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TFMR Ireland

STOP PUNISHING TRAGEDY
Submission to The Citizens' Assembly - 14th December 2016
Executive Summary
Our submission is focussed on Fatal Foetal Anomalies as that is our personal experience.
Members of the Oireachtas have made numerous attempts to provide a legislative solution
for people who find themselves in our circumstances, all of which have failed because of the
obstacle of the Eighth Amendment.
TFMR Ireland are asking the members of The Citizens' Assembly to include in its
recommendations to the Oireachtas that a Referendum to Repeal the Eighth Amendment to
the Constitution (hereinafter referred to as "the 8th Amendment") is put to the people of
Ireland without delay.
We also feel that termination of pregnancy should be removed fully from the criminal law,
and that the Regulation of Information Act 1995 must be overhauled immediately and
ultimately repealed along with the 8th Amendment. These currently represent a threat to
the lives and health of women in Ireland.
We would welcome the opportunity to address you in person, relate our experiences to you
and answer any questions or concerns you may have.
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Who are we?
TFMR Ireland is comprised of women and their families who have received heartbreaking
diagnoses of a Fatal Foetal Anomaly. Due to the restrictive laws in Ireland, we were all
forced to either travel to the UK and further afield to receive treatment which is illegal in
Ireland, or to continue our pregnancies in Ireland against our will. We have all been
traumatised, shocked and appalled that at our greatest time of need, our country turned its
back on us and made us feel like criminals. Many of us found ourselves in unfamiliar places
away from family, friends and our homes.
We are raising awareness of the impact that the current legal and medical environments
have on women and their families when they receive a diagnosis that their baby will die in

the womb, during delivery or shortly thereafter. We are involved in destigmatising
terminations of pregnancy in these circumstances by telling our stories and we are
campaigning for the ability to choose to avail of these services here in Ireland as a part of
our national maternity service. The law cannot prevent babies from developing conditions
which are incompatible with life, but as a Country and a society we can show compassion,
understanding and support for mothers and fathers in this situation. Nobody should have
to suffer as we have in addition to the loss of a baby.
We provide support to families who have received a diagnosis of a Fatal Foetal Anomaly
during their pregnancy and whose care paths have been denied to them because of the 8th
Amendment. We are aware that every week more families receive this devastating news
and that the additional punishment they face during their tragedies as a result of this clause
will continue.

Terminology
The expressions "Fatal Foetal Abnormality / Anomaly" and "Incompatible with Life (outside
the womb)" have become the subject of debate by some only since we started to share our
experiences in public. These expressions were used by medical professionals in Ireland and
abroad as part of their discussions with us about our babies' conditions and their prospects
for survival.
We have described our babies as having fatal foetal anomalies NOT as being fatal foetal
anomalies. To suggest otherwise is as disturbing as suggesting that parents of children with
cancer describe them as being cancer.
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Similarly, there are those who question the fatal nature of these anomalies. They say that
no doctor can pinpoint when exactly a baby will die. They refer to cases where babies with
named conditions have lived for longer than predicted. We should note that when doctors
make a diagnosis of terminal cancer they are not expected to pinpoint the exact time when
death will occur, and the fact that some people survive cancer does not mean that people
do not die as a result of it.
In the High Court in Belfast in December 2015, Justice Mark Horner defined Fatal Foetal
Abnormality as a case where the foetus cannot survive independently outside the womb.
This is in comparison to his definition in the same case of Serious Malformation of the
Foetus (SMF) as being where the foetus has the potential to develop into a child albeit with
a mental and/or physical disability. It is clear that there is a distinction to be made and all
attempts to conflate the two are dishonest and we believe deliberately intended to deflect
from the considerable public support which has been shown to us since we started to
publicly share our stories.

As an aside, you will note that parents in our situation invariably use the description "baby"
rather than "foetus". We acknowledge that "foetus" is the correct medical term, but
because our pregnancies were wanted, the nature of our crisis and the terminology we use
differs from other crisis pregnancy situations. We do not view the use of medical
terminology in the context of our babies as dehumanising them in any way.

Diagnosis
Most of us received our initial diagnosis at approximately 20 weeks gestation at the Anomaly
Scan. The anomalies are usually identified by utrasonographers who then involve
obstetricians and perinatologists (maternal-foetal medicine specialists). In some cases
further tests are undertaken such as genetic amniocentesis which has an accuracy rate of
99.4%, and chorionic villus sampling (cvs) which has an accuracy of 97.5% to 99.6%
depending on the abnormality being screened for. In some cases abnormalities may be
detected in earlier scans, or following tests conducted as a result of requests being made by
the parents. It is important to note that Anomaly scans are still not routinely offered in all
Maternity Hospitals in Ireland.
All of these tests, performed by suitably qualified and experienced medical professionals,
give us a very significant level of confidence in the diagnosis, however much we do not want
to believe it. The doctors discuss the conditions with us, the average and longest survival
rates and in the individual circumstances of our own pregnancies, the most likely outcome.
The expected outcomes vary between death occurring before the pregnancy reaches fullterm and death during or shortly after delivery. Although this news can be very difficult to
give to expectant parents, it would be negligent of medical professionals to be anything
other than honest with the families, as to raise false hope would be an additional cruelty. In
every circumstance where parents chose to travel more tests were undertaken by the
overseas hospital.
The tests, the expertise of the medical professionals conducting them and their prognosis
for survival form the context in which we make our decisions about whether or not to
continue with the pregnancy.

The Decision
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Receiving the news that your much loved and wanted baby is not going to live is a significant
life event for anyone and one which is completely devastating.
Because of the different interpretations of the Regulation of Information Act 1995 the
amount of information, if any, women and couples receive is a complete lottery depending
on your hospital and consultant. The option of terminating the pregnancy, if it is discussed
at all, is often couched in euphemisms and 'code' - "some people choose to travel" or "all
we can do for you in this jurisdiction..."

Usually, we are left to our own devices and there is a clear implication that choosing to
terminate a pregnancy is a bad option because it is illegal here, and if you were to do this in
another country where it is legal, then you would be a criminal in the eyes of Ireland. The
stigma associated with this is considerable and leaves people very unsure about who it is
safe to discuss their situation with. Many of us told only our closest family and friends and
some not even that. We did not know what medical staff or counselling agencies we could
speak to.
In order to make a decision we need to have a very significant amount of factual information
and enough time with which to process it in order to arrive at what is probably the most
difficult and most significant decision of our lives. The decision to terminate a much wanted
pregnancy is complex and painful for all parents and one which is never arrived at lightly or
rashly.

National Standards for Bereavement Care Following Pregnancy Loss and
Perinatal Death v The Regulation of Information Act 1995
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The National Standards document was published in August 2016 by the HSE. It is a welcome
development in ensuring the provision of information and bereavement care to women who
experience pregnancy loss (from conception up to 28 days after birth), including as a result
of Fatal Foetal Anomaly. It also specifically includes care requirements for women who
travelled outside the state to avail of termination of pregnancy services. These Standards
are in the process of being rolled out nationally with mixed results to date. They also only
relate to standards which can be provided lawfully in Ireland at this time. Crucially, the care
path in Ireland cannot include provision of termination of pregnancy where this is the choice
of the mother.
The National Standards document outlines the information which should be given to all
families "with due regard for the provisions of relevant legislation such as The Regulation of
Information (Services Outside the State for Termination of Pregnancies) Act 1995". This Act
is the product of the 1992 Referendum in which the Irish people asserted their right to
receive information about abortion services. It specifically allows Doctors and other medical
professionals to provide no information to women under the guise of a conscientious
objection clause but does not require them to state their objection to providing this
information and does not require them to refer their patient to a colleague who does not
share their objection.
It is our view that the Regulation of Information Act should be repealed in conjunction with
the 8th and that it should be amended in the meantime to ensure that a women's right to
information about termination of pregnancy services which are currently only available to

her outside Ireland is positively provided for. Where conscientious clauses exist they must
cater for immediate referral to a colleague who does not hold such an objection.

