Minutes of the Seventieth Meeting of the Ethics Committee on Assisted Reproductive Technology

26 April 2018


Held on 26 April 2018
at Auckland Airport Novotel

	
In Attendance
Iris Reuvecamp		Chairperson
Carolyn Mason		Member		
Mary Birdsall			Member
Judith Charlton		Member	
Paul Copland 		Member
Michele Stanton		Member
Freddie Graham		Member
	
Jonathan Darby		ACART Member

Kirsten Forrest		ECART Secretariat
Philippa Bascand		Manager, Ethics Committees 
Vicki Maaka 			ECART Secretariat

Joi Ellis			Counsellor, Fertility Associates
Andy Leggat			Counsellor, Fertility Associates
Michelle Ferreira		Extended Storage Co-ordinator, Fertility Associates
Jenny Weren			Donor co-ordinator, Fertility Associates
Stewart Dalley		Barrister, Ryken Law (morning session)
Margaret Casey QC		Barrister (morning session)		

1. Welcome 

The Chair opened the meeting by welcoming all present. The Chair acknowledged the loss of Ms Jo Fitzpatrick who had served on ECART for the past five years before her death earlier this year. The Chair acknowledged Jo’s significant contribution to the committee’s work and noted that she will be very much missed.  Jo’s past experience advocating for women’s health issues gave her insight into the potential effect of ART on women, and she also cared deeply about the effect of ART on the interests of potential and existing children, and always brought these perspectives to discussions about specific applications.  Jo’s positive influence continues as all members of the committee who have worked with Jo have learned to look at the matters before the committee in a different way.  Carolyn Mason who attended Jo’s funeral service on behalf of ECART spoke of how the service left her feeling inspired and lucky to have known Jo. She noted the contribution Jo had made to increase the representation of women in politics and other leadership roles and the messages from Helen Clarke and other labour party representatives acknowledging this.  

The Chair acknowledged Joi Ellis, counsellor on the eve of her retirement, for the significant contribution to the work that ECART does and wished her well on behalf of the Committee.  

1. Guest Speaker
Margaret Casey QC whose specialist area of expertise is family law matters with particular emphasis on parenting rights in adoption, surrogacy and assisted reproduction, presented to ECART.  

Margaret spoke about the rise in international surrogacy arrangements and her observations about what is happening outside of New Zealand, the legal process around adoption and her recent visit to The Hague where an International Committee is tasked with developing guidelines for international adoption cases that cross borders. 

1. Conflicts of Interest 
Dr Mary Birdsall and Freddie Graham declared that they are shareholders in Fertility Associates and have interests on a professional and a financial basis. 

1. Confirmation of minutes from previous meeting
The minutes from the 22 February 2018 meeting were confirmed. The Chair noted one outstanding action on page 15 of the minutes for feedback to be given to ACART. 


1. Application E18/31 for Surrogacy involving an Assisted-Reproductive Procedure
Michele Stanton opened the discussion for this application. The committee considered this information in relation to the Guidelines on Surrogacy involving an Assisted-Reproductive Procedure and the principles of the HART Act 2004.

Issues discussed included: 
1. The committee noted that the application deals with the issues well. The intending mother has medical issues that will have a significant adverse impact on any pregnancy.  Risks to the intending mother for treatment associated with this assisted reproductive procedure have been identified and her medical specialist has discussed the care that will be taken to mitigate the risks. 
1. The counselling reports touch on the fact that the intending parents are keen to have a child who is genetically related to both of them. 
1. The relationship between the parties is well addressed in the application.  In the length of time that the parties have known each other they have established that there is a family connection and they have declared that they expect to build on and maintain these relationships.  

