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Minutes of the Fifty-seventh meeting of the

Advisory Committee on Assisted Reproductive Technology

Held on 16 October 2015 at the Wellington Airport Conference Centre, Wellington

Present 

Alison Douglass (Chair)

Mike Legge (Deputy Chair)

Karen Buckingham

Jonathan Darby

Nikki Horne

Barry Smith

In attendance

Associate Minister Peter Dunne (9.30 to 10.30 am)

Iris Reuvecamp (Chair of ECART; from 11 am)

Hayley Robertson (ACART Secretariat)

Martin Kennedy (ACART Secretariat)

Stella Li (ACART Secretariat)

Dev Oza (Manager, Ministry of Health; until 1 pm)

Fox Swindells (ECART secretariat)

Apologies

Sue McKenzie
Kathleen Logan 

1. Welcome

1.1 The Chair welcomed the Committee members and guests. All attendees introduced themselves.
1.2 The Deputy Chair gave the opening comments, with a brief history of how the first assisted reproductive procedures were established. He noted that research is an essential component of assisted reproductive technology and that the ethical considerations are crucial. These ethical matters include political, personal and professional interests.
1.3 A committee member recommended the book, “A Matter of Life,” by Robert Edwards and Patrick Steptoe.

2.
Apologies

2.1 
Kathleen Logan, Sue McKenzie
3.
Approval of the agenda

3.1 
Members approved the agenda.

Action 

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

4.
Declarations of Interests 


4.1 The Chair stated that she is no longer the convenor of the New Zealand Law Society Health Law Committee but remains a member.
Action 

· Secretariat to update the declaration of interests for the Chair.

5.
Minutes of ACART’s meeting of 14 August 2015

5.1 
The minutes were approved.

Action 

· Secretariat to place the August minutes on ACART’s website.

6.
Actions arising from the previous minutes

6.1 
Members noted the status of actions arising from the 14 August 2015 meeting.
7.
Work programme — current status 

7.1 
Members noted the status of the items on the programme.
8. 
Review of the donation guidelines — report from the Working Group
8.1 
The Committee noted the work and decisions to date, that on 25 September 2015 the Working Group had met, and that a two stage process was recommended. The first stage would be to consider whether the provisions in the guidelines are fit for purpose. The second stage would be to consider if and how the guidelines could be merged.
8.2 
The Committee noted it needs to consider whether there is still a need for the provision that requires a biological link and the provision that requires a medical need for some procedures. 
8.3
Members clarified the definitions of biological and genetic link.

8.4
All Committee members agreed to progress the work.

8.5
The Chair asked for a one page summary of the reasons for the work and what the Committee will aim to achieve. She suggested the Working Group seek to consult Ken Daniels and ECART on the proposed work.

8.6
The Working Group will consider the matter further (by email) in November and send a paper to the full ACART meeting in December.
Actions
· Secretariat to prepare a one page summary of the reasons for the work and what the Committee will aim to achieve. 

· Secretariat to seek comments from Ken Daniels and ECART on the proposed work.
· Members to consider next steps at ACART’s December meeting.
9. Use of cryopreserved ovarian tissue — report from the Working Group              
9.1 Members noted the Working Group had reviewed an initial draft discussion document on the use of cryopreserved ovarian tissue on 25 September 2015. 
9.2 Members worked through the most recent iteration of the draft discussion document. Members provided feedback and editorial comments on the document.
9.3 Members discussed ACART’s role in monitoring the health outcomes from this procedure. Members noted that it is not possible for ACART to collect data on the use of cryopreserved ovarian tissue or the outcomes of that use. For example, health outcomes can occur years after treatment and might, or might not, be related to the treatment. The Committee agreed that it would keep a watching brief on international developments in the use of cryopreserved ovarian tissue.
9.4 The Committee discussed the ethical issues associated with the procedure. Members applied ACART’s ethical framework to identify and analyse any ethical issues. There was a brief discussion about an individual’s autonomous decision to use cryopreserved ovarian tissue and whether there might be reason to prohibit the use of the procedure for social reasons. 
9.5 The Committee agreed for the Secretariat to amend the document and suggested the Working Group convene in November to consider the revised document.
Actions
· Secretariat to amend the discussion document as discussed.

