ACART stage two consultation on posthumous reproduction

Minutes
Meeting of ACART and Fertility Plus to discuss 
ACART’s proposed guidelines for posthumous reproduction

Date		28 August 2020
Time		1 to 2.30 pm
Location	Online
Present	Fiona McDonald (Counsellor), Christine Martin (Charge Nurse) Part of meeting), Paula Albanez (RN), Jeanette Mackenzie (Scientific Director) 
Kathleen Logan (ACART Chair). 
Hayley Robertson, Martin Kennedy (ACART secretariat). 

Welcome	Kathleen welcomed everybody, and the participants introduced themselves.

Discussion	The group worked its way through the discussion document in the order in which the questions are presented and discussed ACART’s wider work programme.

Question 1: Should ethical review by ECART be required for all posthumous uses of gametes or reproductive tissue, even if consent to specific use was given while the deceased person was alive?
1. Fertility Plus did not agree with the proposal because they believed there was nothing to gain from asking people to consent who have already gone through a robust consent process at the time of storage and where written consent is provided before death. 
2. Fertility Plus believes that clinics should provide robust implications counselling as standard best practice in these situations. This counselling would cover all the important issues that ACART mention in the consultation document. 
3. There would also be an additional cost to the intending parents of needing to have an application considered by ECART.
4. It was noted that in the case of posthumous retrieval of gametes though, ECART approval for use could be considered. 
5. Additional comment from a staff member: standard IVF patients may have had discussion around posthumous discussion but that does not take into account the many many sperm samples we have frozen for medical storage and transgender. Discussion around use if they die is not discussed in depth though they sign the consent.
Question 2: Should ethical review by ECART always be required for the posthumous use of stored embryos, even if consent to specific use was given while the deceased person was alive?
6. Fertility Plus did not agree with the proposal, citing the same reasons as for their response to question 1.
7. The counsellors noted that they will be considering the same things as ECART in regards to the wellbeing of the child, and that ethical approval from ECART does not guarantee openness with the child about their whakapapa. 
Question 3: Do you agree that ACART should recommend a change to the HART Order 2005 to ensure all posthumous use is considered by ECART?	
8. Fertility Plus did not agree with the proposal, noting that they did not think all cases must be subject to ECART consideration and therefore the change to the Order would not be needed.
Question 4: Do you agree that the guidelines should allow for the posthumous use of clinic donor sperm or eggs, if there is already a child from the person who donated those gametes and the new child will be in the same family?
9. Fertility Plus agreed with the proposal, noting that posthumous use should be consented to at the time of donation when the discussion takes place about what a person’s donation might be used for. 
10. Further, Fertility Plus do not think this specific situation should require ECART approval but noted that it might in some cases be considered under other guidelines. 
Question 5: Do you agree that the deceased person must have consented to a specific use?
11. Fertility Plus agreed with the proposal. They said specific use needs to be defined and there should be evidence of consent.
Question 6: Do you agree with ACART, that the definition of specific use should mean “consent to use by a specific person/s”?
12. There was a discussion about whether “a specific person” meant a “named individual” or whether it could be a person such as “my sister” or “the new spouse.” Fertility Plus believe the specific person should be a named individual, who may use the gametes/embryos themselves or have the authority to nominate who would sue the gametes/embryos. 
13. Fertility Plus agreed that it should be a specific person, and in reality, someone would likely nominate that X could use their stored gametes. It would be an unlikely situation if someone wanted to donate their gametes to just anyone in the event of their death. 
14. 
Question 7: Do you agree that the intending parent(s) must provide evidence of consent to posthumous use in order to use gametes, reproductive tissue or stored embryos from a deceased person?
15. Fertility Plus agreed with the proposal. Retrieval after death is not consistent with the robust informed consent process and in Fertility Plus’s opinion the most concerning part of the proposed guidelines, that gametes retrieved after death without explicit consent could be used. 
