Minutes of the Seventy-fifth Meeting of the Ethics Committee on Assisted Reproductive Technology

28 February 2019


Held on 28 February 2019
at the Thorndon Hotel, Hawkestone Street, Wellington 

	
In Attendance
Iris Reuvecamp		Chairperson		
Mary Birdsall			Member 
Judith Charlton		Member	
Paul Copland 		Member
Michele Stanton		Member
Freddie Graham		Member
Carolyn Mason	Member and Chairperson for review of applications E19/01-E19/07

Kirsten Forrest		ECART Secretariat
Tristan Katz			ECART Secretariat
Hayley Robertson		ACART Secretariat

		
1. Welcome 
The Chair opened the meeting by welcoming all present. 


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


3. Confirmation of minutes from previous meeting
The minutes from the 13 December 2018 meeting were confirmed  


4. General Business 

Fees 
The issue of ECART member fees needs to be addressed as a matter of urgency.  The Committee understand that any review of fee structure would be done by the State Services Commission and would take some time.  In the meantime, the Committee requests that the ECART Terms of Reference be adjusted to allow members to claim for additional days given the volume of work ECART has.  It was noted that the Terms of Reference were reviewed two years ago and have yet to be finalised.  A small change to clarify process in relation to decision making when a consensus cannot be reached was made in the last couple of years, and was relatively quick and painless.
Meeting start time 
It was agreed that the Committee would prefer to start meetings at around 10am instead of 9am and to finish at 3pm.  Setting these boundaries would allow for ECART members to leave for the airport at a reasonable time and return home at a reasonable hour.  
Member flights and taxi cards
No taxi cards were enabled for this meeting and this was only brought to members’ attention when they attempted to use them on the day and they were declined.  Consequently, members had to pay their own taxi fares and go through the process of asking for reimbursement as part of the fee claim process. 
Members were issued a ‘seat only’ fare for return flights and therefore could not change return flights on-the-day flexibly and in line with the meeting ending earlier, which made for an overly long day. 
Extended storage applications
The idea that one person be assigned introduction of extended storage applications per meeting was discussed.  Use of the extended storage table and rotation of lead reviewer was agreed.  Consideration of applications will continue to be by full committee at meetings.


5. Application E18/127 for Creation of embryos from donated eggs and donated sperm
Iris Reuvecamp opened the discussion for this application. The committee considered this application 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:

· This application was declined at ECART’s December 2018 meeting because ECART determined that it was not able to approve the application because it did not meet the provisions set out in the ACART guidelines.  
· One of the applicants has reapplied stating that she is now applying as a single person. The application papers remain the same with the exception of a covering letter from her fertility provider that requests a reconsideration of the application on the basis of the applicant now being a single woman. 
· When ECART considered the application in December it did not have any ethical concerns about the nature of the application or the context, but it was clear that the requirements of the ACART guidelines prohibited ECART from approving it.  
· The only issue in relation to this application is whether ECART is concerned that this application might be a way of getting around the decision previously made. ECART did not think this was the case and agreed to approve this. 
· The Committee would like to see that the sperm donor agrees to donate to the applicant as a single woman now that her circumstances have changed.  The egg donor is aware and has consented but there is no evidence to show the sperm donor is aware and has consented. 

Decision
The Committee agreed to approve this application subject to receiving written confirmation from the sperm donor of consent to proceed with the donation given the recipient woman’s change in circumstance.  

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


6. Application E19/11 for Surrogacy involving an assisted reproductive procedure
Jude Charlton opened the discussion for this application. The committee considered this application in relation to the Guidelines on surrogacy involving an assisted reproductive procedure and the principles of the HART Act 2004.

Dr Mary Birdsall declared a conflict of interest as the medical doctor for one of the parties in this application.  The Committee agreed that she could stay in the room and take part in the discussion but not the decision-making in relation to this application. 