To Travel
We typically have to identify hospitals or clinics ourselves, make our own appointments and
obtain our medical records and send or bring them to these facilities ourselves. In every
other medical circumstance which required treatment overseas, our Doctor would
recommendations, referrals and appointment bookings on our behalf.
We have to make our own travel arrangements. Do we fly or get the boat and drive? How
do we get from the airport or ferry port to the hospital? Who will travel with us? If we have
children at home who will look after them? How do we get time off work? Do we have to
share this medical information with our employers? Do we have passports or other
identification required by the airline or ferry company? If we are travelling to mainland
Europe can we cope with the language barriers?
Due to the unpredictable nature of labour and delivery, and of our own recovery
requirements following these procedures, we cannot be certain when we will be in a
position to return to Ireland. This leads to greater uncertainty and stress in all aspects of the
arrangements.
There is also the very considerable expense involved, and this alone could be a barrier to
accessing services for many. Justice Horner stated in December 2015 that forcing women to
travel to avail of services in these circumstances "can have the consequence of imposing an
intolerable financial and mental burden on those least able to bear it". This still is not
taking into account those women who cannot travel - perhaps due to their legal status as
asylum seekers, minors or persons in the care or custody of the state, or those in abusive or
controlling relationships who are prevented from travelling.
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When we travel, we find ourselves in another Country having left Ireland in secret, feeling
like medical refugees. We feel abandoned by Ireland - the state and its people, isolated
from our families and friends, and separated from our trusted medical teams who had
looked after us up to this point.
When we undergo our terminations (induced labour or medical or surgical procedures) we
experience all of the grief, loss and pain that would normally be associated with any other
still birth or loss of a baby, but we go through this alone.
For those who deliver their babies there is the question of whether or not to bring the
remains home. We can bring our babies home in our cars on the ferry - our babies coffins
must be concealed however. Couples who want to bring their baby home for a funeral but

do not have access to a car have faced the prospect of having to carry their coffin on public
transport, within hours of delivering them, and to board the ferry as a foot passenger.
Others among us chose to have our babies remains cremated and these can be collected by
us and brought home on the plane (having to explain our little packages at airport security)
or can have them delivered to us by international couriers. Couples have recently been
quoted in excess of STG£800 for the courier alone. Some others have chosen to bury their
babies overseas and now need to travel just to visit their babies' graves.
If we bring our babies home for burial we then have to deal with the logistics of the funeral.
If we are having a religious service do we tell the priest the exact circumstances of our loss?
Or is he also to be a recipient of Story B - the version of events that we believe will be more
palatable to the recipient and less likely to lead to us being or feeling judged.
If we do not bring our babies home then we have the void of having neither a baby nor a
grave. We do not get to have a funeral, a public recognition of our son or daughter and our
loss of them, and that they were real. We do not get the support of friends, family and our
wider communities and this serves to further compound the sense of isolation and
abandonment we felt following our diagnosis. It renders it almost impossible for us to grieve
normally and can lead to higher levels of complicated and disenfranchised grief than would
be expected if we were properly supported throughout this process.

To Stay
Many women and couples who receive these diagnosis choose to continue with their
pregnancies. This is of course a perfectly valid choice, and these women, their babies and
their families should be fully supported in their choice and throughout the remainder of
their pregnancy, through to the loss of their baby and beyond. However, there are no laws
preventing them from making these choices in Ireland or from receiving all of the supports
that they require.

Page

9

It is important to recognise however that there is another category of woman who all too
often is ignored in these discussions, and this is the woman who wishes to terminate her
pregnancy but for a variety of reasons cannot or does not wish to travel. These women are
essentially forced by Ireland to remain pregnant with a non-viable pregnancy against their
will.
There are numerous reasons why a woman may find herself in this position. There is the
woman who cannot afford to travel, or the woman who does not have the legal status to
travel. We are all aware of the asylum seeker who cannot travel, but there is also the
woman or child who is in the care or custody of the state. There are women who are
advised not to travel because of their own health conditions. There are also women who

may be in abusive or controlling relationships with partners or parents. There are also
women who simply cannot face the stress of travelling and returning home with neither
bump nor baby. Some of these find it particularly difficult to explain this outcome to family,
friends or community who they fear will not support them, will forever judge them and will
make them the subject of ongoing gossip. All that these women want in these
circumstances is to be able to deliver their babies in their own hospitals at a time of their
choosing, with their own medical teams and to have their funerals and continue their
grieving in the normal manner. When they attend their hospitals they are often required to
attend the same clinics as other excited expectant mothers. They are essentially forced to
continue their pregnancies, maintaining a facade for the benefit of others or locking
themselves into the privacy of their homes where they feel more and more isolated and
depressed.

Afterwards
If our babies are delivered before 24 weeks gestation we are not entitled to a birth
certificate, death certificate maternity or paternity leave. This means that for many of us,
returning to work takes place before we are ready and causes further complications.
Pending the full and successful roll-out of the HSE National Standards in Bereavement Care,
there is often no aftercare provided, either physically or emotionally. Our spouses or
partners and our other children, all of whom have been bereaved, are similarly ignored.
Counselling services are either not available or are subject to such long waiting periods as to
practically render them useless.
Because of the stigma associated with our decisions, we invariably resort to Story A and
Story B situations. Story A is what really happened and if we are lucky we will have family
members and friends with whom we are close enough and whose potential reactions we are
comfortable enough with to enable us to talk honestly and openly. For everyone else there
is a Story B - this may be the miscarriage or stillbirth story. We tell it to protect ourselves,
but it is an uncomfortable situation because it feels like we are betraying our babies by
telling lies about their brief existence.
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Also, because our pregnancies ended overseas, our Irish files are sometimes incomplete and
left open, which causes even more query and discomfort when some of us are lucky enough
to become pregnant again, and return to the same Irish hospital for care.
Irrespective of the choices that a woman makes in relation to her pregnancy, she should
receive compassionate and supportive care throughout. Any counselling services required
for her or any member of her immediate family should be identified and offered by her
carers. If she continues the pregnancy in Ireland, by choice or against her will, the needs of

herself and her baby should be met at all times by providing perinatal hospice type care.
Where the woman chooses to terminate the pregnancy she too should receive every
support possible. Where she travels, there should be compassionate follow up care
provided by her Irish hospital.

