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Minutes of the Twentieth Meeting of the Advisory Committee on Assisted Reproductive Technology  
AD20-86-5

Held on 14 November 2008

Wellington Airport Conference Centre

Wellington

Present

Sylvia Rumball (Chair)

Andrew Shelling

Cilla Henry

Mark Henaghan

Maui Hudson

Richard Fisher (until 1pm)
Richard Randerson

Robyn Scott 
Ian Hassall

Gareth Jones

Ken Daniels

Apologies

John Forman

In attendance

Sally Stewart (ACART Secretariat)

Betty-Ann Kelly (ACART Secretariat)

Vicky Baynes (ACART Secretariat)

Christine Forster (Deputy Chair, ECART)

1.
Welcome

The Chair opened the meeting at 8.15am.

Cilla Henry spoke about the importance of motherhood.
2.
Apologies

The Committee noted apologies from John Forman.
3.
Agenda

The Committee confirmed the agenda, without changes.

Action

Secretariat to place agenda on the ACART website.

4.
Declarations of Interest

The Committee reviewed the declarations of interest register and noted that it was up to date. Richard Randerson had sent an email to the Secretariat noting current interests.

Members declared no conflicts of interest or role in the day’s agenda items.

Action

Secretariat to update the Register of interests to include those of Richard Randerson.

5.
Minutes of the 12 September 2008 ACART meeting

The minutes of the 12 September 2008 ACART meeting were confirmed as an accurate record of that meeting.

Action

Secretariat to place minutes of the 12 September meeting on the ACART website.

6.
Actions Arising 

The Committee noted progress made on the actions arising from previous meetings, and agreed that completed actions will be archived.

Action

Secretariat to archive completed actions.

7.
Advice to the Minister on Human Reproductive Research

The Committee discussed the letter received from the Minister of Health in reply to ACART’s letter about its intention to make public its advice on human reproductive research. 

The Committee noted:

· the Minister’s view that ACART should not make public its advice 
· the statement from the Minister about his decisions about human reproductive research 

· the need for the Ministry to implement any decisions that are outside ACART’s jurisdiction.
The Committee noted the importance it gave to being transparent about ACART’s advice and any decisions made by the Minister.

The Committee agreed to:
· seek the Ministry’s view on ACART proceeding with publication of its advice on human reproductive research

· engage with the incoming Minister on:

· ACART’s work programme in this area, including clarifying the decisions made by the previous Minister and conveyed in the letter to ACART

· mutual expectations about engagement, including publication of ACART’s advice. 

Action

Secretariat to: 
· prepare a briefing to the incoming Minister 
· seek advice on the publication of ACART’s advice on human reproductive research. 

8.
Advice to the Minister on human assisted reproductive technology

(i)
Use of donated eggs with donated sperm – discussion paper 
The Committee discussed the final draft of the discussion document on draft guidelines for the use of donated eggs with donated sperm.  
The Committee agreed to minor amendments to the document, suggested by members.

The Committee directed the Secretariat to make the following amendments to the section on informed consent and decision making:

· explain why the issues are important

· include scenarios to assist readers to understand who makes decisions after an embryo is created

· reframe the section to note options about withdrawal of consent.

The Committee directed the Secretariat, in consultation with the Chair, Maui Hudson and Cilla Henry, to organise the targeted hui, including setting a date and venue. 

The Committee agreed to delegate final sign off of the discussion document to the ACART Chair and Chair of the Treatment Working Group. 
Action

Secretariat to action matters noted above.

(ii)
Draft Guidelines for the Use of PGD with HLA Tissue Typing: consultation outcomes

The Committee reviewed the draft guidelines in light of the submissions received. 

The Committee noted the following key themes in the submissions:
· concerns about the adequacy of the existing ethical and legal framework to protect resulting children if they were to be donors

· concerns about the widening of the draft guidelines to include ‘close relative’.

The Committee noted the concerns for the wellbeing of any resulting children, but considered that some of the matters raised were outside the scope of ACART’s jurisdiction. 
The Committee agreed to:

· issue ECART with guidelines on the use of PGD with HLA tissue typing following consultation with the Minister
· note for the Minister’s information the issues raised in the submissions concerning the ethical and legal framework 

· incorporate, in the preamble to the guidelines, information about the established procedure and how the existing regulatory framework protects the resulting child.

The Committee agreed the following changes and / or clarification to the draft guidelines:
· replace the term close relative with the terms brother or sister

· retain the requirement for parties to have genetic counselling (even though the condition may not be genetic), as the genetic counsellor will be best placed to explain HLA tissue typing to parties

· add specificity to the guideline on medical advice, so it reads: (iii) medical advice has been received by the parties and a medical report prepared that includes:

· the treatment options available to the family, including why PGD with HLA tissue typing is the option most likely to have a successful outcome

· what procedure/s the future child will need to undergo to treat the sick child

· what the outcome of the proposed treatment is likely to be for the sick child

· what tissue may potentially be required beyond the use of cord blood

· include a new clause to state “an independent opinion has been provided”, to follow at guideline 2(a)(v) below the counselling requirement.

· remove original clauses 2(a)(v) and 2(b)(i), and make a minor amendment to the wording in 2(b)(ii)
The Committee:

· directed the Secretariat to revise the guidelines and prepare a paper to the Minister 

· agreed that members will consider the revised guidelines and draft paper via email. 

Action

Secretariat to amend guidelines and prepare briefing to the Minister of Health, in line with agreed actions and directions noted above. 

(iii)
Draft fact sheet on the established procedure for PGD
The Secretariat noted the draft fact sheet, and considered whether exclusion testing fell within the established procedure.