Issues discussed included:
· The birth mother has offered to be a surrogate for the intending mother and her partner.  The birth mother’s husband is the intending mother’s cousin. 
· There is a clear medical reason established that indicates that the intending mother is not able to carry a pregnancy herself.  IM has had two tubal ectopic pregnancies and a bilateral salpingectomy.  Following an IVF cycle in 2017 IM became pregnant with an embryo transfer but had a ruptured cornual pregnancy which required two major surgeries.  BM had offered to help the intending parents early on in their attempts to start a family with the help of IVF treatment and she offered her support again following IM’s cornual pregnancy and subsequent surgeries.  
· The embryos created are from the intending parents’ gametes so a child born of this arrangement will have a biological link to both parents. IM and IP have five embryos remaining from their IVF treatment in 2017. BM and BP have stated that they would be open to a number of embryo transfers and would take IM and IP’s wishes into account as well as follow medical advice.
· The medical report for BM notes some important considerations for her in any pregnancy that she may carry.  She had pre-eclamptic toxaemia in her second pregnancy, and surrogate mothers have an increased likelihood of pre-eclampsia.  She also had a post-partum haemorrhage following the delivery of her second child. Medical information states that risks to her in any subsequent pregnancy she may carry would be managed with obstetric care and taking aspirin and calcium during the pregnancy. 
· The relationships between the applicants appears to safeguard the wellbeing of all parties including any child born of this arrangement.  The intending parents and birth parents share close family ties and the counsellors report that both of the parties have carefully considered the implications of the intended arrangement on each other and family and friends.  They intend to be open with the child about the role that the birth parents played.  Some extended family know about the intended surrogacy arrangement and are supportive of it.  The birth parents reported during counselling sessions that they have told their own children.  
· Counselling sessions have also canvassed BM’s motivations for offering to act as a surrogate, pregnancy and birthing plans, relinquishment of a child and dispute resolution.
· The intending parents have declared intentions to adopt any child born of this arrangement and they have received an adoption order in principle from Oranga Tamariki.  Testamentary guardianship in the event that they are not able to care for the child has been arranged.  
· Both parties have sought independent legal advice and understand the legal issues associated with a surrogacy arrangement.  BM and BP have their own life insurance cover and wills in place.  IM and IP have agreed to cover life insurance for BM during any pregnancy she may carry.  
· The risks to the birth mother are set out at 3.6 in the medical report for the birth mother.  The Committee discussed whether they are risks that could be managed given that any subsequent pregnancy will be a surrogacy and therefore risks to her are increased.  The Committee agreed that the medical report is light on information in relation to risks. The Committee discussed whether to request a specialist report that comments on the level of risk. 
· While the Committee did not have any significant ethical concerns in relation to this application it would like to request further information to check the well-being of the birth mother in relation to any surrogate pregnancy she may carry. If there is a concern or issue raised in relation to this, and the Committee approves the application, the Committee would require that the intending parents are informed prior to any treatment taking place. Currently the application states that the intending parents are aware of the birth mother’s history. 

Decision
The committee agreed to defer this application to request further detail about the level of risk to the birth mother, given her pregnancy and birthing history, of developing pre-eclampsia and or having a growth retarded baby.  If there is any concern or issue raised in relation to this the Committee requests that the intending parents are informed.  
The Committee agreed to consider a response from the clinic in between meetings.

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


7. Application E19/10 for Creation of embryos from donated eggs in conjunction with donated sperm
Iris Reuvecamp opened the discussion for this application. The committee considered this application in relation to the Guidelines on the Creation of embryos, for reproductive purposes, from donated eggs in conjunction with donated sperm and the principles of the HART Act 2004.

Dr Mary Birdsall declared a conflict of interest as the medical doctor for one of the parties in this application and the Committee agreed that she could stay in the room and take part in the discussion but not the decision-making for this application. 

Issues discussed included:
· This is the second application before ECART for consideration from the recipient woman. The first application was declined in December 2018 due to a restriction in the ACART guidelines.  
· In its consideration of the first application ECART did not consider that there were any significant ethical issues that would suggest it should not approve the application, and ECART reluctantly made the decision to decline based on restrictions in the guidelines   
· The application before ECART today is a fresh application made by one of the two recipient women and she is now making the application as a single woman.  There isn’t much information provided in the application that sits behind this change in her status.  The Committee was satisfied however that she is applying in her own capacity and it did not have an issue with the knowledge that she had previously applied in the context of being in a couple.  The clinic has also been transparent in stating that in the previous application the recipient woman applied in the context of being in a relationship. There is no information about the recipient woman’s partner or the extent to which she is in a relationship in this application.  The Committee isn’t obliged to require that information and it was noted that going back to the applicant and suggesting that the Committee needs this information could be seen as discriminatory on the basis of family status.  
· The recipient woman’s sister will donate eggs and the sperm donor is a friend who has offered to donate sperm.  All are happy with counselling that has been provided, understand that the embryos created can only be used by the recipient woman, there is no issue in terms of the recipient woman needing to use donated eggs and sperm, there doesn’t appear to be any coercion between the recipient woman and her egg donor, and the sperm donor is also comfortable with what is proposed. 

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.  

8. Application E19/09 for Surrogacy involving an assisted reproductive procedure 
Michele Stanton opened the discussion for this application. 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.

