Minutes of the Thirty Eighth Meeting of the Ethics Committee on Assisted Reproductive Technology

19 July 2012
Held on 19 July 2012 
Wellington Airport Conference Centre

In Attendance
Kate Davenport 

Chair





Huia Tomlins-Jahnke

Carolyn Mason

Adriana Gunder

Deborah Rowe

Brian Fergus 

Deborah Payne

Evan Tan


Secretariat

Kirsten Forrest

Secretariat

John Angus


ACART Chairperson
Apologies

Freddie Graham
1. Welcome

Deborah Payne opened the meeting.  She gave an account of her professional journey in the field of Assisted Reproductive Technology (ART).  Her interest began following her hospital-based nursing training in the 1970s when she became interested in ART and women with disabilities.  This interest led her to research a variety of aspects of the ART experience, including the integral role Fertility Associates nurses play in supporting couples, embryo donation and the importance of genetic lineage, short cycle IVF and the role of counsellors in helping couples to shift their focus from their desire to become parents to the wider implications of having a child born of an ART arrangement.  Deborah has also researched the lesser explored area of how women undergoing IVF manage work.   She is currently supervising two doctoral students.  
2. Declaration of interests
There were no declarations of interest.
3. Action points from previous meeting
The minutes from ECART’s 10 May 2012 meeting were confirmed as an accurate record of the meeting.  
4. Application E12/19 for an Embryo created from Donated Eggs in   

    Conjunction with Donated Sperm
Adriana opened the discussion for this application. The committee considered this information in relation to the Guidelines on the Creation and Use, for Reproductive Purposes, of an Embryo created from Donated Eggs in Conjunction with Donated Sperm and the principles of the HART Act 2004.

The Committee reviewed this application and discussed:

Issues
· the medical information about the RW was limited. More information about the RW’s medical history is needed to ensure ECART can consider all issues in its decision-making process.
Decision

· that the committee has made their decision based on the requirements in guideline 3(a)(ii) that “each intending parent has a medical condition affecting his/her reproductive ability, or a medical diagnosis of unexplained fertility, that makes the creation and use of an embryo created from donated eggs with donated sperm appropriate”
· that the committee was satisfied that RW has a medical condition affecting her reproductive ability.

· that the committee was satisfied that there is no coercion apparent within this application and that all parties are entering the agreement fully informed of the potential risks and of their own free will.

The committee agreed to approve this application subject to confirmation that a medical practitioner has discussed RW’s previous miscarriages and that the two miscarriages will not affect the viability of this procedure.  
Actions

Secretariat to draft a letter from the Chair to the clinic informing them of the committee’s decision to approve this application subject to receipt of a medical report that confirms a medical practitioner has discussed RW’s previous miscarriages with her and that the miscarriages will not affect the viability of this procedure. 
The information listed above must be provided to ECART and final approval given by a sub-committee before commencement of the procedure. 
5. Application E12/20 for Clinic-Assisted Surrogacy

Kate opened the discussion for this application. The committee considered this information in relation to the Guidelines on Surrogacy Arrangements involving Providers of Fertility Services and the principles of the HART Act 2004.

The Committee reviewed this application and discussed:

Issues
· The emotional stability of the birth mother and her family given the birth parents’ current circumstances.

· Little discussion has taken place about BM’s children and the impact/stress the birth parents’ plans will place on them.
Comments
· One of the parties is the carrier of a genetic disorder and there is a slight possibility that this disorder could be inherited by future children.
Decision

· that the committee has made its decision based on the guideline in 2(a)(ii) that “the intending mother has a medical condition that prevents pregnancy or makes pregnancy potentially damaging to her and/or any resulting child”
· that the committee was satisfied that IM has a medical condition affecting her ability to carry a pregnancy

· that each party has received appropriate counselling, medical and legal advice
· that the committee was satisfied that there is no coercion apparent within this application and that all parties are entering the agreement fully informed of the potential risks and of their own free will.
The committee agreed to defer this application subject to receipt, in four months’ time, of a satisfactory counselling report about the BM’s health and the impact of the move on her children and her relationship. 
Actions

Secretariat to draft a letter from the Chair to the clinic informing them of the committee’s decision to defer this application subject to receipt, in four months’ time, of a satisfactory counselling report about the BM’s health and the impact of the move on her children and her relationship. 

The information listed above must be provided to ECART and final approval given by the committee before commencement of the procedure. 

6. Application E12/21 for Donation of Gametes between Certain Family      Members  
Carolyn opened the discussion for this application. The committee considered this information in relation to the Guidelines on the Donation of Eggs and Sperm between Certain Family Members Services and the principles of the HART Act 2004.