Human Rights and Legal Position
Prior to the passing of the Eighth Amendment to the Constitution in 1983 abortion was not
legal in Ireland. There was already the Offences Against the Person Act 1861 (the year
Abraham Lincoln was inaugurated as President of the USA). We simply made something
which was already illegal even more so.
Following the landmark X case in 1992, the state offered us a trinity of referenda: the 12th
amendment which sought to roll-back on the X case which was rejected; and the 13th and
14th amendments dealing with the rights to travel and information both of which passed.
In response to the Irish people voting to affirm the right to information, the government of
the day brought in the Regulation of Information Act 1995. This was a particularly cynical
piece of legislation as it presumed that what the Irish people meant when they voted for
information in the context of a referendum on abortion was that people shouldn't be given
information about abortion!
In 2002 the state again tried to roll back on the X case in the 25th amendment, and this too
was rejected by the Irish people. We think it is important to point out that this represents
the full history of referenda in relation to abortion in Ireland, because the Taoiseach recently
asserted in the Dail that there have been two referenda to provide abortion and they were
rejected - a position which is, at best, ill-informed.
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In 2006 in the case of D v Ireland in the European Court of Human Rights, the Irish
Government argued that D could have been entitled to an abortion had she gone through
the Irish Courts System. In this case Ireland argued that, in the context of Fatal Foetal
Abnormality;
The courts were nonetheless unlikely to interpret the provision [40.3.3] with remorseless
logic particularly when the facts were exceptional. If therefore it had been established that
there was no realistic prospect of the foetus being born alive, then there was “at least a
tenable” argument which would be seriously considered by the domestic courts to the effect
that the foetus was not an “unborn” for the purposes of Article 40.3.3 or that, even if it was
an “unborn”, its right to life was not actually engaged as it had no prospect of life outside
the womb.

More recently, in February of 2015 the Government effectively vetoed Clare Daly's Private
Members Bill allowing for Terminations of Pregnancy in cases of Fatal Foetal Abnormality.
This was done on the basis of unpublished advice from the Attorney General that such a Bill
would be, to quote the Taoiseach, "repugnant to the Constitution". The Government whip
was applied to both Fine Gael and Labour Deputies and the Bill was defeated by 104 votes to
20.
In December 2015 in the High Court in Belfast Justice Horner ruled that failure to provide
abortion services in case of Fatal Foetal Abnormality (as well as in the case of rape or incest)
is a breach of Article 8 of the European Convention on Human Rights. Although this decision
is outside of our jurisdiction, as we both operate Common Law systems and are subject to
the same Convention, this ruling is at the very least 'persuasive' .
In May of 2016 during Ireland's second Universal Periodic Review by fellow UN member
states, 15 countries issued recommendations to reform our abortion laws. These were all
rejected by the Irish Government in September of 2016, except the one which suggested
they set up a civil society forum to examine the 8th.
In June 2016 the United Nations Human Rights Committee (UNHRC) found that Amanda
Mellet had her human rights violated by Ireland when it subjected her to cruel, inhuman or
degrading treatment and that her right to privacy was also violated as a result of Ireland's
current abortion laws. In December 2016 Minister Simon Harris apologised to Amanda in
person and has offered her compensation and counselling if she wishes to avail of it, in line
with the recommendations of the UNHRC.
In July 2016 another Private Members Bill was brought before the Dail to allow for
terminations of pregnancy in cases of Fatal Foetal Anomalies, this time by Deputy Mick
Wallace. This time the Bill was defeated by 95 votes to 45.
In October 2016 a Bill brought before the Dail by Deputies Ruth Coppinger and Bríd Smith
was rejected following a Government countermotion stating the Bill could not proceed until
the Citizens' Assembly concluded its deliberations. The Government's countermotion
succeeded by 96 votes to 47.

Page

12

Solutions
You, as members of The Citizens' Assembly, are being asked to consider the Eighth
Amendment to the Constitution. You need to consider the impact that this Amendment has
had, still has, and will continue to have on the lives of women and girls in Ireland.
In the context of Fatal Foetal Anomalies, you are not being asked to consider when a baby
suffering foetal anomalies will die. You are not being asked to make medical diagnoses or
prognoses - that is the role of qualified and experienced medical professionals, and nobody
else.

You are not being asked to consider the care that is to be provided to women and their
babies in circumstances where their personal choice is to continue with their pregnancy, as
the 8th does not impact on their legal rights or access to medical care in any way.
We are asking you to consider whether or not you believe that every pregnant person in
Ireland who receives a medical diagnosis that their much wanted baby will die before, during
or shortly after birth should either be legally forced to continue with their pregnancy against
their will, or should be exiled to another country where they can avail of this medical service
at their own expense - assuming of course that they have the legal status, financial capacity,
physical health, psychological fortitude, and family support to enable them to do so.
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If you believe that the view of Irish society today is that women and families who find
themselves in this most tragic of circumstances should have access to a full range of medical
care paths, including termination of pregnancy, then you must recommend that the
Oireachtas put a Referendum to Repeal the 8th to the people of Ireland.

Personal Stories
We are including a selection of personal stories, and a collection of interviews conducted
through various media which have been made public featuring the experiences of members
of TFMR Ireland and others who have experienced pregnancy loss as a result of Fatal Foetal
Anomaly.

Video
Sent Away: Stories of Fatal Foetal Abnormalities from TFMR Ireland

This video contains the spoken words of a number of parents, mums and dads, about their
experiences of receiving the news that their much wanted and loved babies had fatal foetal
anomalies and how their lives changed as a result.

URL - https://www.youtube.com/watch?v=d1ri2Z6huXA&t=137s
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"Who would make a
woman grow a baby just
to watch it suffer and
die? It's barbaric and it
really has to stop" Sarah

Professor Fergal Malone on Late Late Show - 08th January 2016
This link brings you to one of our Facebook posts which contains the part of the Late Late
Show interview with Professor Fergal Malone in which he discusses his experience in caring
for patients following a diagnosis. This interview was the subject of a BAI complaint which
was unanimously rejected.
URL https://www.facebook.com/MakeTerminationForMedicalReasonsAvailableInIreland/videos/
vb.175523072568463/1065453676908727/?type=2&theater
"the discussion was factual in
nature and provided a fair
view of how such issues are
dealt with in this country and
abroad and the medical care
offered to both those that
chose the route of continuing
with their pregnancy and
those that did not." Executive Complaints
Forum, Broadcasting
Authority of Ireland

Amy Walsh Interview on BBC1 Breakfast Show - 25th November 2016
This link brings you to one of our Facebook posts which contains the part of a BBC1
Breakfast Show interview featuring Amy Walsh who lost her daughter Rose to a fatal foetal
anomaly in 2015.
URL https://www.facebook.com/MakeTerminationForMedicalReasonsAvailableInIreland/videos/
vb.175523072568463/1131432213644206/?type=2&theater
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"We need to look after our
women and we need to provide
them with the healthcare they
need, and in some instances
that is abortion" - Amy Walsh

Arlette Lyons on Claire Byrne Live - 05th September 2016
This link brings you to one of our Facebook posts which contains the part of the Claire Byrne
Show featuring Arlette Lyons, one of the founding members of Terminations For Medical
Reasons (TFMR). Arlette discusses the comparison between the loss of her daughter Skye as
a result of a Fatal Foetal Anomaly and the birth of her daughter Freya who has special needs.
URL https://www.facebook.com/MakeTerminationForMedicalReasonsAvailableInIreland/videos/
1055424454578316/
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"I'm totally at peace with the
decision I made, and I believe it
was myself and my husband, it
was our baby that we loved and
wanted and I don't believe that
Cora or Liz loved my baby any
more than I did, and it was up to
us to make that decision" - Arlette
Lyons

