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Minutes of the Forty-third meeting of the 

Advisory Committee on Assisted Reproductive Technology

AD20-85-5
Held on 17 May 2013 at Wellington Airport Conference Centre
Present 
John Angus (Chair)

Karen Buckingham
Jonathan Darby
Alison Douglass 

Nikki Horne

Mike Legge
Sue McKenzie

Barry Smith
In attendance

Betty-Ann Kelly (ACART Secretariat)

Stella Li (ACART Secretariat)

Chris Wilson (ACART Secretariat)

Carolyn Mason (ECART member in attendance)

1.
Welcome 

The meeting opened at 9.15am.
The Chair welcomed three new ACART members: Jonathan Darby, Sue McKenzie and Barry Smith.  All members who had not previously met introduced themselves to other members. 
The Chair also welcomed Carolyn Mason from ECART.  

The Committee agreed future meetings would start at 8.45am.  The Committee would consider having some meetings in Christchurch in 2014 now that the majority of current ACART members live in the South Island, but current arrangements will stand. 
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

Registers of interests from new members were received.  No conflicts were declared in regard to items on the agenda.  
5.
Minutes of ACART’s meeting of 8 March 2013
Members present at the meeting of 8 March 2013 approved the minutes.  
The Chair reported feedback from Wellington Fertility Counsellors that the counsellors appreciated the changes that have resulted in ACART becoming more open.  These changes include the scope of consultations and fuller minutes.
Action
Secretariat to place finalised minutes on ACART’s website.
6.
Actions arising 

Members noted the status of actions arising from the March 2013 meeting. 
Action
Secretariat to draft a letter to ECART, for the Chair’s signature, asking for ECART’s formal response to ACART’s proposed process for monitoring ECART decisions.
7.
Work programme 

Members noted the status of projects on the work programme.  
Members agreed to consider next steps for a reconstituted Informed Consent Working Group at ACART’s July 2013 meeting, in anticipation of a Working Group meeting in September.  
Members agreed ACART has a responsibility to progress advice on human reproductive research, noting that the most recent advice was submitted in 2007.

Members agreed to consider next steps in July 2013. 
Actions
Secretariat to include in the agenda for ACART’s July 2013 meeting a copy of the most recent report to ACART on informed consent matters.
Secretariat to include in ACART’s July 2013 agenda a paper concerned with next steps in regard to guidelines on human reproductive research. 
8.
Surrogacy guidelines and family gamete donation guidelines – update 

ACART is now in consultation with the Minister of Health on the finalised guidelines.  This is a statutory requirement before ACART issues guidelines. 
Actions
Secretariat to draft a letter to Health Legal, for the Chair’s signature, following up earlier correspondence seeking a fuller explanation of advice received. 

If there is no response from the Minister by the end of May, Secretariat to draft a letter to the Minister, for the Chair’s signature, seeking the Minister’s response to ACART’s consultation report on finalising the surrogacy and family gamete donation guidelines.  The letter should:

· thank the Minister for the opportunity to discuss the guidelines in April when the Chair met the Minister 

· note that ACART knows some couples are waiting for the outcome of the guidelines review
· note that the amended guidelines will provide an opportunity for all parties to be protected by the safeguards associated with the formal ECART process 
· note that ACART does not want outstanding regulatory matters to hold up issuing the guidelines. 
9.
Import and export of human gametes and embryos – update
Members were provided with an update about ACART’s public consultation on ethical and policy matters associated with the import and export of gametes and embryos.  Members noted: 

· two written submissions received at the time the agenda was prepared. 
· the list of stakeholder consultation meetings.  Alison Douglass expressed an interest in attending meetings scheduled for 22 May 2013 in Dunedin. 

Action

Members were invited to attend consultations in their regions.

Secretariat to circulate to members the most recent list of consultation meetings.
10.
Review of eligibility criteria in embryo donation and donated eggs/donated sperm guidelines – working group recommendations
Members considered recommendations by the Guidelines Review Working Group about eligibility criteria in the Guidelines on Embryo Donation for Reproductive Purposes and the Guidelines on the Creation and Use, for Reproductive Purposes, of an Embryo created from Donated Eggs in conjunction with Donated Sperm. 

Members noted:

· the proposals presented at this meeting were focused on high level policy only.  Further work would be required to consider subsidiary policy positions and develop new guidelines.

