Minutes of the Fifty-eighth Meeting of the Ethics Committee on Assisted Reproductive Technology

5 May 2016


Held on 5 May 2016 
at Wellington Airport Conference Centre, Wellington 


In Attendance
Iris Reuvecamp		Chair
Carolyn Mason		Member		
Deborah Payne		Member
Freddie Graham		Member
Adriana Gunder		Member	
Michele Stanton		Member
Paul Copland 		Member
Jo Fitzpatrick			Member
		
Kirsten Forrest		ECART Secretariat
Fox Swindells		ECART Secretariat
Philippa Bascand		Ethics Committees Manager
			 
Barry Smith			ACART Member in attendance (from 12.30pm)	


1. Welcome
Dr Adriana Gunder opened the meeting.  She acknowledged that her time on the committee had helped make her more aware of infertility issues and had given her an appreciation for their complexity.  Dr Gunder said that she admired those who go through fertility treatment and acknowledged that for some people there is no light at the end of the treatment. Dr Gunder sees merit in counselling to bring an awareness to people of the value of life without having children. She thanked the committee and as this is her last meeting encouraged ECART to continue its good work. 

The Committee welcomed Iris Reuvecamp back as Chair. The Chair thanked Dr Carolyn Mason for her contribution as Acting Chair.

The Chair thanked Dr Gunder for her contribution to ECART over the two terms she has served on the committee. 






2. Committee Business
The Chair started the meeting noting that it would be useful to, as a refresher, briefly outline the legal framework in place for ECART to consider applications; in particular the rules ECART must take into account. 

The role of ECART
Part 2 of the HART Act sets out prohibited and regulated activities. The Act also defines what activities ECART can consider and approve. 

The HART Order 2005 sets out what established procedures are and what falls outside of established procedures.  

The matters ECART needs to consider are set out in the sections 18-23 of the HART Act. 

The ECART Terms of Reference set out the procedures that ECART must operate in accordance with. 

Good decision making
Our role is to make good decisions in a legal sense taking into account the purpose and principles of the HART Act and to decline to consider an application when there is no advice issued by ACART.  In other words, ECART can only give approval when it is consistent with rules/guidelines in place. 

This is important when looking at decision making and the basis on which ECART can be challenged from a legal perspective.  There is no right of appeal.  An applicant may request that ECART reconsider an application.  Otherwise, the only avenue of challenge is by way of judicial review.  A decision is challenged in the high court and is focused on the process of decision making. The grounds of judicial review in New Zealand are Illegality, Unreasonableness and Unfairness.  

There are a number of ways a decision can be illegal including legal error. For example, the committee may make a decision that the law is x when it is y.  Also factual error or a reliance on insufficient evidence.  

Another basis for legal challenge includes the committee acting ultra vires.  ECART must act within its powers as set out in the HART Act, HART Order and its terms of reference.  

ECART can also be challenged for taking into account irrelevant matters and also for acting under direction.  ECART can seek advice from others but the decision needs to be made by ECART. 

Unfairness is the risk of a pre-determined view.  There is a need for ECART to be open in relation to every application.

Unreasonableness. If the decision “is so absurd, outrageous, or in defiance of logic that no reasonable decision-maker would have arrived at the same conclusion”, then this decision can be successfully challenged. 

If the decision is successfully challenged, the possible outcomes include that the decision will be overturned or possibly referred back.

At this point the Chair turned to talk about information and the way in which the information we create and hold can be accessed by people other than us. 

Access to information held by ECART
As part of a formal legal challenge , everything (including email correspondence specific to the decision as well as more general information relevant to the decision) is made available to the applicant and the court unless it can be withheld because it is privileged (e.g. legal advice).

Legal proceedings aside, people can make requests for information held by ECART.  The OIA works on the principle of availability – that is, that information requested should be made available unless there is good reason for withholding it.   “Good reason” is defined.  Even if there is good reason to withhold, the balancing test set out in the OIA still needs to be applied.  

Requesters of information can appeal to the Ombudsman if information is withheld. 


3. Confirmation of minutes from previous meeting
The minutes from ECART’s 3 March 2016 meeting will be confirmed after this meeting via email and following clarification of a couple of outstanding points with the committee. 


