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Minutes of the Fifty-eighth Meeting of the

Advisory Committee on Assisted Reproductive Technology

Held on 11 December 2015 at the Wellington Airport Conference Centre, Wellington

Present 

Alison Douglass (Chair)

Mike Legge (Deputy Chair)

Jonathan Darby

Barry Smith 

Sue McKenzie

Kathleen Logan 
Non-members present
Freddie Graham (ECART)

Ken Daniels (researcher; 11 am to 2.30 pm)

Betty-Ann Kelly (ACART Secretariat)
Hayley Robertson (ACART Secretariat)

Martin Kennedy (ACART Secretariat)

Stella Li (ACART Secretariat)

Dev Oza (Manager, Business and Committee services, Ministry of Health)

Apologies

Nikki Horne

Karen Buckingham

1. Welcome

1.1 The Chair welcomed the committee members and guests. 

1.2 Jonathan Darby gave the opening comments, reflecting on society’s increasing acceptance of assisted reproduction. He commented on the role of social media in increasing people’s familiarity with assisted reproduction and that it can enable relationships between donors and recipients. He noted there are also risks with social media. 
1.3 Members discussed the emerging use of social media and the formation of new relationships, particularly how it can be used to recruit donors and surrogates. ECART representative Freddie Graham, noted that the formation of new relationships creates foundations and arrangements that ECART is unable to monitor and provide support.
1.4 The committee noted that, despite the increasing acceptance, there is still some stigma. There was a discussion about normalisation. 
2.
Apologies

2.1 
Nikki Horne, Karen Buckingham.
3.
Approval of the agenda

3.1 
Members approved the agenda.

Action 

· Secretariat to place the December agenda on ACART’s website.
4.
Declarations of Interests 


4.1 Sue McKenzie amended her declarations.

Action 

· Secretariat to update the declaration of interests. 

5.
Minutes of ACART’s meeting of 16 October 2015

5.1 
The minutes were approved.

Action 

· Secretariat to place the October minutes on ACART’s website.
6.
Actions arising from the previous minutes

6.1 
Members noted the status of actions arising from the 16 October 2015 meeting.
6.2 
An ACART member needs to volunteer to attend the next ECART meeting.

Action 

· Martin to send details, for the next ECART meeting, to members and ask for a volunteer to attend.
7.
Work programme — current status 

7.1 Members noted the status of the items on the programme.

7.2 Members discussed the committee’s membership and upcoming vacancies. They also talked about the benefits of having representation from different ethnic communities. 

7.3 There was a discussion about the next Annual Report to the Minister.

Actions 

· Stella will send members the email she previously sent about membership.
· Martin will check the status of the reports sent and due next.

8.
Use of cryopreserved ovarian tissue — assess the consultation document       
8.1
Members noted the Working Group met on 20 November 2015 to discuss the consultation document.
8.2
Members talked about being clear in terms of what it means for cryopreserved ovarian tissue to be used for therapeutic treatment. Members also discussed some subsequent uses of cryopreserved ovarian tissue requiring further ECART approval, namely human reproductive research.

8.3
Members provided feedback and editorial comments on the document. The Committee agreed for the Secretariat to amend the document and suggested that it be finalised by email.
Actions

· Secretariat to amend the consultation document as discussed.
· ACART to consider and sign off the finalised document via email in January 2016.
9. Informed consent — discuss the report from the working group and the draft advice to the Minister
Guest — Ken Daniels
9.1 
Ken Daniels joined the meeting and explained that the submitters he consulted had made donations at a time when anonymity was the norm. Conversely, it is not unusual now for donors to be considered as partners in the assisted reproductive process. Most of the donors Ken spoke to are happy with the changes to more openness about offspring, recipients and donors knowing one another’s identities. Ken informed the committee that most of these donors have met their offspring.
9.2 
The committee queried whether the outcome of Ken’s submission would have differed if the sample of donors used were more recent donors. They noted that the donors in Ken’s cohort consisted of sperm donors, and had made their donation more than 20 years ago. The submission was beneficial because the donor offspring are now fully grown adults, rather than younger children. This adds a greater age dimension and value to their perspectives. 
9.3 
The committee discussed: 
· the nature of giving, reciprocity, and placing conditions on donations
· that most of the matters ACART needs to deal with have a substantial psycho-social element.

9.4 
The committee confirmed that Ken can send his report to his participants.

Draft advice to the Minister
9.5 
ACART discussed the draft advice to Associate Minister Dunne. The committee noted the advice should be clear that ACART’s recommendations are not based on a concern that there are problems with clinics’ informed consent practice. Most of the recommended changes for informed consent are simply to improve clarity about how some parts of the service should be delivered.
9.6 Members provided feedback and editorial comments on the document. The Committee agreed the Secretariat should amend the document and suggested that it be considered at ACART’s next meeting, in February 2016.