Dr. Siobhan Donohue and Claire Cullen-Delsol on Ireland AM - 16th June 2016
This link brings you to one of our Facebook posts which contains the part of the interview of
Dr. Siobhan Donohue and Claire Cullen-Delsol on Ireland AM. Claire's bear contains the
cremated remains of her daughter Alex.
URL https://www.facebook.com/pg/MakeTerminationForMedicalReasonsAvailableInIreland/vide
os/?ref=page_internal
"we saw the specialist again
and he was very kind and he
was very honest, and he looked
me in the eye and he said "your
baby is going to die and you
need to expect a still birth"" Claire
"I knew she was dying. I could
feel it, I could feel her, literally
physically weakening and dying
inside me, and then one
morning I woke up and I just
knew" - Claire
"If somebody feels that they can continue with the pregnancy I would support that, and if
that's their choice, brilliant. If that's what you want to do I support you and I say its great
that you can do that. But why do you need to inflict what your choice is on me? It's all about
choice." - Siobhan
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"The moment that TJ was delivered I felt at peace. There was a moment of peace in that room
and I knew it was the right decision. So for me that was the right decision. I'm not going to
inflict my, nobody is going to force anybody to have an abortion" - Siobhan

Radio
Gaye & Gerry Edwards on The Ray D'Arcy Show - 09th June 2016
On the day that the UN Human Rights Committee issues its findings against Ireland in
relation to the complaint taken by Amanda Mellet, Gaye & Gerry Edwards spoke to Ray
Darcy about their own experience of losing their son Joshua in 2001. (discussion starts at 55
seconds and interview with Gaye & Gerry at 5 mins 30 seconds)
URL
http://www.rte.ie/radio/utils/radioplayer/rteradioweb.html#!rii=b9%5F21002175%5F19148
%5F09%2D06%2D2016%5F

"I've had labour and delivery on my two boys and really there was very little difference except
that one was illegal and the two others were not" - Gaye
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"I remember, it's like a movie, looking in the rear-view mirror and seeing the hospital
disappear behind you, knowing that you're leaving your son on his own" - Gerry

Claire Cullen-Delsol on DeiseAM on 11th August 2016

Claire spoke to Billy McCarthy on WLRFM about why she did not travel to terminate her
pregnancy
URL - http://www.wlrfm.com/shows/4-deise-am-with-billy-mccarthy/4094-brave-waterfordwoman-speaks-about-losing-her-daughter-to-fatal-foetal-abnormalities.html
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"The abortion option that would have been available for me would have been just induction
and labour...I still would have held her, I still would have had a funeral, she still would have
had a name, she still would have been our daughter. It just would have been a few weeks
earlier, and I wonder what difference that would have made to anyone except me? I don't
think it would have made any difference to anyone in the world except me and her, and I knew
what was best for her and I knew what was best for me." - Claire

In Print and Digital
Dublin Live - Jennifer
Jennifer Ryan speaks about travelling to Liverpool to deliver her daughter Jess and bringing
her home to Dublin for a funeral.
http://www.dublinlive.ie/news/dublin-news/dublin-lives-mum-demands-eighth-11758169
"That was a really peaceful moment
because I thought, she's not
suffering anymore and she won't feel
the pain of labour or the stress. It
was heartbreaking, we were sobbing
as soon as we were told 'She's gone'
but it was such a lovely way for her
to say it. It was clear but it was
kind." - Jennifer

The Guardian - Ruth
Ruth Bowie, one of the founding members of Terminations For Medical Reasons (TFMR)
speaks about her journey to England in 2009 having received a diagnosis that her much
wanted baby had a fatal foetal anomaly.
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URL - https://www.theguardian.com/world/2014/aug/18/irelands-abortion-laws-made-mefeel-like-criminal
"Our flight back was not until late
that night. We had nowhere to go.
We literally wandered the streets of
an English city. I was bleeding,
cramping and I'd just lost my very
much wanted baby, and all I wanted
to do was go home to my own bed
and my mum. I will never get over
been kicked out of my own country
and made to feel like a criminal at
my time of need." - Ruth

The Journal.ie - Gerry
Gerry Edwards wrote a letter to every member of the Oireachtas when the Protection of Life
During Pregnancy Act 2013 (PLDPA) was signed into law by President Michael D Higgins. The
Government had abandoned families affected by Fatal Foetal Anomalies. What were they
going to do next? This was followed up on Joshua's 13th Anniversary with another article

My son was cremated alone, in a different country, because he had a fatal foetal
abnormality
URL - http://www.thejournal.ie/readme/column-my-son-was-cremated-alone-in-a-differentcountry-because-he-had-a-fatal-foetal-abnormality-1016310-Jul2013/

Nothing has changed for couples whose baby’s condition is incompatible with life.
URL - http://www.thejournal.ie/readme/fatal-foetal-abnormality-stillborn-ireland-law1315413-Feb2014/
"What kind of husband was I that I
couldn’t protect my wife from this pain?
What kind of father was I that I couldn’t
even give my dead child a proper funeral,
that left him behind in a foreign country
and dragged his mother away from him?"
- Gerry
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"What I feel more than grief is anger. I
am angry at the hijackers and
manipulators of language who try to tell
us and others that our babies were only
sick or disabled, and liken fatal foetal
abnormalities with conditions which
are potentially fatal – like a hole in the
heart. One of my daughters has a hole in
her heart so we are more than aware of
the differences. One of the people who
has made this comparison is Taoiseach
Enda Kenny on 10th December 2013" Gerry

The Journal.ie - Denise
Denise from Cork lost her daughter Butterfly to a Fatal Foetal Anomaly. She travelled to
Austria to receive the medical care she needed in Ireland and her daughter remains in
Austria and is resting with her(Butterfly's) great-grandparents. Denise wrote a series of
articles about her loss and how Ireland has made her feel.

Ireland shows no love to babies dying in their mothers’ wombs
URL - http://www.thejournal.ie/readme/fatal-foetal-abnormality-tfmr-terminations-ireland1378064-Mar2014/?utm_source=shortlink

A fatal foetal diagnosis is nobody’s fault – the deliberate lack of support by the State
is
URL - http://www.thejournal.ie/readme/fatal-foetal-diagnosis-ireland-1572500Jul2014/?utm_source=shortlink

We all have dreams as young girls. Having a termination is not one of them
URL - http://www.thejournal.ie/readme/termination-for-medical-reasons-ireland-abortion2164385-Jun2015/?utm_source=shortlink
"One of the biggest ‘whys’ that kept coming up
was: why does Ireland not help couples and
babies in this situation? Why do they insist we
leave our baby girl suffer a slow death and wait
until her organs can no longer maintain the
fight that she is already undergoing and her
little heart gives up?" - Denise
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"Well, why should hospitals in the UK or any
other country have to staff up to support Irish
women because the Irish government won’t? Is
this Irish pride or Irish shame?" - Denise
"while some of us through no choice of our
own have been catapulted into the ‘real world’
and have had to face things we never dreamed
of. Girls never dream of being raped. Girls
never dream of a fatal foetal abnormality.
Girls never ever ever dream of having a
termination." - Denise

The Irish Examiner - Isobel

"Isobel" from County Cork bravely spoke about how she delivered her son in a UK abortion
clinic and found herself 40 minutes later standing outside on the street with her dead son
wrapped in material in a box like a shoe box. Towards the end of the webpage is a soundfile.
This is Isobel relating her story in her own words. The voice has been distorted to protect
her identity.
‘I might as well have been in a forest on my own’ during abortion

URL - http://www.irishexaminer.com/viewpoints/analysis/listen-i-might-as-well-have-beenin-a-forest-on-my-own-during-abortion406693.html?utm_source=androidapp&utm_medium=share&utm_campaign=sharebutton
"and then Luke was born at
half past six, and obviously
the sound of silence...it's
not nice, it's not pleasant.
And I think at that point
myself and my partner just
fell into tears. A sense of
relief that that scary
moment was all over us, but
a sense of sadness that he
was here and he was still" Isobel
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"The scary feeling about being in the hotel was having my baby and not knowing how to
look after a baby that wasn't alive, and keep his body preserved...my friends and I had
thought of ice packs... because we weren't due to leave until the following afternoon" Isobel

Letters
Nicola, County Donegal

It was the 1st of November 2009 when I heard the news that my much wanted second child
had fatal foetal abnormalities and would not survive. I was 19 weeks pregnant and this was
my first scan. I had been waking up crying for about a month before I was told the news by
anyone medical. I just had a feeling that something was wrong. I was told that basically my
baby was going to die. It might live and go full term and die after birth, or it could die
tomorrow! The only certainty was that my baby was going to die.

