 Minutes of the Forty-Fourth Meeting of the Ethics Committee on Assisted Reproductive Technology

7 November 2013


Held on 7 November 2013 
at Bankside Chambers


In Attendance
Kate Davenport QC 	Chair					
Freddie Graham		Member
Adriana Gunder		Member	
Brian Fergus			Member
Carolyn Mason		Member
Deborah Payne		Member
Jo Fitzpatrick			Member
		
Kirsten Forrest		ECART Secretariat
Helen Colebrook		ECART Secretariat
Sue McKenzie		ACART member in attendance
Emma Doust			ACART Secretariat

Apologies
Apologies were received from Deborah Rowe.

1. Welcome
Deborah Payne opened the meeting. She spoke in recognition of the women for whom IVF treatment is not an option and the impact that this can have on their chances of achieving a pregnancy.

Economic constraints in publicly funded IVF treatment will mean a limited number of chances for some women to achieve a pregnancy.  Deborah has insight into how this affects women and their relationships through her own research. 

[bookmark: _GoBack]Deborah highlighted studies by a US researcher (Bell), that looked at how women from different classes (based on education and income), viewed the diagnosis of a medical condition that led to infertility.  Bell found a contrast between high class women who saw the diagnosis as the beginning of their journey to achieving a pregnancy and lower class women who saw it as the end of their journey.   Bell also pointed out that there were different ideas of ‘hope’ between the two classes. Lower class women reported dashed hopes and high class women had increased hopes of having children because fertility treatment would resolve issues.  A third issue Bell highlighted was the ‘placement of blame’.  Bell noted that blame was often attributed to what was happening in the woman’s body.  Other studies have shown that there is a misconception that lower class women are more fertile and this can influence medical perception. 

Deborah drew parallels with the New Zealand context where women must reach certain criteria to get access to publicly funded treatment, which rules out some groups of women. Obesity is a particular issue for Pacific Island women in New Zealand and their engagement with the medical fraternity is often transitory and fleeting.   Treatment in New Zealand is mostly private and therefore there are a significant group of women who don’t make it to ECART.

The committee asked whether there is any socio-economic data on women who don’t make it to ECART.  Freddie Graham noted that Fertility Associates had published some data 20 years ago but was not aware of further publishing since then. He noted that age and weight may be an unfair restriction for receiving public funding as data now suggests that weight is not a constraint.  Some women with a BMI of up to 42 carry a pregnancy.  


2. Confirmation of minutes from previous meeting
The minutes from ECART’s 5 September meeting were confirmed as accurate.


3. Application E13/31 for Embryo Donation
Freddie 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 discussed included:

· This donation is for four embryos, which means the chances of the recipient woman achieving a pregnancy are increased. 
· The donor woman would have been 36 years old when the embryos were created so they will have good potential.  
· The recipient woman has a medical condition that may have a bearing on why she has not become pregnant.  
· The committee discussed the health of the recipient woman who will need specialist medical attention during a pregnancy.  
· The committee was concerned about the recipient woman’s long-term health and the possible impact on her children given that there are risks associated with her medical condition in carrying a pregnancy. The committee noted that while clinicians have given an opinion that pregnancy would be manageable for her, they have not given a clear indication of how high the risk of on-going health concerns is. 
· While the Committee recognised the parties’ autonomy in decision making, it acknowledged that the HART Act requires that ECART recognises the health and well-being of the mother and child. The committee agreed that there was not enough information provided about the level of risk for the recipient woman in carrying a pregnancy to term.  In order to better evaluate that risk and reflect the well-being of the recipient woman and her children in its decision making, the Committee would like to see the recipient woman’s obstetric and nephrologist reports. 
· The recipient couple have recently adopted a baby who is now a few weeks old. They have been through counselling associated with adoption and have covered the issues involved with raising a child who is not genetically their own.   The committee noted that they will potentially have two babies within a year but did not see this as an obstacle to approving the application. 
· The committee raised the fact that the donor man is NZ Māori and noted that the relationship they anticipated for a child born of this arrangement with the donors’ existing children would be that of distant cousins. The committee noted that this could dilute the relationship but did not see it as an obstacle to approving the application.  The issue of access to genealogy has been considered and the child will have access to this information if he or she desires.  The donor man had acknowledged the importance of this for the child and this was hopeful for the future. 

Decision
· the committee has made its decision taking into account 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”
· the committee was satisfied that RP has a medical diagnosis of infertility that makes embryo donation appropriate
· each party has received appropriate counselling and medical advice
· 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 to receive the recipient woman’s obstetric and nephrologist reports to further assess the impact on her long term health of carrying a pregnancy to term. 

