The Secretariat commented on how the word “use” in the guidelines is not helpful — for example, some clinicians would argue that using frozen testicular tissue is captured by that word and therefore doing so is simply a variation of a permitted procedure.
Embryo Research 
8.8 	There was discussion about ACART’s proposal, to Associate Minister Dunne, to review the guidelines applying to human reproductive research and amend them to allow the use of pre-implantation embryos in research. 
8.9 	The Associate Minister has considered this matter and agreed in principle. He is going to take the matter to Cabinet. The Ministry of Health will write the Cabinet paper and ACART will be informed when Cabinet has considered the paper. 
Guidelines review — next steps
9.1 	Members noted the work and decision to date in regard to stage two of the guidelines review project.
9.2 	The Committee discussed possible next steps, and talked about whether one set of guidelines could cover family gamete donation, embryo donation, and donated eggs/donated sperm.  
9.3 	While considering these three guidelines it could also be worth considering the provisions for storage periods — if ECART had greater flexibility in how it approves the storage of gametes and embryos this would address some operational matters.
9.4 	The Committee also considered the “biological link” requirement in the three guidelines. In the last few years, literature has become available on the role of a biological/genetic link, so the Committee now has reference material. 
9.5 	ACART agreed that these guidelines potentially affect more people than some of the other matters ACART could deal with and on that basis should also be a priority. 
9.6 	ACART identified the following people or groups as sources of information about these guidelines:
· ECART 
· counsellors and clinic staff
· Sonja Goedeke, researcher
· Ken Daniels, researcher.
Action
· Chair to contact Ken Daniels and discuss his involvement in obtaining the views of people (donors, offspring or both) who would otherwise not be willing to take part in such work
Use of cryopreserved ovarian tissue — components of work to develop advice
10.1 	Members noted the matter of developing advice, to the Minister of Health, that the use of cryopreserved ovarian tissue become an established procedure. This included discussing the requirements of s.6 of the HART Act that sets out the processes for providing the Minister such advice.
10.2 	Members agreed this advice will be significant and will require consultation. ACART will refer to the risk acceptability framework and ethical framework to identify risks and provide clear advice to the Minister on the safety and effectiveness of the procedure.
Action
· Secretariat to develop a project plan

Use of cryopreserved testicular tissue
11.1 	The Committee discussed issues arising out of legal advice about the status of one use of cryopreserved testicular tissue.

Action
· The Committee agreed to write to the Ministry of Health, explaining the implications of the legal interpretation, and that it believes the matter of one use of cryopreserved testicular tissue needs to be investigated.

Collection/use of gametes and embryos from deceased and comatose persons
12.1 	Members noted that current Guidelines for the Storage, Use and Disposal of Sperm from a Deceased Man were written in 1999 and need to be updated. 
12.2 	The Committee agreed to first investigate the guidelines, to get a clear and agreed understanding of them and what ACART’s position on them is. This will be set out in a scoping paper. The Committee further agreed to send Health Legal its understanding of the regulatory framework, requesting advice on its accuracy. This would allow ACART to refer to a confirmed and accurate view when it reviews the guidelines.
Action
· ACART to seek Health Legal’s view of the regulatory framework

Ad-hoc item — invite Minister Dunne to an ACART meeting
13.1 	The Secretariat suggested that ACART invite Associate Minister of Health to an ACART meeting. ACART agreed to this. 
Action
· Secretariat to invite the Associate Minister of Health to a future ACART meeting.

Informed consent
14.1 	The Secretariat provided an oral update on the informed consent project.  The consultation document is being formatted by the Ministry and is almost ready to be distributed to stakeholders. 
14.2 	Members talked about the upcoming consultation process, with the intention to consult from July to August 2015.  
14.3 	The Secretariat commented that the Chair and Deputy Chair are both presenting at the conference in Wellington, the week of 22 June, and will be able to talk to a range of stakeholders about the forthcoming consultation.  The Deputy Chair also suggested ACART consult with the new fertility clinic in Christchurch, “Genea.”
14.4 	Members also talked about the possibility of contracting Ken Daniels to carry out some of the consultation on ACART’s behalf.
14.5 	The Secretariat suggested that the Working Group would consider the submissions received and report to an ACART meeting later this year.
Action
· Secretariat to organise sending out consultation document, and setting up meetings with stakeholders, if required, for the intended consultation period of July to August 2015.

