Minutes of the Sixty-sixth Meeting of the Ethics Committee on Assisted Reproductive Technology
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Held on 31 August 2017
at Wellington Airport Conference Centre, Wellington


In Attendance
Carolyn Mason		Acting Chair		
Mary Birdsall			Member
Freddie Graham		Member
Judith Charlton		Member	
Paul Copland 		Member
Michele Stanton		Member
		
Catherine Poutasi		ACART Member

Kirsten Forrest		ECART Secretariat
Philippa Bascand		Manager, Ethics Committees


1. Welcome
Carolyn Mason opened the meeting and talked about a workshop she had recently attended at the Sydney Health Ethics (previously VELiM), a research and teaching centre within the school of public health, faculty of medicine at the University of Sydney.  The workshop looked at the National Health and Medical Research Council’s Ethical guidelines on the use of assisted reproductive technology in clinical practice and research on sex selection for non-medical purposes, which has had no change following a recent review.  The guidelines state that sex selection techniques may not be used unless it is to reduce the risk of transmission of a genetic condition, disease or abnormality that would severely limit the quality of life of the person who would be born.   

Some Australian fertility clinics are strongly in favour of sex selection for non-medical reasons.  It is argued that people should have the right to choose (autonomy), that PGD is a de facto for sex selection happening now, sex selection for family balancing purposes is okay.  

There is some research taking place including research by a psychologist who is looking at whether gender disappointment can be classed as a mental disorder? The findings suggest that it is not and that it is largely a product of cultural conditioning.  Thereza Hendl who is a medical doctor is of the view that there is not currently enough research looking into public attitudes about sex selection for non-medical purposes.  

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 ECART 29 June 2017 meeting were confirmed. 


4. Application E17/76 for Surrogacy Arrangements involving an Assisted Reproductive Procedure
Michele Stanton opened the discussion for this application. The committee considered this information in relation to the Guidelines Surrogacy Arrangements involving an Assisted Reproductive Procedure and the principles of the HART Act 2004.

Issues discussed included: 
· In this application the intending mother is not able to carry a pregnancy following treatment for cancer. Her medical report states that the cancer is curative.  A family member has offered to be a surrogate for her. 
· The legal report for the intending parents states that they have been advised that payment to the birth parents to cover the costs of pregnancy is prohibited.  ECART will point out in its decision letter that the covering of pregnancy-related costs is not in contravention of section 14 of the HART Act.     
· The intending father has a child from a previous relationship and issue hasn’t been discussed with him.  The committee suggested that it should be before plans go ahead and will point this out in its decision letter to the clinic.   
· The committee noted a typo in the medical report for the intending mother who has an embryo frozen with donor sperm that they are not intending to use. Section 1.19 says “none” frozen when one is frozen.  
· The birth mother’s comment about plans in the event that the intending parents would not adopt a child born with a disability.  The birth parents are clear that they would place the child out for adoption in the event that the intending parents did not want the child. The committee noted that it understood this view and that the birth parents are making their view explicit. The intending parents have also been clear in counselling sessions that they intend to adopt the child and intend to have an unconditional acceptance of any child born. 
· The committee noted a discrepancy in the reports in relation to management of pregnancy in the event of a c-section birth.  The birth mother noted that she would want her partner to be present but in the joint counselling it is stated that person hasn’t been decided.  The committee noted that there are restrictions on how many people can be in theatre and wasn’t concerned about this discrepancy. 
· The legal report for the birth parents incorrectly states that the birth father must consent to the birth mother having this assisted reproductive procedure as he will be deemed to be the legal father of the child at birth.  The committee agreed to point out in its decision letter that there is no legal requirement for him to consent to the birth mother having this procedure.  
· The issue of testamentary guardianship in the event of the worst case scenario does not appear to have been discussed with the intending parents and the committee noted it would like to see they have thought about this and have plans in place for care of the child.
· The committee received an interim letter from adoption services advising that it does not foresee any barriers to granting the intending parents an adoption order in principle. 

Decision
The committee agreed to approve this application subject to confirmation that the intending parents have discussed the issue of testamentary guardianship and have agreed on who that person/people would be; confirmation that the intending parents have discussed the intended arrangement with the intending father’s son (the committee thought especially given that they work together that the son be told prior to any treatment going ahead).

The committee notes an incorrect statement made at point (c) in the legal report for the birth parents that the birth father must consent to the birth mother having an assisted reproductive procedure.  There is no legal requirement for him to consent to the birth mother’s treatment.  

