[bookmark: _GoBack]Minutes of the Seventy-ninth Meeting of the Ethics Committee on Assisted Reproductive Technology

7 November 2019


Held on 7 November 2019
at the Rydges Wellington Airport, Wellington

	
In Attendance
Iris Reuvecamp		Chairperson		 
Judith Charlton		Member	
Paul Copland 		Member 
Michele Stanton		Member
Mike Legge			Member 
Mary Birdsall			Member		
Mania Maniapoto-Ngaia	Member


Calum Barrett		ACART member in attendance

Kirsten Forrest		ECART Secretariat
Joel Tyrie			ECART Secretariat


		
1. Welcome 
The Chair opened the meeting by welcoming all present and noting apologies were received from Dr Angela Ballantyne and Dr Tepora Emery. 


2. Conflicts of Interest 
Dr Mary Birdsall declares (on an ongoing basis) that she is a shareholder in Fertility Associates and has interests on a professional and a financial basis. 


3. Confirmation of minutes from previous meeting
The minutes from the 5 September 2019 meeting were confirmed.  


4. Application E19/108 for the use of sperm from a deceased man
Iris Reuvecamp opened the discussion for this application. The committee considered this application in relation to the Guidelines for the Storage, Use, and Disposal of Sperm from a Deceased Man and the principles of the HART Act 2004.

Issues discussed included:
· In this application for the posthumous use of sperm the deceased originally stored his sperm prior to treatment for cancer.  At the time the sperm was collected and stored he signed a consent form which stated “My sperm should be made available to [name of ex-partner] to be used within…. (number of years) ……of my death.  The consent form included the following standard wording “I have told this person of my request, and he/she consents to Fertility Associates contacting him/her; This person cannot transfer “ownership” or use of my sperm to another person”. 
· Since that time, he met a new partner who he subsequently married.  He and his wife were actively looking to have fertility treatment to start a family.  It is well evidenced in the application that he and his wife were intending to have children; a range of specialist letters before the Committee confirm that this was clearly their intention.  The fertility treatment was put on hold because of his wife’s condition until she stabilised.  In the meantime, he tragically and unexpectedly became ill and died suddenly.    
· His wife has now applied for use of his sperm in fertility treatment. She has indicated she is not ready to use it yet but wants to apply at this time to know whether or not she could.  
· The application is couched as being relevant to an application for the extension of storage of the deceased man’s sperm which ECART had previously considered and approved. When the application was approved ECART had advised the applicant that she would need to make an application to ECART for any use of the sperm. 
· Treatment would involve an assisted reproductive procedure as consent provisions are for the man’s ex-partner, not his wife and as such needs to come before ECART for consideration.
· The ACART guidelines that ECART must apply are now 19 years old and the only sections that are of substance and relevant in this case are: 2.2 Sperm placed in storage prior to medical intervention. Section 2.2 talks about the consent and what it extends to. The second to last paragraph states “When consent has not or cannot be obtained or where there is a request for a variation to these requirements, an application for ethical review must be submitted to NECAHR”.  It is ECART’s view that ECART is NECAHR’s successor, and that the requirement ought to be read as an application for ethical review must be submitted to ECART. 
· The question for ECART is whether it thinks express consent is needed or whether the circumstances are such to satisfy ECART that it would be ethically appropriate to approve the application. 
· ECART noted the distinction between consent provided for the use of their stored sperm when they are alive, and consent provided for the use of their stored sperm after they have died as the person won’t be there to parent and see the child grow up. However, in this case, he had already stored his sperm when he was ill with the clear intention that, in the event of his death, his then partner would use it to conceive a child.  ECART noted that it could be inferred from that that he was comfortable with the concept of bringing a child into the world after he had died, at least in the context of an ex-relationship and, he wasn’t opposed to the use of his sperm posthumously as a matter of principle.  His wife’s account in this application to ECART is that he had also thought about putting her name on the consent form but hadn’t got round to this. 
· ECART noted that while consent at the time of collection of his sperm was for his ex-partner to use the sperm questions could be raised about whether that consent is still valid.  ECART’s view was that the fact that he hadn’t formally revoked that consent doesn’t necessarily mean that it’s still in force.  Revocation could be inferred as a result of his new relationship/marriage. 
· Further letters of support from family and friends for his wife to use the sperm are included with this application.
· The new posthumous use of gametes and embryos guidelines are some time away.  The working group appears to strongly support having very clear evidence of consent. 
· When the man banked his sperm it was at the time of his second episode with cancer.  It was felt that he would have been thinking about his mortality.  In terms of him having turned his mind to use after death the Committee considered that the evidence it had was as good as it is likely to get in these sorts of circumstances.
· The Committee discussed the possibility that his ex-partner decides she would like to use the sperm and the risk that, as an established procedure, it would not come to ECART’s attention.  However, the fertility service provider which has stored the sperm is on notice of the potential issues in such circumstances.  ECART felt that in the event that it did come to ECART’s attention the Committee would question whether the consent is still valid given the significant change in the man’s circumstances since the consent form was signed. 
· The Committee agreed that it would write back to the clinic noting that the issue of written consent to the ex-partner is an issue for the applicant and to ask whether there is any way of finding out what the ex-partner’s view is about potential use of the sperm by her and/or the man’s wife.  The reason for doing this would be to cover off the risk that the ex-partner decides to use the sperm.  It would also be useful to ask for the ex-partner’s view on what the deceased man’s thinking was at the time around willingness to have someone parent his child in the event of his death. 