I was calm when I received the news. I was calm and
strong while myself and my two year old son waited
for my husband to arrive at the hospital. He had to
work that day so I had gone alone to the scan along
with my little son. I was calm when my husband
arrived and the sonographer came into the room to
talk to us. She told us our baby was very very sick. I
simply said "Ok so, what next? If my wee baby is so
sick, when will I be induced?"

I was told that basically my
baby was going to die. It might
live and go full term and die
after birth, or it could die
tomorrow! The only certainty
was that my baby was going to
die.
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That was the Tuesday and I was told that they would bring me in on the Thursday. I went
home and cried. I grieved. I hugged my son Jack and my husband and we all grieved
together. I organised for my mum and dad to come up on the Thursday to mind Jack while I
went into hospital. I felt so much sadness but I also felt calm and ready as my little family
had had the couple of days to prepare. When we arrived at the hospital the staff were
fantastic and so considerate of myself and my husband's feelings. It was all very calm and
respectful. My baby boy Sam was born at 2am on Friday the 10th of December 2009. He was
beautiful and very like his big brother. We got to hold our son. It was the hardest thing I've
ever had to do but I got home the next day and had loads of support from family, friends
and the medical team from the hospital. It would take time but we could start to move
forward again.

Unfortunately, I would love if the above was true. However, I live in Ireland so let me tell you
what really happened.

-o0o"Ok so, what next? If my wee baby is so sick, when will I be induced?" The sonographer’s
response was, "I'm very sorry Nicola, we can't do that, not in Ireland."

"What? Then what will happen? When will my baby be born? I can't wait another 20 weeks
knowing my baby is so sick. Oh my God, oh my God. You have to induce me. Why can't you?"
To which I got the response, "That is classed as an abortion in Ireland, we can't perform an
induction while your baby is alive, it can only be done after your baby has died." It was at
this stage I stopped being calm. I lost control. I couldn't comprehend this.

After the doctors had confirmed my baby's
diagnosis, they left the room. One of the female
doctors gave me the name of a crisis pregnancy
counsellor in town before she left. It was then left
up to the sonographer to deal with me. I have to say
she was amazing. She explained to me that some of
her other parents in the same situation had
travelled to the UK to avail of a termination. I
couldn't believe what I was hearing. I couldn't fault
her. She was so kind. She told me I could call up to her at any time for a scan to check on my
baby.

Most women are getting
scanned to make sure their
babies are alive and thriving,
yet I would be getting scanned
to check if my baby had died.
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The next morning I travelled to Holles Street from Donegal. The consultant there just
confirmed what I already knew. We asked what we should do. He told us that we would
have to continue with the pregnancy unless we travelled overseas for a termination. He said
that if I lived in the UK or Europe I would be offered a termination.

On the Thursday, I visited the crisis counsellor. She was very good and helped me ring
around the UK hospitals to find out a bit more about travelling for the procedure. What we
found out was that because I was 19 weeks pregnant the procedure would probably be
around £1600. Factor into that the travel and accommodation costs and we were taking well
over £2000. Also, if I didn't have the procedure before I was 21 weeks pregnant the cost
would rise considerably again. I felt under such pressure to make a quick decision as I could
barely afford the fee as it was. Let me now add that both myself and my husband were
looking for work after moving home to Donegal. The recession was just beginning. My

husband was getting a few days with a friend but had nothing steady. We had spent our
little bit of savings on our house. We could not afford this type of money.

This was the beginning of what was to be the most stressful few days of my life. Close
friends were offering us money as a gift. Anyone who knew what we were going through
wanted to help. I really wanted to travel so that we could start to get on with our lives again.
However, the thought of leaving my two year old son behind nearly broke me. Also, the
whole ordeal of travelling overseas and also putting my little family into debt nearly drove
me insane. Couple that with feeling my little baby's movements every few hours and you can
only start to imagine how I felt. I eventually felt I had no option but to stay in Ireland and
wait for my little Sam to die.

And so began an agonising journey. I was functioning just for the sake of my husband and
Jack. It was like a dream. I could feel Sam’s little movements. They were more like a flutter
than a kick. He was obviously very weak. I’d never had sleep problems before but now I used
to wake up to the feeling of his slight movements and I would lie awake wondering was he
suffering as much as his mum.
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Once I let the sonographer know my decision, I agreed that I would visit her for a scan every
Monday morning to see how Sam was getting on. My son Jack came with us to the scans. I
remember one day arriving and the sonographer told me sympathetically that she could
hardly see Sam today. She said he was all curled up and seemed very unwell today. Can you
imagine how that feels? To think of your wee sick baby all curled up inside you? Wondering
was he in pain? There were times after I heard this that I literally couldn't stand up with
grief. I couldn't get that picture out of my head. I never will. I feel like curling up as I write
this.

I stopped going out very much as I didn't want people to ask me how far gone I was and
when I was due. Two of my best friends were pregnant with their first babies and were due
within weeks of me. I still tried to be upbeat and happy for them. I knew when I spoke to
them that their hearts were breaking for me. I felt like I was tainting their first pregnancy
with my awful situation. On one of the few occasions that I went anywhere, my friends
brought me for a spa treatment. The therapist asked me all upbeat about my pregnancy. I
simply said "my baby is dying, please don't ask me about it". I'll always remember the poor
girl’s face.

I woke at 5am. I had broken out in a cold sweat. I felt sharp pains in my stomach. I knew he
was gone. I waited for my next scan which was 3 days later. I spent the weekend coming to
terms with the fact he was gone and at peace. I was 24 weeks pregnant. Before the
sonographer turned on the ultrasound I told her he was gone. She confirmed it straight
away.

I remember Sam dying inside
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Now let me tell you, I had not seen a doctor since
of me! It was 5am on Saturday
they broke the news to me that Sam was dying.
the 5th of December. I could
Once they had broken the news to me they had
hardly feel his movements that
walked out of the room. Now the sonographer had
to get a doctor to confirm that there was indeed no
day. I would whisper to him,
heartbeat. The doctor came and confirmed it. He
"Go baby, mammy allows you
then said, "We can take you in this evening to
to go."
deliver your baby". What? Just like that? It was as if
they had washed their hands of me until my baby
had died. Now it was all hands on deck. What about
the 5 weeks I was after going through? If it hadn't of been for the sonographer I would have
had no contact with the hospital at all. I told the doctor, no, I would not be in that evening. I
had a two year old and I had to make arrangements for his care.