Issues

· Is the gamete donor aware that she may withdraw her consent and or make decisions about the gametes? It appears that it is agreed that the recipient parents will make decisions and the committee noted that it is unusual for the donor not to have any say.  
Comments

· RW is of an age where pregnancy related risks will be increased.  However, associated risks have been discussed and will be managed.
· GD’s previous ART experience was unusual but it appears the chances of the same thing occurring again will be significantly reduced with a conservative treatment.
· No evidence of coercion is apparent and all parties understand the risks involved.
· The rules around import/export of embryos were discussed.
Decision

· that the committee has made their decision based on the requirements in guideline 2(a)(i) that “the recipient or recipient’s partner must have a medical condition affecting his or her reproductive ability, or a medical diagnosis of unexplained infertility, that makes egg or sperm donation appropriate”
· that the committee was satisfied that RW has a medical condition affecting her reproductive ability

· that each party has received appropriate counselling and medical advice.
The committee agreed to approve this application.
The committee wishes to note that it isn’t clear whether the gamete donor is aware that she can withdraw her consent.  If this is the case, the committee asks that the gamete donor be reminded that she retains the right to do so. 
Actions

Secretariat to draft a letter from the Chair to the clinic informing them of the committee’s decision to approve this application.   
7. Application E12/22 for Clinic-Assisted Surrogacy
Huia opened the discussion for this application. The committee considered this information in relation to the Guidelines on Surrogacy Arrangements involving Providers of Fertility Services and the principles of the HART Act 2004.

Issues
· The lack of time the parties have known each other and whether it is a reasonable timeframe for such an arrangement to be entered into.   
Comments
· The counsellor’s reports explored the issues well and were well written.
· Some of the values around the birthing process differ, but have been explored well in the counselling sessions. 
· The potential impacts on the long-term health of the birth mother. However, no concerns were flagged in the counselling reports.
· It isn’t clear when the handover of a child born of this arrangement to the intending parents will be.
Decision

· that the committee has made its decision based on the guideline in 2(a)(ii) that “the intending mother has a medical condition that prevents pregnancy or makes pregnancy potentially damaging to her and/or any resulting child”
· that the committee was satisfied that IM has a medical condition affecting her ability to carry a pregnancy

· that each party has received appropriate counselling, medical and legal advice
· that the committee was satisfied that there is no coercion apparent within this application and that all parties are entering the agreement fully informed of the potential risks and of their own free will.
The Committee agreed to approve this application.
Actions

Secretariat to draft a letter from the Chair to the clinic informing them of the committee’s decision to approve this application. 
8. Application E12/23 for Clinic-Assisted Surrogacy

Deborah Rowe opened the discussion for this application. The committee considered this information in relation to the Guidelines on Surrogacy Arrangements involving Providers of Fertility Services and the principles of the HART Act 2004.

Issues
· Medical History for the birth mother is brief.
· The birth mother’s preferred birthing method was questioned and it was not clear from the medical report whether discussion about the birthing method had taken place.
Comments
· Birth mother has perspective and is well-informed.  She has given an insightful account into the process. 
· The intending parents will cover the birth mother’s pregnancy-related expenses only.

· The parties have known each other for some time now.  

Decision

· that the committee has made its decision based on the guideline in 2(a)(ii) that “the intending mother has a medical condition that prevents pregnancy or makes pregnancy potentially damaging to her and/or any resulting child”
· that the committee was satisfied that IM has a medical condition affecting her ability to carry a pregnancy

· that each party has received appropriate counselling, medical and legal advice
· that the committee was satisfied that there is no coercion apparent within this application and that all parties are entering the agreement fully informed of the potential risks and of their own free will.
The Committee agreed to approve this application.
Actions

Secretariat to draft a letter from the Chair to the clinic informing them of the committee’s decision to approve this application. 
9. Application E12/24 for Donation of Gametes between Certain Family Members

Brian opened the discussion for this application. The committee considered this information in relation to the Guidelines on the Donation of Eggs and Sperm between Certain Family Members Services and the principles of the HART Act 2004.

Issues

There were no issues of note for this application

Decision

· that the committee has made their decision based on the requirements in guideline 2(a)(i) that “the recipient or recipient’s partner must have a medical condition affecting his or her reproductive ability, or a medical diagnosis of unexplained infertility, that makes egg or sperm donation appropriate”
· that the committee was satisfied that RW has a medical condition affecting her reproductive ability

· that each party has received appropriate counselling and medical advice.
The committee agreed to approve this application.

Actions

Secretariat to draft a letter from the Chair to the clinic informing them of the committee’s decision to approve this application.   
10. Application E12/25 for Embryo Donation for Reproductive Purposes

Debbie opened the discussion for this application. The committee considered this information in relation to the Guidelines on Embryo Donation for Reproductive Purposes and the principles of the HART Act 2004.