Decision
The Committee agreed to defer this application.

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

Calum to have a conversation with ACART in the context of posthumous guidelines work.

Iris to have a conversation with Health Legal about the draft legal advice provided.




5. Application E19/109 for Embryo Donation for Reproductive Purposes
Michele Stanton 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:
· The donor couple have remaining embryos created from their own IVF treatment that they would like to donate to the recipient couple.  They have children born from the embryos and consider their family to be complete.
· In their individual counselling sessions, the donor couple have described their motivation to donate their remaining embryos as a desire to help a couple try to have a baby and as giving the remaining embryos a chance. 
· The recipient couple have had unsuccessful fertility treatment using their own gametes, donor gametes and donor embryos and have been advised that embryo donation offers them the best chance of starting their own family.  
· Section 3.8 of the couples’ medical report notes the donor gamete and donor embryo treatments were done offshore in a country where treatments are less successful. Fertility treatment with donor embryos in New Zealand may provide a greater chance of a pregnancy being established.    There doesn’t seem to be a medical reason why the recipient woman couldn’t carry a pregnancy at this stage.
· There are clear medical reasons given for the recipient couple for the need for embryo donation.  They have had the risks associated with carrying a pregnancy not biologically related to the recipient woman explained to them along with the ways in which the risks can be managed.   
· The way in which the parties met and the way in which their relationship has developed. Once the ECART application process has finished they would look to close any social media link so that the recipient couple can keep their privacy.  They have, at the same time, declared that they would like relationship to continue and this is motivated by meeting the needs of both the donor couples’ children and the potential child/ren. Both couples are aware of the requirements of section 47 of the HART Act and know that their identities and those of any children born of this donation will be recorded on the donor register held by the Registrar.
· At the joint counselling session, the donor woman disclosed a family history of mental illness and the recipient couple acknowledge their understanding that there is a chance of heritability, they accept the risk and would, with this knowledge, be able to identify early warning signs to seek support early. 
· Both couples are aware of the recipient woman’s legal right to make any decisions about the pregnancy.
· Both couples have sought independent legal advice and the legal issues have been discussed at those sessions. In this application ECART noted the change in relation to police vetting for recipients of embryos.

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 E19/110 for Embryo Donation for Reproductive Purposes
Mary Birdsall 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: 
· The donor couple wish to donate their remaining embryo created through IVF treatment to the recipient woman who has tried numerous cycles of donor insemination and a cycle of IVF treatment without success and subsequently has been on the waiting list for donor embryos. The Committee acknowledged that her fertility journey has been long and challenging and that she appears committed to having a child.  
· She was selected by the donor couple from her clinic profile as a potential recipient. They chose her because they shared similar values and lifestyle. 
· The recipient woman has been seen by her obstetric physician twice where she has had the risks of pregnancy clearly outlined to her and a management plan is in place if she does become pregnant involving high-risk care and she understands the increased risk of her developing pre-eclampsia.
· The Committee queried the likelihood of her lifestyle influencing the pregnancy negatively and noted that it would be likely that she would be advised by her medical care providers to lessen her current regimen and also on ways to monitor her health throughout any pregnancy.     
· The donor couple’s eldest child was conceived with the help of IVF treatment, then they had other children conceived spontaneously and they now consider their family is complete. They have one embryo available for donation. 
· Both parties have had implications counselling where they all expressed a desire for the best interests of the existing children and the potential child to be front and centre and, for there to be an ongoing relationship and transparency with ongoing contact. 
· Both parties have sought independent legal advice and the recipient couple have had police vetting in line with the ACART guidelines requirement. 
· One aspect of this application that the clinic had concerns about was the arrangements for the potential child in the event of a pregnancy being established and the recipient woman experienced ill health or in the event of her death given that she would be a single parent.  The Committee was reassured to see in the application that the donor couple have been shown her medical reports from the obstetric physician and understood the risks of pregnancy. 
· The Committee would like to see more information about the future arrangements for the care of the potential child.   
· The Committee noted that the recipient woman falls outside of the range of what are considered natural child-bearing years and, should a child be born of this donation when the child reaches young adulthood, the recipient woman might not be alive.   At the same time, the Committee has considered applications in the past where people are terminally ill or are likely to become ill within a potential child’s childhood and, as long as there were supports in place, has approved those.  Technology is used in many ways to extend our natural capabilities and the question was raised about why fertility treatments should be restricted to natural child-bearing years.    
· This committee is charged with looking at the impact on the child and children born to men and women who are well beyond their natural childbearing years could mean the chances of them being around and actively engaging in the child’s upbringing will be less.  Drawing the line at natural childbearing years could protect the best interests of potential children. The Committee noted that the American Society of Reproductive Medicine have issued guidelines around advanced maternal age and when it is ethical to refuse treatment.  Their view is that it is ethical for a clinic to refuse treatment with advanced maternal age although they don’t specify what that age is.
· The recipient woman has made arrangements for testamentary guardianship of the child should she not be able to parent herself.  
· The Committee noted that there are many examples of grandparents raising their grandchildren without impact on the best interests of the child. 

