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Minutes of the Sixth Meeting of the Advisory Committee on Assisted Reproductive Technology

AD20-86-5

Held on 8 September 2006

Wellington City Airport Conference Centre,

Wellington

Present:

Ken Daniels (9.00am – 4.35pm)
Mavis Duncanson

Richard Fisher

John Forman

Mark Henaghan (9.00am – 11.00am)

Gareth Jones (Deputy Chairperson)

Philippa McDonald (9.00am – 2.00pm)

Mihi Namana

Sylvia Rumball (Chairperson)

Christine Rogan

Andrew Shelling

David Tamatea

In attendance:

Eamon Daly (ECART ex-officio) (9.00am – 4.00pm)
Ian Hicks (Secretariat)

Willow McKay (Secretariat)

Sally Stewart (Secretariat)

Mike King (Human Genome Research Project) (10.10am – 11.00am)
Jeanne Snelling (Human Genome Research Project) (10.10am – 11.00am)
1.
Welcome

The Chair opened the meeting at 9.10am and acknowledged the death of the Maori Queen Te Arikinui Dame Te Atairangikaahu and offered condolences to the Maori members of ACART.  
The Chair welcomed the three new ACART members to their first meeting:

· Dr. Andrew Shelling (member with expertise in human reproductive research)

· Professor Mark Henaghan (member with expertise in the relevant areas of law)

· Professor Ken Daniels (member with expertise in policy formation)

The Chair also introduced and welcomed Sally Stewart as a Senior Analyst on the Secretariat.

2.
Apologies

Philippa McDonald apologised that she would have to leave the meeting at 2.00pm.

3.
Review of Declarations of Interest document
David Tamatea declared his appointment to Taranaki PHO.

John Forman declared his appointment to the Advisory Committee on Antenatal Down Syndrome Screening, and his resignations from the Disability Advisory Council and the Disability Information Service in the Wellington Region.
Action

i.
New members to email Secretariat their declarations of interest.

ii.
Secretariat to update the declarations of interest document (A06/34).

4.
Confirmation of minutes 

The Committee confirmed the minutes of the 14 July 2006 meeting and directed the Secretariat to publish the minutes online.

Action

iii.
Minutes of the 14 July 2006 meeting to be published online.

5.
Matters arising from previous minutes

The Committee reviewed the cumulative action points arising from previous meetings.

The Committee directed the Secretariat to add two new columns to the table of actions points: (i) date action commissioned and (ii) date action closed.

The Committee discussed the delay in publishing the annual report and noted that this was due to a delay in receiving information on approved applications from one clinic.  The Committee directed the Secretariat to remind the clinic of the legal requirement to submit information for the annual report.
The Secretariat outlined the progress thus far in establishing a monitoring framework as required by the HART Act.  The Committee directed the Secretariat to draw up a scoping document outlining:

· What monitoring is already being undertaken (i.e. collection of articles and library scanning of AHR outcomes)

· Where there are currently gaps in the monitoring

· Options for who could undertake the monitoring (i.e. internally or contracted)

· How monitoring is undertaken internationally (i.e. HFEA process; ITA process)

THE COMMITTEE AGREED TO REVIEW THIS SCOPING DOCUMENT AT THE NEXT ACART MEETING.

Philippa McDonald advised that she will provide the Secretariat with an opinion of the terms ‘urgency’ and ‘advice’ under the HART Act.

Action

iv.
Secretariat to contact fertility clinic and obtain the data required for ACART’s annual report to the Minister of Health.

v.
Secretariat to develop a scoping document on monitoring to present at the next ACART meeting.

vi.
Secretariat to obtain HFEA and ITA reports on monitoring.

vii.
Monitoring to be added as a permanent agenda item.

viii.
Secretariat to add two new columns to the table of actions points: (i) date action commissioned and (ii) date action closed.

ix.
Philippa McDonald to provide the Secretariat with an opinion of the terms ‘urgency’ and ‘advice’ under the HART Act.

6.
Discussion of the Human Genome Research Project’s report: Choosing genes for future children: regulating PGD
The Chair welcomed two researchers from the Human Genome Research Project:
· Jeanne Snelling outlined various legal issues that arose during her research into legal framework of PGD in New Zealand.
· Mike King outlined his research into public consultation, and in particular discussed if and how public opinion can be used in shaping ethical deliberation.

The Committee had a general discussion on the PGD report based on these presentations.

Note: Jeanne Snelling and Mike King left the meeting at this point.