1. The risks to the birth mother and the potential child should she act as a surrogate in light of her physical health, and in particular, her high BMI, were discussed. The committee decided that it was appropriate for the birth mother to seek a specialist obstetric opinion regarding the implications of her BMI in terms of her risks resulting from any subsequent pregnancy.
1. ECART also decided that it would request feedback from the specialist involved in the birth mother’s previous pregnancies regarding the risk of the birth mother suffering from post-natal depression as a result of the surrogacy. The committee noted the importance of the intending mother understanding the birth mother’s medical history in this regard. 
1. The committee noted that question 3.5 on the birth parents medical form asks whether they have received independent medical advice. The answer given is ‘yes’ but their medical doctor is also the medical doctor for the intending parents.   The committee noted that there is a potential conflict of interest if the doctors and counsellors are the same for both parties.  The ACART guidelines for surrogacy require ECART to determine that each party has received independent medical and legal advice. The committee agreed that the intention is that the parties are given advice by separate medical doctors and separate counsellors. 
1. In this case the committee requests that an obstetrician’s report be provided to the committee for the surrogate. The committee agreed that it would be happy to accept this specialist report for the surrogate as fulfilling the requirement for an independent medical report.  
1. ECART agreed that it would note in its decision letter to the clinic that medical reports for each of the parties in an application are completed by different medical professionals and different counsellors. 
1. An expert present at the meeting reminded the committee that there can be cost implications for the parties involved as part of the application process.  In relation to counselling ECART suggested that telehealth technology sessions could be one way of addressing this although the expert noted that the use of such technologies is not the preferred way to have counselling sessions and in the counsellors’ experiences has been found to have drawbacks.  
1.  It was noted that there are some areas of the country where it is difficult to access two separate medical practitioners and counsellors.  Fertility Associates tries to have separate counsellors where possible but in some more remote areas this poses a challenge and has implications for applicants in terms of cost, complexity and time.  
1. It was decided that the requirement that the parties receive independent legal, counselling and medical reports is an operational issue for the clinics.  The clinics could raise this with ACART if this requirement caused ongoing difficulties.

Decision
The committee agreed to defer this application to request further information from an obstetric specialist about the impact of the birth mother’s BMI on any subsequent pregnancy and the associated risks.  It also agreed to request further information from the birth mother’s previous maternal mental health provider regarding the risks of postnatal depression.  The committee also considers that the risks are discussed with both the birth parents and the intending parents. 

In its letter to the clinic ECART agreed to remind the clinic that medical and counselling reports are to be completed by different professionals for each party as per the ACART guidelines. The committee notes that given that it is requesting a further report for the birth mother from an obstetrician that this will meet the purposes of an independent medical report in this case.

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


1. Application E18/32 (previously E15/110) for Surrogacy involving an Assisted-Reproductive Procedure
Freddie Graham opened the discussion for this application. The committee considered this information in relation to the Guidelines on Surrogacy involving an Assisted-Reproductive Procedure and the principles of the HART Act 2004.

Issues discussed included
1. The committee noted that this is a request to extend approval for a surrogacy arrangement involving an assisted reproductive procedure to allow for further treatment so that the intending parents might have a second child.  This is a straight-forward application in which the nothing has changed apart from the fact that the surrogate has had a child for the intending parents.  
1. The intending mother has a gene defect that gives rise to a condition. The genetics aren’t explained in this application but she has had PGD and the previous treatment and birth was successful and the child was not affected. 

Decision
The committee agreed to approve this application. 

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


1. Application E18/33 for the Creation of Embryos from Donated Eggs and Donated Sperm
Jude Charlton opened the discussion for this application. The committee considered this application in relation to the Guidelines for the Creation of Embryos from Donated Eggs and Donated Sperm and the principles of the HART Act 2004.

Issues discussed included:
1. The recipient woman has had IVF treatment that was not successful and an assisted reproductive procedure for the creation of embryos with donated eggs and donated sperm is considered to offer her a higher chance of conceiving. 
1. The egg donor in this application has donated eggs previously and treatment using her donation has been successful. She has a mild hereditary clotting abnormality and there is a 50% chance of any offspring being a carrier.  It is a mild condition affecting 1 in 20 who are carriers and an underlying condition would be needed to significantly increase her risk of blood clots given that her absolute risk of clots remains low.  The sperm donor has been tested for the same condition and is not a carrier.  He is a carrier for another condition and there is a 50% chance that a resulting child will be a carrier.  The recipient woman is aware of donor history and the need for testing.  The committee noted that the key issue is that any resulting child knows of the possibility that the child may be a carrier.
1. The recipient woman’s relationship status and the initial concerns raised by sperm donor (at the time of donation), about this.  The issue has been well covered in the counselling sessions and all parties are happy that the recipient woman will be well supported. 
1. The egg donor is aware that any decisions about a pregnancy are for the recipient woman to make.  She is comfortable about this. 
1. All parties have declared intentions to be open about the donation including with any child born of this arrangement.  
1. The motivations of the donors have been discussed during counselling sessions and there are no issues of concern raised.  
1. All parties have met as part of the application process and future contact has been discussed and agreed.  All parties have expressed a willingness to meet each other in the future.  
1. The committee noted the recipient woman’s comment about certain family members’ potential views in relation to the donor and noted that raised a question about how open the recipient woman will be with any child born of this arrangement or other family members about who the sperm donor is.  The committee discussed whether to raise this with the applicants but agreed that the sperm donor was aware of the issue and this hadn’t impacted on his decision. 