Issues discussed included:
· When reviewed against the surrogacy guidelines the Committee did not have any significant ethical concerns in relation to this application.  
· The birth mother has offered to be a surrogate for her colleague and friend, the intending mother, and her partner.  A number of factors appear to be working against IM being able to carry a pregnancy and these include a shortened cervix as a result of her having had cervical cancer and her bicornuate uterus which may have contributed to a number of miscarriages and recurrent implantation failure. She has been advised that a surrogacy arrangement would offer her and IP the best chance of having a child.  
· BM has four children with her ex-partner and they have shared custody of their children. The children are 19 years old, 15 years old, 8 years old and 4 years old and BM considers that her family is complete.  Her medical report notes the important considerations for BM and the potential child in any pregnancy she may carry.  She had four unremarkable pregnancies and deliveries and her babies were born healthy.  She is Rhesus Negative and takes Anti D and does not have any Rhesus antibodies.  BM has made some lifestyle changes for weight loss and is continuing with these changes to lose more weight prior to any treatment.  She has had risks associated with a surrogate pregnancy explained to her and she wishes to proceed with the intended arrangement if it is approved by ECART.  
· The intending parents are clear that there should be a time limit on the number of treatment cycles and at this stage they have declared intentions to discuss with BM how she feels about continuing with treatment after one round should that not be successful.  
· Counselling sessions with IM and IP have canvassed their relationship with the birth mother, agreements regarding pregnancy and birth plans including testing and views on termination of pregnancy and information sharing and ongoing contact with BM. Counselling sessions for BM have canvassed her motivation for offering to be a surrogate for IM and IP, difficult outcomes including termination of pregnancy and relinquishment following the birth and ongoing contact with IM and IP.  
· Counselling sessions have also included discussion around how to meet the birth mother’s children’s needs including any need for ongoing contact with a child born of this arrangement.  IM and IP have stated that they respect the need for BM to consider the needs of her children and they would like to show the children the nursery they are preparing to reassure them that the baby will be well cared for and loved.  IM and IP have declared that they would encourage ongoing visits by BM’s children with the baby if and as needed.  
· Both parties understand the concept of ‘openness’ and have declared intentions to disclose to the child that BM was his or her birth mother. 
· IM and IP intend to adopt a child born of this arrangement and they have approval in principle from Oranga Tamariki.  In the event that they are not able to care for a child IM and IP would appoint one of their sisters and BM has indicated that she trusts their choice.  
· Both parties have sought independent legal advice in relation to the intended surrogacy arrangement. The legal advice provided for the birth parents was brief but the Committee agreed that this was not significant enough in this case to not approve the application. 

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.  


9. Application E19/08 for Embryo donation for reproductive purposes
Carolyn Mason opened the discussion for this application. The committee considered this application in relation to the Guidelines on Embryo Donation for Reproductive Purposes and the principles of the HART Act 2004.

Issues discussed included:
In this application for embryo donation the donor couple have agreed to donate their two remaining embryos created through IVF treatment to the recipient woman.  RW initially approached DW and DM via mutual friends with her request to use their embryos in treatment. While the donor couple have declared they felt pressure at RW’s initial approach they are now able to make their decision freely to donate to her.  The counselling reports have explored this is some detail and the donor couple’s counsellor’s professional view is that their agreement to donate is informed, considered, and made freely, without influence of an earlier sense of pressure. The counselling reports are excellent as they make clear why the donor couple initially felt pressured and they also make clear that issue has been resolved for the donors.   Additionally, they make clear the applicants recognise the importance of keeping their mutual friends out of the middle of their plans around the intended arrangement. 


The donor couple have two children and consider that their family is complete.  The counselling report for the couple states that they view their daughters’ needs as one of the most complicated aspects of the donation.  They have told their daughters about their conception with the help of IVF, and also that they may donate the embryos that remain to someone else.  At the joint counselling session the counsellors observed a clear sentiment for the children to have open access to any of the parties involved in the intended arrangement and saw that the donor couple and RW see this as a right of the children.  The donor couple and the RW have expressed hopes that the children might start to have regular contact in the future and the opportunity to form their own relationships with each other as well as the adults.  The donor couple’s main concern about the donation seems to be the interests of their children and they have thought about this carefully in relation to the donation.  The discussions had with the recipient woman in the joint counselling session clearly illustrate this as a main focus.

RW was born overseas and is a New Zealand resident.  She intends to travel to her country of birth in the future but anticipates that New Zealand is ‘home’ in the foreseeable future.  She has, over time, had to reconsider her views on wanting to parent with a partner and is now willing to parent as a single mother.  She does not see a genetic link as being essential to being part of a family nor as a determinate to her capacity to love a child. She has expressed a gratefulness “beyond measure” to the donor couple.  Counselling sessions have covered the chances of successful treatment and RW has stated that she understands that neither a pregnancy nor a child are guaranteed. 

It appears that RW is healthy and well. Her medical report notes the important considerations for RW and the potential child in any pregnancy she may carry.  The medical report further notes that given RW’s advanced maternal age that medical and obstetric risks are increased.  A letter from her obstetric physician is included with this application and while they note increased risks such as RW developing preeclampsia and an increased risk of her developing gestational diabetes, the specialist sees no reason to advise against a pregnancy for RW. 

