Minutes of the Forty Third Meeting of the Ethics Committee on Assisted Reproductive Technology

1 August 2013


Held on 1 August 2013 
Bankside Chambers, 88 Shortland Street, Auckland


In Attendance
Kate Davenport QC 	Chair					
Freddie Graham		Member
Adriana Gunder		Member	
Brian Fergus			Member
Carolyn Mason		Member
Debbie Payne		Member
Deborah Rowe		Member
Jo Fitzpatrick			Member
		
Nic Aagaard			ECART Secretariat
Stella Li			ACART Secretariat in attendance
Barry Smith			ACART member in attendance

Apologies
There were no apologies for this meeting.

1. Welcome
Kate welcomed Jo Fitzpatrick to the Committee.

Freddie opened the meeting, commenting on his own experience of change in the safety and success of IVF over the last 30 years. He discussed how reducing the risks involved for women in IVF and easing discomfort are two aspects of IVF which have improved remarkably over this time. The risk of overstimulation, which in some cases can cause hospitalisation, almost never occurs due to improvements in medication used as well as an increase in understanding of how women will respond to stimulation.

Further advances in embryo selection have increased pregnancy rates with changes of a live birth increasing from 10% to 50% for women 37 and under. The length of time embryos are now cultured for has increased from 1 day to 5, allowing more information to be gathered on the embryos before implantation. Another promising advancement is being able to time lapse photographs of embryo development. 10 minute photographs allow clinics to easily identify the healthiest embryo. 

The holy grail of such advancements is the ability to look at the chromosomes of the embryos. The technique is fast improving, and reducing in cost.

The survival rate of freezing embryos with vitrification has increased from 80% to 95%, with further benefits being discovered from freezing. An unusual finding has been reported from Australia that suggests thawed embryos have less chance for abnormality during development. In the not too distant future IVF may change, having a stimulation phase, a freezing stage, a rest stage and then implantation.

Freddie predicts IVF will become more user friendly and more successful.

2. Declarations of interest
Secretariat to update declarations for 5 September meeting, as minor changes were received from members. Secretariat to request declarations of interest from new member Jo Fitzpatrick.

3. Action points from previous meeting
The Committee queried action taken since the 30 May meeting regarding the Extension Form for Cryopreservation of Gametes and Embryos. The committee requested that the forms be distributed after a final review, conducted at this meeting.

The minutes from ECART’s 30 May 2013 were confirmed as accurate.

4. Application E13/24 for Within Family Gamete Donation 
Carolyn opened the discussion for this application. The committee considered this information in relation to the Guidelines on Donation of Gametes between Certain Family Members and the principles of the HART Act 2004.

Issues discussed included:

· ED is the sister in law of RW
· There is a strong relationship between ED and RW
· ED and DP have completed their family
· RW has a valid medical reason requiring egg donation
· No evidence of coercion is apparent. ED learned about RW’s need for egg donation from RW’s advertising.
· The committee noted that the family does not currently live together as stated in the application summary, but have done so in the past.
· All parties involved are supportive of the agreement, including the wider family.
· All parties have discussed disposal for any remaining embryos. All parties are in agreement about this.
· Committee queried whether there is a typo on the application asQ1.22 - 1.26 is ticked no. Secretariat to check with clinic and then email out confirmation to members.
· Committee discussed when an appropriate age to tell the ED and DPs oldest child would be. The committee noted the donor couple’s intention to tell the oldest child once pregnancy has been achieved.  
· The application states the donor couple feel the child is not mature enough [to know sooner]. 
· The committee considers it sensible to tell the oldest child about the pregnancy as soon as one is achieved and encourages the couple to discuss plans with the child as soon as it is appropriate.

Decision

· the committee has made its decision taking into account the requirements in guidelines 2(a)(i) that “the recipient or recipient’s partner must have a medical condition affecting his or her reproductive ability, or a medical diagnosis of unexplained fertility, that makes egg or sperm donation appropriate”
· the committee was satisfied that RW has a medical condition affecting her reproductive ability
· each party has received appropriate counselling and medical advice.

The committee agreed to approve this application [on the receipt of confirmation that the answer to question 1.22-1.26 is a typo.