The legal report for the intending parents states that they have been advised that payment to the birth parents to cover the costs of pregnancy is prohibited.  ECART notes that the covering of pregnancy-related costs is not in contravention of section 14 of the HART Act.     

The committee can consider any response received in between meetings. 

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



5. Application E17/77 for Embryo Donation for Reproductive Purposes
Carolyn Mason opened the discussion for this application. The committee considered this information in relation to the Guidelines on Embryo Donation for Reproductive Purposes and the principles of the HART Act 2004.  

Issues discussed included:
· Both couples in this application share the same cultural background and values and this is very important to both in their decision to choose embryo donation over egg donation.   There is a genuine need for an egg donor and the recipient couple have attempted to find an egg donor without success and egg donation alone is now unacceptable to the recipient couple for the reasons set out in the application. 
· Based on the information provided in the reports the committee was willing to accept that a donor embryo situation is the best option for the recipient couple given that it is difficult for them and the use of donor embryos is less challenging for them than the use of donor eggs.  
· The donor couple are friends of the recipient couple and have a similar requirement to the recipient couple when it comes to donation.   
· The intending parents are both healthy and well.  
· Initially there was a slight complication around the concept of ‘openness’.  However, the committee was satisfied that the counsellors have dealt with this very well and managed to get the parties in this application to a point where they see that that there is an obligation to tell a child of his or her genetic origins and that this is in the best interests of the child and of all involved.  
· The expectation of there being ongoing contact between the parties and the social way in which the donors will be viewed socially in relation to any child born.  
· The ‘counselling information’ in section 1.18-1.28 is confusing as ‘No’ has been entered seemingly for all the questions.  The committee would like to seek clarification about this in its decision letter to the clinic.  
· The timing of telling existing children and the fact that the recipient couple’s child has not been involved in counselling sessions. The committee agreed that it would strongly recommend in its decision letter that the child is involved in counselling prior to any treatment going ahead.   
· The committee discussed the timing of the donation give the ages of the donor couple’s children and agreed that it will suggest that the donor couple wait until their youngest child turns one before donating. 

Decision
The committee agreed to approve this application with the strong recommendation that the recipient couple’s existing child is involved in counselling prior to any treatment commencing.     

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



6. Application E17/78 for Surrogacy Arrangements involving an Assisted Reproductive Procedure 
Paul Copland opened the discussion for this application. The committee considered this information in relation to the Guidelines for Surrogacy Arrangements involving an Assisted Reproductive Procedure and the principles of the HART Act 2004.

Issues discussed included:
· The intending mother’s medical history and the reason for needing a surrogate.  The committee noted that the intending parents’ medical report doesn’t state any information about the intending father and in light of the fact that they have had procedures done without success using his sperm.  However, it can be assumed that his sperm is viable given that embryos have been created with his sperm.  
· The potential risks for the birth mother as stated in her medical report and the question of how much information the intending parents have about the birth mother’s medical condition and the potential risks.  The committee noted the birth mother’s condition that came on in a previous pregnancy and for which she continues to be treated. In situation of surrogacy arrangement should the intending parents be informed that the birth mother is taking medication and what the potential risks to the foetus are and if the risks are unclear then this should be stated too.  The committee suggested that the medical forms be updated to include a question that asks whether an applicant’s medical condition/s (with an applicant’s consent), have been discussed with the other parties/applicants in regard to any factors that may be of material importance in the interest of fully informed consent to the treatment taking place. 
· The committee discussed whether it might request that the birth mother seek an independent report from a specialist about her condition given that it came on during pregnancy. It was noted however, that she had no previous history and a short time frame between births and it is reasonable to assume that she will be stable.  The committee agreed however to recommend that whoever is responsible for her care be made aware of her condition and also that she seeks appropriate care during any pregnancy that she may carry. 

Decision
The committee agreed to approve this application with the recommendation that the birth mother seeks appropriate care during any pregnancy she may carry and that the specialist responsible for her care be made aware of her history and her condition.

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


7. Application E17/79 for Surrogacy Arrangements involving an Assisted Reproductive Procedure 
Mary Birdsall opened the discussion for this application. The committee considered this information in relation to the Guidelines on Surrogacy Arrangements involving an Assisted Reproductive Procedure and the principles of the HART Act 2004.