· Working Group to consider the revised document in November 2015.
10.
Informed consent — oral feedback on the submissions
10.1
The Secretariat told the Committee that 30 submissions had been received. One submitter had given Māori specific comments and the Secretariat is expecting submissions from two other Māori specific submitters by 23 October. 
10.2
The Committee would like to analyse the submissions soon and suggested the Working Group consider them in November 2015. 
10.3 
The Chair told the Committee that Working Group members met the Health and Disability Commissioner (the Commissioner) the day before ACART’s October meeting. The Commissioner supported ACART’s work on this matter and explained that the role of his office would be unlikely to include resolving disputes when couples disagreed on what do with embryos. 
10.4 
The Commissioner would be happy to discuss further any matters in the consultation document.
Action
· Consider the submissions at a Working Group meeting in November 2015.
11.
Monitoring and Horizon scanning
11.1 
The Secretariat explained that ACART has two statutory roles in monitoring. It carries out its first role, of monitoring health outcomes, by having the “Assisted Reproductive Technology in New Zealand” (ANZARD) report produced annually. It fulfils its second role, sometimes referred to as horizon scanning, in a less formal way. There are options for addressing that second role.
11.2 
The Chair suggested the Committee make a list of all the work it does in this area then consider what it could do next. The full Committee could consider this at its meeting in December.
11.3 
The Deputy Chair noted that the Human Fertility and Embryology Authority in the UK has restarted its horizon scanning work and will be likely to produce findings that will be useful for ACART and the fertility sector in New Zealand.

11.4 
The Committee discussed the possibility of having a day, or two, to which ACART invites clinicians, academics, and other interested parties to consider developments in the sector. Members commented on the practical side of organising such a day and agreed to circulate ideas amongst the committee to progress the idea.

Actions
· Secretariat to create a list of all the monitoring activities the Committee and Secretariat do.

· Secretariat to email all Committee members asking them to submit ideas for a day where all interested parties can meet to discuss developments in the fertility sector.
12.
ACART’s website — how ACART provides advice in addition to the guidelines
12.1 
Members considered whether ACART could provide information on its website in addition to the guidelines. One suggestion was to provide links to articles on the ACART website. Members agreed that although the intention is to be helpful, it can be difficult to keep such links up to date. There is also a risk of confusing readers by referring them to articles that might endorse procedures that ACART does not or vice versa. 
12.2
The Committee asked the Secretariat to consider whether ACART can usefully present extra information on the ACART website that compliments the guidelines.
Action
· Consider whether ACART can usefully present extra information on the ACART website that compliments the guidelines.

13.
The ANZARD Report for 2012 — a summary of the report

13.1
Members noted that the New Zealand specific ANZARD report for 2012 has been provided by the University of New South Wales and is ready for publication. Members noted some of the interesting statistics, in particular the improving success rates of treatments and the low rate of twin pregnancies.
13.2 
The Chair asked the Secretariat to prepare some highlight points to put on the ACART website when it publishes the report.
Actions
· Secretariat to prepare highlight points to accompany the report when it goes on the ACART website. 
· Secretariat to finalise publication of the report.
14.
ACART’s consultation list — check it is up to date

14.1
To be considered at a future ACART meeting.
15.
Dates for ACART meetings in 2016
15.1
Members considered this item and will email the Secretariat to confirm availability.
Actions
· Members to email the Secretariat to confirm availability.
· Secretariat to send confirmed meeting dates to the full committee.
16.
Operations of the HART Act — Report on ECART decisions 
16.1 
The Committee will through the ECART decisions at the next ACART meeting.
16.2 
The Committee noted that ECART had made a submission to ACART on its consultation on informed consent.

17.
Governance
a. Chair’s report. 

· To be considered at a future ACART meeting.
b. Members’ reports, including reports from conferences.
· Two members commented on their attendance at the recent conference of the Fertility Society of Australia. They commented on a) a clinic in Melbourne that matches donors with recipients, b) women who freeze their eggs for non-medical reasons, c) the possibilities for, and inducements to, travel internationally for fertility treatment, and d) the operations of the World Egg Bank. They noted the value to the committee and the sector of attending these conferences.
· The Deputy Chair spoke about Next Generation Sequencing. Although the procedure is used little in New Zealand at present its use is likely to increase and ACART will need to consider it. There are ethical matters to consider, especially what the data is used for. Members noted the possibility of monitoring the use of PGS.