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


5. Application E13/25 for Embryo Donation
Freddie 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:

· DW and DP have 6 cryopreserved, day 3 embryos, and wish to donate them.
· DW and DP have had a long IVF journey resulting in two healthy children.
· DW and DP consider their family complete.
· The couples met through the internet and live in different cities.
· The couples get on well and have a positive relationship.
· RW and RP have unexplained infertility and have attempted 4 cycles of IVF with no resulting pregnancy.  The fourth IVF cycle used sperm donation.
· RW and RP have had extensive counselling for the sperm donation.
· The legal report for RP and RW is very thorough.
· The committee discussed the feasibility of returning any remaining embryos, clarifying that it is possible.
· The committee queried the request for on-going contact from DW and DP, and questioned whether this will be an issue in the long-term. The committee felt the counselling report flagged the potential issue and adequately addressed it.
· The committee noted the brevity of the legal report for DW and DP.
· The committee noted section 7.8 of the legal report for DW and DP, discussing the mention of verbal legal advice in the place of extensive written notes.
· The committee discussed point 4.40 of the joint counselling report, noting the agreement between parties that it would be RP and RW’s decision to terminate a pregnancy. The committee noted this raised a potential conflict with point 4.38, as DW and DP offered to consider adopting a resulting child if the child had a disability RW and RM felt they were not in a position to cope with. However the committee noted that both parties agreed that RW and RP would be responsible for such decisions.

Decision

· the committee has made its decision taking into account the requirements in guideline 2(a)(i) that “the recipient or recipient’s partner must have a medical condition, affecting his or her reproductive ability, or a medical diagnosis of unexplained fertility, that makes embryo donation appropriate”
· the committee was satisfied that RW has a medical diagnosis of infertility that makes embryo donation appropriate
· each party has received appropriate counselling and medical advice
· the committee was satisfied that there is no coercion apparent within this application and that all parties are entering the agreement fully informed of the potential risks and of their own free will.

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 to approve this application.


6. ApplicationE13/09 for Clinic Assisted Surrogacy 

Kate opened the discussion for this application. The committee considered this information in relation to the Guidelines on Surrogacy Arrangements involving Providers of Fertility Services, guidelines on egg donation and the principles of the HART Act 2004.

Issues discussed included:

· This application is a response to a deferred application where the committee requested a psychiatric mental health report for IM.
· The committee noted the decision letter it sent to the clinic medical director following review of the application at a previous meeting.
· The committee’s request for further information covered two points. One is the potential bonding issue with a resulting child and the other is the risk of IVF treatment triggering psychosis. 
· The mental health report received in response to ECART’s request covers the risks relating to the treatment involved, but does not adequately address the surrogacy and bonding element of the application.
· The committee felt the mental health report was contradictory, did not address ECART’s requests adequately and raised further issues of its own.
· The committee noted that clomiphene can be avoided which minimises the risk of IVF causing psychosis in this case. The committee requested a further report on IVF stimulation and collection alone, as well as explicitly addressing the potential issues for bonding with a resulting child.
· The committee discussed the effect of IM’s existing medication on eggs gathered from IVF treatment. Lithium could affect the eggs though this risk was difficult to define. The committee would like to see an objective analysis of risks involved in IVF for the GD.   
· Chair to write letter in response to psychiatric mental health report requesting specific information missing from first response.
· Response will go to subcommittee for final decision.

Decision

The committee agreed to defer this application.

Actions
Chair to draft letter requesting further information from Perinatal Mental Health to inform further discussion. Response will go to subcommittee for final decision.


7. Application E10/09 for Clinic Assisted Surrogacy Update 
Brian opened the discussion for this application. The committee considered this information in relation to the Guidelines on Donation of Gametes between Certain Family Member and the principles of the HART Act 2004.