16. (Informed consent consists of giving of information, time to process the information and consider options and discussion, and finally written consent.)
Question 8: Do you agree that oral consent is acceptable?
17. Fertility Plus did not agree with the proposal, noting that although verbal consent is acceptable in other areas of health it is not appropriate for posthumous retrieval. 
Question 9: Do you agree that there must be evidence of oral consent for that consent to be acceptable? 
18. Fertility Plus did not agree, on the basis that oral consent would not be acceptable, regardless of evidence.
Question 10: Do you agree that consent to posthumous use of gametes or reproductive tissue can be taken to imply consent to posthumous retrieval of the gametes or tissue? 
19. There was a discussion about interference with a body after death and different cultural and spiritual attitudes to this. Fertility Plus did not agree that consent to use could be taken to imply consent to retrieval.
20. Fertility Plus believes that consent to retrieval and consent to use are two separate issues. 
Question 11: Do you agree that there is no need to test whether the deceased person had a full understanding of the method of retrieval of the gametes or tissue?
21. Neutral. Fertility Plus noted that it could matter if a person did not believe that their body would be interfered with after death, particularly in regards to spiritual beliefs. 
Question 12: Do you agree that ACART should recommend a change to the HART Order 2005 so that it is clear that posthumous retrieval is never an established procedure? 
22. Fertility Plus agreed with the proposal
Question 13: Do you agree that, subject to a change to the HART Order 2005, ECART could authorise posthumous retrieval? 
23. Fertility Plus agreed with the proposal. They noted that the best method would be for retrieval to be considered by the High Court. For practical reasons, ECART would be unlikely to be able to approval the retrieval. Fertility Plus also said ECART should not be requested to approve the retrieval of gametes or reproductive tissue in order to mitigate the perception that if ECART approves a situation for posthumous retrieval, then its use is guaranteed.  
Question 14: Do you agree that the retrieval of gametes and reproductive tissues from deceased minors for reproduction should be prohibited?
24. [bookmark: _Hlk49774137]Fertility Plus agreed with the proposal and believe that minors should not be able to consent to posthumous use of their gametes. 
Question 15: Do you agree that if a minor freezes gametes or reproductive tissue and dies before they can use those gametes or reproductive tissue (or can consent as an adult to another use), then the gametes or reproductive tissue are not able to be used by anyone else? 
25. Fertility Plus agreed with the proposal that the gametes retrieved are for their own use only.
Question 16: Do you agree that ACART should provide advice to the Minister to amend section 12 of the HART Act 2004 to enable people to choose the use of their own gametes/tissue after they reach the age of 16?
26. Fertility Plus agreed with the proposal, although it was noted that the use might require ethical approval from ECART if they want to donate gametes under the age of 20 and there is no rationale for this age discrepancy. 
They noted that the donation age should not be lowered from 20 and there was discussion around the evidence of brain maturity at the age of 25, and perhaps this should be considered. 
Additional comment from a staff member: The age limit is again important for many of our samples, the average age for the transgender would be about 16 (though this is a guess) and many of the medical would also be younger. It is possible that they would acquire a partner after banking samples. Additionally, there are more and more cases where the men/boys would like to leave the samples to their families, I understand there are currently a few cases worldwide where the family is using a surrogate.
Question 17: Do you agree that there is no need for the guidelines to include a specific provision about a stand-down period? 
27. Fertility Plus agreed with the proposal. 
28. Additional thoughts from a staff member – it is important for people to have sufficient time and space for grief. There have been multiple cases that I have seen over the years where the woman was definitely going to have a baby with the deceased man only to change their mind.
Question 18: Do you agree that the counselling provision (7.f), about allowing time for grieving, is adequate for ensuring people make a well-considered decision? 

29. Fertility Plus agreed with the proposal. The counsellors noted that a stand down period was a good thing but needs to allow for a case by case basis where other impacts such as age are considered important also.
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