The counselling sessions have also canvassed the HART Act requirements for information sharing, the donor register held by the Registrar of Births, Deaths and Marriages and kept in the HART Register, and the recording of RW as legal parent on the child’s birth certificate.  Both the donor couple and RW have sought independent legal advice and the issues have been discussed at those sessions.  

The legal report for RW also states that the issue of termination of pregnancy was discussed during counselling sessions, and that the RW is aware that any decision on in relation to termination would be hers to make and that the donor couple are fully supportive of her views in this regard. 

It wasn’t clear to the Committee how long the recipient woman has been in New Zealand and it queried whether she might return home in the near future.  However, it was suggested that her work focus here in New Zealand would likely keep her in the country for the foreseeable future.  She seems to have put down roots in New Zealand.  The donors understand the recipient woman’s situation.

Decision
The Committee agreed to approve the application.



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

At this point Iris Reuvecamp left the meeting and Carolyn Mason chaired the meeting starting with application E19/07.


10. E19/07 for Creation of embryos for reproductive purposes, from donated eggs and donated sperm
Freddie Graham opened the discussion for this application.  The committee considered this application in relation to the Guidelines on the Creation of Embryos, for reproductive purposes, from donated eggs and donated sperm and the principles of the HART Act 2004.

Issues discussed included
· The Committee agreed that this appears to be a straightforward application. 
· In this application for the creation of embryos from donated gametes the egg donor who is a longstanding friend of the recipient woman since childhood has offered to donate her eggs, and the recipient woman has selected the sperm donor who is a clinic donor after viewing his profile. 
· RW has had two unsuccessful IVF treatment cycles using her own eggs. She has been advised that she has reached an age where treatment using donated eggs will significantly improve her chances of having a healthy pregnancy.  She has recently seen an obstetric physician and that specialist’s report is included with this application.  The report notes that they have discussed the potential complications of pregnancy at an advanced maternal age along with how they might be managed.  The specialist is supportive of RW carrying a pregnancy should treatment be successful.  
· ED has had the egg collection process and associated risks explained to her and she still wishes to go ahead with the donation.  It appears that ED is healthy and well as her brief medical report does not raise any points of concern.  The medical report for SD states that he was diagnosed with an illness at the time the clinic was freezing his sperm that he was later successfully treated for.  Medical opinion is that there is not genetic component to the illness and that the absolute risk is 6-10 per 1000 of relatives getting this.  
· In individual counselling sessions ED and SD have been informed by their counsellors that any embryos that RW does not use cannot be donated to another person/couple and that they can vary the agreed terms of donation and withdraw consent to donation. 
· Both donors have expressed a willingness to meeting the potential child and have declared that they are open to the child/ren born of their donation knowing about the role that they played in the child’s conception. ED expects that she will have some ongoing contact in the context of her existing relationship with RW and that she would be seen socially as an aunty to the child/ren.  RW has stated that she intends to be open with any child born of this arrangement as age appropriate.  She has viewed books and resources that can help a parent talk with their young child about donor conception.
· RW also describes a close family network who will be supportive of her in during any pregnancy and in parenting, both in practical and emotional ways.
· Counselling sessions have also addressed the possibility that the treatment is not successful and RW has acknowledged the uncertainties and emotions involved in such a process.  She believes that she has the resilience and support to manage further treatment.

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.  


11. E19/06 Application for Surrogacy involving an assisted reproductive procedure.
Michele Stanton opened the discussion for this application. The committee considered this application in relation to the Guidelines on Surrogacy involving an assisted reproductive procedure and the principles of the HART Act 2004.

Issues discussed included
· The Committee’s main concern in relation to this application was the stated risks to the birth mother in any surrogacy pregnancy she may carry.  An obstetric physician’s report submitted was supportive of her being a surrogate despite the risks. 
· Despite the specialist report being supportive of the birth mother acting as a surrogate the Committee noted a number of concerns stated in relation to the well-being of the birth mother, her BMI, her smoker status, a previous medical condition that led to her being in intensive care, and current medication for a medical condition.  
· The Committee agreed that the medical risks are significant and that the birth mother is not entering into carrying a pregnancy for any benefit to herself.  
· One of the medications the birth mother is on has been invariably reported to have an increased risk of cardiovascular abnormality in offspring.  The intending parents are aware of this and have accepted this.  Regardless, the Committee has an obligation to consider the best interests of the child too.  The Committee further noted the specialist’s view that although the birth mother is on a certain medication that poses certain risks, a caesarean section delivery could manage the potential risks. However, the Committee queried what might happen in the event that labour happened at 36 weeks and the additional problems such a scenario would raise.
· The specialist has stated in her report that she does not “feel that the pregnancy would pose a significant risk to her (the birth mother’s) life”. However, the fact that the birth mother may survive is not the only issue. 
· The Committee noted the specialist’s comment that “I do not think that she’d be at any increased risk of severe morbidity or mortality due to pre-eclampsia”.  The issue for the Committee relates to the potential child and the Committee again noted its obligation to also consider the potential child’s health and well-being. 
· The Committee acknowledged that surrogacy is ethically and legally complex and involves risks for the adult parties and resulting children. In any surrogacy case, there are risks to a surrogate’s health and wellbeing associated with pregnancy, childbirth and relinquishment of a child to another person or couple. 
· The ACART guidelines therefore require ECART to be satisfied that there is a need for surrogacy, and that the proposal is justified in light of the associated risks.  While the Committee agreed that there is a medical need for surrogacy in this case, it agreed that approving a surrogacy arrangement for any birth mother who would qualify for care at a high-risk clinic, as in this case, seems difficult to justify.
· The Committee’s approach not to approve this application is consistent with purpose (a) of the HART Act: to secure the benefits of assisted reproductive procedures for individuals and for society in general by taking appropriate measures for the protection and promotion of the health, safety, dignity, and rights of all individuals, but particularly those of women and children.