· proposed amended guidelines would be subject to the statutory public consultation process before consultation with the Minister of Health and issuing new guidelines. 
Guidelines on Embryo Donation for Reproductive Purposes
Members agreed to amend the eligibility criteria in the proposed changed Guidelines on Embryo Donation for Reproductive Purposes to provide for:

i. The use of a donated embryo without a medical justification

ii. The donation of embryos created from donated eggs or donated sperm subject to:

a. where there is no medical need to use embryo donation, ECART being required to obtain information about the way in which parties involved plan to manage the complexity of the resulting relationships for the adults and children involved, and being satisfied about the adequacy of the plans, and

b. gamete donors giving new consents for the planned procedure.  
Members agreed that the wording should clarify that the provision applies to the donation of embryos created from donated eggs or donated sperm, not to embryos created from donated eggs and donated sperm. 
Members noted: 
· it is clear that many people with stored surplus embryos have a deep concern for the fate of the stored embryos. Where people want to donate surplus embryos to other people for reproductive purposes, there needs to be strong grounds for obstructing donation.  The proposal to allow donation without the recipient having a medical reason moves away from guidelines that assume and implicitly impose a priority for genetic children on some intending parents.  Members agreed that this should be included in consultation. 
· the need to make it clear that the amended eligibility criteria would apply to donation of embryos exclusively created from donated eggs or donated sperm.
· for Māori, cultural guidelines will come into play in addition to the regulatory framework 
· embryo donation involves fewer physical risks for donors than does egg donation: the embryos are already created. It can be argued that this reduces the necessity for there to be a medical need to justify using donated embryos.

· the proposal included a provision giving ECART discretion to determine whether parties’ plans to manage complex resulting relationships were satisfactory, in cases where the donated embryo had been created from donated eggs or donated sperm

· while there was a risk that people might be coerced to donate or gestate an embryo in order to save an embryo from being discarded, coercion was a general risk in all assisted reproductive procedures.  ECART consideration of all applications took into account whether coercion appeared to be present and whether parties were making informed free choices.  
· there is no robust body of evidence that suggests there is potential for an adverse effect on the health and well-being of children born to intending parents using donated embryos without medical justification
· the lack of genetic relatedness between intending parents and resulting children would be the same, regardless of the reasons for the use of donated embryos 
· the importance of obtaining consent from both gamete providers, including the donor, when donating an embryo created from their gametes 
· enabling donation of embryos created from donated eggs or donated sperm would mean there will be a wider group of potential embryo donors 
· the removal of medical criteria to use a donated embryo would provide for any cases where a lesbian couple or single woman could not access donated sperm but was offered a donated embryo.   Embryo donation for these women might in some cases reduce the incentive to use donated sperm outside a clinic setting. 

Guidelines on the Creation and Use, for Reproductive Purposes, of an Embryo created from Donated Eggs in conjunction with Donated Sperm

Members agreed to retain the medical criteria in the Guidelines on the Creation and Use, for Reproductive Purposes, of an Embryo created from Donated Eggs in conjunction with Donated Sperm, but require only one person in a couple to meet the criteria.  Members noted that:

· there should be a demonstrable, medical need from intending parents to create an embryo from donated eggs in conjunction with donated sperm, given the complexity of relationships and potential risks involved in the creation of the embryo
· there were no identifiable scenarios where it would be reasonable to use an embryo created from donated eggs with donated sperm without a medical justification.   
· requiring only one person in a couple to meet the eligibility criteria would be consistent with ACART’s current view only one woman in a lesbian relationship should be an “eligible woman”.  
Members decided to seek views in the consultation document as to whether it should be possible to donate surplus embryos created from donated eggs with donated sperm (currently included in the proposed amendments to the embryo donation guidelines).  
Members noted that as the procedure only became possible when guidelines were issued in 2010, stored surplus embryos from the procedure would not reach the end of the ten year statutory storage period for some years (unless gametes used to create the embryos had been in storage for some years before). 

Members agreed:

· that the Guidelines Review Working Group should convene in August to consider draft amended guidelines and a discussion document for public consultation, and report back to ACART’s September 2013 meeting.
· to undertake public consultation on proposed amended guidelines in the first half of 2014. 
Actions
Secretariat to draft amended guidelines and draft a discussion document for consideration by the Guidelines Review Working Group in August 2013.

The Guidelines Review Working Group to report back to ACART’s September 2013 meeting with recommended proposed guidelines and a recommended discussion document. .
11.
Extended storage and timing of consents – letter from Fertility Associates 
Members noted a letter received from Dr John Peek, Operations Manager, Fertility Associates, seeking ACART’s view on obtaining prior consent to extending storage from gamete donors at the time of donation.  
Members discussed whether consent could be considered meaningful and informed if the decision is made ten years in advance of a potential application to ECART.
Members agreed that for reasons of practicality and current practice, such consents could be deemed meaningful and informed.  Members noted that current clinic consent forms address consent for several potential future scenarios, and therefore it should be possible to include the option of consent for extending storage as well.  Members noted that this put the onus on donors to take responsibility for contacting a clinic to notify a later withdrawal of consent to extending storage. 
Members therefore agreed to advise Dr Peek that obtaining consent at the time of donation and storage appears practical and consistent with the guidelines.   
Actions
Secretariat to draft a letter to Dr Peek, for the Chair’s signature, advising him of ACART’s view about the capacity of clinics to obtain early consents from donors to extended storage of embryos created from donated gametes.  The letter should note that ACART is developing advice to the Minister on informed consent matters, and would amend guidelines in accord with outcomes of that advice, if necessary.  
Secretariat to copy the letter to Kate Davenport, Chair, ECART.
12.
Status of embryo donors under the Code of Health and Disability Services Consumers’ Rights (the Code)
Members noted that had been no response from the Health and Disability Commissioner to an invitation to attend ACART’s May 2013 meeting to discuss the status of embryo donors under the Code.  
Members remain interested in discussing the matter with the Commissioner or a representative.
Action
Secretariat to contact a Senior Legal Advisor at the Office of the Health and Disability Commissioner, to discuss attendance at a future ACART meeting.  
13.
Use of cryopreserved ovarian and testicular tissue – update
Members noted an update about the extent to which ovarian (and testicular) tissue is being cryopreserved in New Zealand and potential future demand to use the tissue.  The information reported came from the New Zealand Society for Oncology, Otago Fertility Services, Fertility Plus and current and former Chairs of the New Zealand Breast Cancer Special Interest Group, following a request for information. 
Members agreed that ACART should continue to maintain a watching brief on developments in this area. 
Members asked the Secretariat to follow up contacts where responses had not been received, particularly Fertility Associates and Cancer Control. 
Actions
Secretariat to draft a letter, for the Chair’s signature, to Dr Mary Birdsall, Fertility Associates and Cancer Control New Zealand, asking for their comment on the storage and future use of cryopreserved ovarian (and testicular) tissue in New Zealand.

