Minutes of the Second Meeting of the

Advisory Committee on Assisted Reproductive Technology

AD20-86-5
Held on 14 December 2005

Wellington City Airport Conference Centre,

Wellington

Present:

Mavis Duncanson

Richard Fisher

John Forman

Gareth Jones

Philippa McDonald

Sylvia Rumball (Chairperson)

Christine Rogan

David Tamatea

In Attendance:

Eamon Daly (Member of ECART)

Aphra Green (Secretariat)

Ian Hicks (Secretariat)

Willow McKay (Secretariat)

1.
Welcome

The Chair welcomed the Committee and the meeting commenced at 8.50 am.

2.
Apologies

Apologies were received from Mihi Namana and Cindy Farquhar.

The Chair advised that because of the absence of these members it would not be possible to have a separate afternoon session for the Revise Guidelines Working Group, and that the necessary number of persons on each working group would be discussed later in the meeting.

3.
Declarations of Interest (A05/07)

The Committee reviewed the Declarations of Interest document and members updated their conflict of interests:

· David Tamatea (Executive Committee of the Disabled Person Assembly)

· John Forman (New born Metabolic Screening Advisory Committee)

· Gareth Jones (Peer reviewer of Ministry of Health Embryonic Stem Cell Discussion Document; Chair, Plunket Ethics Committee)

· Philippa McDonald (Panel member, Performance Assessment Committee for the Medical Council)

· Christine Rogan (Panel member, Performance Assessment Committee for the Medical Council)

· Sylvia Rumball (Chair of the Massey University Human Ethics Chairs Committee)

Action
The Secretariat to update the Declarations of Interest document before the next meeting.

4.
Distribution of Article list (LATE ITEM)

The Committee discussed the article list and suggested that it would be more helpful to have more abstracts rather than original articles.

Action

Secretariat to take this into account when compiling background information.

5.
General Committee Business

The Committee suggested that ‘closed meeting’ be added to the top of the agenda.

Action

Secretariat to update agenda template with ‘closed meeting’.

6.
Report to ACART: Annual Open Meeting (A05/08)

The Chair led a discussion on the Human Fertilisation and Embryology Authority (HFEA) and its differences between ACART. In particular it was noted that while the HFEA can make a decision without consultation, ACART must consult with the public on any proposed advice or guidelines. 

The Committee discussed options in regard to having an open meeting once per year for the public to interact with the Committee. It was noted that this would occur during any consultation process. The Committee agreed that there was little reason for hosting an open meeting; instead it was suggested that once a year there could be a meeting between ACART and ECART to discuss and review issues of common interest, followed by a public forum or open night. This open session could:

· provide an overview of ACART’s work programme for the public 

· host various speakers on issues of note in the NZ context

· provide an opportunity for members of the public to ask questions of ACART and ECART

· allow the public to meet the members

· increase the public awareness and understanding of the two committees roles.

The Committee briefly discussed ECART’s meeting policy, which involves both an open and closed section. 

Action

The Secretariat to produce a committee briefing outlining possible options for a combined ECART/ACART meeting and public forum.

7.
Minutes of Previous Meeting

The Minutes of the previous meeting were discussed by the Committee and after several amendments were made the minutes were confirmed by all present Committee members.

Action

The Secretariat to compile a list of all actions arising from the minutes into a separate document for addition to the agenda papers.

8.
Matters Arising from Minutes of Previous Meeting

9.
Report on Mäori Health (A05/09)

There was a general discussion around access to and success rates of fertility treatment in New Zealand in relation to ethnicity. The Committee noted that fertility clinics are required to produce three-monthly reports to the District Health Boards outlining this data. The Committee noted that it would be useful to investigate access to and outcome of fertility treatment on the basis of ethnicity for discerning issues of equity within the health sector. The Committee were advised that this work is not currently being undertaken in New Zealand and that it would be useful to map the trends to allow strong policy formation in this area by ACART.