Decision
The Committee agreed to decline this application with reliance on principles (a) and (c) of the HART Act 2004.  

Principle (a): the health and wellbeing of children born as a result of the performance of an assisted reproductive procedure or an established procedure should be an important consideration in all decisions about that procedure. 
Principle (c): while all persons are affected by assisted reproductive procedures and established procedures, women, more than men, are directly and significantly affected by their application, and the health and wellbeing of women must be protected in the use of these procedures. 



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





12. Application E19/05 for Surrogacy involving an assisted reproductive procedure
Mary Birdsall opened the discussion for this application. The committee considered this application in relation to the Guidelines on Surrogacy involving an assisted reproductive procedure and the principles of the HART Act 2004.

Issues discussed included:
· The intending mother was born offshore but has been a long-term resident of New Zealand. She has a history of severe endometriosis at the severe end of the spectrum. IM and IP have already had two IVF cycles, three embryos transferred to date without success and two embryos remain.  As part of IM’s severe endometriosis, she was thought to have cancer and was admitted for a work up as and as part of that work up had some fluid drained which resulted in complications and significant sepsis, a laparotomy and her being significantly unwell. She needed TPN and it is unclear from the medical report whether she is still taking this but her weight is said to be increasing.  She has also had further complications as the result of a long hospital stay.  However, the medical report states she would be expected to have a normal life expectancy.  In any event, the Committee noted that there are two intending parents in this application and a supportive network of people and that the child would continue to be loved and cared for within a supportive family in the event that the intending mother was no longer able to care for a child. 
· The intending mother’s obstetric report notes that her disease is so bad that were she to become pregnant then it may not be possible to perform a caesarean section delivery. There is a valid indication for a surrogate in this case. 
· The intending parents and birth parents in this application initially met via social media and subsequently they have met in person and discussed their views on several occasions.  They describe a shared view on life and a common ground as a result of similar upbringings and the comment is made that the intending parents have been careful in choosing a surrogate and they wish to pursue this arrangement with the birth mother because of the close connection they feel they have with her. 
· The birth mother and her partner have children and consider their family to be complete.  The birth mother has delivered once without complication and her subsequent pregnancies have been delivered by caesarean section. The birth mother has a past history of depression and has been on medication and seen a specialist in the past and used both to her benefit and she feels confident about her long-term mental health.  A supportive letter from her GP is included with the application that details a work up and low score on a standardised and well-recognised depression scale.  Two supportive letters from two obstetricians are also included with this application.  The increased risk is that she has had two previous caesarean-section deliveries and that would increase her risks of having an abnormally adherent placenta.  
· All parties live in different cities and the women are in frequent communication by phone, text and social media, they share similar values and intend to have an open yet ‘arm’s-length’ relationship long term.  The birth parents have come up with an age appropriate story to tell their children about the intended arrangement.  
· The legal reports are well-written and cover off the legal issues associated with this arrangement. The intending parents intend to adopt any child born of this arrangement and Oranga Tamariki has approved an adoption order in principle. Testamentary guardianship has been arranged along with life insurance cover for the birth mother in this 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.


13. E19/04 Application for Donation of eggs between certain family members
Freddie Graham opened the discussion for this application. The committee considered this application in relation to the Guidelines on the Donation of Gametes between Certain Family Members and the principles of the HART Act 2004.