Decision	
The committee agreed to approve this application.  

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


1. Application E18/34 for Surrogacy involving an Assisted Reproductive Procedure
Paul Copland opened the discussion for this application. The committee considered this information in relation to the Guidelines on Surrogacy involving an Assisted-Reproductive Procedure and the principles of the HART Act 2004.

Issues discussed included:
1. The committee noted that this is a straightforward application for surrogacy involving an assisted reproductive procedure. 
1. The intending parents have a young child and there is a clear medical reason for the need for a surrogate to help them expand their family.  
1. The relationship between the birth mother and the intending mother: they are long standing friends.  
1. The committee noted that the counselling sessions covered discussion of pregnancy related costs in section 4 for the intending parents.  Legal advice obtained subsequently has made the intending parents aware that section 14 of the HART Act doesn’t cover some of the costs noted in the counselling report.  
The report from the intending mother’s doctor and the diagnosis given. It was noted that having the condition is not normally a reason not to become pregnant.  There has been no negative effect in the short term of additional experimental treatment sought by the intending mother for her condition but the long-term effects of her treatment have not been studied.  Post-partum was when the first event happened and the intending mother feels very anxious about this.  ECART noted that the implications for the intending mother’s mental health would fall within the definition of “medical reason” for the surrogacy.  The committee noted that there is no evidence that the intending parents wish for a surrogacy arrangement for social reasons. 
1. Decision	
The committee agreed to approve this application. 

Actions
Secretariat to draft a letter from the Chair informing the applicant and the clinic of the committee’s decision and to draft a letter to ACART.


1. Application E18/35 for the Donation of Eggs between Certain Family Members
Mary Birdsall opened the discussion for this application. The committee considered this information in relation to the Guidelines on Donation of Eggs or Sperm between Certain Family Members and the principles of the HART Act 2004.

Issues discussed included:
1. In this application for the donation of eggs from niece to aunt, there is a cultural aspect.  Both the egg donor and the recipient woman are part of a large extended family but the extended family do not know about the intended arrangement at this stage.  
1. The recipient woman has been of great support to the egg donor and the egg donor currently works for her. 
1. The recipient woman has had previous IVF treatment that didn’t go well and subsequently egg donation was given as the only realistic chance for pregnancy.  The recipient couple then asked the egg donor who expressed that she was honoured to be asked. The applicants have explained that while adoption is well known in their culture, egg donation is not well known and it will need to be carefully explained in the future. The applicants expect that all extended family will get to know and accept and love and care for any resulting child. 
1. The committee noted that the answer to question 2.6 that asks whether there will be any risks to the gamete donor should be ‘yes’ and that at question 2.7 the risks and how these can be minimised should be set out.  The answer at question 2.10 alludes to this and it appears that the egg donor understands the risks to her future fertility and still wishes to continue with the arrangement. The committee noted however that this could have been documented with greater clarity. 
1. The committee discussed several concerns including whether in this case the egg donor is truly in a position to say ‘no’ to the recipient woman’s request given their set of circumstances, whether the donation will be disclosed within the extended family culture and whether the egg donor is fully informed of the risk to her future fertility.  
1. It was also noted that the medical risks associated with advanced paternal age on the potential child should have at least been mentioned in this application.  The egg donor has the right to know as do the recipient parents and the committee noted that it would be more comfortable if it were to know that these risks had been discussed.  
1. It was agreed that this is a case whether there is a risk of coercion but noted that belonging to a family where there is a sense of commitment can be viewed positively and the egg donor wanting to be a supportive family member does not have to be viewed negatively. The committee agreed that the counsellors did a good job of discussing the implications of this during counselling sessions and that the committee can rely on this. 
1. The potential for a resulting child to lose a parent at a young age. This is discussed during the counselling sessions. 
1. The applicants felt the counselling was culturally appropriate. 
1. The egg donor’s mother has not yet been told of the intended arrangement and the committee noted this omission as it potentially relates to the level of ‘openness’ with the potential child and that child feeling accepted and knowing his or her origin.  The committee discussed whether it would like to have more information about the extent to which that has been discussed but agreed that it would instead include a generalised comment stressing the importance of the need for children to know their origins and that it expects that the parties will honour their commitment to be open with any child born of this arrangement.  

