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Introduction

The National Infertility Support and Information Group (NISIG) was established in 1996, and is the only charity in Ireland focusing on infertility.
NISIG’s vision is for those facing reproductive challenges to be supported, along with the families created through that support, in a society that is fully accepting of them. Its mission is to provide practical supports to, and advocate on behalf of, those who experience reproductive challenges, and their families.
NISIG services are growing and adapting year on year, and currently include:

· A support number which is available 24 hours a day, every day, for those in need.

· Active sub groups to address the concerns and needs of donor conception and surrogacy parents and potential parents.

· Support group meetings throughout Ireland. These are currently held in Dublin, Cork, Limerick and Portlaoise.

· A quarterly newsletter which is distributed to members, fertility clinics and health and legal professionals.

· Peer to peer support.

· A dedicated website.

· Engagement with key opinion leaders and key clinicians to elicit active support for NISIG’s work, as well as the broader issues of lack of regulation and funding.

· Engagement with the media, both print, radio and online, to highlight the issues for those coping with infertility, as well as informing them of the work and services of NISIG.

In 2017, NISIG held 20 support meetings throughout the country, attended by over 300 people. The telephone helpline is used almost daily by those affected by infertility, as well as family members. 
Members of NISIG are called upon for input to other organisations. Former Chairperson, Helen Browne, was a member of the Committee on Assisted Human Reproduction which was established in 2000, and reported in 2005. NISIG is also a member of Fertility Europe.
Since NISIG’s inception over 20 years ago, ongoing progress made in reproductive technologies have led to an increasing and evolving workload. The HSE’s Chief Medical Officer stated at the recent hearing before the Oireachtas Committee on Health [January 2018] that almost 9,000 treatment cycles were provided in 2017. It is impossible to know how many are going overseas for treatment. NISIG knows anecdotally that many of our members, particularly the ones going the donor route, do so. NISIG is in daily contact with individuals and couples who plan to utilise or are undergoing, donor conception or surrogacy, and lack of clarity of the legal situation has been a huge issue for such individuals. 
NISIG is a strong advocate of public funding for fertility treatment – as is the norm for other medical treatments - and our hope is that this legislation will be a step towards achieving this.

NISIG has long called for the introduction of a regulatory body, based on the UK HFEA model, as imperative in underpinning progress on the AHR sector in Ireland. As such, we warmly welcome the proposal in Part 8 to set up an Assisted Human Reproduction Regulatory Authority. We also note, in Head 76, that “The Minister may request relevant stakeholders to nominate appropriate candidates for consideration for appointment to the Board”, and that these stakeholders includes groups such as NISIG. Again, we warmly welcome the inclusion of the ‘patient’ voice at this level.
Surrogacy offers opportunities for women with complex medical conditions to have children, and we are privileged in NISIG to share the joy that much loved and long awaited children bring to these women and their partners. Likewise, we are aware of many same sex couples who have been able to form their families with the help of surrogates. 
As such, NISIG welcomes the fact that legislation will finally address the lack of regulation around surrogacy. However, we do have some serious reservations around some aspects of the bill which we will address further.
Head 6 – Provision of AHR Treatment

NISIG notes that Head 6 (4) states that: AHR treatment shall only be provided to a woman who is 47 years of age or under, irrespective of whether the woman is using her own gametes, an embryo created using her gametes, or gametes or embryos donated by a third party.
NISIG believes that this is unnecessarily restrictive. While we do understand that best medical practice is the benchmark, treatment should be agreed between the woman and her medical advisors, particularly where donor eggs are concerned. Many of our members feel they are ‘running out of time’, causing considerable further stress. As noted earlier, technology is advancing year on year, with the possibility that these age limits may be inappropriate in just a short space of time. Indeed, NISIG notes that:  A man may be provided with AHR treatment, if the AHR treatment provider is satisfied, on reasonable grounds, that the man presents a reasonable expectation to be able to parent the child until that child reaches adulthood. 
NISIG therefore feels that there should be room for flexibility to be exercised by experienced clinicians.
Head 8 – Counselling
NISIG welcomes the recognition of the value of counselling for those undergoing fertility treatment, subject to proper regulation of counsellors and psychotherapists. NISIG wonders, however, if this should also be incorporated at other stages of the treatment cycle. This might typically be at points where treatments have failed, and failed repeatedly. This would necessarily involve instituting a standard of practice in clinics to reduce the number of patients that do engage in repeated failed treatments.
As an ideal, counselling here might best be separated from the treatment provider. 