Issues discussed included
· The Committee noted a straightforward request for the donation of eggs between certain family members.  The egg donor has offered to donate her eggs to her sister-in-law.  
· The recipient couple have had four IVF/ICSI cycles in two different IVF clinics that resulted in four good quality day five blastocysts being transferred without ongoing pregnancy being established.  The medical report for the couple states that RP has anti sperm antibodies hence the need for IVF with ICSI, and that RW had a lower than expected ovarian response at egg collection. The report suggests that her age and having endometriosis may be having a detrimental effect on egg quality and quantity. It is hoped that the donation from ED will improve both quality and quantity of eggs collected and in turn increase the chances of RW having an ongoing pregnancy.  
· The counselling reports included with this application state that the applicants share close and warm relationships with frequent communication both in person and by phone.  
· The donor couple did not include their own children in counselling sessions but the counsellors have discussed what resources are available to help them explain the donation to their children.  They are also aware that counselling support and advice is available for them and their children on an ongoing basis.  
· In individual counselling sessions ED has expressed her motivation to help her close friend and sister-in-law and RP have a child.  Counselling sessions, conducted by Skype, also canvassed the relationship the donor couple see themselves as having with the potential child/ren, and disclosure of information to the potential child about the role ED played.  Both have declared intentions to be open with any child born and ED stated that she would see herself socially as an aunt.  Both she and EP understand that they will not have parenting rights to any child born of the arrangement and ED understands that she can withdraw her decision to donate at any time up to the point at which embryos are created.  
· The medical report for RW and RP describes them as being healthy and well with no medical history of note.  RW has had the risks of pregnancy explained to her and once a pregnancy is confirmed their physicians would encourage RW and RP to consider obstetric care.  

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.


14.  Application E19/03 for the Creation of Embryos, for Reproductive Purposes, from Donated Eggs and Donated Sperm
Paul Copland opened the discussion for this application. The committee considered this application in relation to the Guidelines on the Creation of Embryos, for Reproductive Purposes, from Donated Eggs and Donated Sperm and the principles of the HART Act 2004.

Issues discussed included
In this application for the creation of embryos from donated eggs and donated sperm the recipient woman wishes to use donations from two clinic donors. 

The Committee is not told anything about the extent of the syndrome the recipient woman has but the Committee noted that the syndrome can make pregnancy dangerous.  The Committee also noted that the applicant’s inability to use a surrogate is the biological link requirement in the current guidelines may result in a woman who has to carry a pregnancy despite not being 100 percent healthy herself. The Committee noted however that the counselling report indicated that the recipient woman is very keen to carry a pregnancy herself and it appears that she is informed about the risks for herself and is keen to continue. 

The Committee agreed that the lack of information before it about her syndrome and the specific features it has in her individual case makes it hard for the Committee to come to a conclusion about her suitability to carry a pregnancy in the context of its consideration of principles (a) and (c) of the HART Act 2004. 

The Committee noted the recipient woman’s history of bilateral vertebral artery dissection due to neck manipulation associated with a right subclavian artery dissection which resulted in her having a stroke. If this has already happened with neck manipulation this may indicate that she has more compromised arteries than other women with the same syndrome and the Committee would like the recipient woman to see either a cardiologist or vascular surgeon and to ask them to comment on the risk to her life and her potential child’s life should she carry a pregnancy. 

It was also unclear to the Committee whether both donors have been fully informed about the recipient woman’s condition and whether they understand the increased risks to the child in any pregnancy she may carry due to her condition. It would be good to know that they are fully informed and agree to the conditions. 

The Committee noted the recipient woman’s understanding at section 7.20 that she could not foresee a circumstance where she would have a termination of pregnancy and that she would take the advice of medical staff at the time. The Committee noted its concern at this comment given that a pregnancy once established would be a high-risk pregnancy and a termination may become necessary to save her life vs. the life of her child. This seeming lack of awareness raised the question of whether she is making an informed decision about carrying a child or whether she is aware that this is her only option for starting a family given that she cannot have a surrogate.  It is noted that the issuance of interim guidelines by ACART which is understood to be likely to occur later this year might provide the woman with other options. 

In relation to testamentary guardianship the Committee is told that she has appointed a family member to care for her child in the event that she cannot care for the child herself and this seems a bit vague in the context of this application given that it would involve the high-risk pregnancy of a single woman. 

Decision 
The Committee agreed to defer this application to request further information to more accurately assess the risk to the recipient woman in any pregnancy she may carry and therefore the risk to the potential child and to know that risk has been discussed with the recipient woman and with the donors. 

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


15. E19/02 Application for Donation of sperm between certain family members
Michele Stanton opened the discussion for this application. The committee considered this application in relation to the Guidelines on the Donation of Gametes between Certain Family Members and the principles of the HART Act 2004.