4. Application E15/114 for Within Family Gamete Donation. CLOSED DISCUSSION
Iris Reuvecamp 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. 


5. Application E16/25 for Embryos created from Donated Eggs and Donated Sperm
Deborah Payne opened the discussion for this application. The committee considered this information in relation to the Guidelines on the Creation and Use, for Reproductive Purposes, an Embryo Created from Donated Eggs in Conjunction with Donated Sperm and the principles of the HART Act 2004.



Issues discussed included:

· There is a within family aspect to this applicant as the egg donor is related to the recipient couple.  The recipient couple have had genetic counselling and have been advised to get a sperm donor due to the possibility of an autosomal condition in a future child.  
· The recipient couple have been having fertility treatment since 2010.   
· The egg donor has been made fully aware of the medical risks and the sperm donor is a clinic donor. Implications of the decision have been explained and informed consent given. 
· The recipient woman’s age and risk to her and a future child. A report from a specialist included with the application clearly state the risks to her and the child and states that they are “not small risks” and she needs to think carefully about her decision. 
· The specialist report also flags that the recipient woman’s sister had complications during pregnancy. 
· The egg donor made her offer voluntarily. The way in which she came to hear about the recipient couple’s need for an egg donor was discussed.  Her offer has facilitated the recipient couple’s need.
· The egg donor and that sperm donor are aware of the social implications of their donations.  Given that the egg donor is a family member the likelihood is that a future child will be informed about his or her genetic background. 
· The recipient couple have two teenage children and the counselling reports note that they are agreeable to the intended arrangement but chose not to attend the counselling sessions. 
· The committee was concerned that the issue of termination of pregnancy was glossed over and discussed whether to seek further information about the discussion that took place.  This is not a straightforward application because of the health risks to the recipient woman and potential child. 
· The committee was concerned about the recipients wanting to have another child at any cost when they have children already, and wondered whether the need for another child was all consuming.  The Committee note the potential risks posed to the mother and child.  The question was raised as to whether it would be useful to ask for further information from the counsellors on this point.
· Gestational diabetes is a risk for every pregnancy.  The specialist report also mentions pulmonary embolism and risks like these are more serious.  The specialist report states “I do not think that these are small risks.”  The report is related to this specific person and not generally to a woman of her age. 
· It was noted that the mother had seen an obstetric physician and still appeared to want to proceed suggesting that this is an informed decision.
· The committee noted that there is very little information about the recipient couple’s teenagers; their response was ‘reportedly’ positive.
· The committee discussed whether it would seek assurance that the recipients’ children are aware of the risks as they are considerable. How do their children feel about the possibility that their mum might become unwell?  
· Alternatively, the committee could ask whether the recipient woman has considered the level of risk to all (niece, sons, etc.) for the creation of one child.  The specialist has already outlined the risks clearly and the recipient woman still wishes to proceed regardless. 
· The committee agreed to ask for a further counselling report addressing this issue and seeking more information about the 14 year gap since the couple sought fertility treatment, the way in which the applicants have been counselled through this risk and in relation to all in this application. It was also agreed that the committee would ask the specialist to explain in more detail what she means by “no small risks” and why she has recommended that the recipient woman think more carefully in seeking more treatment. 

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.  


6. Application E16/26 for Clinic-Assisted Surrogacy with egg donation
Jo Fitzpatrick opened the discussion for this application. The committee considered this information in relation to the Guidelines on Surrogacy involving Assisted Reproductive Procedures and the principles of the HART Act 2004.

Issues discussed included:

· The intending parents in this application are an international couple resident in New Zealand. They wish to use donated eggs in this surrogacy arrangement.  A genetic link is already present within their family as the couple have had a traditional surrogacy arrangement with the egg donor who carried their first child. The couple have a new surrogate in this application as their previous surrogate has not been able to offer again for health reasons. 
· The birth mother in this application had offered to act as a surrogate in the past and the intending parents had not accepted the offer but they have now.  
· The relationships between the parties appear to safeguard the well-being of all involved – they are long-standing and close. The parties have discussed important issues around how relationships will work in the future. 
· The requirements of the guidelines have been met in regard to having a genetic link. The parties have sought independent legal and medical advice. 
· The age of the birth mother and the fact that any pregnancy she has will be her first, and her understanding of the medical risks have been covered and also what might happen if any there are any issues financially given the birth mother’s circumstances.  In terms of guardianship there has been discussion about what would happen and where the child’s guardians reside.  The parties have talked through issues and have made sound decisions. If disaster did strike the birth mother would be looked after. 
· The committee was concerned that the birth mother won’t have a conception of what might happen when she relinquishes a child.  She has a close working relationship with one of the intending parents and if anything goes wrong that could be an issue. However, the counselling reports demonstrate that she has clearly dealt with the issues well.  
· The committee wished to acknowledge that the counsellor’s documentation did a wonderful job of documenting all the issues and that this was the main reason that the committee was able to approve the application in spite of the potential issues.  

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.  


7. Application E16/27 for Clinic-Assisted Surrogacy
Carolyn Mason opened the discussion for this application. The committee considered this information in relation to the Guidelines on Surrogacy Arrangements involving Assisted Reproductive Procedures and the principles of the HART Act 2004. 

Issues discussed included: 

· In this application for a clinic assisted surrogacy the birth mother is a sister of the intending mother and the intending parents have two embryos created through IVF treatment that they will use in this procedure. 
· The relationship between the parties appears to safeguard the well-being of all involved including any child born of this arrangement. 
· The intending mother’s reason for needing a surrogate. The committee agreed that there is a genuine medical reason.   
· The parties have a clear understanding of boundaries and the birth mother has clearly stated her boundaries and expressed limits in terms of time. The committee found it reassuring that her voice is being heard. 
· Everyone is intending to be open with any child born of this arrangement.  
· The difficult issue of termination of pregnancy has been discussed in a productive way; the report has addressed the intending parents concern about the importance of the birth mother’s health and also discussed the issue of detecting any abnormalities.  
· The intending parents have indicated that the birth mother and her husband would be guardians in the event that they were to die and in this case that seems appropriate given the relationship.  


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.



8. Application E16/28 for Within Family Gamete Donation
Freddie Graham 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: 

· The reason that the recipient woman needs an egg donor. 
· The egg donor’s age and timing of her original offer to donate her eggs to the recipient couple (she has known about their situation for some time). The clinic requested that she come back for counselling when she was older and she has done that.   ED had counselling with the recipient couple prior to turning 20 years old and this has been clearly documented in the application currently before the committee. 
· The way in which the procedure of egg collection will be done at the ED’s request.  This is a slightly unusual factor but again the request and the discussion around it is clearly stated. 
· The risks to the egg donor are low.  Hyper-stimulation is the usual risk but fertility providers are good at preventing this from happening.  The risks associated with egg collection are infection and bleeding which are rare.  The risk of the procedure affecting the egg donor’s ability to conceive at a later date is low.  The risks have been explained to the egg donor and she is informed and happy to proceed with the treatment. 
· It is clear from the application that no coercion is involved. 

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.


9. Application E16/29 for Embryos created with Donated Eggs and Donated Sperm
Paul Copland opened the discussion for this application. The committee considered this information in relation to the Guidelines on the Creation and Use, for Reproductive Purposes, an Embryo Created from Donated Eggs in Conjunction with Donated Sperm and the principles of the HART Act 2004.

Issues discussed included: 
	
· The applicants are a same sex couple who need both an egg and a sperm donor.  The sperm donor in this application is a clinic donor and the egg donor is a sister of one of the recipient women.  
· The committee felt that the relationship between the recipient parents and the egg donor protects the well-being of all involved.
· The committee had no concerns about the well-being of any child born of this arrangement. 

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. 


10. Application E16/30 to Extend Storage of Sperm
The committee considered this information in relation to the Guidelines for Extending the Storage Period of Gametes and the principles of the HART Act 2004.

Issues discussed included:

· The applicant has stated that has no children and is not married but that he would plan to have children in the future.  The applicant may have incorrectly filled in the application form dates and the secretariat is going to check the clinic letter for dates – if they check out then the committee agreed to approve the application for 10 years.
· Subsequent to the meeting, the dates on the application form were checked and it has been noted that a previous application for storage was approved and storage extended to 22 November 2016.

