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Minutes of the Fifty-sixth meeting of the

Advisory Committee on Assisted Reproductive Technology

Held on 14 August 2015 at the Wellington Airport Conference Centre, Wellington

Present 

Alison Douglass (Chair)

Mike Legge (Deputy Chair)

Jonathan Darby

Kathleen Logan 

Nikki Horne

Sue McKenzie 
Barry Smith
In attendance

Hayley Robertson (ACART Secretariat)

Martin Kennedy (ACART Secretariat)

Stella Li (ACART Secretariat)

Adriana Gunder (ECART member in attendance)
Dev Oza (Manager, Ministry of Health)
Apologies

Karen Buckingham
Pat Tuohy, Chief Advisor – Child & Youth Health, Ministry of Health

1. Welcome and opening comments
1.1 

The meeting opened at 8.50am and the Chair welcomed Adriana Gunder from ECART.

1.2 
The Chair provided opening comments.

1.3 
The Chair gave the Committee a summary of her recent attendance with the Human Fertilisation and Embryology Authority (HFEA) at the June 2015 European Society of Human Reproductive and Embryology (ESHRE) meeting in Lisbon, Portugal. (Written reports appear in both the June and August meeting papers.) She noted the diversity of the audience and a strong attendance by the fertility industry. The Chair reported back on three areas she wanted to share with the Committee:

· Ethics committees are a taonga — in the UK, the HFEA has a regulatory role only, and there is no ethics committee for ART. She noted that New Zealand is fortunate to have a regulatory framework where ethics is discussed and taken on board.

· Mental capacity law and assisted reproductive technology – The Chair is currently the New Zealand Law Foundation international research fellow, researching mental capacity law and practice. She discussed the similarity of issues for people that lack capacity and those with infertility: vulnerability and associated stigma. She commented that people who use ART and are unsuccessful with their fertility are particularly vulnerable. Individual’s mental competency to make informed decisions is an important matter and balancing people’s right to autonomy with the need to protect their interests. The mental capacity law aims to empower people but is often associated with compulsory powers under mental health legislation and associated stigma with mental illness.
· The “tyranny of autonomy” — the Chair noted that it can be problematic when thinking about ART, to use an autonomy-centred framework and it is often the role of the Committee to strike a path through competing interests for autonomy. She discussed the shift towards relational autonomy in medical law and ethics, moving the framework for people from an individualistic perspective to making decisions in relation to their social relationships. New Zealand has an opportunity to draw on its cultural experience, such as Maori notions of whakawhanaungatanga and the process of establishing relationships when developing law and policy in ART.
·  The Chair tabled via email excerpts from recent medical law textbooks on ART by leading English experts for wider reading by the committee on how ART is debated. (Charles Foster, Jonathon Herring and Margot Brazier.)

2. Apologies

2.1 
Apologies were received from Karen Buckingham and Pat Tuohy (a guest speaker for agenda item 10).
3. Approval of the agenda

3.1 
Members approved the agenda.

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

4. Declarations of interests

4.1 
Sue declared that she has recently joined the Canterbury Aoraki Conservation Board.
Action
· Secretariat to update the declaration of interests for the member.
5. Minutes of ACART’s meeting of 19 June 2015.

5.1 
The minutes were approved subject to minor changes.
Action
· Secretariat to amend the June minutes and place on ACART’s website.

6. Actions arising 

6.1 
Members noted the status of actions arising from the 19 June 2015 meeting. Members noted the update that Minister Dunne will be attending ACART’s October 2015 meeting.

7. Work programme 

7.1
Members discussed the informed consent consultation process. Members talked about how ACART could engage with Māori for the informed consent consultation. It was agreed that Barry Smith and the Secretariat talk to Te Kete Hauora, Ministry of Health. 
7.2
Members also talked about preparation for the upcoming informed consent consultation meetings scheduled with fertility clinics and the New Zealand Law Society. 

Actions
· Secretariat and Barry to talk to Te Kete Hauora, Ministry of Health, about ways to capture Māori views for the informed consent consultation.
· Secretariat to circulate Mike’s powerpoint for members’ reference in preparation for upcoming informed consent consultation meetings.
8. ACART’s Terms of Reference — updates are recommended
8.1 
Members noted the HART Act was amended in 2010 but the Committee’s Terms of Reference (ToR) was not.
Members agreed the ToR should be consistent with the HART Act.

8.2
Members considered the proposed amendments to the ToR, with the Manager of Business Services from the Ministry of Health present, and agreed the amendments are purely an exercise to ensure that the ToR are consistent with the HART Act.

8.3
Members agreed to the recommended amendments, and provided additional minor amendments. They further agreed to advise the Minister that the ToR need to be amended.

Actions
· Secretariat to make proposed minor amendments to the ToR as agreed by the Committee to ensure it is consistent with the HART Act.
· ACART to advise the Minister that ACART has reviewed its ToR and seek the Minister’s agreement to the proposed amendments.
9. ACART’s horizon scanning process — consider options
9.1 
The Committee noted the steps taken so far of how ACART carries out horizon scanning, and its current methods for keeping up with developments in fertility treatment.