The Committee agreed:

· it was the Committee’s view that exclusion testing falls within the current parameters of the established procedure

· to consult first with the Ministry of Health on the draft fact sheet

· to consult with other key stakeholders after consultation with the Ministry.

Action

Secretariat to draft a letter to the Ministry of Health.

 (iv)
Project scopes: informed consent and import and export
The Committee noted and agreed the draft project scopes. Members were asked to indicate to the Secretariat if they were interested in being on either project group. 

Action

Secretariat to note interest from members and inform the Executive Group.
9.
Advice to the Minister of Health on New Assisted Reproductive Procedures

(i)
Use of frozen eggs in fertility treatment: consultation outcomes
The Committee agreed:

· the use of frozen eggs should become an established procedure

· that no exclusions be proposed

· to explore with the Ministry the use of frozen eggs after the death of the gamete provider, as ACART’s work on informed consent progresses

· the draft advice to the Minister

· to discuss with the Ministry the best mechanism for monitoring the application and outcomes of assisted reproductive procedures and established procedures, including the use of frozen eggs.

Action

Secretariat to action matters noted above and seek the Chair’s sign off on the report to the Minister.
(ii)
In vitro maturation (IVM) – working group recommendations
The Committee:

· agreed a preliminary view that the use of IVM should be declared an established procedure

· approved the draft consultation paper and consultation plan.

Action

Secretariat to prepare the consultation paper for publication.
10.
Monitoring application and health outcomes (s35(2)(a))
(i)
Monitoring the application and outcomes of assisted reproductive procedures and established procedures - revised project scope
The Committee reviewed a revised project scope on monitoring. 

The Committee agreed that the Chair of ECART and Chair of ACART should discuss  at a future joint meeting a proposal for a collaborative project (including the Ministry of Health) to determine the best way to monitor the application and outcome of assisted reproductive procedures and established procedures. 
11.
Monitoring developments in human reproductive research (s35(2)(b))
The Secretariat and Chair provided an update to the Committee on the work of the horizon scanning network. The Committee noted that the next meeting was scheduled for 9 December 2008.

12.
Monitoring decisions of ECART

The Committee:

· noted its Terms of Reference require it to monitor the decisions of ECART to ensure they fall within the guidelines as intended by ACART

· reviewed the Table of ECART decisions

· noted that the decisions were consistent with guidelines

· noted the minutes from ECART’s meeting of 9 September 2008 and ECART’s report to ACART

· agreed to discuss the following matters at a Joint Chairs’ meeting in order to determine whether any matters need further consideration by ECART / ACART or the Ministry

· timing of counselling sessions / medical reports

· s 14 payments 

13.
Advice to ECART (s35(1)(a))
(i)
Request for advice on the use of the HART Order family definitions in relation to ACART’s guidelines
The Committee: 
· noted ECART’s request for advice
· confirmed ACART’s interpretation of the established procedure 

· agreed to write to the Ministry inviting any comment on ACART’s interpretation

· agreed to write to ECART to inform them of ACART’s ongoing progress with the matters noted above

· agreed to write to clinics once an interpretation has been finalised

· agreed to delegate sign off of any correspondence to the Chair

· noted the comment from ECART that some patients have expressed dissatisfaction that donation from a family member requires ethical approval but donation from an unknown donor does not.
· agreed to consider the matter above as part of any future review of the guidelines. 
Action

Secretariat to draft a letter to the Ministry of Health, and progress other matters noted above after receiving a response from the Ministry.
(ii)
Finalised advice to ECART on applications for combined assisted reproductive procedures
The Committee agreed:

· advice to ECART on applications for combined assisted reproductive procedures

· the advice to come into effect on 24 November 2008

· the text of a letter to ECART, informing it of the advice and responding to ECART’s interest in being able to depart from guidelines in exceptional circumstances

The Committee directed the Secretariat to:
· draft, for the Chair’s signature, letters to providers, the Ministry and Fertility New Zealand notifying the advice and the date at which it will come into effect

· place the advice on ACART’s website.

Action

Secretariat to:

· draft and send agreed correspondence

· place advice on ACART’s website.

14.
Governance

(i)
Chair’s report

The Committee noted the Chair’s report.

(ii)
Members’ report

Members had nothing to report outside agenda items.

(iii)
Unconfirmed Executive Group minutes 28 October 2008
The Committee noted the unconfirmed minutes.

(iv)
Conflict of interest guidance

The Committee noted the guidance and agreed to add the guidance document as an appendix to ACART’s members’ handbook.

Action

Secretariat to action above.

(v)
Workshop on 12 December: A provider’s view on ART
The Committee noted the value in members attending the workshop and clinic visit organised by Fertility Associates Auckland, and the opportunity for members to gain insight into a provider’s view on assisted reproductive technology. 

The Chair noted the offer to involve other providers, should it be considered that there is a potential conflict in the workshop being offered by one provider only. The Committee determined to manage the potential conflict by reminding members attending that the content may not be representative of the views of all providers. 

(vi)
Liaison and relationships, including correspondence

ECART:

The Committee:

· agreed a draft response to ECART’s letter of 3 October 2008 about the review of guidelines about embryo donation

· noted other correspondence between ECART and ACART

· noted the table of items for action forwarded from ECART to ACART.

Action

Secretariat to send the agreed response to ECART’s letter.
Ministry and Minister(s) of Health:

The Committee noted correspondence between the Ministry and Minister and ACART.
15.
Administration

The Committee noted the Secretariat report and the update on progress

16.
Meeting concluded

The Committee agreed that confirmation of the date of ACART’s next full meeting would be provided by email and authorised the following work to be undertaken before that meeting:

· All ACART members to comment on the final version of PGD guidelines. 

The meeting closed at 2.30pm.