Issues discussed included:
· The committee noted the initial surrogacy application had been withdrawn, and that the correspondence was for noting purposes. 
· The committee clarified the distinction between surrogacy cases involving donated eggs and sperm and this application for use of the surrogate’s own eggs and donated sperm. A child born would be the BM’s child which she would put up for adoption.
· Whether this proposed arrangement is as established procedure rather than RPT or can be viewed as a ‘normal’ surrogacy as it does not fall under prohibited assisted reproductive procedures.
· The committee raised the possibility that if the surrogate has a genetic relationship to a resulting child she may not want to relinquish the child to IM and IP. The committee noted that there is no legally binding factor in this arrangement to ensure the child is adopted.
· The committee noted the need for clarification around surrogacy definitions, with ACART confirming that the status of this work is on-going.
· The committee expects to receive correspondence from Crown Law on this issue to inform future applications.
· The committee noted the need to clarify whether clinics can perform artificial insemination without ECART being involved, with the condition that legal advice is sought and counselling is conducted.
· Chair to write letter to ACART gauging interest and feasibility of ECART attending the working groups planned to address surrogacy issues.
· FA is to write to ECART seeking clarification as to whether they need to submit natural surrogacy applications to ECART and/ or whether they can deal with them in-house.

Decision

The committee will acknowledge correspondence.

Actions
Chair to write letter to Phil Knipe, John Angus - ACART Chair.
Secretariat to draft letter from Chair to medical director confirming receipt of correspondence, noting documents and offering to be in touch with information about any further changes.


8. Application E13/26 for PGD with HLA tissue testing

Kate opened the discussion for this application. The committee considered this information in relation to the Guidelines on Preimplantation Genetic Diagnosis Prepared by the National Ethics Committee on Assisted Human Reproduction, March 2005,

Issues discussed included:

· The couple have four children, one of whom has sickle cell anaemia. They are looking to have another child who could be a HLA match.
· The couple have had PGD with HLA testing in Australia.
· The committee clarified that the couple intend to have another child even if there are no HLA matches. 
· The committee queried the likelihood of HLA matching. The chance of a match was quoted as 1 in 4.  The more embryos created, the better the odds.
· The committee clarified umbilical cord blood must be used instead of bone marrow as the guidelines only allow umbilical cord blood.
· The committee discussed the option of donors outside of the family.
· The couple emigrated to New Zealand. It is unlikely that a bank-derived match can be found in New Zealand. 
· The committee noted that there is nothing in the application indicating a resulting child will be disadvantaged by the procedure. 
· The committee noted that PGD will be carried out regardless of whether or not ECART approves this application, due to the sickle cell anaemia.
· The committee noted that if a HLA match is found clinicians recommend a ‘transplant’. The committee noted a transplant with bone marrow is not part of ECART’s current jurisdiction. 
· The committee noted that attached counselling reports do not meet the genetic counselling requirement, though the couple have had prior genetic counselling in Australia, and there are options available for genetic counselling in New Zealand. 
· The committee requested evidence from the medical director that appropriate genetic counselling has been conducted.
· The committee requested it be made clear that ECART can only approve the application in relation to using cord blood of the future sibling. 

Decision

· The committee has made its decision taking into account the requirements in guidelines 7 – 8.4of Guidelines on Preimplantation Genetic Diagnosis.
· The committee was satisfied that the affected child suffers from a familial single gene disorder or a familial sex-linked disorder and,
· No other possibilities for treatment or sources of tissue are available and,
· The planned treatment for the affected child will utilise only the cord blood of the future sibling and,	
· The embryo will be a sibling of the affected child and,
· The embryo is at risk of being affected by a familial single gene disorder or a familial sex-linked disorder for which a PGD test is available and,
· The health and wellbeing of the family/whānau has been fully considered. 

Subject to confirmation of appropriate genetic counselling as required by guideline condition 11, the committee agrees to approve this application.

Actions
Secretariat to draft a letter from the Chair requesting confirmation of appropriate genetic counselling.

9. Correspondence

The committee noted the correspondence to and from ECART since the meeting of30 May 2013:

· Letter from ACART to Hon Tony Ryall regarding the amended surrogacy and family gamete donation guidelines. (p.147)

· Letter from ACART to Phil Knipe regarding legal advice about surrogacy arrangements. (p.149)

· Letter from ACART to Fertility Associates about consents to extend storage by gamete donors. (p.151)

· Query from Sarah Hunter (ADHB) querying the correct process for the establishment of a tissue bank, as well as an application concerning using cryopreserved reproductive tissue for reproductive applications. (p.153)

· Query from Think Tank TV3 about an ECART member being present on an interview panel. (p.155)

· A former ACART member, Cilla Henry, was present in the place of an ECART member. 

