Minutes of the Fourth Meeting of the

Advisory Committee on Assisted Reproductive

Technology

AD20-86-5

Held on 12 May 2006

Wellington City Airport Conference Centre, 

Wellington

Present:

Mavis Duncanson

Richard Fisher

John Forman

Gareth Jones (Deputy Chairperson)

Sylvia Rumball (Chairperson)

Christine Rogan 

David Tamatea

In Attendance:

Christine Forster (ECART)

Ian Hicks (Secretariat)

Willow McKay (Secretariat)

Barbara Nicholas (Secretariat)

1.
Welcome

The Chair opened the meeting at 8.45am and officially welcomed the ECART ex-officio member.

The Chair introduced Barbara Nicholas and outlined her role in relation to the Committee and Secretariat work programmes.

The Secretariat added the late papers: 

· Report on consultation methods and requirements (LATE PAPER: A06/34)

· Report on Within-family gamete donation letter (LATE PAPER: A06/35) 

· ‘How to have your say’ regarding the embryo research discussion document (A06/36)

The Committee noted that meeting papers need to be sent out at least one week in advance so that members have sufficient time to study them.

2.
Apologies

Apologies were received from Mihi Namana and Philippa McDonald.

3.
Declarations of Interest (A06/20)

The Committee reviewed the Declarations of Interest document and John Forman noted that he had a new interest as a member of the Newborn Metabolic Screening Committee.

Action

Secretariat to update Declaration of Interest document.

4.
Minutes of Previous meetings

The Committee suggested minor changes and confirmed the minutes as amended of the 17 February and 7 April meetings.

Action

Secretariat to make the suggested changes to the minutes of the 17 February and 7 April meetings before they go on the ACART website.

Secretariat to indicate changes made to draft minutes in response to member comments in copy provided to members in the meeting documents.

5.
Matters arising from minutes

The Committee reviewed and discussed the actions arising from the 17 February and April 7 meetings.

The Chair led a discussion on the policy of payment of meeting fees for member attendance at conferences.  After discussion, the Chair noted that the Committee’s preference is for members to be paid for their attendance.

The Chair noted that the Ministry is investigating general policy around payment of meeting fees to Committee members attending conferences, and will advise the Secretariat.

Action

Secretariat to send out the updated members’ handbook. 

Secretariat to advise Committee of Ministry policy in regard to payment for Committee members’ attendance at conferences.

6.
Report on options for an ACART brochure (A06/22)

The Secretariat provided an update on discussions with Ministry of Health Communications staff.

The Committee suggested that an “insert” specific to each consultation could be included inside a more general brochure.

The Committee discussed the overall value of a general brochure.  In particular it was noted that there may be more use in a focussed brochure dealing with a topical issue (i.e. embryo research) and have it distributed in a highly focussed manner.

Barbara Nicholas suggested that the Committee consider using an external contractor to develop an integrated communication strategy. This would involve branding for ACART as well as ways to engaging different “publics” and age groups.

The Committee suggested that the Secretariat investigate obtaining a simpler web address (i.e www.acart.org). 

Action

Secretariat to investigate obtaining simpler web addresses for both ECART and ACART.

Secretariat to develop a report on the requirements of an ACART communication strategy in consultation with Richard Fisher, John Forman and Christine Rogan.

7.
Report on Lockhart Review consultation processes (A06/23)

The Secretariat provided background information on the Australian review.

The Committee noted that the Lockhart Review had a specific website for its consultation and suggested that this be investigated in relation to ACART’s proposed communications strategy.

8.
Report on Annual report (A06/24)

The Secretariat provided background on ACART’s reporting requirements under the HART Act.

The Committee discussed the change over from NECAHR to ACART and ECART. It was noted that the last NECAHR annual report dealt with the 2004 calendar year (January to December 2004).  ACART is required by the HART Act to report on the financial year (30 June 2005 to June 30 2006).  Because of this disparity between reporting dates there will potentially be missing data (1 January 2005 to 30 June 2005).

The Committee agreed that this period will have to be reported on but that ACART requires Ministry of Health advice on how best to deal with this. 

Action

Secretariat to consult with the Ministry of Health on how best to deal with the change over from NECAHR and ACART in regard to reporting on applications that were approved between January and July 2005.

9.
Update on monitoring functions

The Secretariat provided an update on ACART’s options for obtaining fertility clinic quarterly reports to DHBs as part of the Committee’s monitoring functions under the HART Act.  ACART’s monitoring function is to monitor the application and health outcomes of assisted reproductive procedures and established procedures.

The Committee noted that the fertility clinic directors had agreed to provide this information to those with an authorised interest; however, advice on this information transfer would have to be sought from the Privacy Commissioner.   

The Committee noted that the only way to make meaningful conclusions about ART children was to concurrently investigate a control group.  It would also be useful to have a comparative element between NZ ART children and ART children internationally. Furthermore, due to the small size of New Zealand, any realistic monitoring would have to include a survey of international literature. The Committee noted that it may be best to begin by approaching epidemiologists (preferably with experience in ART) and ask about the feasibility of such a study.