18.
Stakeholder liaison and correspondence
a. ECART correspondence 
· None. 
b. Minister and Associate Minister correspondence 

· To be considered at a future ACART meeting.

c. Ministry of Health correspondence.

· To be considered at a future ACART meeting.

d. General correspondence 

· To be considered at a future ACART meeting.

19.
Secretariat report to ACART 

19.1 To be considered at a future ACART meeting.

20.
An ACART member to volunteer to be the “member in attendance” at the next ECART meeting

20.1 To be considered out of session (i.e. by email).
Additional item — Associate Minister Peter Dunne
a. Associate Minister Dunne joined the Committee from 9.30 to 10.20 am. All those present introduced themselves.

b. Minister Dunne thanked ACART for its good work and commented on the complementary nature of the work a variety of Committees do. 
Research

c. There was a discussion about the research ethics landscape, and the need for a more seamless and aligned approach across the many different research ethics bodies. It can be difficult to know when to apply for ethical approval, and for some areas of research (e.g., community-based) there is no clear overseeing ethical body.  
d. There was a discussion about the need for any proposed research to go through an ethical evaluation. The committee noted the importance of agreeing definitions as in some instances standard clinical procedures could fall within a definition of research depending how one describes that procedure.
Work programme
e. The Chair summarised ACART’s work programme and commented on the matters that ACART is working on and those matters it would most like to see progressed. 
· Embryo donation
f. Committee members spoke about the benefits of on-donating embryos and the ethical matters to consider when doing so.
· Compensation for gamete and embryo donors
g. The discussion turned to the import and export of gametes and embryos and ACART’s interest in if and how donors could be compensated. The Minister agreed it was important to investigate the matter and that it was with the Ministry of Health and any further work would need to fit in with the Ministry’s other priorities.
· Informed consent

h. The Minister was provided with an update on the consultation on how informed consent is or could be obtained in assisted reproductive technology. A member commented on the health and social dimensions distinctive to assisted reproductive technology (e.g., complex relationships). This makes obtaining informed consent unique compared to other areas of health. For example, a member noted that if a parent makes a gamete/embryo donation, those donations will have a flow-on effect on any existing children.

i. There was a discussion about the concept of the “public good” and how the definition can change with time. They also discussed how the expectation of being altruistic can create problems for donors.
· Donation guidelines

j. The Chair explained that ACART is reviewing these, why it is doing so and what the basic goals are.

· Use of cryopreserved ovarian tissue
k. The Chair noted that ACART is currently working on advice on whether the use of cryopreserved ovarian tissue for fertility preservation should become an established procedure.

Committee membership

l. The discussion covered the reappointment of existing members, the appointment of new members and the possibility of increasing Committee numbers from eight to ten. 

m. The Minister told the Committee that Hon Dr Coleman would like to make appointments early in 2016. The Minister invited members to provide any feedback on the balance of expertise that would benefit the Committee’s existing membership. 

Action

· Provide feedback to the Minister on areas of expertise that would benefit the Committee’s existing membership.
Additional item — Iris Reuvecamp
a. Iris joined the meeting at 11 am. All those present introduced themselves.
b. Iris has a background in medico-legal work and particular interests in aged care and vulnerable people.
c. The Chair commented on the opportunity for joint training between ACART and ECART. There was a brief discussion about how and when to hold this training.
Additional item — ECART update
a. Fox Swindells is a new member of the ECART Secretariat. 
b. The next ECART meeting will be in Wellington and the members will visit a fertility clinic. Fox will provide ACART more details about the meeting and the visit in due course.
21.
Conclusion of meeting

21.1 The work likely between meetings includes the working groups on: 

· the submissions on informed consent

· the discussion document on the use of cryopreserved ovarian tissue.

21.2 The next ACART meeting is scheduled for 11 December 2015 and will be held at 
the Wellington Airport Conference centre.
21.3 The meeting closed at 2.30pm.
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