Decision	
The committee agreed to approve this application subject to confirmation that the paternal medical risks have been discussed with all parties in this application. The committee would like to see that these medical risks are set out in section 3: Report by medical specialist for the recipient(s). 

The committee would like to take the opportunity in the decision letter to stress the importance of the need for children to know their origins and to note with the applicants of its expectation that they will honour their commitment to be open with any child born of this arrangement. 

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


1. Application E18/36 for Embryo Donation for Reproductive Purposes
Carolyn Mason 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:
1. The recipient couple police vetting profiles have not been included with the original submission and the donor couple have asked that this requirement be waived due to the close family relationships within this intended donation arrangement and also bearing in mind that there is one embryo being donated. 
1. ECART noted the requirement in the ACART Guidelines on Embryo Donation for Reproductive Purposes that it must determine that the profile provided by the recipients for the donors includes any police vetting information.  
1. There is a cultural aspect to this application and the parties prefer embryo donation over egg donation.  They state that the family connection is vital in this donation and that they would not choose to have an embryo donation with people outside of their family.  The use of embryos also seems appropriate given that using the RP’s sperm increases medical risks that could impact on the health and well-being of the potential child. 
1. The recipient partner’s age and the impact on a child born of this arrangement should he pass away.  The parties are clearly aware of this and have thought about the possibility that child may not know their father. It seems clear from the application that the recipient parents would intend to be open with any child born of this arrangement.   Testamentary guardianship in the event that the recipient parents are unable to care for the child has been discussed and agreed. 

Decision	
The committee agreed to defer this application to ask to receive and consider police vetting information for the recipient couple.

The committee agreed to consider this information in between meetings. 

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


1. Application E18/14 response to request for further information for Surrogacy involving an Assisted Reproductive Procedure
The committee considered this application in relation to the Guidelines for Surrogacy involving an Assisted Reproductive Procedure and the principles of the HART Act 2004.

1. The committee considered this application at its 22 February 2018 meeting and agreed to defer it to request a specialist report that comments on the long-term prognosis from the intending mother and that the report is shared with the birth mother and discussion had around the possibility that the intending mother’s illness returns.
1. The committee was satisfied that the further information provided addressed its request above and agreed to approve the application.   

Decision	
The committee agreed to approve this application.

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


1. Application E18/22 to extend storage of embryos 
The committee considered this application in relation to the Guidelines for Extending the Storage Period of Gametes and Embryos and the principles of the HART Act 2004.

Issues discussed included:
1. The committee noted that the original storage dates were in 2004 and the previous ECART application reference was E14/88.  The committee agreed to defer this application to check that the previous reference was for an extended storage application. Following the meeting the secretariat has checked and confirms that the reference was for an extended storage application and that ECART approved this application for 4 years to 22 November 2018. 
1. The applicants have requested a five-year extension to allow them to make plans to donate to another couple.  The reason stated in application E14/88 for extended storage was that they wished to retain the embryos in storage in case something were to happen to one of their existing children. 

Decision	
The committee agreed to defer this application to check that the previous ECART application E14/88 was related to this application along with any decision given for that application. On receipt of this information post the meeting, ECART decided to approve the application.

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


1. Application E18/25 to extend storage of sperm
The committee considered this application in relation to the Guidelines for Extending the Storage Period of Gametes and Embryos and the principles of the HART Act 2004.

Issues discussed included:
1. The applicant is requesting an extension to the storage period of his sperm.  He has stated that he wishes to have more children.  He has two adult children.  The date that the sperm was stored likely means that the quality of the sperm would ensure a higher chance of success.  
1. ECART had approved the application for two months to allow it to consider the application at this meeting and have requested further information about whether the applicant is in a relationship currently and planning to have more children.
1. Information provided to ECART is that the applicant has azoospermia. A TESE was performed when the applicant and his partner were scheduled to have treatment some years ago but that treatment did not go ahead as planned. The applicant and his partner have not attempted to use the sperm since then. 