9.2
Members had a discussion about the value of horizon scanning in terms of the outcomes and possible value-add of this exercise, and what ACART’s role or responsibility looks like. Members also talked about whether horizon scanning should include social, commercial and cultural trends, not just technical and scientific ones. A member suggested that the issues are: how much information on ART does ACART need to know and when does ACART need to know it?
9.3
Members agreed that did not wish to implement a formal horizon scanning programme but that further work is warranted. The Committee identified that its monitoring function included not only current procedures but also emerging and future technologies and have asked the Secretariat to report back to the Committee with a paper that looks at ACART’s statutory monitoring functions of:

· the application, and health outcomes, of assisted reproductive procedures and established procedures, and
· developments in human reproductive research.
Action
· Secretariat to draft a paper for the Committee’s consideration, on how to proceed with monitoring in relation to ACART’s statutory monitoring functions.
10. Consultation on proposed advice about informed consent
10.1 
Pat Tuohy (Ministry of Health) submitted apologies for being unavailable to provide comments at the meeting. However, the Committee had a brief discussion about this earlier in the agenda (Item 7 — Work programme).
11. Guidelines review — scoping the next steps
11.1 
The Committee noted the work and decisions to date. The Committee also noted the suggested preliminary work and possible actions to take.

11.2
Members discussed the scope of the work, in particular, whether there are specific guidelines that fall outside the scope of the review, such as the Guidelines on Preimplantation Genetic Diagnosis with Human Leucocyte Antigen Tissue Typing. The review of the guidelines all have in common donation of gametes or embryos. It was suggested that the scoping exercise will refer to the “Family Donation guidelines”
11.3
Before proceeding on further work, the Committee agreed that it would be useful to map out the criteria for each the guidelines, and understand what donation scenarios could arise that ACART might need to consider in its review. The Committee also agreed it would be useful to identify the similarities and differences between the guidelines. It would be useful for the guidelines to have a table of who is affected, and how, by the guidelines.
11.4 
Matters such as trans-national surrogacy are not in scope. 

11.5
The guidelines do not necessarily need to be combined in to one — the important point is that need to be fit for purpose and if the result is more than one guideline the distinctions need to be obvious and logical.

11.6
A Working Group meeting was confirmed for September 2015 to discuss this further. Kathleen Logan has joined the Working Group for this project.

Action
· Secretariat to map out the guidelines’ criteria and donation scenarios that ACART might need to consider, and identify areas of similarity and difference between the guidelines.
· Secretariat to follow up contacting Ken Daniel’s to be involved in the working group process
12. Use of cryopreserved ovarian tissue — proposed project plan and high-level structure
12.1 
Members noted the proposed high-level structure and process for developing advice to the Minister that the use of cryopreserved ovarian tissue becomes an established procedure. 
12.2
Members discussed the importance of ensuring the scope of the discussion document is clear, for example, that it does not include donation of cryopreserved ovarian tissue.

12.3
Members referred to a past document related to a draft fertility preservation guideline that ACART had provided feedback on, and would like to follow up on that piece of work.

12.4
The Committee had a brief discussion about possible ethical issues involved in the consent and usage for prepubescent girls, and whether there are clinical risks involved in the procedure.

12.5
The Committee agreed the Working Group should draft a discussion document and report back at ACART’s October meeting. A Working Group meeting was confirmed for September 2015 to progress this work. Sue McKenzie has joined the Working Group for this project.

Actions
· Working Group to report back to ACART at October 2015 meeting with an update on the drafting of the discussion document.
· Secretariat to keep a watching brief for a paper to be released regarding ovarian tissue reimplantation.

· Secretariat to contact Dr Mary Birdsall for a copy of the current consent document for ovarian tissue extraction.
13. Reports from the 2015 Australasian Association of Bioethics and Health Law (AABHL) conference, and an oral update on the Perinatal Ethics Symposium
13.1 
The Committee noted the written report from the Chair, Mike Legge, Sue McKenzie and the Secretariat about their recent attendance at the AABHL conference. Mike talked about ACART’s informed consent workshop and reported that there was an active discussion amongst the attendees.
13.2
Kathleen Logan and the Chair attended the University of Otago’s Perinatal Ethics Symposium and provided the Committee with an oral update. Kathleen talked about the concept of ‘toxic knowledge’, when people are provided with more data and information that does not translate into knowledge. She gave the example of next generation sequencing ('whole genome sequencing'), which detects deletions and mutations, however there are no clinically significant conclusions for this generated data. The committee noted that this toxic knowledge makes consent difficult for patients. 

Action  
· ACART to keep a watching brief on the use and demand of PGS and microarray technology. This example of an established procedure can feed into the committee’s work on its monitoring functions.
14. The ANZARD Report for 2012 — a summary of the report
14.1 
The Committee agreed that this should be discussed at ACART’s next (October) meeting. Karen Buckingham is invited to summarise and lead the discussion on the report.
 Action
· Secretariat to include the ANZARD Report 2012 agenda item at ACART’s October meeting.
15. Operations of the HART Act

a)
Report on ECART decisions


No report on ECART decisions was provided for this meeting due to the timing of the most recent ECART meeting. A written report for ECART’s July 2015 meeting will be included in ACART’s October agenda.

Action
· Secretariat to include a written report on ECART’s July decisions at ACART’s October meeting.
16. Governance
a) 
Chair’s report

The Chair sent a letter to Associate Minister Dunne about work by the Ministry of Health on the import and export of gametes and embryos.

17. Stakeholder liaison and relationships, including correspondence

17.1 
Members noted correspondence with the Associate Minister of Health and the Ministry of Health. 

17.2 
No correspondence was received from or sent to ECART, nor any general correspondence.

18. Secretariat Report to ACART

18.1 
Members noted the Secretariat report. 
18.2
The Secretariat provided an update that there is funding available for a member of ACART to attend the upcoming Fertility Society of Australia’s annual meeting in Canberra, September 2015.

Action
· Secretariat to seek confirmation from a member regarding their availability to attend the FSA’s annual meeting in Canberra.
19. Conclusion of the meeting

19.1
The next ACART meeting is scheduled for 16 October 2015 and will be held in Wellington. 

19.2
The meeting closed at 2.30pm.
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