Issues discussed included:  
· The intending mother’s medical condition and medical opinion that she not carry a pregnancy.  The prognosis for the intending mother as stated in her medical report.  
· The intending parents have had a previous treatment cycle with embryos created from their own gametes with six embryos created, three of which have been used in treatment with a previous surrogate. The relationship with the previous surrogate and the clear way in which it has been explained in the application helped the committee to be comfortable in considering this application for a different surrogate. 
· The birth mother is healthy with no medical history of note.  She and her partner have children and consider their family to be complete. 
· The way in which the applicants met and developed their relationship.
· That the reports show that they have canvassed the implications of this arrangement during counselling sessions including difficult issues. Guardianship issues have been discussed and agreed. 
· Both parties have sought independent legal advice and the reports are appropriate. 

Decision
The committee agreed to approve this application.  The committee would like to commend the counsellors for dealing with the issues in this application in a compassionate way and especially so given that they were working with applicants who were reeling from a previous difficult experience.

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



8. Application E17/80 for Surrogacy Arrangement involving an Assisted Reproductive Procedure and Egg Donation 
Freddie Graham opened the discussion for this application. The committee considered this information in relation to the Guidelines for Surrogacy Arrangements involving an Assisted Reproductive Procedure and the principles of the HART Act 2004. 

Issues discussed included: 
· In this application for surrogacy with egg donation the intending parents have had unsuccessful treatment using their own gametes and medical opinion was that egg donation would be appropriate and it was also recommended that   a surrogate be used as well to improve the couple’s chances of starting a family.  
· The relationship the intending parents share with the birth parents would appear to protect the well-being of all including the potential child. 
· The birth mother’s medical history and that she is comfortable that her family is complete and with not having investigation into her ability to conceive. 
· The egg donor is known to the intending parents but not to the birth parents and the egg donor is comfortable not having met them at this stage. 
· Implications counselling has covered the issues well. 
· Both parties have had independent legal advice and the advice is appropriate. The legal report for the intending parents touches the issue of testamentary guardianship for the potential child and the intending parents are in the process of appointing a testamentary guardian/s.
· In the medical report for the intending parents the answer at section 2.5 should read ‘yes’ and be accompanied by the explanation and the answer at section 2.7 should be ‘no’. This will be noted in the committee’s decision letter to the clinic. 

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 E17/81 for the Creation and Use, for Reproductive Purposes, of an Embryo Created from Donated Eggs in conjunction with Donated Sperm
Jude Charlton opened the discussion for this application. The committee considered this information in relation to the Guidelines for 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: 
· The risks for the recipient woman have been discussed with her and that they will be minimised with obstetric oversight and care and regular visits to her obstetrician.
· The recipient woman is aware that she will have no genetic link to the potential child but is confident that she will develop a bond with any child born.  
· The donors’ histories and their donations having been successfully used with others who are having the help of fertility treatment to create their families. In this regard it was noted that the clinic counsellors spend a great deal of time working on donor linking and getting people to meet so that genetic siblings growing up in different families get a chance to meet.
· Existing children are aware of the intended arrangement and the issues around ‘openness’ have been well covered during counselling sessions.  
· The applicants’ countries of residence; they have discussed ways in which they will keep in touch and have declared plans for doing this. 
· The committee noted that information stated in the counselling report for the recipients at section 7.14 statement is incorrect as withdrawal of consent for donors in this category of assisted reproductive procedure is up to the point that the embryos are created, not “at any stage” as is stated here.  The committee will note this in its decision letter to clinics. 
· In terms of her maternal age it is suggested that the recipient woman see an obstetrician and the committee recommends this happen. 
· Linking up the potential half siblings.  This child will know that he or she hasn’t donor siblings. 


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 E17/82 for Surrogacy Arrangements involving an Assisted Reproductive Procedure with Egg Donation
Michele Stanton opened the discussion for this application. The committee considered this application in relation to the Guidelines for Surrogacy Arrangements involving an Assisted Reproductive Procedure and the principles of the HART Act 2004.