Presentation by Jade Le Grice about her doctoral work on Māori and reproductive choices
15.1 	Jade recently completed her PhD on Māori and their reproductive choices and presented her findings. Her presentations have been circulated to ACART separately to the meeting agenda and minutes.15.2 Jade commented on the way in which the media often presents Māori and the ways in which they raise families. The effects of colonisation have played a large part in the way Māori now have families.
15.3 	Māori typically place particular importance on whakapapa, extended family and tikanga Māori, and believe that children are precious gifts to whanau. However, these values do not always sit easily in western society which is individualistic.
15.4 	When having children, Māori want to feel safe and respected and that their preferences have been heard. Many Māori would like their spiritual beliefs to be acknowledged, especially when they are attempting to have children. Some aspects of fertility services could more effectively accommodate Māori preferences.
Importing and exporting gametes and embryos — Associate Minister Dunne has requested ACART’s views
16.1 	The Secretariat advised that Associate Minister Dunne has requested ACART members’ opinions on the areas of work they believe are priorities in the matter of importing and exporting gametes and embryos. 
16.2 	A member suggested that the matter of compensation for donors (and the related lack of donors) should be a priority. 
16.3 	Members discussed the matter of increasing compensation, and noted the HART Act takes a strong anti-commercial stance. They noted the UK’s increased donor compensation, since 2012, has had a minimal increase in egg donor rates. Furthermore, the UK has an egg sharing scheme where a monetary discount for IVF treatment is available to women who donate eggs to others, but only 5.5% of IVF patients have taken up the offer.
16.4 	Members also considered the relevance of the Human Tissue Act and what financial compensation for live tissue for live tissue donation looks like.  This does not translate for fertility treatment, but the Committee considered what parallels can be drawn from it. 
16.5 	ACART agreed to write to the Associate Minister stating that it believes the priorities should be to investigate 1) compensation for donors and 2) what the alternatives to regulation might be for managing the import and export of gametes and embryos. 
Action
· ACART to write a letter to the Associate Minister advising him of the work in import and export of gametes and embryos that it considers to be a priority.

Operations of the HART Act
a)	Report on ECART decisions
Members noted the minutes of the ECART meeting, on 7 May 2015, and summaries of the applications they considered.
Governance
a) 	Chair’s report
The Chair tabled a document she obtained at the European Society of Human Reproduction and Embryology (ESHRE) meeting in Lisbon, Portugal. She asked the Secretariat to copy and circulate a table in the document.  A written report of attendance will be tabled for the next meeting.
The Chair will give a presentation to ACART, about her attendance at the Human Fertilisation Embryology Authority (HFEA) meeting in the UK and the ESHRE meeting at the next ACART meeting.
Action
· Secretariat to circulate the Chair’s document from ESHRE to members.
b) 	Members’ reports
Nikki Horne commented on Fertility Week, noting that it informs people about the reasons for infertility and that a road show is about to get underway. 
Stakeholder liaison and relationships, including correspondence
19.1 	Members noted correspondence with the Associate Minister of Health, the Ministry of Health, ECART and general correspondence. 
19.2 	No correspondence was received from or sent to the Minister of Health.
Secretariat Report to ACART
20.1 	Members noted the Secretariat report.
Other matters
· All requests for funds to attend conferences overseas must be approved by the Director General of Health. The Secretariat will advise ACART as soon as he decides on the current applications.
[bookmark: _GoBack]Conclusion of the meeting
21.1	The next ACART meeting is scheduled for 14 August 2015 and will be held in Wellington. 
21.2	The meeting closed at 2.30pm.
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