The Committee agreed that it required a scoping report from a contractor that describes:

· ACART’s options to monitor the health outcomes of assisted reproductive procedures
· The feasibility of any such monitoring

· ACART’s options to contract out the Committee’s monitoring function to a contractor who would then provide an annual report to ACART.

Action

Secretariat (in conjunction with Mavis Duncanson, Christine Rogan, Richard Fisher and Sylvia Rumball) to write a briefing for a potential contractor that will outline: 

· what ACART would like to know

· why ACART would be collecting this information

· whether the information would be identifiable or non-identifiable

10.
Report on Maori Focus group (A06/26)

David Tamatea introduced this report.

The Committee discussed the relevance of an ART expert being involved in discussions about the best way to consult with Mäori.  It was agreed that advising on how to consult on various issue requires a general understanding of the issues under consultation.  Therefore, having an expert available (at least for part of the day) to outline some initial issues would be of use.

The Committee was informed that in the past iwi representatives have not been paid to attend this kind of meeting.  The Committee noted that it would prefer for attendees to be paid in light of their expertise but that a general Ministry of Health policy may apply. Regardless, whatever the policy, it is to be stated clearly in the invitation letter.

The Committee suggested that the Secretariat could present on the role of the HART Act, ACART and ECART.

The Committee agreed to recommend to the Manager of Strategic Policy on Ethics of Innovation that the Mäori focus group be funded.

Action

Secretariat to investigate the Ministry of Health policy in regard to iwi members being paid to attend Mäori focus group meetings.

Secretariat to begin drawing up a generic presentation on the role of ACART, ECART and the HART Act.

Secretariat (in consultation with Maori members) to develop details of the meeting, including:

· programme for the day

· briefing for attendees

· ART expert

· date

· venue

· overall consistency with the desired outcome of gaining advise on how ACART could best engage with Maori during pubic consultation

11.
Report on Within-family gamete donation letter (LATE PAPER: A06/35)

The Secretariat provided an outline of this late paper.  The Committee noted that the two main issues arising from this letter were the meaning of the phrase ‘should’ (i.e. there is a preference for this) and the term ‘couple’.

Action

Secretariat to respond to the Within-family gamete donation letter:

· Outlining the status of the interim guidelines. 

· Outlining the role of ECART in reviewing the hypothetical cases stated in the letter and the meaning of ‘should’. 

· Outlining that circumstances that fall outside an established procedure would be reviewed by ECART using the interim Guidelines.

· Outlining process of review of guidelines as required by s83 of the HART Act.

· Thanking the author for their comments and noting that they will certainly aid in the review process.

12.
Correspondence

The Committee noted the resignation of Cynthia Farqhuar and in relation to this discussed the current member nomination process.

The Chair noted that correspondence from Archives New Zealand should be forwarded onto ECART as it raised questions about the status of applications to ECART.

In relation to the correspondence received from the Bioethics Council, the Committee discussed the possibility of co-operation between the two bodies in relation to public engagement.  The Committee suggested that this be addressed later in the day.

Action

Members to email Secretariat with recommendations of names of persons who may be interested in applying to be members.

Secretariat to draft a formal letter thanking Cynthia Farquhar for her involvement in the Committee’s work.

Secretariat to forward on correspondence from Archives New Zealand to ECART.

13.
Query on PGD Guidelines

The Secretariat provided background to this report.  The Committee discussed the role of ACART in providing advice to the DHBs.

The Committee noted that the HART Order in Council does not make any specific mention about selection of carrier embryos. As carrier embryos are not mentioned, it does raise the possibility of them being selected during PGD as having a genetic disorder. 

The Committee noted that ‘carrier status’ is a definite issue for when the PGD guidelines are reviewed before the end of the interim period.

The Committee agreed that it was not able to provide a final opinion on the query regarding the carrier status and would seek a legal opinion.

Action

Secretariat to respond to the letter stating the intention of the Committee to receive a legal opinion on the use of PGD to determine an embryos carrier status. 

Secretariat to gain a legal opinion on the interpretation of the HART Order in Council in relation to the selection of embryos with carrier status.

14.
Conferences

The Committee noted the upcoming New Zealand Clinical Research Conference 25 May 2006.

15.
General Committee business

The Committee noted the report on an OIA request received by the Ministry of Health on issues relating to ACART’s work stream (A06/28).

The Secretariat updated the Committee on the progress of putting the work program onto the website.  In relation to this the Committee discussed the dis-established NECAHR website and the documents that it contained on the PGD consultation.

16.
Policy and Legislative developments overseas

The Committee noted the recent advances in the UK around HFEA approval for certain kinds of PGD.