Issues discussed included:
· In this application for surrogacy embryos will be created with the intending father’s sperm and eggs from an egg donor.  This arrangement gives the intending parents the best chance of starting a family and is in keeping with the ACART guidelines that state at least one of the parents must have a genetic link to the potential child.   
· The egg donor intends to donate to another recipient and she is aware of maximum number of recipients for a New Zealand donor. The counselling sessions have canvassed her motivations for being a donor, the differences implicit in a donation for surrogacy, possible outcomes, information sharing and future contact.  The egg donor will also be screened for a medical condition that the intending father will be screened for.  
· The relationship between the applicants appears to protect the health and well-being of all including the potential child.  
· The counselling sessions for the birth parents and intending parents have canvassed the birth mother’s motivation for being a surrogate, pregnancy and birthing plans, the difficult topics of termination and of a child born with a disability, guardianship of a child, future contact and adoption of the child by the intending parents.
· All parties have sought independent legal advice and understand their legal rights in this intended arrangement. 
· The birth parents’ medical reports the birth mother’s medical history and recommends that she have specialist oversight to protect her health and the health of any child that she may carry. 
· Whether the intending parents have been given enough information about the birth mother’s medical history.  The committee agreed that the risk of the child being impacted on is low and that it can’t therefore insist that the information be disclosed to the intending parents.  Any risks to the potential child would be mitigated in the care that the birth mother receives during the pregnancy and birth.  
· The egg donor’s partner commented that he would welcome openness in the process to avoid children unknowingly linking up in the future.   

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. 



11. Application E17/83 for the Creation and Use, for Reproductive Purposes, of an Embryo Created from Donated Eggs in Conjunction with Donated Sperm
Paul Copland opened the discussion for this application. The committee considered this application in relation to the Guidelines for 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:
· That withdrawal of consent in this arrangement is up to the time the embryos are created and how this is different to an embryo donation where withdrawal of consent is possible up to the point of transfer and that no legal reports are needed for this type of assisted reproductive procedure.
· The relationships between the parties are robust and everyone is safeguarded by this. 
· There are clear indications for the recipients needing donated gametes.
· The recipient couple’s preference to use the embryos created in this assisted reproductive procedure before using an embryo that they have in storage.  It was agreed that if they have a genuine reason for the chances of success being low with the embryo in storage then this does not go against the guidelines. 
· The sperm donor’s possible exposure to a virus and any risks will be mitigated with screening prior to the embryos being created. 
· The recipient woman is receiving regular monitoring for a sub-clinical condition.  There are minimal risks to the potential child and this information therefore does not need to be disclosed to the donor. 

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. 






12. Application E17/84 for Donation of Sperm between Certain Family Members 
Carolyn Mason opened the discussion for this application. The committee considered this information in relation to the Guidelines on the Donation of Eggs or Sperm between Certain Family Members and the principles of the HART Act 2004.

Issues discussed included:
· The recipients are a same sex couple and want to use same donor so that their potential children share the same biological father. 
· The recipients are in good health. 
· All parties are willing to be open with any child/ren born of this donation and their intention to use a family member as a donor is indicative of their desire to maintain this openness.  Their extended family are aware and supportive of the intended arrangement.   
· The donor is recipient woman A’s brother in law and has known her since she was very young. RWA she regards him as a brother and family member.  
· The way in which the donor came to offer to donate. There is no evidence of coercion.  
· The donor will have an identifiable roll in the potential child/ren’s lives. He considers his own family to be complete and plans to tell their existing children when a pregnancy is established to avoid disappointment for the children. 
· There is a cultural element to this application and the issues have been worked through well and in a positive way.  
· Relationships appear to be robust and ongoing and the sperm donor and his partner are named as guardians in the application. The committee agreed that this is appropriate given the familial 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. 



13. Application E17/85 for the Donation of Eggs between Certain Family Members 
Mary Birdsall opened the discussion for this application. The committee considered this information in relation to the Guidelines on the Donation of Eggs or Sperm between Certain Family Members and the principles of the HART Act 2004.

Issues discussed included:
· The familial relationship that has brought this application before ECART and that there is a genuine medical need for the recipient woman to use the donation in treatment; she and her partner have had treatment previously with poor outcomes and the recipient woman has had a complicated history.    Treatment with donor eggs will offer them the best chance of having a baby.  
· The donor’s extended family are supportive of the intended arrangement and state that it feels culturally appropriate.  There is no indication from the application that there is pressure on the egg donor. 
· The egg donor’s fertility history and intended future plans; she has been relatively well informed about the risks and well informed about the process itself. Any potential risks to the egg donor do not appear to be high. 
· The recipient woman’s health and background and that she understands what is going on with her health and is prepared to continue with the intended arrangement. 

Decision	
The committee agreed to approve the application.

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



14. Application E17/70 to extend storage of sperm
The committee considered this application in relation to the Guidelines for Extending the Storage Period of Gametes and Embryos and the principles of the HART Act 2004.

Issues discussed included:
· The applicants request approval to extend the storage period of sperm first stored in 2008.  They have two children and would like to have another child using the stored sperm in fertility treatment.  