Issues discussed included
· The key issues for the Committee in its consideration of this application were intergenerational issues and whether there was any coercion.
· In their counselling sessions RW and RP and SD have talked about their recognition of altered genetic and social relationships in that a genetic father becomes a social brother and a biological grandmother becomes a social mother.  SD has expressed that he acknowledges that the intergenerational aspects are complicated and that he would like to be known as a brother to the child/ren up to the time they turn 18 years old when they will learn that he is the biological father.  During implications counselling he has stated that he believes that societal reactions to the donation would not be detrimental to any resulting child as he believes that society is becoming more liberal in its views.  RW and RP too recognise the altered genetic and social relationships and they would wish to have multiple children using the same donor, so that any resulting children would not be alone in this unique situation.  
· Implications counselling has raised the issue of the well-being of the child being dependant to a degree on the acceptance of the intended arrangement by close family members and the reaction of broader society including teachers and friends. They have declared intentions of not being open about SD’s role in the child’s conception with SD’s sister and RP’s daughter as they do not believe that she will maintain confidentiality.  There are no immediate plans to tell other close family members as SD would prefer that family members see the resulting child as RW and RP’s and not his.  All parties agree that they would intend to tell others at a later date when they are comfortable that doing so would be in the best interests of the child. RW and RP have declared that they would tell the child at the same time as they tell extended family. 
· RP and RW reside permanently in New Zealand and intend to raise their children here.  SD is currently living overseas with intentions to travel but states that he would return to New Zealand frequently so that he can maintain a relationship as brother of the child/ren.   
· The intergenerational issue was accepted with the Committee noting that it used to be not uncommon for parents to adopt the children of their children and raise them as their own and have the child treated as a sibling of the parent.  
· The attitude toward ‘openness’ however, is of concern to the Committee.  
· The ACART guidelines state that children born of ART arrangements should be made aware of their genetic origins and should be able to access information about those origins, but they don’t state that awareness should be raised earlier in life.  The Committee noted however, that it has the discretion to not approve an application it believes will not be in the best interests of the child.
· The Committee noted that social science research indicates that it is in the best interests of the child to be told about his or her genetic origins from an early age.  The Committee would like to note in any decision letter that it has concerns about the lack of openness and the risks associated with revealing the information when the child turns 18 years old based on the evidence that currently exists in this area.

Decision
The Committee agreed to defer this application to provide more readings from the guidelines that stress the importance of openness in terms of the best interests/welfare of the child and to include links to additional information on how important openness is, and to then provide the applicants with the opportunity to come back with further information.

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


16. Application E19/01 for Surrogacy involving an assisted reproductive procedure
Jude Charlton opened the discussion for this application. The committee considered this application in relation to the Guidelines on Surrogacy involving an assisted reproductive procedure and the principles of the HART Act 2004.

Issues discussed included
· In this application for surrogacy the intending parents intend to have IVF treatment to create embryos for transfer to the birth mother who has offered to carry a pregnancy for them.  A single embryo transfer is planned, and the applicants have agreed that BM will have up to three transfers if the first two are not successful before reviewing with specialists whether to have further treatment.  
· The intending parents have one child who was conceived spontaneously.  Since the birth of their child they have experienced secondary infertility and IM has had a number of pregnancy losses including with the help of IVF fertility treatment.  Surrogacy is now likely to offer them the best chance of completing their family. 
· BM has four children including one who has been diagnosed with a developmental delay that has a genetic cause.  However, BM will not contribute her eggs in this surrogacy arrangement.  The important considerations for BM in any future pregnancy she may carry have been assessed and she will be referred for obstetric care once she is pregnant in view of her having a history of pre-term labour and threatened pre-term labour.
· IM and BM have known each other for some years now.  The counselling report for BM notes their relationship is not described as a close friendship but they have had frequent indirect involvement in each other’s lives since they first met. The joint counselling report observes a “relaxed and fun friendship underpinned by strong mutual respect”.  The relationship that IM and BM have fostered and the implications counselling they have had suggests that they intend to safeguard the wellbeing of a child born of this arrangement They have declared intentions of being open with the child about the role that the BM played and indeed.  BM’s children are aware of the intended arrangement and the eldest two have attended.  Counselling sessions have also included discussion on dispute resolution, and they are aware of the external support services available should the need arise.
· The counselling sessions have canvassed the implications of the intended arrangement including plans for treatment, any pregnancy and birth, the possibility of challenging outcomes such as unsuccessful treatment, and termination of pregnancy.  BM is aware that any decisions in relation to the pregnancy are legally hers to make and in joint discussion both parties have agreed that they would agree to a termination should BM’s health be at risk.  IM and IP will cover the cost of life insurance for BM during any pregnancy and for three months after the birth.  BM’s ex-partner has assured her that he will provide additional support with parenting during a pregnancy.  
· Both couples have sought independent legal advice and are aware of the legal issues involved in a surrogacy arrangement although the report submitted for the BM is brief.  Counselling reports note that BM understands that she will be the legal mother of the baby at the time of birth and she has declared she will support IM and IP’s intentions to transfer parenting rights through the adoption process.  IM and IP intend to adopt a child born of this arrangement.  They have applied to Oranga Tamariki for an adoption order which has been approved in principle. 
· Both parties in this application are of European descent and have stated that they are comfortable with the counselling provided and believe that it has been culturally appropriate.
· The Committee noted that the intending parents intend to support the birth mother both financially and practically.  The legal report for the intending parents contains a potentially misleading comment that they can pay “reasonable expenses arising from the pregnancy”. The Committee agreed that in any decision letter to the applicants it would remind the applicants what the HART Act states in relation to valuable consideration/reasonable expenses within a surrogacy arrangement. 
· The counselling report for the birth mother notes that she has faced significant challenges in her life and has in the past taken medication at certain points. The counselling report notes that she knows what help is available and that she has been asked to provide a letter from her GP that can attest to her being mentally stable to carry a pregnancy.  This letter has yet to be submitted to ECART. The Committee would like to see this letter before it makes a final decision on the application. 