Head 10 – Embryo Transfer

NISIG acknowledges that current best practice is that single embryo transfer be offered in each treatment cycle. However, notwithstanding this, many of our members have indicated to us that successful outcomes have only been possible with two or three embryo transfers. While this is to be discouraged, we do ask that some leeway be given to clinicians on a case by case basis.

Head 12 – Gamete Donation for use in AHR or research

Some clinics, particularly in the UK, allow women undergoing treatment cycles to ‘share’ their eggs with other women undergoing treatment as a way of keeping their costs down.  Subhead (2)(a)(ii) states that a person can donate his or her gametes when their own treatment has been completed. NISIG would like clarification if this specifically rules out ‘egg sharing’, and if this has been considered by the committee.
Head 15 – Revocation or alteration of consent to donation

Subhead (6)(a) states that ‘in situations where two people have provided consent to the donation of embryos for use in providing AHR treatment to others or research and one of those donors subsequently alters his/her consent, then the licence holder must have regard to the consent of the other donor involved before implementing the alteration of consent.’ NISIG feels it is unclear whether if one donor involved in the creation of an embryo withdraws their consent, then the embryo cannot be used. Some of our members use embryo donation to form their families, and may complete their families at a later stage using further embryos from the same donors. This needs clarification.

Head 16 – Limits on the use of donated gametes and embryos

Subhead (5)(a) states that ‘it is prohibited for an AHR treatment provider to use, as part of an AHR treatment procedure, gametes, including embryos created using those gametes, or embryos provided by a given donor, following the death of that donor’. As with Head 15, members are concerned that they cannot complete their families using gametes from the same donor, if the donor dies. NISIG would ask why it would not be possible to have their wishes recorded as to the posthumous use of their gametes?
Head 22 – Storage of gametes and embryos

Head 22(8)(a) states that: Except with the approval of the Regulatory Authority under paragraph (b)— (i) no gametes may be stored for more than 10 years, and (ii) no embryos may be stored for more than 5 years. NISIG absolutely acknowledges the need to have guidelines on storage of gametes and embryos. However, NISIG feels that this can be unnecessarily restrictive, especially in the context of, for example, fertility preservation for cancer treatments. We acknowledge that the relevant agencies will have their own submissions on this issue, and we would like to support them in that context.

However, NISIG members have also expressed reservations about these restrictions. In reality, 5 years for storage of embryos may not allow people time to plan their families and treatment options. This is a real concern, and again adds to the stress of undergoing treatment. 
Head 24 – PAR procedures involving gametes or embryos
(1) Subject to the provisions of Part 2 of this Act, an AHR treatment provider may only undertake posthumous assisted reproduction (PAR) in situations where:  (a) The deceased person provided his or her consent for his or her gametes, or an  embryo created using his or her gametes, to be used for PAR after his or her death,  (b) The gametes or embryo specified in paragraph (a) shall only be made available  for use by the deceased person’s surviving partner, where she will carry the pregnancy. 
NISIG would like clarification as to whether this would preclude, in the second instance, a male partner using his dead partner’s gametes (or embryo) via surrogacy.  
Part 6 – Surrogacy

NISIG welcomes long overdue legislation to regulate surrogacy. We acknowledge that surrogacy is a complex issue, encompassing health, family law and logistical difficulties. 

Many of NISIG’s members have already undertaken surrogacy arrangements, or are in the process of researching their options or starting the process.