I came into hospital on Thursday 9th December and Sam was indeed born at 2.40am on the
10th. He was beautiful. Myself and my husband held him. I felt very peaceful. I got out the
next day. We had a wee service for Sam the following Thursday. I wasn't feeling well and
ended up back in hospital that evening. In fact, I ended up spending two weeks in hospital
after his birth. I had to have two D&Cs and two blood transfusions, due to an infection from
part of the placenta being left behind. I got out for Christmas Day but ended up back in on St
Stephen’s Day. For the final week I was there I was in a ward in the gynecological
department. Every night several new women would be admitted to the ward with
miscarriages, and I would have to lie there listening to them crying on their phones to family
members or their mums. It was horrific. I didn't get a chance to grieve for my Sam. When I
had to have my final blood transfusion two of the nurses had to hold me down to insert the
needle, as I was so distraught. I got out on New Year’s Eve. My husband had to take me to
our local NowDoc who prescribed valium. I was convinced I'd have to go back into hospital
and was having panic attacks. My poor son didn't know what was happening to his mum.

And so I started on the road to recovery. What could have been such a short ordeal turned
into a 4 month ordeal. We had to wait until March 2010 to receive the results of genetic
testing that was carried out on Sam. We were told to hold off trying for another baby until
we received these results as we needed to make sure Sam's condition wasn't passed on
through us.

As I slowly started to recover, I started becoming more and more angry. Throughout my
whole ordeal I had felt an overwhelming sense of abandonment. We were very much alone.
Our friends and family were brilliant but I felt like we had been let down by our medical
system and by the government. I am at peace now with my son's illness and his death.

However, I am not at peace with the fact that in our time of need this country turned its
back on us. You can only imagine how I felt when it started coming to light that so many
other women had went through what I did. When I started hearing about the women who
had travelled abroad and the ordeal they had to also go through, the anger and feeling of
abandonment grew. I was only starting to recover from depression at the time and constant
stories on the TV and radio made it impossible for me to move forward. Making the decision
to travel, or making the decision to stay because you feel you have no choice, it doesn't
matter. Either way you are alone and the country you call home abandons you during what
can only be described as the hardest and most heart breaking time of your life.

SHAME on you Ireland!
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Repeal the 8th amendment now.

Maggie, County Mayo

The Sound of Silence
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We can all live our lives in a bubble and be oblivious to issues that affect the people around
us. It is not until you are faced with a real life trauma that will challenge your core beliefs,
tear your world apart and turn it upside down that can change a much wanted future and a
great love lost. For me this was the moment I heard that our precious bundle of joy would
not survive, her life was incompatible with life.

We were told in a Dublin hospital that our baby girl had Edwards Syndrome, a fatal foetal
abnormality, which means that baby is incompatible with life and cannot survive outside of
the womb and may not survive to full term. An Amniocentesis would have to be done but
with all the presenting problems our girl was very sick. Our consultant drew a picture of
everything that was wrong with our little girl. He knew I could not comprehending what he
was telling us. It is a picture that will remain vivid in my memory, etched there for a life
time. A drawing that showed that all our baby girls organs were in the wrong place, all
squashed into a space they should not be. She also presented with cysts on her brain. If she
survived and the medical team could struggle to keep her alive with all manner of
interventions she would have no standard of life and would remain on life support. This
however would only be an option if she did make it to term.
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We had our first scan at 9 weeks 6 days gestation in our regional hospital. We arrived very
excited and with a little apprehension to see our baby for the first time. Apprehension
because you can never be sure that everything is alright, apprehension because I was 41
years old. I knew at this appointment that something was not right. I knew this from the
reaction of the sonographer. She halted, she stalled while doing the scan and she became
awkward. She asked if I had considered having any genetic tests, because of my age she said
they referred people to Dublin. I was apprehensive about this, I had said that I didn't want
any invasive tests and if there were any disabilities we would deal with it. She said it was a
more in-depth scan that they had better equipment. I agreed to this. There was a mix up in
correspondence and they didn't book me in for a scan at this point. She wanted to see me in
2 weeks time when I would be 12 weeks pregnant as this was a better time to do scan. I had
2 more ultra sound scans in the regional hospital. At the last ultra sound scan at 17 weeks
sonographer told me that everything looked normal. She took me down to the consultant.
The consultant said he was told about the mix up with appointments and that he would see
me after the appointment in Dublin. I asked him if it was necessary as the sonographer said
everything was normal was it necessary to go but the appointment had been made so best
to attend. I rang my partner, I rang my mother to relieve her fears as well.

I got an appointment for the big scan the following day. We were to go up the following
Monday. The scan went on forever. She told us it was a girl as there were no dangle bits.
We joked that baby girls clothes were nicer than baby boys clothes as i was convinced
previous this that i was having a boy. She went to get the consultant and then he dropped
the bomb . He offered us an amniocentesis test which was to be sent to Scotland to confirm
his diagnosis. We would have the results the
following week. He wanted my phone number to
ring with the results. I gave him my partners
I was ecstatic leaving the
number as it was a phone call that I knew I could
hospital. I was relieved she
not take. We were taken to a private room for us to
said everything looked normal.
cry and pull ourselves together before they let us
It was the first time I relaxed
out on the street. I am rhesus negative so i was
and started to feel like this is
asked to come back in 4 hrs to be given an injection
to stop my body rejection this pregnancy or any
happening, we are been given
the greatest gift, the chance to future pregnancies. It would only take a few
minutes and I would be treated in a separate room
be parents again.
to ease any discomfort of seeing healthy pregnant
women. This was not the case, I returned only to
have to sit in the waiting room with all pregnant

women. How my partner kept me from running out I do not know. Every second felt like an
hour, every minute an eternity. Adding insult to injury.

So what now....... What do we do? I lost the ability
to think, my mind went into overdrive, I was in a
panic. We went back and booked into the hotel, to
hide so no one could see our grief, so no one could
see our tears. It would have been impossible for
either of us to drive back home at this point. I had to
hide my bump so no one could see I was pregnant
for fear they would ask me how far along I was and
how was it all going. I cannot describe the anguish
we felt at this time. We were so heartbroken. I was
so angry with our sonographer in the regional
hospital as she said everything was normal, which
led me to a false belief that everything was ok,
setting me up for the biggest fall of my life.

I was so lost in grief at this
point. I was 20 weeks
pregnant. I had a strong
feeling that I could not
continue with the pregnancy. I
could not let our daughter
suffer unnecessarily. I could
not let her suffocate as all her
organs fused together.
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I am lucky to be blessed with great friends. My friend organised an appointment in the
family planning centre for me for the following day. She was an angel to weak for this world.
I knew that I needed to let her go. Go to a place where she would be safe were she would
not feel pain where she would be free. Somewhere over the rainbow.

That night I did not sleep, I cried all night, my heart was broken for everything i was going to
lose. I was so afraid for the future and what it held for me and my family . My partner was
great, he held me together somehow keeping himself together too. The following morning I
went to the family planning center. We talked for 2 hrs, discussing all options, discussing
feelings. We came to the conclusion that to travel was the best option for our baby and for
us. I asked about supports to help us and was told none were available once we chose to
travel. I was told about the honeysuckle team in England. They were to become our main
supports and carers. I was also given information for the group Termination For Medical
Reasons (TFMR) and Feileacain, a support for stillborns and babies born too soon. Both
organisations became our, support throughout the whole experience I don't know how I
would have coped - a lifesaver in a time of trauma. They offered practical support and
information at a time when I was going crazy with grief, when our country could not provide
anything to help.