Decision
The Committee agreed to defer this application to request a copy of the letter from the birth mother’s GP that comments on her mental health.  

The Committee agreed to consider any response in between meetings. 

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








Correspondence

Response received in between meetings for E18/124 
The Committee agreed to defer this application at the December meeting to seek the intending parents’ view on whether they would accept a child born with a disability and to have confirmation that this has been discussed at each counselling session, that any issues that are identified as requiring joint discussion are followed up on in the joint counselling session and recorded in the joint counselling report.  

The counsellor responded to confirm that the parties have discussed whether the intending parents would accept a child born with a disability in and outside of counselling sessions.  The intending parents have declared that they would accept a child born with disabilities, adopt and raise the child.  There has been discussion and agreement between the parties that they may terminate a pregnancy if an underlying condition in the child is found but if the child is born with a disability he or she would still be accepted and welcomed as a part of the intending parents’ family. 

The Committee agreed to approve this application.  

Provider Query
Question about whether embryos created from a within family gamete donation can continue to be used within the 10-year lawful storage period and without the need for a further application to ECART to extend the three-year approval period.  

ECART noted the secretariat response to the clinic that suggested that the assisted reproductive procedure being approved in such applications was the within family gamete donation itself and not the transfer of embryos to the recipient, which would be an established procedure. 

Clinics still however need to notify any substantive changes in circumstances such as the birth of a child to the Committee. 

Action
Secretariat to respond to the clinic noting the above. 

ACART intention to issue interim guidelines
Email between ECART and ACART secretariat noting ECART agrees with ACART’s intention to issue interim guidelines.  

Provider query 
A provider had asked whether applicants were able to attend the meetings and address the Committee with respect to their application, in light of a recent case where this had occurred.

ECART noted that this case was a review of an earlier decision.  It had decided that it was appropriate in the context of that particular case to allow the applicants to address the Committee.  However, this was an exception to the general rule that the Committee considers the applications before it on the papers.  Applicants are invited to make written submissions should they wish to do so.  However, ECART did not think it was appropriate to invite applicants to address the Committee as a general rule and was concerned that this would fundamentally change the process and the way in which it considered applications.

It was noted that the dates of ECART meetings are published on the ECART website, and that the meetings are open to the public.  There is therefore nothing preventing applicants from attending the meetings.  However, the majority of the Committee favoured an application of the terms of reference that meetings of ECART are open meetings in so far as they relate to the discussion of broad issues, particularly if ECART is reviewing human reproductive research, but are closed when necessary to ensure the privacy and confidentiality of participants.  The majority view of the Committee was that it was not appropriate for its consideration of applications to be held in open session, due to the level of personal detail in the applications (albeit that these are anonymised).  It also noted that holding these in open session might impede its ability to have a free and frank discussion about the applications.  The counter argument that was raised and discussed was that ECART makes robust and considered decisions, and that the terms of reference clearly advocated for openness and accountability for decision-making by the Committee.  The Committee noted that minutes of its meetings, and the reasons for its decisions, were made publicly available, and that this addressed, to a large extent, the principle of accountability to the public.


Review of Terms of Reference
There was a discussion about whether, in the context of a review of the Terms of Reference, consideration should be given to clarifying the issue of the attendance of applicants and/or the openness or otherwise of its meetings.

There was also discussion about whether it would be possible to amend the Terms of Reference to allow for more days to be claimed with respect to preparation for and attendance at ECART meetings pending a formal review of the fees structure by the State Services Commission. 

Action
Find previous version of the proposed revisions to the Terms of Reference; circulate these to the meeting for further review and comment; consider amending the Terms of Reference with respect to the provisions relating to open/closed sessions; consider amending the Terms of Reference to increase the number of days that members can claim for pending a formal review of the fees structure by the State Services Commission. 

Meeting close
Confirmation of 9 May 2019 meeting date in Christchurch.
[bookmark: _GoBack]Confirmation of ECART member in attendance at next ACART meeting on 12 April 2019 in Dunedin (Dr Paul Copland).  
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