Issues

· Concern that gamete donor’s admission that he wants a high level of care for a child born of this arrangement may extend to input into the child’s upbringing and that this contradicts what this ART is about.  However, the counselling report addressed the concerns about a child’s life circumstances. 

Comments 
· That the recipient woman’s situation has been discussed at length in the counselling sessions and no concerns have been flagged.
· The counselling sessions have explored all aspects of the donor woman’s experience well.

Decision
· that the committee has made their decision based on the requirements in guideline 2(a)(i) that “the recipient or recipient’s partner must have a medical condition, affecting his or her reproductive ability, or a medical diagnosis of unexplained fertility, that makes embryo donation appropriate”
· that the committee was satisfied that RW has a medical diagnosis of unexplained infertility, that makes embryo donation appropriate
· that each party has received appropriate counselling and medical advice

· that the committee was satisfied that there is no coercion apparent within this application and that all parties are entering the agreement fully informed of the potential risks and of their own free will.

The committee agreed to approve this application.

Actions

Secretariat to draft a letter from the Chair to the clinic advising the clinic of the committee’s decision to approve this application.

11. Application E12/26 for Donation of Gametes between Certain Family Members

Carolyn opened the discussion for this application. The committee considered this information in relation to the Guidelines on the Donation of Eggs and Sperm between Certain Family Members Services and the principles of the HART Act 2004.

Issues

· The age of the gamete donor and the gamete donor’s child.  However, all risks appear to have been explained. 

· The gamete donor’s psychological history, which also seems to have been appropriately addressed. 

Comments
· No evidence of coercion is evident. 
Decision

· that the committee has made their decision based on the requirements in guideline 2(a)(i) that “the recipient or recipient’s partner must have a medical condition affecting his or her reproductive ability, or a medical diagnosis of unexplained infertility, that makes egg or sperm donation appropriate”
· that the committee was satisfied that RW has a medical condition affecting her reproductive ability

· that each party has received appropriate counselling and medical advice.
The committee agreed to approve this application.

Actions

Secretariat to draft a letter from the Chair to the clinic informing them of the committee’s decision to approve this application.   
12. Application E12/27 for Clinic-Assisted Surrogacy

Deborah Rowe opened the discussion for this application. The committee considered this information in relation to the Guidelines on Surrogacy Arrangements involving Providers of Fertility Services and the principles of the HART Act 2004.

Issues
· The birth partner’s past lifestyle choices look to have been addressed and resolved.  

· The responsibility of testamentary guardianship for the child in the worst case scenario appears to have not been decided.  

· The medical report is brief and not enough is known about the intending mother’s current state of health and the ability to care for a child born of this arrangement.

· That the birth mother does not intend to tell her children about the arrangement until she is obviously pregnant.  

Decision

· that the committee has made its decision based on the guideline in 2(a)(ii) that “the intending mother has a medical condition that prevents pregnancy or makes pregnancy potentially damaging to her and/or any resulting child”
· that the committee was satisfied that IM has a medical condition affecting her ability to carry a pregnancy

· that each party has received appropriate counselling, medical and legal advice
· that the committee was satisfied that there is no coercion apparent within this application and that all parties are entering the agreement fully informed of the potential risks and of their own free will.
The committee agreed to approve this application subject to:  

· receipt of a medical report with information about the intending mother’s current state of health and also whether her conditions would impact on her ability to care for a child born of this arrangement,

· confirmation of testamentary guardian for any child born should anything happen to the intending parents

The committee would also like to encourage receipt of a counselling report for the birth mother’s children before commencement of the procedure.  
Actions

Secretariat to draft a letter from the Chair to the clinic informing them of the committee’s decision to approve this application subject to: 

· receipt of a medical report with information about the intending mother’s current state of health and also whether her conditions would impact on her ability to care for a child born of this arrangement,

· confirmation of testamentary guardian for any child born should anything happen to the intending parents

The committee would also like to encourage receipt of a counselling report for the birth mother’s children before commencement of the procedure.  
The information listed above must be provided to ECART and final approval given by a sub-committee before commencement of the procedure. 

13. Request for extension of application E09/21 for Donation of Gametes between Certain Family Members.
Kate opened the discussion for this request. The committee considered this information in relation to the Guidelines on the Donation of Eggs and Sperm between Certain Family Members Services and the principles of the HART Act 2004.

Issues
· The interfamily dynamics, namely the difference in responses to the proposed procedure. 
Decision 

The Committee agreed to approve the request for an extension.
Action

Secretariat to draft a letter from the Chair to the clinic informing them of the committee’s decision to approve the request for an extension of this application.  