We got the phone call from our consultant to confirm that our baby had Edwards Syndrome.
He apologised for having to tell us this and that he has to do this all too often. He asked if
we had thought about what we were going to do. My partner remained silent as again we
did not know with our laws who could do what. He said that some parents in our situation
choose to travel. My partner said yes it was an option we had discussed. On hearing that the
consultant faxed over our file to his colleagues in the UK. We got a appointment for the
hospital the following week. It was a week I imagine was like been in hell having to remain
silent as to what was going on, to continue with work in a child care setting. To walk to a
different room when the pain of what was happening became too much when the grief
became to much and the tears refused to stop.
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During this week so much had to be organised, hospital appointments, flights, hotels. All the
while in silence for fear people would find out the route we chose to take. Fear of been
judged by people who had not had to face this situation. Silence so our nearest and dearest
would not be affected by our decision because it is impossible to understand what is going
on if you have not faced a situation like this. It was a week I liken to living in hell because
there are no other words to describe this time. Knowing that our daughter was struggling to
survive that she was never going to be in our arms, I was never going to read her stories or
run on the beach. A time when having to tell people that our daughter had health issues
and that we had to go back to Dublin for another scan in which we feared that we would be
told that our daughter had passed away because she was so weak. A lie to protect others.
Only adding to the loneliness, building the silent wall.

Our flight was to leave from Dublin on the Monday we were to check into the hospital at
9am in the morning. So we did not sleep, nervous about what was ahead of us and having to
travel the length of the country to get a flight. Where people would not know us for fear
they would ask us where we were going. Fugitives going under the cover of darkness. We
were meet in the hospital by a team of people who took over our care. Colleagues of our
own consultant who had handing us over to their care. The procedure was explained, the
finance team came to discuss payment and the honeysuckle team came for a chat too. Too
support us and help us through this horrendous traumatic time. The labour was terrible,
very painful and long. I was exhausted, I was filled with grief. I was in hell, I wanted it to
stop. I wanted to hold our baby, I wanted a healthy baby. I longed for her to be safe in my
arms. The nurses and doctors were brilliant, apologising for what we had to go through in a
strange country away from our family and friends, always kind, many hugs and words of
encouragement, empathy that was lacking in our own country. I felt so let down by Ireland
so alone so lost.

Our baby girl was born sleeping in April of this year. An angel who was now sitting with God.
A deacon came and blessed our angel and offered us his sympathy. We spoke about the
cremation and our options. He made us feel at peace despite our anguish, despite our
feeling of guilt that was laid on us by our country.

Leaving the hospital and leaving our baby there to be looked after by the honeysuckle team
until her cremation was the hardest thing I have ever done. It put a scar on my heart that
will not be mended. Having to leave the hospital hours after giving birth to get flights to get
home excruciating pain, exhaustion and in shock. All adding to trauma of everything that I
had already gone through, having to leave the country and leave her behind was an
experience I would not wish on anyone.

We returned home. I was filled with grief. It knew no end. All the time silently protecting
others from our grief. The loss of a baby does not only affect the parents involved, it affects
your nearest and dearest people, friends who would want to support you if only they knew
how. Grandparents that want to hold a funeral to acknowledge a life lost. Having to explain
that this will not happen. As the baby's remains are been minded by another team of carers
in a different country. I went into lockdown, hiding from the world, from people, alone in
grief. Broken and with no sign of an end to the pain.

We returned 3 weeks later to attend the cremation.
It was a lovely service performed by the deacon
who blessed our little lady. We were looked after by
the undertakers again showing so much empathy
and how sorry they were that we had to go through
this in a strange country away from all support .

People want to help but can't
grasp the severity of the grief,
due to the silent nature of what
happened.

Page

33

We returned again to collect her ashes from the honeysuckle team. They were amazing
people, an amazing team. They gave us a letter for us to show going through the airport in
case we were stopped. They had all angles covered. The honeysuckle team are still in
contact. A support we still use.

Due in most to the experience of having to travel to a foreign country, the exhaustion of all
the travel, the whole traumatic experience made harder by the isolation of doing it alone
without our families and friends by our side. My doctor here diagnosed me with post

traumatic stress disorder and prescribed medicine to help alleviate this. The start of my
healing began when I attended a support meeting in Dublin held by Leanbh Mo Chroi. I meet
other families suffering and struggling through the grief. They are my new friends. They are
here through the break downs/ breakthroughs on the long road to recovery. They share the
silent grief, a grief that unless you experienced the loss you cannot understand or know the
depth of feeling. People are great they can offer empathy but because there is no funeral
there is no coffin to grieve over it still remains a silent grief.

Our daughter's ashes sit in our kitchen. We still light candles and place flowers beside her. I
still picture what she would look like now. I still grieve, I still cry and I still wish things have
been different . I do not regret the choices we made. I no longer feel the guilt laid on me by
our country. I sincerely wish that our country would look at the unnecessary trauma that is
caused to people when you have to travel for a service, a medical intervention that could be
performed here. We need to untie the hands of the consultants who do not want to see
their patients referred to their colleagues in England for continued care. That parents who
are grieving could be surrounded by their family and friends that they could provide the care
and support needed during the time when they grieve the loss of a much wanted and
treasured pregnancy. I do not want to think of anyone having to go through the last year
that we have had and stop adding trauma to tragedy.

End the silence of Fatal Foetal Abnormity.

Kathleen, Dublin
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I am writing to you today about my friend Clodagh. She has been one of my closest friends
for 16 years.

Last year Clodagh became pregnant. This was a miracle baby for her as she had thought that
at 41 she would not have another baby. I was over the moon for her because honestly she is
one of the most kind and caring person you could ever meet. She is certainly one of the best
mother’s I know. Really just always puts others before herself.

I am in Dublin now and Clodagh is in Galway so we were communicating about the
pregnancy quite a bit. One day she text saying that the baby’s neck fold was measuring thick
and was worried but she thought everything was fine. A month or so later I had relatives
over from Canada and we all went to Galway to visit Clodagh. She was so so happy and
planning the baby’s arrival – buggy, clothes – we talked about breastfeeding.

Shortly after that Clodagh and her partner were up in Dublin, at Holles St for an anatomy
scan. I got a text from Clodagh saying she was told her baby would not survive outside the
womb but didn’t know much more than that. I tried calling but she couldn’t talk so we
communicated through text. This continued every day after this – I would try to call but
Clodagh could not speak to me.
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Clodagh asked me to knit her baby girl a hat for the
She was so so happy and
hospital in Liverpool. I didn’t want to send it in the
planning the baby’s arrival –
post so I told her I would meet her at Dublin airport
the morning she was leaving for Liverpool. We
buggy, clothes – we talked
arranged to meet at 5.30am. When I got to the
about breastfeeding.
airport I literally did not recognise the Clodagh I
knew. She looked so afraid and broken and above
all else exhausted. She and her partner had to get up in the middle of the night to drive
from Galway to Dublin airport. It just seemed awful to have to begin this journey wrecked.
People talk about the journey to Liverpool but Clodagh and her partner had an entire
journey before they even got to the airport. It was really hard for Clodagh to speak and she
kept saying ‘I’ll tell people we are going to Barcelona’ – initially I couldn’t figure it out but
then I realised she felt she was going to be stopped because she was doing something
wrong. How obscene is that? At this time mothers and couples should be taken care of,
gently and compassionately. Yet here was Clodagh terrified and exhausted surrounded by
business people and holiday makers, and stag parties.

After that morning I just kept thinking that this is really Ireland’s shame. A deep, deep stain
that future generations will look back on with disbelief at the barbarity of it. Ireland failed
Clodagh and her partner. Ireland turned its back at a woman at her lowest, who was
suffering the deepest grief she will ever feel. Not only turned its back on them but then
piled on unnecessary suffering – creating fear, shame and uncertainty. I am so ashamed to
be bringing up children in a country that ignores families in these circumstances – a country
that adds suffering at a time when families should be receiving compassionate care. I will
never understand why Ireland cannot offer care to families in their own country, in their

own towns, surrounded by their family and friends at a time when a support system is so
vital.