· Secretariat to find out whether ECART can get TVNZ on demand of Think Tank featuring IVF.

· ECART submission to ACART for import and export of gametes and embryos.

· An accompanying letter from the Chair of ECART about the ECART submission to ACART for import and export of gametes and embryos.

· A letter to ACART from ECART concerning monitoring of ECART decisions.

· ECART letter to Health Legal about surrogacy guidelines

· Health Legal response to ECART about surrogacy guidelines

· Discussion of the Fertility Associates amendments to the extension form for storage of gametes and embryos. 

· The committee raised the need to define a process to assess the anticipated bulk of extension forms. 
· The committee considered options to deal with the volume, such as sub committees or an additional one day meeting per round to consider applications. Secretariat to raise this with manager and further planning to be discussed. 

The committee assessed the draft extension form, which had changes from the last ECART meeting and requested the Secretariat to make the following changes before sending to the Chair and Freddie Graham for sign off:

Background / Important:

· The committee requested the length of time for sending applications be amended from 3 months to 6 months in advance (pg.1).

· Remove Fertility Associates Auckland draft from header for online publication.

· Remove ‘ACART Advice’ from header.

· 6 Month Grace Period -this is for the clinic, not for the applicants. Please remove whole sentence (pg.1 para 6)

· Please include further forms of ID so the front matches the back (pg.1)

· Please remove small font and bold type second to last bullet point ‘must be made’.(pg.1). 

· Last bullet point: Include statement that the clinic will dispose of embryos if you do not apply for an extension, or “if an extension is not sought by the expiry date then your stored embryos will be destroyed / disposed of”. 


Making an application:

· The committee clarified that the date of birth of ‘second applicant’ is the partner who created the embryo.

· The committee clarified ECART expects couples to apply only if an embryo is stored, and did not expect single partner gamete applications to include couple applications.  

· Please specify the clinic rather than ‘where are the gametes stored now’.

· Q. S4The committee queried why a clinic would store testicular tissue? Add a box next to sperm or tissue for clarity.

· Q.E3 The committee clarified why we ask this question as Q.E1 already asks for the date.

· Remove Q.E3 and make Q.E1 clear that it means when gametes or embryos were first stored, even if not in NZ or ‘whether in NZ or overseas’. 

· Remove S4 and apply reasoning as above (more clarity).

· If applicants tick the first page (couple with embryos) go to page 4. Add new page for storage of embryos (page break).

· Change ‘may’ to ‘must’ page 9 first bullet point.

· The committee queried if stored tissue is an embryo ‘do we want both partners to sign’. In cases where one partner does not want to extend storage then does the application need both signatures to be approved?

· Page 9 ‘underneath partner consent’ – take out applicable. Replace with ‘extended storage of an embryo/s’.

· Include another box saying if consent is not available from partner please provide a reason why.

· Page 7 under item 5 – take out interested parties and insert ‘the applicant or you’.

· Page 9 – what is the evidence of the fertility provider – the committee suggested this could be the letter the clinic wrote them to inform them of the need to make a decision. ‘i.e. a copy of the clinic advising you of the need to apply for extension’

· Page 9 – provide letter from clinic in regards to storage period.

· Take out ‘verified’ on page 9.

· Change order of questions to - What was the reason the donor won’t consent, why is it important to extend without the donors consent, what would be the impact (pg.7)

· Page 7 - Take out ‘what would be the impact’ and put after ‘what was the reason the donor won’t consent’. Then ‘why is it important to extend without the donors consent’. 

· Add consent for ECART to contact clinic about stored embryos (at end of form). “I / we consent to ECART contacting the clinic or any other provider or person to check the accuracy of any information on this form.”

· Secretariat to send updated form to Chair and Freddie Graham. Once approved upload to ECART website and send communications to clinics.

· ECART decision letters (p.157)

10. ACART minutes

The unconfirmed minutes from the forty-sixth ACART meeting held on 17 May 2013 were noted.