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 advice.  


7. Application E19/111 for Embryo Donation for Reproductive Purposes

Mike Legge 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 the donor couple have remaining embryos created for their own IVF treatment that they now wish to donate to the recipient couple.  They consider their own family to be complete. Their child has a condition that is common, and eminently treatable by avoiding certain medications and foods.  There is a strong possibility that the potential child will have the same condition.  Given the ethnicity of the women in this application the Committee noted that the child should also avoid certain herbal medicines.  The incidence of the condition in the country where the donor woman is from is 14% of males.  
· Both parties have had implications counselling and appear to be motivated for the intended donation to happen should ECART approve this application.   
· The recipient partner has children from a previous relationship who are aware of the intended arrangement and who are comfortable with it.   
· The stated risk of a child being born with down syndrome is correct, but the actual risk of a chromosomal abnormality is 1 in 66 and the recipient couple should be made aware that there may be other chromosomal abnormalities (e.g trisomy 13 and 18), given the donor woman’s age at the time the embryos were created.  
· The relationships between the applicants is a long-standing and positive one and appears to protect the best interests of all including existing children and the potential child. 
· The Committee noted the age of the donor couple’s child and discussed whether it might recommend that they wait a few more months before confirming their decision to donate. It appears that they consider their family to be complete but given the donor woman’s age, the option of creating more embryos in future, should they change their minds, could be limited.  From the donor point of view there is no need to confirm a decision despite possible pressure from the recipient couple and it could possibly be in their best interests to wait a few months.  
· At the same time given the cultural connection the donors may perceive the donation as the right opportunity for them to donate.  The reports also note the donor couple had intended to discard the embryos and are now offering them up to the recipient couple as they don’t want to use them themselves. 

Decision
[bookmark: _Hlk20217579]The Committee agreed to approve this application with the recommendation that the donor couple consider waiting for six months to be sure that they are happy with the decision to donate.