Action

The Secretariat to investigate the access to and success rates of fertility treatment in New Zealand in relation to ethnicity.

10.
Correspondence

The Committee noted that correspondence arising from the previous minutes needed to be added as a standard agenda item within the minutes.

Action

The Secretariat to add ‘Correspondence’ to the agenda template.

11.
Close friend

The Committee noted that in the previous minutes (16 September) it was agreed to discuss the definition of ‘close friend’ at the next meeting (14 December). This was not on the current agenda. It was agreed that this was only to be discussed if there was a formal request from ECART for clarification and advice pertaining to this definition. As there was no such request, there was no need to approach the issue. However, the Committee noted that the definition of close friend would receive particular attention during the revision of the IVF Surrogacy guidelines.

The ECART ex-officio member informed the Committee of ECART’s interpretation of ‘close friend’ in relation to the two ECART applications.

12.
Conference List for ACART (A05/10)

The Committee noted that the Fertility Society of Australia (FSA) was due to meet 22-25 October 2006 in Sydney, Australia.

The Committee had a general discussion around the Second International Conference on Science and Moral Philosophy (Ethics) of Assisted Human Reproduction due to be held 28-29 April 2006 in Istanbul, Turkey. The Committee noted that the conference did not appear to be valuable as it was general in nature and was not a high priority in terms of ACART’s work programme. It was suggested that the Secretariat obtain a copy of proceedings at the end of the conference.

The Committee discussed member attendance at the Bioethics Conference 10-12 February in Dunedin, New Zealand. It was noted that this was the most relevant conference for ACART’s work programme. The Committee discussed the possibility of holding their February meeting to coincide with the Bioethics Conference in Dunedin, but decided to retain the original meeting date of 17 February.  The Committee agreed that aside from the relevant content the Bioethics Conference would provide opportunity for its members to meet members from various other ethics committees in New Zealand and facilitate committee interaction.

The Committee noted that if an ACART member was overseas at the appropriate time, it would consider attendance at the annual ESHRE meeting in Prague.

Action

Secretariat to obtain, once available, a copy of the proceedings for the Second International Conference on Science and Moral Philosophy (Ethics) of Assisted Human Reproduction.

Secretariat to investigate what NEAC, HRCEC and the Bioethics Council have planned during the Bioethics Conference and ascertain options for members to meet each other.

13.
Ministry of Health Resources for ACART (A05/11)

The Committee noted the available resources for ACART. There was a general discussion around the quality of the library’s collection in relation to ACART’s work programme and the generally dated nature of the collection.

Action

Secretariat to draw up a list of up to date assisted reproductive technology publications and produce a short reading list for interested members.

14.
Report to ACART: Journal Subscriptions (A05/12)

The Committee had a general discussion around the need for ACART to take out an annual subscription to the journals Human Reproduction and Fertility and Sterility. The Committee discussed other options for information retrieval – in particular Richard Fisher suggested that one of his staff members, John Peek could bring to the attention of the Committee relevant abstracts from these two journals. 

The Committee agreed that it would not subscribe to either of the journals.  The  Committee agreed to accept Richard Fisher’s offer.

Action

Secretariat to contact Richard Fisher about one of his staff members John Peek, bringing abstracts of note to the attention of the Committee.

15.
Report to ACART: ACART Website (A05/13)

The Secretariat updated the Committee on progress on the website. The Committee suggested the following changes to the draft material:

· Redraft the homepage welcome to be friendlier and explicitly state that it relates to New Zealand.

· Add links to:

· World Health Organisation

· National Health Medical Research Council (NHMRC) Australia

· The Presidents Council on Bioethics, United States

· Ministry of Research, Science and Technology Biotechnology Regulatory Wayfinder

The Secretariat suggested that the existing NECAHR website be amended to link through to the new ECART and ACART websites.

Action

Secretariat to investigate updating the NECAHR website to link through to the ACART and ECART websites.