17.
Chairperson’s report

The Chair reported on meetings with the Deputy Director General (Sector Policy) and the Manager of Strategic Policy on Ethics and Innovation (Sector Policy), her attendance at the farewell for the Director General of Health, Dr Karen Poutasi and updated the Committee on the forthcoming meeting with the Minister of Health.

18.
Budget

The Secretariat updated the Committee on the current budget.

19.
Report from ECART

The Secretariat tabled the applications from the 14 March 2006 ECART meeting.

The Committee noted the table of ECART decisions (A06/29) and suggested that there be some distinction between applications that the Committee had seen previously and new applications.

The ECART ex-officio member notified ACART of several issues arising during the review of various surrogacy applications:

· adoption not specifically mentioned

· counselling requirements around BM’s children not specific enough.

The Committee noted the change of ECART meeting date from 12 December 2006 to 28 November 2006 and noted the changes to the surrogacy application form around life insurance for the BM.

The Committee noted that the Innovative Practice Guidelines had been superseded by the requirements in the HART Act.  The Committee also raised the possibility of replacing the innovative practice application form (which would currently be used for applications for PGD) with a form specific to PGD.

Action

Secretariat to communicate the possibility of replacing the innovative practice application form with a specific PGD application form to ECART.

Discussion of work programme

20.
Report on consultation methods and requirements (LATE PAPER: A06/34)

The Committee noted that its consultation on embryo research will explore options and seek public opinions on those options. ACART will prepare its advice to the Minister taking account of written and oral submissions it receives during consultation as well as input from hui and other interactive events.

The Committee noted the proposed embryo research consultation timetable and agreed that as it stands, there is not enough leeway for completing the consultation.  The Committee also noted that there were no meetings included for signing-off the advice to the Minister and that these would have to be added to any finalised timetable.

In relation to its consultation on embryo research the Committee noted that it had previously reviewed the Ministry of Health and NECAHR’s distribution lists for consultation on use in research of cells from established stem cell lines and the PGD guidelines respectively. 

It was agreed that the embryo research working group could make a decision as to whether to bring the discussion document back to the full Committee after internal peer review depending on how extensive the comments were.

The Committee agreed to write to the Minster suggesting a new deadline of April 2007.

The Committee discussed a possible partnership with the Bioethics Council in relation to consulting on embryo research.  It was agreed that the Chair would approach the Acting Chair of the Bioethics Council with a suggested partnership.  In particular it was noted that the Bioethics Council has prior experience in interactive models of consultation.

It was noted that the Families Commission has a project ‘The Couch’ that may be useful for ACART’s forthcoming consultations.

Action

Chair to contact Acting Chair of Bioethics Council to discuss possible partnership in some aspects of the embryo research consultation.

Secretariat to draft a letter to the Minister suggesting a revised timeframe for the provision of advice on embryo research of April 2007.

Secretariat to email members the PGD and ESC distribution lists. Members to respond with institutions or individuals of relevance that are not on these lists.

Secretariat to investigate Families Commission project ‘The Couch’ in relation to the upcoming consultation on embryo research.

21.
Draft Preface (A06/31)

In reviewing this document the Committee agreed that it would need to see the draft preface, introduction and ‘how to have your say’ section all together before a meaningful decision could be made regarding content.

The Committee did note that:

· The preface could have a general statement at the beginning on the nature of ART in New Zealand

· Some of the information contained in the preface (i.e. principles of ACART) could be contained in an appendix.

· There could be a section at the front summarising the document and stating why it is written the way it is.

The Committee agreed that the preface, introduction and ‘how to have your say’ section could be reviewed via email by the embryo research working group.

22.
13 June ECART Meeting

As the Chair will be unable to attend, the Chair called for volunteers to attend the 13 June ECART meeting. Both Mavis Duncanson and David Tamatea indicated they may be able to attend.

Action

Secretariat to contact Mavis Duncanson and David Tamtea in regard to attending the 13 June ECART meeting.

23.
Gametes from deceased persons

The Secretariat provided a verbal update on the progress of contracting out the policy work on gametes from deceased persons.

24.
The use of cryopreserved eggs

Note: The Chair left the meeting at 3.55pm and the Deputy-Chair assumed the Chair for the remainder of this item.

The Secretariat provided background information on progress concerning the development of advice concerning the use of cryopreserved eggs.  The Committee agreed that the key issue involved in the possible use of cryopreserved eggs in New Zealand is that of safety and outcomes for children born.  The Committee noted that the legislation indicates a pathway towards eventual use but that it is not clear when this technique will be sufficiently safe. 

The Committee noted that data from animal studies was not included in the scientific information provided for consideration. 

After extensive discussion, the Committee agreed that the inclusion of egg cryopreservation as an established procedure in the HART Order, and the initial evidence on the outcomes of using cryopreserved eggs indicate a pathway to the eventual use of cryopreserved eggs in New Zealand.  The working group was directed to proceed with its work taking this into consideration. 

25.
Meeting closed

The Deputy-Chair closed the meeting at 4.00pm.
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