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


8. Application E19/112 for Surrogacy involving an Assisted Reproductive Procedure
Paul Copland 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:
· The intending parents in this application have a child who was conceived and delivered without the need for fertility treatment before the intending mother became unwell.  Their vision for a family has long included two children. 
· The intending mother’s illness and a relapse of the illness after her first child means that she potentially shouldn’t carry another child.  
· Section 3 of the medical report for the birth parents focuses on the birthing history of the birth mother but doesn’t provide the Committee with an indication of her general health.  The Committee can assume she is in good health and that any relevant factors for the Committee to consider have been stated.  However, the counselling reports provide some self-reported difficulties she faced during her own pregnancies which meant she lost weight and the Committee discussed whether it might need more information about her medical status to help it determine whether she is an appropriate surrogate in this case. The Committee agreed that medical status is usually only mentioned if it’s an issue and the Committee was happy to accept that it has been provided with the information it needs to consider in the reports.  Perhaps of more relevance is that she had a pregnancy impacted by foetal growth restriction; this was easily managed however, and her baby was born not significantly small.   
· The birth mother declared having experienced some low risk mental health issues postnatally after one of her deliveries and declared that minor lifestyle changes alleviated the feelings without the need for counselling or medication.  
· The connection between the applicants is that the men are close and long-standing friends.  It doesn’t seem that there is a sense of obligation on the birth mother and it appears that she genuinely wants to help the intending parents. 
· Both parties have had implications counselling and the reports discuss the issues well. 
· The letter from Oranga Tamariki raises the fact that the intending mother is in remission and concludes that it supports the adoption.    
· The report from the intending mother’s fertility treatment provider’s physician on her prognosis states that she has been advised by her specialist that pregnancy is not advisable due to the possible effects of pregnancy on her having a relapse and, that supporting documentation is available if required.   Where some other reason is involved for the need for surrogacy beyond that of infertility the Committee discussed the need to view the specialist’s report to confirm the requirement for a medical need for surrogacy.  Some of the literature suggests that the illness that the intending mother has had is not necessarily a reason to preclude pregnancy.  The Committee noted that in this woman’s case there may be a strong reason why it would recur, but it would like to see the report from her specialist that confirms this.    
· The Committee noted that the medical report for the intending parents states that they met with their fertility doctor in June 2017 and the report is signed August 2019.  The Committee agreed to query the date given: to ask whether the couple were seen in 2017 and, if so, to request an updated medical report.  In any event, the Committee would like a copy of the supporting documentation from the haematology specialist referred to in the report and updated details in terms of her current health status and prognosis. 

Decision
The Committee agreed to defer this application. 


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


9. E19/113 for Surrogacy involving an assisted reproductive procedure
Mania Maniapoto-Ngaia 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:
· The intending parents have had numerous cycles of fertility treatment including the transfer of a number of embryos with no ongoing pregnancy established.  The couple have been advised by their medical specialist to consider surrogacy.
· The birth mother and intending mother in this application are sisters and have a strong relationship.  The intending parents intend to actively support the birth parents if treatment is approved and a pregnancy established. The birth parents have been appointed testamentary guardians to a child born of this arrangement and have declared that they would accept the child into their own family in the event that the intending parents could not care for the child.  
· The birth mother and intending mother are described as having an excellent understanding of the considerations and implications of a surrogacy arrangement. 
· The birth parents have children and state that they have completed their own family.  Their two eldest children have been told about the intended arrangement and know that their mother would potentially be carrying their cousin, not their sibling.  
· The medical report sets out the risks to the birth mother in carrying a pregnancy.  It notes her previous pregnancy and delivery history noting her deliveries have become more rapid.  A hospital birth has been recommended but plans are in place should it become apparent that this is not possible, and the risk has been managed. 
· Counselling sessions have also canvassed information sharing, dispute resolution, and relinquishment of the baby.   Decisions around pregnancy have also been discussed, bloods will be taken a few weeks into any pregnancy and the parties will decide how to proceed if any abnormalities are identified.  A syndrome in the women’s family has influenced their perspectives on disability and the possibility of termination due to foetal abnormality.  However, the IPs have also declared that they would accept, without hesitation, a child born with an undetected abnormality.  
· Both couples have sought independent legal advice and are aware of the legal issues involved in a surrogacy arrangement.  They understand that the birth parents will be the legal parents at the time of the birth and the birth parents have declared they will support the intending parents’ intentions to transfer parenting rights through the adoption process. A letter from Oranga Tamariki approving an adoption order in principle is included with 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.  


10. Application E19/114 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 for Surrogacy involving an Assisted Reproductive Procedure and the principles of the HART Act 2004.

Issues discussed included:
· This application is for surrogacy involving an ARP with donated eggs from the intending mother’s sister. The intending parents have one child and the intending mother cannot carry a further pregnancy as a result of medical treatment for illness following the birth of their child. They need both a surrogate and an egg donor to help them complete their family. 
· The egg donor has not completed her family and has been made aware of the risks of egg donation to her own fertility.  Embryos have been created from her donated eggs and the intending partner’s sperm and are lawfully stored.  
· The birth parents are long-standing friends of the intending parents. They have children together and consider their family to be complete.  The birth mother has described her previous pregnancy and birthing history as uneventful. She has had the risks of carrying a surrogate pregnancy discussed with her and any risks will be managed with a single embryo transfer and antenatal care.   
· There has been discussion about the birth plan, delivery and recovery for the birth mother who understands that should a pregnancy be established it could be different from her other pregnancies.  
· Both parties have sought independent legal advice and understand the legal issues including the provisions of the HART Act in relation to compensation.  The reports do not note whether arrangements have been made for testamentary guardians in the event that the intending parents could not care for the child nor do they note whether discussion was had about the need to update or make new wills. 
· The intending parents intend to adopt any child born of this arrangement, both couples understand the adoption process and a letter from Oranga Tamariki approving an adoption order in principle is included with the application.  
· Ongoing contact is expected between the parties as relationships are well-established and longstanding and appear to safeguard the well-being of all including the potential child.   All have declared a willingness to be open about the roles the egg donor and birth mother played.  Support for both couples from family and friends appears to be in place. 
· The Committee noted that the statistics for the illness that the intending mother had show five-year survival as 63%.  The Committee noted the intending mother had a recurrence around three years ago and agreed that it would like to request a note on her prognosis. 