When I tell people in Canada what happens here when your baby is diagnosed with a fatal
fetal abnormality they don’t believe me. They literally don’t believe me. I really hope things
can change for families in these circumstances. I have seen first-hand how urgent it is.

Hannah - Cork

Our daughter passed away in Liverpool Women's Hospital on the 23rd July 2016.
We were married in March 2015 and decided to try for a baby after our honeymoon. We got
pregnant and had a miscarriage at 6 weeks, we again got pregnant but miscarried this baby
at 7 weeks.
We got pregnant a third time in February 2016 and were delighted when we got to 12 weeks
without any problems.
We went for a scan with our consultant on the 19th May 2016. I was 13 weeks. She said
everything looked good bar one thing, which she hoped would rectify itself in a couple of
weeks- our baby's bladder was slightly enlarged. She said she'd send us for a second opinion
at the CUMH and we got this scan on the 3rd June. Unfortunately the bladder was still
enlarged and had not rectified itself. This consultant organised an amniocentesis and we
had this on the 10th June 2016.
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We got the main results from this back a week later and the chromosomes were fine, but at
this stage the bladder was even more enlarged.
We met our own consultant on the 21st June and there was only a tiny amount of amniotic
fluid left around the baby and we were told there was only a 5 percent chance our baby
would be born healthy. We now knew our baby's bladder was completely blocked and it
was therefore only a matter of time before all the amniotic fluid surrounding our baby
would be gone.
We returned a week later for another scan and this time there was no fluid left and we were
told our baby would not survive as her lungs would not develop and her kidneys could not
function. This opinion was confirmed by a 2nd specialist consultant in the CUMH. They were

definite and certain that our baby if she survived the pregnancy, would not live for 5 minutes
if she was born alive.

It took us another few weeks to decide what to do, This was an extremely difficult decision
as this baby was very much wanted. We wanted to be looked after in the CUMH with our
consultant who wanted to help us. Having to travel to the UK made us feel like criminals.
We were going through an awful time - deciding to travel to the UK added severely to our
heartache. Our own country would not help us in 2016! This is happening - ignoring it does
not solve the problem.

We flew to Liverpool on the 21st July and had the
procedure Friday morning, the 22nd July 2016. I
delivered Rose on Sat. afternoon 23rd July 2016.
She was 22 weeks. Prior to this procedure the
consultant in Liverpool conducted a detailed scan
and agreed with the two Irish consultants that our
baby would not survive, if she even reached full
term. We were told this consultant would not go
through with anything unless he agreed with our consultants one hundred percent. We now
had three professionals telling us exactly the same thing.

We wanted to be looked after
in the CUMH with our
consultant who wanted to help
us. Having to travel to the UK
made us feel like criminals.

The hospital cost was €2,500 including Rose's funeral service and cremation.
I stayed in the hospital for one night. We booked and paid for the hotel in advance - 3
nights, this cost €320 (we were unsure of how long we'd be in Liverpool and booked 3 nights
to be on the safe side as it was over a weekend in Liverpool and accommodation was
scarce).
Our flights were dear as we flew from Cork. Our 3 flights cost a total of €950. Between 21st
July and 28th Sept. we flew to Liverpool three times, for the procedure, for the cremation
and the final time to collect Rose's ashes ( the courier costs to Ireland at £800stg were too
expensive).
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For the cremation and collection of ashes we stayed in a hotel again for a night each time at
a cost of €100.00 per night as the flight times from Cork are not frequent.
We are in the fortunate position of being able to afford this, but with a total cost well in
excess of €4,000 (when other costs such as taxis, airport parking etc. are included), this
might be beyond a lot of people.

No one bar our immediate family knew I was pregnant until after we had Rose, as I stayed in
and hid my pregnancy for five and a half months.
This has been extremely hard for us as a couple but also for the family members we confided
in. To not have our parents at our daughter's birth and funeral was awful and by having to
travel to the UK for this procedure when it should be available in Ireland added to the
pressure and stress of it. Our parents should have been at their granddaughter's birth and
funeral but were denied this and we were also denied having our daughter at home with us
in a cuddle cot prior to her funeral.
We are still coming to terms with all that has happened but by having to travel has made it
so much harder.
Having said that, we are very grateful to Liverpool Women's Hospital who were extremely
caring and professional and treated us with respect for the entire time and who did not turn
their back on us.
All we wanted was our baby girl but unfortunately she was too ill.
Thank you for taking the time to read this.
Hannah

Twitter - Heartbroken & Punished - @itstimetorepeal
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On 5th November a Dad who was about to travel to the UK with his wife to terminate their
pregnancy following a diagnosis of a Fatal Foetal Anomaly opened a twitter account
@ItsTimeToRepeal under the name "Heartbroken & Punished". He outlined his reason for
travelling and for wanting to share their experience as it happened. Here's their journey.
This Thursday the 10th of November we will travel to the UK from Ireland to have a
termination. This is not by choice. Three months ago after many attempts we were over
joyed at the discovery we were successful. Our first child was born with a genetic condition
that meant we spent many months in hospital and will continue to do so for the foreseeable
future. Although there is a risk any future children may carry the same condition we
decided it was a risk worth taking.
At our first prenatal appointment we were offered a genetic screening test. Although it does
not screen for the condition that affects our first child, it will for others that may inhibit the
baby's chance of survival. Of course we agreed to a simple blood test, after all the heart

beat now visible was strong and all markers pointed to a healthy pregnancy. Then we got
the call that nothing can prepare you for.
A fatal foetal abnormality was discovered. We had never heard of Edwards syndrome
before but we were told that even if carried to full term the period of life would be counted
in the minutes and hours after birth. It is a crushing sentence for any person to hear let
alone for my wife who has had to give up her career to become a full time carer for our little
boy. We went back for more tests and got confirmation. We should telling our friends and
relatives about our joyous news at just over twelve weeks instead we are now past the point
of being able to go to a hospital in the UK so we had to make arrangements to visit a clinic.
Traumatic in its own right we also have to get someone to mind our child who requires
constant monitoring throughout the day or his condition can cause him to slip into a coma
and his brain can basically shut down. A lot of responsibility for us, even more putting it on
someone else's shoulders. What should be a simple procedure that could be carried out 20
mins from home in a risk free environment we are being forced to travel to the UK, leaving
our child behind and the risks that involves to do the most humane thing possible to a baby
that will never survive.
That's why we are going to document our experience from start to finish on Thursday. We
hope that this may enlighten those who do not want to listen or even allow the people of
this country to decide for themselves. Our government has continually kicked the can down
the road and we the people must decide if we can allow this to happen. We hope that by
documenting our experience may help those that may have been through something similar
or may be unfortunate enough to do so in the future. Please share and check back on
Thursday morning for updates throughout the day.
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12:16 AM
11th November 2016

Final Word
Thank you for taking the time to read our document. We know that there are elements of it
that are difficult to read, just as the experiences were difficult to live.
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Presently, the 8th Amendment permits termination of pregnancy only in cases where a
woman's life is at risk. Our personal experiences lead us to the conclusion that this is harsh
and inhumane. International Human Rights bodies agree. Repeal of the 8th Amendment is
necessary for any widening of access to this essential healthcare.