9.7 A member raised the issue of the document’s accessibility for people with disabilities, for example — will it be readily available to people with visual impairments?
9.8 The Ministry of Health is investigating making the Fertility Services New Zealand Standard available, on-line, at no cost to users. The Ministry expects to complete this within a few weeks. The Chair asked the Secretariat to ask the Ministry who is responsible for the content of the standard.
9.9 The Secretariat will amend the advice and ACART will consider it in February 2016.
Actions
· Secretariat to amend the draft advice.
· Add the draft advice to the agenda for ACART’s February meeting.
· Ask the Ministry who is responsible for the content of the standard.
10. Review of the donation guidelines — discuss next steps
10.1 Before discussing the review itself, Kathleen took members through the presentation she will give at the Redefining Families conference in January. Kathleen will explain that one of the provisions being considered in the review is that of the requirement that there be a biological link between an intending parent and offspring. Members agreed to send any comments directly to Kathleen.

10.2 There was a discussion about the policy positions that might be retained and that might no longer be needed. Any merging of guidelines would be done as a subsequent exercise.
10.3 There was a brief discussion about “on donation” and whether the policy against it needs to be reviewed. 

10.4 The committee discussed biological link and the wellbeing of people born from donations. A postgraduate student of Professor Daniels will be investigating this topic in 2016 and her research could help inform the committee’s thinking. 

10.5 The discussion covered the idea that a biological link does not ensure the welfare of any offspring — rather, that welfare is most influenced by the bonding between the parent(s) and the offspring. Having said this, the committee noted the idea that a genetic link will, for some people, be a factor in their sense of identity and for knowing about their kinship. Members noted previous attitudes towards the weight given to biological link. 
10.6 The committee discussed issues around evaluating the ethics of embryo donation and comparing it to adoption. The possibility of “embryo adoption” was also noted as a valuable concept to consider.

10.7 It is common for people to work through ideas and their attitudes. Encouraging people to consider matters such as kinship, identity and origins can be a useful way of ensuring they consider the implications of their donations and/or acceptance of gametes and embryos.

10.8 The meeting discussed how it would proceed with the review and agreed that:

· the Secretariat will carry out the tasks identified in the paper and in earlier ACART and working group meetings
· the Secretariat will advise the working group of its progress, in March 2016, and the working group will report to ACART in April 2016

· ACART will seek ECART’s involvement early, asking if they have any particular observations.

10.9 
The committee agreed Barry Smith will join the working group.
Actions
· the Secretariat will carry out the tasks identified in earlier ACART and working group meetings

· the Secretariat will advise the working group in March 2016 
· the working group will report to ACART in April 2016

· ACART will seek ECART’s involvement early, asking if they have any particular observations.
11. Monitoring — oral update
11.1 The Chair explained that she has asked the Secretariat to provide a paper, for ACART’s meeting in February, setting out what ACART’s monitoring role might involve, what the sources of information could be, and how the committee keeps up to date. 
12. ACART’s consultation list — check it is up to date

12.1
Members provided updates.
Action
· The Secretariat will amend the list to account for the updates.

13. Operations of the HART Act — Report on ECART decisions 

13.1
The committee noted the report on the applications that had been made to ECART.
14. Governance

Chair’s report. 
14.1 
The committee noted the report.
Members’ reports
14.2 
The Deputy Chair spoke about two recent developments a) Kisspeptin and its effect on ovulation and b) the use of PGD and PGS.
15. Correspondence
ECART correspondence 
15.1 The committee noted the enquiry, from ECART, about the policy that families must be complete before they can donate their surplus embryos. 
Action
· The Secretariat will consider the enquiry, respond to ECART and advise ACART of the response.

16. Secretariat report to ACART 

16.1 
The committee noted the report.
17.
An ACART member to volunteer to be the “member in attendance” at the next ECART meeting

17.1 
Discussed earlier in the meeting — see item 6.2.
Additional item — Dev Oza

· Dev told the meeting about the Ministry’s progress on the New Zealand Health Strategy.
18.
Conclusion of meeting
18.1 
The work likely between meetings includes work on: 

· the advice to the Associate Minister on informed consent

· the consultation document on the use of cryopreserved ovarian tissue
· the review of the donation guidelines.
18.2 
The next ACART meeting is scheduled for 12 February 2016 and will be held at the Wellington Airport Conference centre.
18.3 
The meeting closed at 2.30pm.
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