Decision
The Committee agreed to approve this application subject to confirmation that consideration has been given to: testamentary guardianship in the event that the intending parents could not care for the child and the updating or making of wills.  The Committee also seeks confirmation of the current health status of the intending mother and whether she is considered to be cancer-free. 

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


11. Application E16/44 for extension of approval for embryo donation for reproductive purposes
Michele Stanton opened the discussion for this request.  The committee considered this request in relation to the Guidelines on Embryo Donation for Reproductive Purposes and the principles of the HART Act 2004.

Issues discussed included:
· This is a request to extend an approval of an embryo donation application first approved in 2016 following a deferred decision to receive a specialist report for the Committee to consider in relation to whether embryo donation was the most appropriate option for the recipient couple.  The specialist report adequately addressed the Committee’s request and ECART approved the application. 
· Two embryos remained stored and the recipient couple seek an extension to use the remaining embryos in treatment so they might complete their family. They have one child born of the donation.  The recipient couple have attended recent medical and counselling sessions and changes since the application was approved by ECART include the birth of their child, and a diagnosis of a condition for the recipient mother for which she is receiving treatment. 

Decision
The Committee agreed to approve this request.

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


12. [bookmark: _Hlk20227725]Application E19/81 - response to deferred decision for Surrogacy involving an Assisted Reproductive Procedure
Mike Legge introduced this response.  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:
· This application was first considered in September 2019 and the Committee deferred the application due to a concern about the medication the birth mother is on, a strategy for her to come off the medication and, what intended management was in place for her throughout any pregnancy she may carry and also postnatally. 
· The information provided in the response provides confidence that her situation can be managed, she will switch her medication and that she will have support during the pregnancy.   
· The Committee noted that it was comfortable with intended arrangement itself and that its concerns in relation to the above have been adequately answered in the response.  
Decision
[bookmark: _Hlk20227386]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.


Correspondence

E19/52 Confirmation of receipt of joint counselling report for the intending parents and birth parents in an approved surrogacy application

The Committee had requested a joint counselling session take place and an update provided when the joint counselling session had been conducted. 

At this point Ms Michele Stanton was nominated, and agreed, to Chair the meeting as Ms Iris Reuvecamp left the meeting. 


Police Vetting
The New Zealand Police have recently advised fertility treatment providers that they will no longer screen potential embryo recipients, as they do not consider them coming into contact with vulnerable children or adults. 
While police vetting is an ACART guideline requirement that ACART want to keep, ACART seeks ECART’s view on the requirement and whether ECART thinks it should remain in place.  
ECART’s view is that there should be a check on the suitability of people who are receiving donor embryos and that donors themselves would want reassurance that checks have been done.   
ECART’s view is that as the State is involved in making decisions on such donations it should use all the information available to it when it makes decisions and in this case for the protection of the potential children who will be involved. 
ECART agreed to write to ACART to say it agrees with ACART that the check should remain in place as a guideline requirement and, that ACART might wish to write a strongly worded letter to the New Zealand Police that argues why the vetting process should remain with them. 

Provider query in relation to donor country of residence
A couple based offshore who have embryos that were created offshore but stored in New Zealand when they lived here for a time may wish to donate them in New Zealand.  Their fertility treatment provider has queried what the Committee’s requirements are in relation to the couple’s residency status so that they can advise them on their options.  

ECART noted current Ministry advice in relation to the import/export of gametes and embryos. Provided fertility treatment providers act ethically in relation to the HART Act principles, HART Act requirements, New Zealand legislation and regulations and informed consent requirements, and there are no concerns from a New Zealand ethical and regulatory perspective relating to the country of origin or destination then fertility providers can facilitate the import or export of gametes and embryos. 

On this basis there shouldn’t be a barrier to this donation being made in New Zealand of embryos created offshore but currently stored in New Zealand.  

Meeting close
Confirmation of 12 December 2019 meeting date in Wellington.

Confirmation of ECART member in attendance at next ACART meeting on 13 December 2019 in Wellington. Iris Reuvecamp to attend.
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