7.
Discussion of the scope of the established procedure for PGD

The Committee discussed the scope of the established procedure for pre-implantation genetic diagnosis (PGD) in light of a Ministry of Health letter sent to a fertility clinic about testing embryos for carrier status.  The letter indicated that testing for carrier status is permissible under the established procedure for PGD in combination with the Health and Disability Commissioners Code of Consumers’ Rights.   The Committee noted that the allowed uses of PGD are thus wider than that which was consulted on by the National Ethics Committee on Assisted Human Reproduction and discussed whether the Ministry of Health should share this information with all providers of fertility services and whether ACART had a duty to inform the Minister of Health of this development.
THE COMMITTEE AGREED TO WRITE TO THE MINISTER OF HEALTH ON PGD OUTLINING:

· what the public has been consulted on by NECAHR
· the issues examined by AGART

· the established procedure of PGD as written in the HART Order in Council
· the Ministry’s interpretation of what is allowed in combination with the established procedure and the Health and Disability Commissioner’s Code of Consumers Rights

· ACART’s plans to consult with the public on testing embryos for carrier status (among other issues) in 2007.  
THE COMMITTEE AGREED TO WRITE:

(i) A LETTER TO THE MINISTRY SUGGESTING THAT ITS INTERPRETATION BE GENERALISED AND SENT TO ALL CLINICS AND GENETIC RESEARCHERS FOR THEIR INFORMATION.
(ii) A LETTER TO CLINICS INDICATING THAT ACART WILL BE CONSULTING ON TESTING EMBRYOS FOR CARRIER STATUS IN 2007.

Note: Mark Henghan left the meeting at this point.
Action

x.
Secretariat to draft a letter to the Minister of Health outlining:  
· what was initially consulted on

· the established procedure of PGD as written

· what is allowed in combination with the established procedure and the HDC Code of Consumers’ Rights

· that ACART will consult on the issue of testing for carrier status and other similar issues (i.e. lower penetrance disorders) in 2007
· that ACART suggest the Ministry’s advice on carrier status be generalised and sent to all fertility clinics and genetic researchers in New Zealand.

8.
Communications Strategy (Taken after item 17)
Mavis Duncanson outlined the Communications Strategy and the work undertaken by the communications sub group (Philippa McDonald; John Forman; Mavis Duncanson).   The communications strategy includes information giving, open discussion, facilitated discussion around the questions set out in the submission booklet, and formal hearings of oral submissions; this is achieved through holding a variety of meetings, fono, hui, forums and targeted focus groups.

THE COMMITTEE AGREED THAT UP TO THREE MEMBERS OF ACART ATTEND EACH PUBLIC MEETING, HUI AND FONO.

The Committee also discussed the possibility of the Maori members of ACART meeting together before the next ACART meeting on 10 November.  This meeting would be aimed at designing specific consultation processes to engage Maori in ACART’s consultation.  

THE COMMITTEE AGREED THAT A MEETING BETWEEN THE MAORI MEMBERS OF ACART WOULD TAKE PLACE ON 9 NOVEMBER AND WOULD BE LED BY PHILIPPA MCDONALD.

Note:  Philippa McDonald left the meeting at this point.

Eamon Daly noted that the Bioethics Council generally aimed for 4 hour public meetings during the early evening, and that this time and length had worked well in the past.

The Committee nominated a sub-group (Mavis Duncanson; John Forman) to work with the Secretariat to develop a detailed outline of the public meetings and fono. Once this work was complete, the full Committee could more accurately decide on times and locations for each meeting.

The Committee directed the Secretariat to begin developing a powerpoint presentation to guide discussion at the public meetings based on the discussion paper.

The Committee directed the Secretariat to develop a draft media release and question and answer sheet for the next ACART meeting.  In particular the Committee noted that any such information provided in these should be consistent with the HART Act (e.g. embryo definition).

The Committee reviewed proposed ACART logo designs. The Committee agreed that lower case was preferable and directed the communications sub-group to make a final decision on the logo.

Action

xvii.
Maori members of ACART to meet on 9 November to develop a detailed outline of hui.

xviii.
Communications sub-group to meet to develop a detailed outline of the public meetings and fono; and finalise the decision on ACART’s new logo.

xix.
Secretariat to develop an embryo and gamete research powerpoint presentation to guide discussion at the public meetings.

xx.
Secretariat to develop draft media release and question and answer sheet.

xxi.
Secretariat to discuss the Bioethics Council experience of running dialogue events with the Council’s Secretariat. 

9.
ACART Work program (Taken after item 16)
The Committee noted the summary of work streams that this paper provided.

10.
Draft structure of clinical uses of ART discussion paper (Taken after item 24)
The Committee reviewed the draft structure based on discussions from the 14 July 2006 meeting and discussed the need for a greater emphasis on strategic thinking inside the paper. 

The Committee noted that inside this discussion paper different topics will have to be approached with a different process depending on their current status.  For example, some topics are completely new (e.g. the use of cryopreserved eggs); some will have guidelines that need extensive revision (e.g. gametes from deceased persons); and some will have guidelines that are relatively untested by ECART (e.g. embryo donation for reproductive purposes; PGD).  