Once received, the reports will be reviewed by the full Committee before a final decision is made. 

Actions
Secretariat to draft a letter from the Chair to the clinic informing the medical director of the committee’s decision.





4. Application E13/32 for Clinic-Assisted Surrogacy
Deborah Payne 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 discussed included:

· The birth mother has a young child.  The Committee noted that she has stated that for now her family is complete but that she may have another child in future should her circumstances change. 
· The committee is satisfied with the evidence to show that pregnancy would be damaging to the recipient woman and pose considerable risks to the well-being of her foetus.  
· The Committee discussed the possibility that the recipient woman’s medical condition would have affected the quality of the embryos created but agreed that this would be doubtful as her eggs were collected before she received treatment for the condition. 
· The intentions of the on-going relationship between the parties have been well discussed and they have considered the relationship between the intending parents and the birth mother’s existing child.
· The relationship in terms of power relations was discussed in regard to this intended arrangement given the birth mother’s age, parenting, living and employment status.  The committee was satisfied however, that the relationship was longstanding and that a strong case was made to show that no coercion was apparent. The committee was comfortable that the issue of valuable consideration had been dealt with thoroughly by both parties. 
· The birth mother has an elevated BMI and has been advised of pregnancy- associated risks.  The medical report for the birth mother notes that elevated BMI is becoming the norm. The committee noted that does not make it less risky but was satisfied on the basis of other information given in the report that she understands the risks involved. 
· Life insurance for the birth mother has been discussed but the Committee was not clear as to whether this would become a reality.    The Committee strongly recommended that the intending parents arrange life insurance for the birth mother while she carries a pregnancy.
· The legal and counselling reports cover the issues well including cultural aspects.  The committee commended the legal reports provided with this application. 
· The Committee noted that the intending parents appear to have not received CYFS approval for adoption and the Committee would like to see evidence of this before it will approve the application.  The committee contacted the clinic and it was confirmed that the intending parents have applied to CYFS and approval is pending.




Decision
The committee agreed to approve this application subject to confirmation that the intending parents have been granted Child Youth and Family Services approval for adoption. 

The committee strongly recommends that the intending parents obtain life insurance for the birth mother during her pregnancy.  

Actions
Secretariat to draft a letter from the Chair to the clinic informing the medical director of the committee’s decision.



5. Application E13/33 for Embryo Donation using donated eggs and donated sperm 
Carolyn 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.

Issues discussed included:

· Section 1.15 on the application form that asks applicants to describe the medical condition that makes embryo donation appropriate was not completed but the committee was satisfied that this was made clear later on in the application.
· The Committee noted that the egg donor and the recipient woman in this application have a slightly unusual sibling relationship but that there does not appear to be any coercion involved, they have thought about how the relationship will work in future and boundaries have been set.  They also have the support of their extended family. Appropriate plans are in place for guardianship of a child born of this arrangement should anything happen to the recipient woman. 
· The sperm donor is a clinic donor.  He donated as a single man, and has subsequently entered into a committed relationship and had children with His partner who is supportive of the intended arrangement.  

Decision
The committee agreed to approve this application.  

Actions
Secretariat to draft a letter from the Chair to the clinic informing the medical director of the committee’s decision.




6. Application E13/34 for Embryo Donation
Jo 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 discussed included:

· The donor couple would have liked to have more children from their embryos created through IVF but the donor woman’s condition precluded this.  
· The donor couple are comfortable in their decision to donate.  The decision has been a considered one that was made freely. They have included their child in discussions about the donation and she is also comfortable with the decision.
· The recipient couple have tried many other fertility treatments without success. Their most recent attempt was last month and ECART was informed that this was unsuccessful.
· This treatment will be the first time the recipient couple try embryo donation. They would like to have more than one child if possible.  
· The Committee thought there may be a reasonable chance of success given the donor woman’s age when the embryos were created.  The Committee noted more generally that scientists should assess odds of success and pass on this information to couples. The Committee acknowledged that it would be up to couples to make the decision about whether or not to proceed.  
· Both couples understand that the guidelines state there can be full genetic siblings in no more than two families.
· Both couples have demonstrated good understanding of the issues involved with embryo donation. 

Decision
· the committee has made its decision taking into account 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”
· the committee was satisfied that RW has a medical diagnosis of infertility that makes embryo donation appropriate
· each party has received appropriate counselling and medical advice
· 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 the medical director of the committee’s decision.