Secretariat to redraft welcome and update links with member’s suggestions; and investigate the thoroughness of ACART’s links page by researching other relevant websites link pages (WHO, Presidents Council on Bioethics, MORST).

Secretariat to ensure links to and from the MORST Biotechnology Regulatory Wayfinder website.

16.
Report to ACART: HIV Guidelines (LATE ITEM)

The Committee discussed ECART’s response to the guidelines and in particular agreed that the guidelines did not contain patient-friendly information. The guidelines were directed at clinicians and contained overly technical language that could potentially undermine the right of patients to give informed consent.

The Committee discussed its ability to comment. Due to its lack of expertise in this area, the Committee recommended that the clinic seek an external peer review of its proposed guidelines.

The Committee appreciated the clinic seeking its advice in developing the guidelines even though there was no requirement to do so.

In response to the HIV guidelines, the committee agreed to write a letter to the clinic:

· Thanking them for sending the guidelines through for consideration as it is information that ACART is interested in, and commending the clinic for its effort getting the guidelines right. 

· Noting that all techniques that are proposed to be used are established procedures, and therefore do not require ethical review.

· Recommending that the clinic engage an external consultant to review the infection control aspect of the Guidelines.

· Stating ACART’s concern in relation to the lack of patient-friendly information.

· Recommending that the clinic ensure the HIV Guidelines fit within the requirements of other regulatory authorities like the reproductive Technology Accreditation Committee (RTAC).

· Recommending that the clinic confirm with RTAC that the HIV Guidelines fit within RTAC’s Code of Practice.

Action
Chairperson to write to the clinic informing them of ACART’s position in relation to the HIV guidelines.

17.
Media Interactions involving ACART
The Committee noted the involvement of the Chair in ‘Infertile Times’, The Press, 10 September 2005.

18.
New developments in ART

The Committee discussed:

· The South Korea stem cell controversy with particular mention of Dr Hwang Woo-suk.

· The recent announcements of government funded pre-implantation genetic diagnosis (PGD) and also the success of privately funded PDG in New Zealand.

19.
Policy and Legislative Developments Overseas

The Secretariat updated the Committee on the following developments:

· The UK review of the Human Fertilisation and Embryology Act 1990

· The Australian review of the Prohibition of Human Cloning Act 2002 and the Research Involving Human Embryos Act 2002.

Action

The Secretariat to further report on Australian review of their ART legislation for the next ACART meeting.

20.
Chairpersons Report

The Chair attended the ‘The Genetics Revolution’ exhibition at Te Papa as a member of a panel discussion on 6 October 2005. The panel (Sylvia Rumball, John Forman, Joanne Dickson and Donald Evans) were interviewed by Linda Clark and responded to questions from the audience.

The Chair attended a Fertility Standard committee meeting on 26 October. The Committee is responsible for producing a Fertility Services Standard. 

The Chair met with Jill White (Chairperson, Bioethics Council) on 28 October to further discuss common issues and the work programmes of their respective committees.

21.
Report to ACART: Budget (A05/14)

The Committee noted the budget for 2005/2006. In addition, the Committee discussed problems with travel arrangements:

· The late booking of flights increasing the overall cost.

· Members using their own cars are taxed on the petrol they use resulting in some members choosing to use taxis instead.

· That there are currently no travel profiles being used by the members resulting in difficulties when travelling to and from the meetings.

Action

The Secretariat to organise travel profiles for members with the Ministry’s travel agent.

Report from ECART

22.
Report on ECART Applications 16 September (A05/15)

The Committee had a discussion around the appropriateness of having to review the approved and declined applications by ECART. Various Committee members raised concern that the report in its current format merely added more paperwork to the background reading for the members and was most likely not going to be read in any detail for each meeting. The Committee subsequently discussed how to make the reporting function on behalf of ECART more efficient and how to make the monitoring function of ACART more practical.