THE COMMITTEE AGREED IT WILL BE USEFUL TO SEGMENT THE DISCUSSION PAPER DEPENDING ON THE STATUS OF THE TOPIC. 

There will be some overarching issues relevant to the whole consultation (i.e. composition of families; residential status for persons involved) but the committee noted that these could be customised for each topic under consultation.

THE COMMITTEE AGREED TO ESTABLISH AN INITIAL SUB-GROUP TO WORK ON THE CLINICAL USES OF ART DOCUMENT STRUCTURE. 

This sub-group (Christine Rogan; Ken Daniels; John Forman; Sylvia Rumball) is to work in detail on the structure of the discussion paper.  This group will also check the strategy of the paper and decide on how the work will be divided and dealt with by ACART and potential sub-groups.


Action 

xxv.
Clinical uses of ART sub-group to meet to discuss clinical uses of ART discussion paper.

11.
Criteria for determining the regulatory category of an assisted reproductive procedure (taken after item 10)
The Committee reviewed this report and noted that it would become part of a larger process for dealing with any assisted reproductive procedure under review.  The Committee discussed the complexity in weighing the different criteria against each other when coming to a final decision on how to regulate an assisted reproductive procedure.  

12.
Criteria to assess known risks and benefits to health (taken after item 11)
The Committee reviewed this report and noted that the use of cryopreserved eggs should be a ‘pilot’ of ACART’s assessment of the known risks and benefits to health.  

The Committee directed the Secretariat to commission a report detailing the known risks and benefits to health of the use of cryopreserved eggs, that will provide the Committee with enough information to make an assessment.  

THE COMMITTEE AGREED THAT RICHARD FISHER AND ANDREW SHELLING SHOULD LIAISE WITH THE SECRETARIAT AND REVIEW THE CRITERIA AND THE DRAFT CONTRACT.

The Committee had a general discussion concerning the contracted work and an assessment of the known risks and benefits to health.  The Committee noted that there is not necessarily a strict method for making such an assessment and that the Committee needed to retain some flexibility in how such an assessment would be undertaken.

The Committee further discussed the use of cryopreserved eggs and noted that there may be no need for the full public consultation under s39; but may be considered under s41 with consultation occurring with a more limited segment of the population.  

Action

xxv.
Richard Fisher and Andrew Shelling to review the criteria for assessing the known risks and benefits to health of an assisted reproductive procedure. 

xxvi.
Richard Fisher and Andrew Shelling to review the draft contract on assessing the known risks and benefits to health of the use of cryopreserved eggs.

13.
Report of Maori focus group 26 July 2006 (Taken after item 7)
David Tamatea introduced this report and the Committee discussed its content, including:
· the importance of re-contacting the attendees

· writing a formal letter to the attendees thanking them for their participation and  outlining what has been done with the information

· holding another hui during the embryo research consultation

· the importance of whanau consent when obtaining gametes from deceased persons

It was suggested that ACART could use the Bioethics Council brochure on the use of human embryos in research during consultation with Maori.

The Committee discussed the appropriateness of some or all of ACART’s Maori members attending the Bioethics Council wananga in September.  Their attendance and the level of participation they could potentially have (i.e. observer or participant) will be at the discretion of the Bioethics Council. 

The Committee also discussed the possibility of establishing a Maori advisory group similar to that used by ERMA.

Actions

xi.
Secretariat to draft a formal letter of thanks to be sent to attendees of the Maori focus group outlining what has been done with the information generated from the hui.
xii.
Secretariat to investigate ACART Maori members attending the Bioethics Council wananga and other relevant events.

xiii.
Philippa McDonald to forward to the Secretariat the names of  Maori ethicists for inclusion in the stakeholder list.

14.
Dates for 2007 ACART Meetings (taken after item 13)
The Committee agreed on the following dates for its 2007 meetings:
· 9 February

· 13 April

· 8 June

· 10 August

· 12 October

· 14 December

The Committee discussed holding a strategic planning day in 2006 to review the work completed in ACART’s first year and to plan for the work to be undertaken in 2007.

THE COMMITTEE AGREED THAT A STRATEGIC PLANNING DAY WOULD BE DESIRABLE.
Action

xiv.
Secretariat to contact members to find a suitable date for a strategic planning day in late 2006.

15.
Annual report
Note: The annual report was not included in the meeting papers for review

16.
Verbal update on progress with the discussion paper Use of Gametes and Embryos in Human Reproductive Research: Determining Policy for New Zealand (Taken after item 17)
The Chair outlined the work undertaken by a sub-group comprised of Mavis Duncanson; Ken Daniels; Sylvia Rumball to discuss and action where necessary the comments made by the external editor.  