7. Application E13/35 for Embryo Donation
Brian 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 discussed included:
· The Committee noted that the donor couple have no child born from their own IVF treatment due to their decision, for personal reasons, not to continue with treatment after the embryos were created.  The Committee queried the possibility of a donation to a second family.  If no child is born of this arrangement then the donor couple could possibly re-donate their embryos. The current intended relationship is that all four embryos will be donated to the recipient couple and remain in their care. 
· There is an interesting ethnicity blend in this application and the issues associated with this have been covered well in the application process.
· The Committee did not hold concerns about any aspects of the intended arrangement based on the information in the reports submitted with this application. 


Decision
· the committee has made its decision taking into account 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”
· the committee was satisfied that RW has a medical diagnosis of infertility that makes embryo donation appropriate
· each party has received appropriate counselling and medical advice
· 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 the medical director of the committee’s decision.









8. Application E13/36 for Clinic-Assisted Surrogacy
Kate opened the discussion for this application. This application is for a ‘natural’ surrogacy where the intending parents’ surrogate will also be their egg donor. ECART’s current legal advice is that it does not have jurisdiction to review such applications.  However, the application submitted will involve treatment with an established procedure.  The Minister of Health has assigned ECART the function of being able to give non-binding ethical advice on established procedures pursuant to section 28(1)(e) of the HART Act 2004. 

Issues discussed included:

· The Committee confirmed that a clinic-assisted established procedure is part of this intended arrangement and agreed it would give advice in this case. 
· The Committee discussed the birth mother’s current circumstances and noted concern about her BMI and the potential risks this poses. She has had children of her own and it appears that her fertility has not been affected by her BMI. 
· The intending couple are older and have an established family from previous relationships. This is not their only chance to have children. The Committee noted that two previous surrogate offers have fallen through for the intending couple.
· The Committee discussed the way in which the intending mother and the birth mother met and established based on the information provided in the reports that the parties have known each other for some time (although they have not met in person until recently).  The Committee noted a discrepancy in the information provided about the relationship between the two parties – the birth mother had stated in her individual counselling sessions that she looked forward to getting to know the intending parents better whereas the intending parents described having built a “long and lasting” relationship with the birth mother.  
· The birth mother made the offer to act as a surrogate for the intending parents but her motivation for being a surrogate is unclear.  It is also unclear how the birth mother became aware of the intending parents’ hope to have a child. 
· The Committee was concerned that the birth mother is potentially very vulnerable because of her social situation and where she is currently living.  She also intends to use her own gametes.
· The Committee noted that the intending parents are already caring for their own children so it could be difficult for them to provide care for the birth mother should any complications arise during the pregnancy.
· The birth mother clearly expressed that she would not wish to care for a child born of this arrangement.  She has received legal advice that she is the legal mother of the child until an adoption order is signed. No clear arrangements appear to be in place for testamentary guardians in the worst case scenario.  

Advice
The Committee is concerned about the level of support for the birth mother given the geographical distance between the parties, her solo parent status, and the age and needs of her youngest two children and would like further information about what practical arrangements will be made for her care and support during any surrogacy. The parties also need to consider making arrangements for an alternative care giver for the child if the intending parents cannot care for any resulting child. 

Actions
Secretariat to draft a letter from the Chair to the clinic informing the medical director of the committee’s request.



9. Extension request for Application E10/47 for Within Family Gamete Donation
Adriana opened the discussion for this application. The committee considered this information in relation to the Guidelines for Donation of Eggs and Sperm Between Certain Family Members and the principles of the HART Act 2004.

Issues discussed included:

· ECART approved this application in 2010. The egg donor is the recipient couple’s niece. There are six embryos remaining. The recipient couple have stated that for personal reasons they have not been ready to use the embryos until now. 
· The relationship between the egg donor and the recipient couple has broken down and they don’t talk to each other.  This change in situation only recently became known when the clinic contacted the egg donor about the extension and she expressed that she does not want the embryos used.  There is no legal reason why the embryos can’t be used as decisions about the use of the embryos are legally the recipient couple’s to make.  
· The information in the original application shows that the egg donor has consented on basis that she is giving up the right to withdraw her consent after embryos are created. The egg donor is clear about the loss of her rights but does not now wish to continue and has strongly expressed this. 
· The Committee noted that the issue here may be that of consent, that is, is the consent of the egg donor still needed and when does informed consent enable her to say no to further use.  The Committee suggested that the parties might seek further legal advice about when consent can be withdrawn.   
· The Committee noted possible grounds for not granting an extension could be that harm to a child born of this arrangement could arise. If a child is born, there could be a break-down in communication for child.  Loss of genetic connection has been supported by studies that show a loss of identity for child. In this case, however the family connection would still remain so there would be no loss of knowledge for the child. 
· ECART discussed the possibility of advising the recipient couple that using the embryos now would fail to comply with the egg donor intentions at time of donation.  ED made it clear that openness would be paramount. However, it was also noted that the application was not originally put forward on the basis of a close relationship but rather that they would stay in touch. 
· The committee discussed the possibility of advising the recipient couple not to go ahead with the embryo transfers now as this could deepen the existing bad feeling between the two parties. The child would not be treated differently by the recipient couple but the egg donor will have some strong feelings about a resulting child. 
· The Committee discussed the possible psychological impact on a child of the break down in this relationship from extended family and agreed that the level of harm would not warrant a child not being brought into existence.

Decision
· the committee has made their decision taking into account 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 egg or sperm donation appropriate”.
· the committee was satisfied that RW has a medical condition affecting her reproductive ability.
· each party has received appropriate counselling and medical advice.

The Committee agreed to approve this application but recommend that the clinic advise the egg donor of this and that she may wish to take legal advice on the issue of whether she can withdraw her consent at this time.

The committee acknowledges that this situation would violate the intentions of the egg donor when she donated. The Committee advises that it is important that the intending couple recognise that they are going against the egg donor’s wishes and they should consider the implications of this on the child, the egg donor and family relations.  The Committee would urge the recipient couple to do what they can to rebuild the relationship.

Actions
Secretariat to draft a letter from the Chair to the clinic informing the medical director of the committee’s decision.

ECART to write to ACART to illustrate the issue of withdrawal of consent and when and how you can do this. 


10. Response for application E13/09 for Clinic-Assisted Surrogacy
· The Committee revisited the details of this application.  The intending mother had a psychotic break after the birth of her child.  The intending couple would like another child with help of IVF treatment and a surrogate.
· The Committee had asked for an opinion on whether the physical and hormonal aspects of birth or the introduction of a new baby which would likely trigger the intending mother’s first psychiatric episode and, whether in the absence of a pregnancy there would likely be the same impact with a surrogacy and the arrival of a new born baby. 
· The committee discussed the consulting psychiatrist’s opinion and agreed that the specialist has given a clear direct opinion that the surrogacy might reduce biological risk factors after the intending mother’s IVF treatment cycle.
· The Committee noted that the consulting psychiatrist had stated that the risks to the intending mother would be more related to psychosocial factors but they could be mitigated with access to appropriate counselling and support through the antenatal process. The Committee agreed that it was prepared to approve the application with a strong recommendation that the intending mother have access to counselling to help reduce the risk of a repeat psychotic episode. 

Decision
The Committee agreed to approve this application.  

Given the opinion expressed in the consulting psychiatrist’s letter, ECART strongly recommends that the intending mother recognise the psychosocial risks and act early to prevent them leading to a reproduction of her earlier experience. 

Actions
Secretariat to draft a letter from the Chair to the clinic informing the medical director of the committee’s decision.


11. Correspondence
The committee noted the correspondence to and from ECART since the meeting of 5 September 2013:

· A letter from a fertility clinic counsellor requesting advice about how to proceed with an intended application for surrogacy where the intending mother is receiving treatment for breast cancer (although her long term prognosis is good) .  In response, ECART advised that it would consider an application in this case as it considers that there is a legitimate reason for using a surrogate and the intending mother’s medical condition would prevent her from carrying a pregnancy. 
· A letter from a fertility clinic counsellor about the extension to storage of gametes and embryos application process.  ECART discussed and responded to each of the points raised in the letter. The Secretariat will draft ECART’s response in a letter to the clinic. The Secretariat will also draft a letter from the ECART Chair that states the forms are finalised, post the finalised form on the ECART website and develop a media strategy to deal with any queries from the public.   
· The Committee noted the ECART decision letters from the 5 September 2013 meeting.  




12. ACART minutes
The unconfirmed minutes from the forty-fifth ACART meeting held on 13 September 2013 were noted.

13. Conclusion of meeting
The committee confirmed the next ECART meeting date of 6 March 2013 to be held at Bankside Chambers, Auckland.  Brian Fergus will open the meeting.

The committee confirmed the next ACART meeting date of 14 February in Wellington. Jo Fitzpatrick will attend.

The meeting closed at 2.30pm
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