11. Conclusion of meeting
The committee confirmed the next ECART meeting date of 5 September2013 to be held at Bankside Chambers, Auckland.

Note to Secretariat start this meeting earlier to be finished by 3. 

Jo Fitzpatrick to open the meeting.

The committee confirmed the next ACART meeting date of 13 September in Wellington. Attendance by Kate Davenport is to be confirmed.

The meeting closed at 2.30pm.

1


1


 


 


Minutes of the Forty 


Third


 


Meeting of the Ethics Committee 


on Assisted Reproductive Technology


 


 


1 August


 


2013


 


 


 


Held on 


1 August


 


2013 


 


Bankside Chambers, 88 Shortland Street, Auckland


 


 


 


In Attendance


 


Kate Davenport


 


QC 


 


Chair


 


 


 


 


 


 


Freddie Graham


 


 


Member


 


Adriana Gunder


 


 


Member


 


 


Brian Fergus


 


 


 


Member


 


Carolyn Mason


 


 


Member


 


Debbie Payne


 


 


Member


 


Deborah Rowe


 


 


Member


 


Jo Fitzpatrick


 


 


 


Member


 


 


 


 


Nic


 


Aagaard


 


 


 


ECART Secretariat


 


Stella Li


 


 


 


ACART


 


Secretariat


 


in attendance


 


Barry Smith


 


 


 


ACART member in attendance


 


 


Apologies


 


There


 


were no apologies for this meeting.


 


 


1.


 


Welcome


 


Kate welcomed 


Jo Fitzpatrick to the Committee.


 


 


Freddie opened the meeting, commenting on his own experience of change in the 


safety and 


success 


of IVF over the last 30 years. 


He discussed how r


educing the risks 


involved for women 


in IVF 


and 


easing discomfort are two aspects of IVF which have 


improved remarkably


 


over this time


. 


The risk of overstimulation, which in some cases 


can cause hospi


talisation, 


almost never 


occurs due


 


to


 


i


mprovements in 


m


edication used


 


as well as an increase in understanding of how women will respond


 


to


 


stimulat


ion.


 


 


Further advances in embryo selection have increased pregnancy rates with changes of 


a live birth increasing from 10% to 50% for women 37


 


and under


. 


The length


 


of time 


embryos 


are now 


cultured for has increased from 1 day to 5, allowing more information 


to be gathered on the e


mbryos before implantation. Another 


promising advancement is 


being able to time lapse 


photographs 


of embryo


 


development. 10 minute photogr


aphs 


allow clinics to easily identify the healthiest embryo. 


 


 




1     Minutes of the Forty  Third   Meeting of the Ethics Committee  on Assisted Reproductive Technology     1 August   2013       Held on  1 August   2013    Bankside Chambers, 88 Shortland Street, Auckland       In Attendance   Kate Davenport   QC    Chair             Freddie Graham     Member   Adriana Gunder     Member     Brian Fergus       Member   Carolyn Mason     Member   Debbie Payne     Member   Deborah Rowe     Member   Jo Fitzpatrick       Member         Nic   Aagaard       ECART Secretariat   Stella Li       ACART   Secretariat   in attendance   Barry Smith       ACART member in attendance     Apologies   There   were no apologies for this meeting.     1.   Welcome   Kate welcomed  Jo Fitzpatrick to the Committee.     Freddie opened the meeting, commenting on his own experience of change in the  safety and  success  of IVF over the last 30 years.  He discussed how r educing the risks  involved for women  in IVF  and  easing discomfort are two aspects of IVF which have  improved remarkably   over this time .  The risk of overstimulation, which in some cases  can cause hospi talisation,  almost never  occurs due   to   i mprovements in  m edication used   as well as an increase in understanding of how women will respond   to   stimulat ion.     Further advances in embryo selection have increased pregnancy rates with changes of  a live birth increasing from 10% to 50% for women 37   and under .  The length   of time  embryos  are now  cultured for has increased from 1 day to 5, allowing more information  to be gathered on the e mbryos before implantation. Another  promising advancement is  being able to time lapse  photographs  of embryo   development. 10 minute photogr aphs  allow clinics to easily identify the healthiest embryo.     