This is not a journey which is undertaken lightly. Surrogacy is an extremely costly option, in both financial and personal terms. For couples, this is often the last step on an arduous merry-go-round of treatment, followed by crushing disappointment, followed by treatment again. 
As with all like-minded commentators, NISIG absolutely affirms that the needs of the child are paramount in any discussion of surrogacy. This is reiterated by our surrogacy members, who consistently campaign for the needs of their children, and put them at the centre of their ongoing engagement with NISIG. NISIG has responded by expanding services to include family events for donor and surrogacy families, and a new programme of Family Conversations, informal workshops for the families of donor and surrogacy children. 
Surrogacy, therefore, is an issue at the core of NISIG’s work. And knowing how complex the whole area is, and how long awaited legislation has been, we feel that it is imperative that legislation has to get it right first time. And our members do have some serious doubts over some of the bill. The complexity of the issue has led to surrogacy being left out of previous legislation [ref Children and Family Relationships Act 2015]. Serious consideration must be given to this section of the proposed Bill, to ensure that it serves all those that it intends to.

NISIG believes the following need particular scrutiny:

Head 36 – Surrogacy permitted under this Act 
This Head provides that: (1) Surrogacy may be permitted under the following circumstances —   

   (a) it is domestic surrogacy,  

   (b) it is gestational surrogacy, 

   (c) it is non-commercial in accordance with Head 40, 

   (d) the surrogacy agreement has been approved in advance of treatment by   the Regulatory Authority under Head 37, 

   (e) the surrogate meets the requirements set out in Head 38, 

   (f) each intending parent, or the intending parents together, where there are   two intending parents, meet the requirements set out under Head 39,  

   (g) each intending parent and the surrogate provides his or her consent under   Head 45 prior to seeking authorisation of the agreement under Head 37, 

   (h) the treatment is provided in accordance with Part 2 of this Act;  

   (i) any donor gametes used as part of a surrogacy agreement shall be subject   to the provisions of Part 3; 

   (j) the personal details of each intending parent, the surrogate, a donor,    where  applicable and any child born under the surrogacy agreement shall be   recorded in accordance with Head 44 and Head 50.  

Head 36(1)(a) goes to the crux of the matter – surrogacy must be a domestic arrangement. The reality is that this places surrogacy outside the realm of the possible for our members. All NISIG members who have availed of surrogacy have necessarily done so abroad. Those who are currently on the journey know that they will have to go abroad. Without the ability to provide a close relative or other family member, surrogacy is not going to be an option for the vast majority of the couples concerned. As with egg and sperm donors, there is not a pool of altruistic people in Ireland ready to come forward, and this is only likely to happen over a long period of time – if ever – with attitudinal and educational change. 
NISIG is more alarmed to read on: (2) Subject to subhead (3), it is prohibited for any person to intentionally provide a technical, professional or medical service that is to facilitate or give effect to a surrogacy agreement not permitted under subhead (1).

Notwithstanding this, couples will continue to go abroad. Are they to do this without accessing any legal advice? Many of the people who approach NISIG are understandably daunted by the whole situation and our stand out piece of advice is to always seek legal advice. We cannot stress this enough. 
NISIG urges the committee to not just revisit this subhead, but to remove it completely.  

This subhead seems to draw a veil over the whole issue of overseas surrogacy. NISIG members who went overseas to form their families through surrogacy arrangements have told us that they fear their children will be stigmatised by this Bill. A member specifically asked: 

“Can the government give NISIG and the surrogacy community which it represents assurances that these particular children, including our child, won’t feel inferior or of less value than any other child of this state?”
If the child is to be placed at the core of the legislation, then consideration needs to be given to the child born through international surrogacy. We would ask the committee to consider extending appropriate provisions for the retrospective transfer of legal parentage to those children who have already been brought into the state, most of whom are Irish citizens. Any procedures to ensure the same should be clear and straightforward.