14. Correspondence

The committee noted the correspondence to and from ECART since the meeting of 10 May 2012 including:

· a query from a lawyer seeking advice about how to record sperm donor details. ECART responded with the advice that it has no role in the registration of information about donors, whether or not a fertility clinic is involved.  ECART suggested that the lawyer contact the Department of Internal Affairs for advice, as the Registrar-General is responsible for maintaining the donor register. 
· a query from a fertility clinic about a male couple who are considering exporting their embryos pending the outcome of ACART’s consultation process on surrogacy guidelines and whether export of embryos would contravene law in New Zealand.  ECART responded that it is not able to give legal advice on the legality of a potential export of an embryo.  ECART included a letter sent to fertility clinic medical directors that set out the Ministry of Health’s expectations where clinics are involved in import or export of embryos. 

· a response from the ACART secretariat made on behalf of the ACART chairperson advising that he would not be writing to a national newspaper about inaccuracies contained in a recent news item about people travelling overseas for fertility treatment.  The ACART chairperson stated at the meeting that he felt that the inaccuracies weren’t so gross that it warranted an approach to the paper.   Some ECART members thought that the article was potentially damaging in that the article made it seem that the New Zealand process is more difficult than it is and some people may favour a less safe commercial process as a result.  It was suggested that an FAQ document on the ECART website could be a useful reference for people considering ART procedures/arrangements.  
· a request from a clinic for ECART to consider directly contacting lawyers when it wishes to request additional information.  It was decided at the meeting that if ECART needs to request information from a lawyer in future, that ECART will write a detailed letter for a clinic to send on.  

· a query from a member of the public wanting to know if children of sperm donors can access information about any siblings or half/siblings from the same donor.  ECART responded with reference to the HART Act that the child of a sperm donor can ask to know whether they share siblings with the same donor and also gave information about the reasons for this.  

· a query form a member of the public wanting to know if ethical review is needed for donation of eggs from a sister in law.  ECART advised that ethical review would be required and that the person may wish to contact their local Fertility Associates clinic in the first instance.  

· a response to a fertility clinic from ACART about whether the established procedure of PGD, that does not require ECART approval, includes exclusion testing.  The Ministry of Health has advised ACART that exclusion testing is included. 

· A letter from a clinic advising ECART that a surrogate mother dropped out of contact with the intending parents just before the procedure was planned to happen.  No concerns are held for the surrogate mother’s safety.  The clinic will not proceed with a surrogacy without a further formal review.  ECART secretariat to email the surrogacy application to ECART members to review for any retrospective red flags.  
· A letter from ACART to the Minister of Health about revised guidelines on extending the storage period of gametes and embryos.   
· The committee noted the decision letters from the ECART 10 May 2012 meeting.

15. Report from ACART

The unconfirmed minutes from the Thirty Eighth ACART meeting held on 11 May 2012 were noted.

The ACART Chairperson who was the member in attendance gave a verbal update on current ACART projects.

· Guidelines on extending the storage period of gametes and embryos.  The ACART Chair advised that ACART is currently in consultation with the Minister about the guidelines. The Minister is consulting with Cabinet colleagues.    ACART plans to release the guidelines by 31 August 2012.  ECART will then develop an application form. 
· Consultation on Guidelines on amendments to the surrogacy guidelines and the family donation guidelines.   ACART is due to begin public consultation on proposals in late July, after the Minister informs colleagues about the forthcoming consultation.  

 Progress of informed consent work. ACART is currently giving priority to its work to develop advice to the Minister of Health on the import and export of gametes and embryos.  However, it will resume the informed consent project in 2013.  The work is complex, given that any fertility treatment involves at least two adult parties whose interests may differ.  

· ACART's ethical framework.  ACART commissioned Professor Gareth Jones to develop an ethical framework, to assist ACART in its thinking and decision making. The framework was discussed at a workshop in June, and subsequently finalised by Professor Jones to reflect ACART feedback. 
· Two ACART members, Associate Professor Andrew Shelling and Cilla Henry will conclude their second term in November 2012.  
· The ACART chairperson confirmed the next ACART meeting date of 28 September 2012.  Carolyn Mason will go as the ECART member in attendance.  Kate Davenport will attend the subsequent ACART meeting scheduled for 9 November 2012. 
16. General business

· ECART members wish to attend the Fertility Society Association (FSA) conference in Auckland in October.  ECART secretariat to request funding for two members to attend.  

· ECART member Debbie Payne advised that she will attend the conference as a guest speaker

17. Conclusion of meeting
The Committee confirmed the next ECART meeting date of 27 September to be held at Bankside Chambers, Auckland.  

Actions

ECART secretariat to send the meeting venue directions to ECART members. 

Brian Fergus to open the next ECART meeting on 27 September 2012.