The monitoring role of ACART is to be carried out through the viewing of the approved and declined applications. The role of the ACART Chairperson as an ex-officio member of ECART is to further this monitoring role. The Committee agreed that it is meant to monitor general trends in approvals/declines rather than every single application.

The Committee discussed the efficacy of establishing a working group specifically to monitor the decisions of ECART, but decided that it was not warranted at this stage.

In relation to its monitoring function, the Committee agreed that this could best be achieved through the creation of a table of information to be presented at each ACART meeting summarising the general trends of ECART’s decisions. The table will include:

· the final outcome (approve/decline)

· list of actions

· demographics of applicants (age, ethnicity)

· issues raised by the Secretariat

· key information discussed by ECART

The table will be similar to what will be required in the annual report of ECART and will continually be updated for each meeting. The table will be sent out with the meeting papers before each meeting. Individual members will be able to request the supporting documentation prior to the meeting if required. In addition, the full supporting documentation will be held by the Secretariat at each meeting for interested members to view.

Action

Secretariat to develop a table of information containing the required information about ECART’s decision making process for inclusion in the next round of meeting papers.

23.
Verbal Report on ECART meeting 28/29 November (Eamon Daly)

Eamon Daly presented the following items in a verbal report to ACART:

· Date of ECART meeting and length

· Summary of applications with final outcome (approve, decline or defer)

· Outlined problems with guidelines and application forms. Particularly in reference to the IVF surrogacy guidelines and application forms and payment of costs.

In regard to the verbal report, the Committee noted that it would receive a report from the most recent meeting of ECART (29 November 2005) at its meeting in February 2006. The Committee noted that in 2006 the meeting dates of ACART and ECART will be appropriately spaced for more timely reporting from ECART.

24.
ECART Minutes 13 September 2005

The Committee noted:

· That the next meeting of ECART is scheduled to occur on 14 March 2006.

· The minutes of the 13 September 2005 meeting.

25.
Report on MOH ‘Guidelines on Using Cells from Established Human Embryonic Stem Cell Lines for Research: Discussion document’ (A05/16)

The Chair led a discussion regarding the invitation for ACART to make a formal submission on the guidelines for the use of established embryonic stem cell (ESC) lines in New Zealand. The Committee had a general discussion around the regulatory framework that existed in New Zealand prior to the HART Act. 

The Committee discussed various concerns regarding the appropriateness of it commenting on the draft guidelines:

· The work stream was closely linked to ACART’s own impending work on embryo research.

· ACART is likely to be consulting on embryo research in 2006, and making a public submission on the ESC Guidelines could result in the appearance of ACART having already established its position on embryo research, prior to public consultation.   

The Committee agreed to write a letter to the relevant person informing them of ACART’s decision to not make an official submission. The letter will:

· outline ACART’s reasoning behind not making a formal submission

· thank the Ministry for the opportunity to make a submission

· request a copy of the submissions once they have been collated as it may be useful for ACART’s future work programme

· acknowledge the need for consistency between ACART’s own work on embryo research and the Ministry’s ESC Guidelines.

Action

Chairperson to write to the Ministry of Health informing them of ACART’s decision in relation to the ESC discussion document.

Discussion on work programme

26.
Review response to the Minister on work programme

The Committee reviewed the draft letter to the Minister outlining its work programme until the end of 2007 and suggested various changes. The final draft of the letter will not be finalised until the work schedule is reorganised.

Action

Secretariat to make suggested changes to letter to the Minister and complete drafting once the work programme timetables are finalised.

27.
Review work programme and Terms of Reference for working groups

The Committee had specific discussions around the Terms of Reference for each of the three working groups:

28. 
Research Working Group (RWG)

The Committee amended the ‘functions’ subheading of the RWG Terms of Reference to read:

“Functions

Specifically, the RWG is responsible for producing comprehensive draft documents for review by ACART, specifically:

Initial work prior to consultation

· discussion document

· guidelines

· submissions booklet

Work resulting from consultation

· summary of submissions

· finalised guidelines/advice. 