Secretariat to provide an update at ACART’s July 2013 meeting.
14.
Guidelines on the use of PGD with HLA tissue typing – update

Members noted the history of ACART’s work on the use of PGD with HLA tissue typing, and considered next steps towards issuing guidelines.  

Members noted that the current situation is unsatisfactory because it leaves the process in limbo.  ACART has obligations to people who made submissions on the proposed guidelines
Members decided a timeline for requesting a formal response from the Minister. 
15.
Annual Report 2012/13 – draft
Members noted the draft Annual Report for 2012/13.  
Members agreed to review a final draft at ACART’s July 2013 meeting, for the Chair’s sign off of the finalised Report soon after the meeting. 

Action
Secretariat to provide an updated draft Annual Report to ACART’s July 2013 meeting. The draft should reflect members’ feedback about the early draft and include information about ECART applications and decisions in 2012/13.
16.
Operations of HART Act

a)
Report on ECART decisions

Members noted a Secretariat report on ECART’s decisions at its meeting of 7 March 2013. 

b)
Assisted Reproductive Technology in New Zealand 2009 Report
Members noted:

· the Assisted Reproductive Technology in New Zealand 2009 Report 
· the Secretariat note of key findings 
· correspondence to the Minister of Health and Medical Directors of fertility services providers with copies of the report
· the report is available on ACART’s website
· a contract is being signed for a report covering assisted reproductive technology in New Zealand in 2010
· that the Chair will write to the Minister of Health noting key findings of the report. 
Action
Secretariat to draft for the Chair’s signature a letter to the Minister of Health advising him of key findings in the report and ACART’s views after considering the report.
c)
HART Act donor registers

Members noted information provided by the Department of Internal Affairs about registrations on the HART Register.
17.
Governance

a)
Chairperson’s report

Members noted the Chairperson’s report. 

The Chair reported that he:

· met with the Minister of Health to discuss ACART’s work programme
· met with the Manager, Committee Support and was briefed on ACART’s budget which is likely to remain the same for 2013/14 as it was in 2012/13. 
· met John Kleinsman, Director of the Nathaniel Centre, to discuss ethical and policy issues covered in ACARTs background paper on import /export.
The Chair also reported that he:
· co-presented at the Annual Medical Law Conference in Wellington on 26 March 2013 on informed consent in the context of assisted reproductive technologies, with Winnie Duggan, fertility counsellor, Fertility Associates
· will be attending import/export consultation meetings taking place in late May and the first week of June.
b)
Members’ reports
Mike Legge reported on his presentation on ACART’s import/export consultation at Fertility NZ’s Information Day on 23 March 2013.
18.
Stakeholder liaison and relationships, including correspondence

Members noted correspondence with ECART, the Minister of Health and the Ministry of Health, and general correspondence. 
19. 
Secretariat report to ACART
Members noted the Secretariat report. 
Members noted Stella Li’s report on her attendance at the Fertility NZ Information Day, 23 March 2013.   Members also noted Chris Wilson’s report on his attendance at the Medical Health Law Conference 25-26 March 2013.

Members were asked to consider whether ACART would be interested in supporting a member to attend, subject to Ministry agreement:
· Australasian Association of Bioethics and Health Law conference, 11-14 July 2013 in Sydney

· Otago Bioethics Conference, 24-26 January 2014 in Dunedin.

Members noted that attendance at overseas conferences needed approval by the Director-General of Health.
Actions
Secretariat to circulate to members the provisional programme for the Australasian Association of Bioethics and Health Law conference.

Secretariat to explore the possibility of an ACART member attending either conference. 
19. 
Conclusion of the meeting

The next ACART meeting is scheduled for 12 July 2013.  The meeting will be held in Wellington.

The meeting closed at 2.30pm.
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