Decision	
The committee agreed to approve this application for five years. 



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


1. Application E18/26 to extend storage of embryos
The committee considered this application in relation to the Guidelines for Extending the Storage Period of Gametes and Embryos and the principles of the HART Act 2004.

Issues discussed included:
1. The applicant has requested an extension to storage of embryos created with the help of IVF treatment.  The couple have children and they have also donated embryos to another family who have also had children born from the donated embryos.  The recipient couple are considering whether to have further treatment to try for more children.    

Decision	
The committee agreed to approve this application for five years.

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


1. Application E18/27 to extend storage of sperm
The committee considered this application in relation to the Guidelines for Extending the Storage Period of Gametes and Embryos and the principles of the HART Act 2004.

Issues discussed included:
1. The applicant has requested an extension of storage of sperm stored prior to having medical treatment.  The applicant would like to use the stored sperm in fertility treatment to start a family with his wife. 

Decision	
The committee agreed to approve this application for 10 years. 

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


1. Application E18/28 to extend storage of donor sperm
The committee considered this application in relation to the Guidelines for Extending the Storage Period of Gametes and Embryos and the principles of the HART Act 2004.

Issues discussed included:
1. The applicant has requested an extension to storage of this donor sperm to provide the opportunity for her to have a second child and full sibling to her child conceived with the help of IVF treatment using this donation.  The donor has consented to extended storage.  

Decision	
The committee agreed to approve this application for 10 years.

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


1. Application E18/29 to extend storage of eggs
The committee considered this application in relation to the Guidelines for Extending the Storage Period of Gametes and Embryos and the principles of the HART Act 2004.

Issues discussed included:
1. The applicant has requested an extension to storage for sperm.  He is planning on having a child with his current partner and they will need to use this sperm with IVF treatment to help them conceive.  The applicant has requested an extension for four years. 

Decision	
The committee agreed to approve this application for four years.

Actions
Secretariat to draft a letter from the Chair informing the applicant and the clinic of the committee’s decision. 
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1. Application E18/30 to extend storage of sperm
The committee considered this application in relation to the Guidelines for Extending the Storage Period of Gametes and Embryos and the principles of the HART Act 2004.

Issues discussed included:
1. The applicant had sperm stored prior to medical treatment and it offers the only chance of him having a family with the help of IVF treatment.  The applicant and his partner wish to use the stored sperm in fertility treatment to start a family. 

Decision	
The committee agreed to approve this application for 10 years.

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


Correspondence
As included in the documents before the committee. 

ECART requested two letters from ACART about the import/export of gametes and embryos.  The letters provided describe the regulatory position and the advice given by both ACART and the Ministry of Health to fertility providers.  The advice is that if providers are exporting then they must do so in an ethical way and not to a country that has law and guidelines that are inconsistent with New Zealand’s.  ECART noted that with this in mind it would give more thought to whether it is appropriate for ECART to suggest that people who cannot use their stored material in New Zealand look at doing so overseas. 

The Chair has sought advice from the Ministry of Health legal team about whether life insurance payments for birth mothers in surrogacy arrangements is considered to be ‘valuable consideration’ as set out in section 13 of the HART Act and is waiting to hear back about whether a copy of the advice can be shared with the committee.

A letter from a fertility provider with a query about a couple who may enter into a surrogacy arrangement that involves a Whangai arrangement for guardianship of any resulting child rather than an adoption process. The committee noted that adoption checks ensure that the resulting child will go into a safe environment.  ECART agreed to respond to the provider and to say that this wouldn’t preclude the couple from making an application to ECART but that as part of any application the committee would need to explore this aspect in more detail.  The committee would want to know more information and would also need to explore further any rationale from Oranga Tamariki about reasons for not granting an adoption order.  


General Business
Jonathan Darby was at the meeting as ACART member in attendance. He will contact the ECART Chair with an update on where the ACART donation guidelines are at.  He advised the ACART Guidelines on the Post humous use of gametes are scheduled to go out for consultation in the next month. 

The next ACART meeting will be held in Wellington on 8 June 2018. ECART member in attendance will be the Chair, Iris Reuvecamp. 