THE COMMITTEE AGREED THAT A FURTHER MEETING ON 22 SEPTEMBER OF THE ABOVE SUB-GROUP TOGETHER WITH THE ORIGINAL MEMBERS OF THE EMBRYO RESEARCH SUB-GROUP AND ANDREW SHELLING WAS REQUIRED BEFORE THE DOCUMENT COULD BE FINALISED. 

Action

xxii.
Consultation sub-group (Sylvia Rumball; Gareth Jones; Richard Fisher; David Tamatea; Andrew Shelling; Ken Daniels; and Mavis Duncanson) meeting on 22 September to finalise discussion paper Use of Gametes and Embryos in Human Reproductive Research: Determining Policy for New Zealand.
17.
Report from ECART (taken after item 14)
Eamon Daly presented the report from ECART’s 15 August 2006 meeting.  This report noted:
· the possibility of combined training between ACART and ECART members.
· ECART’s consideration and approval of application E06/06 for within-family gamete donation at the 15 August meeting.  This application involves the use of two sets of donated gametes (eggs from a family member and sperm from a known donor).  The use of donated eggs in conjunction with donated sperm is specifically excluded from being an established procedure in the HART Order in Council (Part 2 s1 and s2).  After legal advice ECART agreed it was able to review this application under the Guidelines on within-family gamete donation. If the application had been for the use of two sets of gametes from non-family members, ECART would have had to decline the application under 18 (2) of the HART Act because (i) the use donated eggs in conjunction with donated sperm is excluded from the list of established procedures (HART Order Part 2 s1 and s2); and (ii) ECART has no guidelines addressing this.

· the need for the Guidelines on Within-Family Gamete Donation to require ECART review of legal reports in complex situations (i.e. where both sets of gametes are donated).  This is to ensure that the donors are fully informed of their future rights in relation to any embryos created. 
ACART noted the table of ECART decisions (A06/53) and suggested that a study could be made of the applications that have come in for surrogacy and whether there were any common elements for those approved.  This could provide interesting background information inside the clinical uses discussion paper.  It would also serve to illustrate what ACART and ECART could learn about their own processes.

The Secretariat tabled the full applications from the 15 August ECART meeting.

Action

xv.
ACART to consider the issue of donated sperm being used in conjunction with donated eggs when consulting on the clinical uses of ART in 2007.

xvi.
Secretariat to analyse the applications to date for surrogacy and within-family gamete donation. 
18.
Secretariat verbal report 

The Secretariat outlined the progress with the contract to write a report that maps out the legislative framework of ART in NZ.
19.
Chairperson’s Report (Taken after item 16)
The Chair outlined: 

· The progress with the Fertility Service Standard and the forthcoming meeting (11/09/06) to process the submissions received on the draft Standard.
· The proposed meeting with Chairs of NEAC, HRCEC, Bioethics Council and ECART

· Attendance at the launch of the Human Genome Research Project’s report on PGD., Wellington 1 August 2006

· Attendance at ECART meeting, 15 August 2006
· Forthcoming participation in Bioethics Council event “Talking Embryos” Wellington 25 September 2006 as a panel member.
20.
Conferences (Taken after item 17)
The Committee noted the following conferences and attendance:

· Fertility NZ Conference, Wellington 9 September 2006
· Ken Daniels attending

· Fertility Society Australia 22 October 2006
· Secretariat member attending

· Richard Fisher attending (not attending as an ACART member)

21.
New developments in ART (Taken after item 20)
The Committee noted the recent controversy over the derivation of so-called ‘ethical stem cells’ published in the journal Nature.

22.
Policy and legislative developments (Taken after item 21)
The Committee noted the following developments:

(i) New Zealand 

     - first ACC funding for surrogacy 

     - government response to Law Commission Report on new issues in legal

        parenthood
(ii) Australia 
     - conscience vote on cloning for research to go ahead
The Committee discussed the appropriateness of adding the issue of ACC funding of surrogacy into the clinical uses discussion paper.

Action

xxiii.
ACC funding for surrogacy in New Zealand to be added into the clinical uses discussion paper.

23.
Media interactions (Taken after item 22)
The Committee noted the following media interactions involving ACART:

· Sylvia Rumball interview National Radio on Embryo Research, 6/8/06 
· Sylvia Rumball interview with Martin Johnston, Health reporter, NZ Herald, 22/08/06
· Sylvia Rumball briefing to Close Up researcher on regulation of use of cryopreserved eggs, 25/08/06
· An OIA request for papers about ACART’s work on using cryopreserved gametes and gametes from deceased people
24.
Correspondence (Taken after item 23)
The Committee noted the draft letter to the Minister of Health on ACART’s work programme and suggested that it needs to be re-drafted in light of discussions during the meeting.

Action

xxiv.
Secretariat to redraft letter to the Minister on ACART’s work programme.
24.
Meeting close

The Chairperson closed the meeting at 5.10pm.
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