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

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



15. Application E17/71 to extend storage of embryos
The committee considered this application in relation to the Guidelines for Extending the Storage Period of Gametes and Embryos and the principles of the HART Act 2004.

Issues discussed included:
· The applicants have children who were conceived with the help of IVF treatment and they have stated that they might try for another child who would be a full-sibling of their existing children.  

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

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



16. Application E17/72 to extend storage of sperm
The committee considered this application in relation to the Guidelines for Extending the Storage Period of Gametes and Embryos and the principles of the HART Act 2004.

Issues discussed included:
· The applicant had sperm stored prior to medical treatment and wishes to extend storage for another 10 years. 
· The possible intergenerational effects on the potential future child/ren. 

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

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



17. Application E17/73 to extend storage of sperm
The committee considered this application in relation to the Guidelines for Extending the Storage Period of Gametes and Embryos and the principles of the HART Act 2004.

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

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









18. Application E17/74 to extend storage of embryos
The committee considered this application in relation to the Guidelines for Extending the Storage Period of Gametes and Embryos and the principles of the HART Act 2004.

Issues discussed included:
· In this application to extend the storage of embryos the applicant is not yet ready to have her embryo transferred and would like the flexibility of another two years to make her decision.  She has stated an age limit herself.  

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

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



19. Application E17/75 to extend storage of donor sperm
The committee considered this application in relation to the Guidelines for Extending the Storage Period of Gametes and Embryos and the principles of the HART Act 2004.

Issues discussed included:
· The applicants are a same sex couple who want to use the donor sperm in treatment to start a family.  They would like their children to have the same donor. 
· The applicants have requested a five year extension. In light of their situation the committee agreed that a 10 year extension would mean that they do not need to reapply to ECART during the time they are using the donation in treatment. 

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

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



20. Application E17/76 to extend storage of sperm
The committee considered this application in relation to the Guidelines for Extending the Storage Period of Gametes and Embryos and the principles of the HART Act 2004.

Issues discussed included:
· The applicant wants to keep and use sperm that he had stored prior to medical treatment.  The committee discussed whether it would be reasonable to suggest in its decision letter whether the applicant has considered a semen analysis to see whether the use of this stored material is a necessity as his sperm may be viable. 

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

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



21. Application E17/77 to extend storage of sperm.
The committee considered this application in relation to the Guidelines for Extending the Storage Period of Gametes and Embryos and the principles of the HART Act 2004.

Issues discussed included:
· The applicant has had a surgical procedure, has children and would prefer to continue to store the material.  

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

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



22. Application E17/78 to extend storage of sperm.
The committee considered this application in relation to the Guidelines for Extending the Storage Period of Gametes and Embryos and the principles of the HART Act 2004.

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

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







23. Response for application E17/57 for Embryo Donation
The committee considered this application in relation to the Guidelines on Embryo Donation and the principles of the HART Act 2004.

Issues discussed included:
· ECART had deferred this application to request more information about the basis for which the recipient couple wish to pursue embryo donation when it looks like donor sperm could be an option for them.  They have provided a firm view about sperm donation not being acceptable and further that “equalness” is important to them in completing their family.  The committee agreed that it was happy to approve the application on the basis of the further information provided.  

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. 

24. General Business

· Catherine Poutassi, ACART member in attendance, gave a brief update on the ACART work programme update.  ACART is: planning to comment on the NZ Fertility Standards which are out for consultation, working on a briefing for the incoming minister, working on the posthumous use of gametes guidelines, reproductive research guidelines. ACART is also working on the donation guidelines, which will go out for consultation at the end of November.   

· ECART agreed that it would like to comment on the New Zealand Fertility Standards. The Secretariat will circulate the documents to the committee.  The committee agreed to discuss by teleconference and 18 September was suggested as a possible date to discuss the ECART response.   

· The Ministry is setting up a temporary working party that will include people with expertise in ethics and research to work on and complete review of the National Ethics guidelines for Interventional and Observational Studies.  It is intended that the working party will have a draft set of guidelines for public consultation early in 2018 and ECART may wish to comment on aspects of the draft guidelines as they relate to human reproductive research. 

· The committee discussed the possibility of the speaker for its October meeting being someone who can talk about the DIA donor register and or someone from Oranga Tamariki around adoption for the October meeting.

· Michele Stanton to attend the ACART 27 October 2017 meeting in Wellington. 
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