The Committee discussed the need to revise the RWG work schedule in the following manner for 2006:

	January
	Drafting of discussion document by external contractor.

	Late Jan – early Feb
	First meeting of RWG to review discussion document. Date to be confirmed.

	February 17
	ACART Committee meeting.

	April 7
	ACART meeting to discuss working group progress and approve for internal peer review.

	May – June
	Internal peer review within government departments.

	July 14
	ACART (full committee) signoff for public consultation.

	Sept - Oct
	Public Consultation (6 weeks).

	Oct - 
	Review submissions and present to ACART.

	December
	Finalise advice to Minister on embryo research.


Action

Secretariat to draft a timetable for the RWG work programme for embryo research.

Secretariat to contract out the embryo research discussion document.

29.
New Guidelines Working Group (NGWG)

The Committee raised concern the NGWG did not have specific expertise to approach the medical and scientific issues involved in its work programme. 

It was agreed that the NGWG would report on its progress at the April 7 meeting and may need less time than the RWG for public consultation.

Action

Secretariat to draft a timetable for the NGWG work programme for the use of cryopreserved eggs.

31.
Revise Guidelines Working Group (RGWG)

The Committee noted that the term ‘revise’ was misleading in its simplicity. It was agreed that the RGWG would have to completely revisit the policy around each of the guidelines from the beginning.  As the RGWG will be developing new guidelines in line with the current scientific and social environment its workload will be similar to the NGWG.

The Committee had an extensive discussion around how it would undertake the public consultation on the revised guidelines. Two options were suggested:

· A single discussion document that encompassed each set of current guidelines.

· Discussion documents grouped by the type of advice that ACART had developed after its own initial work (for example: established procedure, develop guidelines, moratorium, prohibition)

The Committee agreed that the latter option was more feasible, but concluded that the final advice may change as a result of the public consultation.

The Committee discussed the option of producing an initial ‘scoping’ document to investigate and report on each revised guideline. It was agreed that this was not feasible due to the amount of time and resources that would be required.

There was a general discussion distinguishing the direction of ACART’s guidelines from NECAHR.  It was clarified that whereas NECAHR’s guidelines were directed at fertility clinics, ACART’s guidelines are directed at ECART.  

The Committee noted that the RGWG was the only working group with a specified deadline in statute: November 21 2007. Its work programme must be completed by this date to fulfil its statutory obligations under the HART Act. Due to this deadline, one item from the RGWG will be forwarded onto the NGWG – effectively splitting the workload in two as there are 8 items between the two working groups (4 each). 

The Committee agreed that the Secretariat would receive guidance from the Chair of the Working Group as to what direction the discussion document would take before the first working group meeting. 

Action

Secretariat to draft a timetable for the RGWG work programme.

32.
General

When reviewing its work programme, the Committee decided that it needed an additional meeting in April to review the early work of the various working groups. The Committee agreed that it would meet on 7 April in addition to its current meeting schedule. The Committee noted that it was essential for the Chairs of each working group to be present together with as many members as possible.

The Committee discussed generic changes to each of the WG Terms of Reference. These include:

· Stating that the WG ‘guiding principals’ are “Where relevant, the WG in its work shall be guided by the principals that inform ACART…”

· Changes to the ‘functions’ of each WG to be more specific to the actual work programme.

The Committee discussed whether four members were enough to adequately fulfil the heavy workload of each working group. The Committee agreed that where necessary, the WG had the option of contracting out work of a technical nature.

Action

Secretariat to organise and confirm a new meeting date of 7 April 2006.

Secretariat to amend Terms of Reference for each WG.

33.
Meeting Concludes

The Secretariat distributed committee claim forms and a draft Members Handbook for later comment by the members. 

34.  
Confirmation of Next Meeting Date

The Committee noted that the next meeting would be held on 17 February 2006.
35. Meeting Closed

The Chair closed the meeting at 3.50pm.
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