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


11. Application E16/31 to Extend Storage of Sperm
The committee considered this information in relation to the Guidelines for Extending the Storage Period of Gametes and the principles of the HART Act 2004.



Issues discussed included:

· The applicant had his sperm stored at the age of 15.  The applicant would like to have children with his partner in the future using the stored sperm in fertility treatment. 

Decision	
The committee agreed to approve this application for 25 years.


12. Application E16/32 to Extend Storage of Sperm
The committee considered this information in relation to the Guidelines for Extending the Storage Period of Gametes and the principles of the HART Act 2004.

Issues discussed included:

· There are two applications submitted on one form in this application.  The first is for the applicant’s sperm first stored in 2006 prior to the applicant receiving medical treatment. The applicant’s brother also has sperm stored and specifically requested that it be made available to the applicant if he died.  The applicant wants to continue to store and retain the potential to have biological children using the applicant’s and brother’s sperm on basis that the applicant wants to have children and have a genetic link with the children. 
· ECART agreed to separate the application into two and consider it as two separate requests. The committee noted the applicant’s brother’s wish that his sperm is not used outside of thirty years following his death.  The applicant has requested 25 years and this request, taking into account the brother’s date of death, is within the 30 year timeframe. 

Decision	
The committee agreed to approve the application for the applicant’s sperm for 25 years and also agreed to approve the application for the applicant’s brother’s sperm for 25 years. 


13. Application E16/33 to Extend Storage of embryos
The committee considered this information in relation to the Guidelines for Extending the Storage Period of Gametes and the principles of the HART Act 2004.

Issues discussed included:

· The applicant is requesting an extension to the storage period of embryos created with donor sperm.  The sperm donor has consented to extended storage.  The applicant has a child and would like to use the embryos in future fertility treatment for more children. 

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


14. Application E16/34 to Extend Storage of embryos and sperm
The committee considered this information in relation to the Guidelines for Extending the Storage Period of Gametes and the principles of the HART Act 2004.

Issues discussed included:

· The applicant has requested a 10 year extension to the storage of sperm and embryos so that she may use them in fertility treatment to complete her family. The sperm donor is unknown to the applicant but has consented via the fertility clinic for ongoing storage.  The applicant is currently pregnant.

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


15. Application E16/21 to Extend Storage of embryos
The committee considered this information in relation to the Guidelines for Extending the Storage Period of Gametes and the principles of the HART Act 2004.

Issues discussed included:
· The committee granted an extended storage period of one year in October 2015. At the time the applicants were in the process of considering embryo donation. The applicants have requested a further five years as the process may take longer than the one year first granted.   

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


16. Application E16/22 to Extend storage of embryos
The committee considered this information in relation to the Guidelines for Extending the Storage Period of Gametes and the principles of the HART Act 2004.

Issues discussed included:

· The applicants have 6 embryos created with donor sperm.  They have children and would like to have more children. 

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


17. Application E16/23 to Extend Storage of embryos
The committee considered this information in relation to the Guidelines for Extending the Storage Period of Gametes and the principles of the HART Act 2004.

Issues discussed included:

· The applicants have two children and would like to extend storage of the embryos so that they might have a third child.  

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


18. Application E16/24 to Extend Storage of Sperm
The committee considered this information in relation to the Guidelines for Extending the Storage Period of Gametes and the principles of the HART Act 2004.

Issues discussed included:

· The applicant wishes to extend the storage period of sperm stored before medical treatment that impaired fertility. The applicant wishes to use the sperm for future fertility treatment to have children. 

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



19. Application E16/35 to Extend Storage of embryos
The committee considered this information in relation to the Guidelines for Extending the Storage Period of Gametes and the principles of the HART Act 2004.

Issues discussed included:

· The couple who have applied to extend storage have two embryos in storage.  They have had children, consider their family to be complete and they wish to donate embryos to another family.  

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


20. Application E16/36 to Extend Storage of Embryos
The committee considered this information in relation to the Guidelines for Extending the Storage Period of Gametes and the principles of the HART Act 2004.

Issues discussed included:

· This application is to extend embryos created from an egg donor and gametes from the applicant’s male partner.  The couple wish to try for another child.  The egg donor has given consent to extended storage.  

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