NISIG notes that Head 50 of the Bill directs the Regulatory Authority to assign and maintain a National Surrogacy Register. NISIG members who already have children would like to know if their children are to be included in this register, and if so, on what basis. It is a question that donor parents in general need to have answered. 
NISIG is aware that not all the provisions of the Children and Family Relationships Act have yet been enacted. We would hope that, if this bill is passed, a detailed timeline will be issued relating to the commencement of the each section, particularly as they relate to surrogacy, to ensure that couples are not unduly stressed by this very demanding process. 
NISIG would also like to highlight what we see as an omission in the Bill, and that is the extension of maternity and paternity leave provisions to parents through surrogacy in a similar way to those currently extended to adoptive parents through the Adoptive Leave Act 2005. If this is not done, it will present a missed opportunity to recognise the medical necessity of alternative routes to parenthood.
We would like to conclude this section with a testimonial sent to us when the bill was published. We offer this so that the committee can see the real barriers people with fertility issues are facing and will continue to face, in light of the provisions of the bill:
We are a newly married couple aged 31. I have Cystic Fibrosis and was fortunate enough to receive a double lung transplant in 2006. This has enabled me to live a full and normal life thus far. 
However as a result of my medications that I must take due to the transplant, anti-rejection medication etc., it is impossible for me to carry a child. This is because the medications would have to be stopped in order for the foetus not to be harmed and this in turn could endanger my own life. 
I am in good health, maintain a full time job as a primary teacher and to all extents have no major health issues. 
My husband and I want nothing more than to have a child and have a family together. While the new surrogacy legislation is positive, as it may enable new mothers the right to paid maternity leave etc, it is extremely limiting and if brought forward would make it impossible for us to have a child through surrogacy.
Due to the Cystic Fibrosis, which is a genetic disease, I have no sisters (or brothers) which means I have no one who would altruistically act as a surrogate for me here in Ireland. 
While we agree that a control over commercial surrogacy is needed in order to avoid the exploitation of women, the complete ban of international surrogacy seems to be a very worrying development and this will prevent many couples, like ourselves who are medically unable to bear their own children, to have a family that is genetically their own. 
I urge the powers that be to continue to discuss this issue and look realistically at the Irish people who will be availing of this. We are doing this out of necessity. Please do not make this journey any more difficult than it already has been.
Summary and conclusion
· NISIG welcomes the proposed introduction of a regulatory body, and is broadly supportive of the inclusion of patient voices on this body
· NISIG feels that the upper age limit of 47 for women undergoing IVF treatment is unnecessarily restrictive, particularly as reproductive technologies continue to evolve
· NISIG welcomes the recognition of the value of counselling in the case of AHR, and wonders if this might be extended
· While single embryo transfer is best clinical practice in most cases, NISIG would like clinicians to have leeway to provide the best service they see for their patients
· NISIG would like clarification on whether ‘egg sharing’ is to be permitted in Irish clinics
· References to revocation of consent by donors and death of donors need to be clarified
· NISIG believes that the limit on storing embryos for just 5 years might be unnecessarily restrictive for some who are trying to complete their families
· NISIG would ask for clarity on if a male surviving partner can use embryos via a surrogate
· Restricting surrogacy to domestic arrangements effectively rules surrogacy out as an option for many couples struggling with infertility
· The prohibition on providing technical, professional and medical services, save for domestic surrogacy arrangements will cause unnecessary further distress to many hundreds of couples in the state
· NISIG would ask the committee to revisit offering the same rights to parents whose children have been born through international surrogacy as those proposed under this bill
· NISIG would ask that consideration be given to issuing timelines around the enactment of the particular provisions around surrogacy
· NISIG would like to see the extension of maternity and paternity leave provisions to parents through surrogacy.
In conclusion, NISIG broadly welcomes this legislation as long overdue, comprehensive and forward thinking. We sincerely hope that it lays the ground work for public funding for fertility treatment for the one in six people in Ireland who will be touched by infertility. 
Where we do have serious reservations – even alarm – is over some of the proposals regarding surrogacy, and we do hope that the committee uses this opportunity to engage with representative groups, such as NISIG, who are touched by this issue daily. 

Indeed, AHR is not an abstract construct. It touches many thousands of Irish citizens each year, many of whom do not wish to speak publically on such a private issue. 
NISIG thanks the committee for the opportunity to comment on the proposed legislation, and welcomes further consultation. 
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