
Anna Kate's Story. 

She lived for an hour and a half with Patau Syndrome  

Describe your situation at the time of your pregnancy and your child’s diagnosis. 
It was 2006, we already had Alex our first child and we were due our second child. When we went 
to a routine scan at 26 weeks we discovered our baby had a condition called Patau’s Syndrome. 

What advice were you given at the time? 
We were told the condition was congenital causing a list of symptoms but the bottom line was 
that our baby girl’s condition was “not compatible with life”. Our doctors didn’t know how she 
would live outside the womb – it could have being a day, a month but she would be dead within a 
year. 

What were your emotions at the time? Did your emotions or attitude change once 
the baby was born or over time? 
Our initial reaction was devastation and I immediately thought how I was going to continue 
through this pregnancy knowing its outcome. However during the next 8 weeks before our baby 
was born my attitude changed completely. I knew that any time my baby lived whether it was 
inside or outside the womb was sacred (nearly a blessing) I was grateful for every single moment, 
I could feel my baby kick and that was so precious to me. 

Where did you find help / information? 
Our consultant was fantastic and very supportive. 

Given the choice again do you think you would choose abortion? Why/ Why not? 
Absolutely no way. Given the knowledge that we knew, more or less, how long our baby would 
live, we took this time as a way to get ready to say goodbye. We used the time to organise her 
funeral, to have the grandparents and close family members ready to see her and also say 
goodbye. On reflection this time with our baby was eventually part of the grieving/ healing 
process. 

What would you say to parents out there who have been given a similar diagnosis 
for their baby? 
My advice is that – do not do anything that you would regret for the rest of your life. A 
termination is a quick fix with horrendous consequences for both parent and child. Consider this 
sad time as a blessing and a time to get ready to say goodbye. 

Was there anybody or anything in particular that helped you at the time? 
The doctor and his secretary were amazing. We were never left alone; the hospital was there the 
whole time. We got great support from them.  

  



Grace Lived for 10 Weeks with Patau Syndrome. 

Describe your situation at the time of your pregnancy and your child’s prognosis. 

This was my second pregnancy and I went for the 20 week scan.  They picked up some abnormalities 
including cleft palate, fluid on the brain and some other "markers" as they called them that were 
indicating the baby had Patau syndrome.   

What advice were you given at the time? 

I met with my gynaecologist and she explained the condition a little bit more to myself and my 
husband.  We were told it was a fatal condition and even the likelihood of the baby surviving the 
pregnancy was slim.  We are offered an amniocentesis to positively confirm the diagnosis but as 
there was a risk of miscarriage we declined.  We did however asked to be referred to a different 
hospital for a second blind diagnosis. We attended Galway University hospital and again the 
specialist came to the same conclusion. 

What were your emotions at the time? Did your emotions or attitude change over time? 

Initially I was distraught.  I was worried about losing the baby and I was also worried about how I 
would cope with the baby if she survived with all of the problems she appeared to have and we 
already had four other children. 

Where did you find help / information? 

We read a lot on the internet and we also got some information from the Support Organisation for 
Trisomy 13/18 group. 

What would you say to parents out there who have been given a similar diagnosis for their baby? 

It is a very difficult situation there is no doubt about that and when you have a child with significant 
health issues it is hard work and does affect your family, however it was also very positive, although 
we lost Grace when she was ten weeks old we witnessed how precious life was we had all 
contributed to giving her a little bit of family life and we had no regrets. So although we all still miss 
her and grieve for her we are all at ease with our conscience. 

Was there anybody or anything in particular that helped you at the time? 

We got tremendous support - firstly our public health nurse who happened to be a Paediatric nurse 
so when we were at home with Grace her daily visits were a god send.  We got fabulous support 
from the Jack & Jill Children’s Foundation.  Financially they supported us so we could get in nurses 
four nights a week to care for Grace as she required 24 hr. care.  In addition their emotional support 
was great the liaison nurse called once or twice a week and really just offered advice etc. 

  

 

 

  



John Paul's Story. 

He lived for 17 minutes with Anencephaly 

Describe your situation at the time of your pregnancy and your child’s diagnosis. 
On July 19th 2006, my husband and I went for my 22 week scan. We had decided we were going 
to find out the sex of the baby this time – something we had not done before. We had 4 girls at 
home and 1 boy who really wanted a brother. My husband and I just wanted a healthy baby. But 
that was not to be - not this time. 
Within a minute of commencing the scan, the midwife saw that not all was well. She told us she 
was so sorry but the news was not good - this child would not survive for long. Immediately she 
went to find the master of the scanning dept to come and give us an official diagnosis. Those few 
minutes of waiting were like an eternity. “What does this mean? Will our baby die? Will it be 
imminent or will we have some time together? Will he/she be severaly handicapped?…” The 
Master came and answered all our questions. Our baby had Anencephaly – a condition which 
means his brain did not fully develop and therefore he could not survive for long after birth, if he 
even made it that far. He told us that the baby could die any time but would certainly die shortly 
after birth. He also told us that our baby was a boy – our son’s long awaited brother! 
Needless to say we were shell-shocked! It was like a gong booming in our world, our reality had 
just been thrown up in the air and all we knew was that when all the pieces landed again, there 
would be no getting away from the fact that our child was going to die, soon. We went away and 
sat in shock for a while. Our family were minding our other kids so we trespassed on their 
generosity a little longer and went for a coffee. In the midst of the blow, one thing was clear to 
both of us – Our time is short. We want to make the most of his short life. We want to try to give 
him as much love as we can in the days ahead, since we only have a small window in which to 
give him a whole lifetime’s worth of love. There and then we named him - John Paul, after his 
Dad. This was my husbands suggestion and I found comfort in knowing that we were welcoming 
this child together. I was not alone. 
The next couple of days were a blur of broken sleep with nightmares, waking up and finding the 
nightmare was actually reality, the routine of looking after my other kids, the job of telling them 
the bad news about their little brother, telling the rest of the family. I had a sister and a sister-in-
law who were both pregnant and expecting babies at around the same time as John Paul. I knew 
it would be hard on them too! 
After a few days of the world having seemed to turn upside-down, the new reality started to settle 
in and with that came a new sense of direction for me as a mother and for us as a family – We 
knew the time was short but we didn’t know when John Paul would die so we realised that our 
greatest hope was that he would survive till birth and that we would get an opportunity to meet 
him. We began to hope and plan for this. We also made plans for what would happen if he died in 
the womb. Now the picture was not so uncertain anymore. We had time and warning. We could 
give him everything possible in the next few weeks until it was no longer possible. 
I found during this time that I was surprised by the joy of each new day that I woke up and found 
him kicking, making his presence known. During this time I learnt to live in the moment more 
than I usually would because I was so grateful that this moment I had him with me and each 
moment was a bonus. In a strange way I had never enjoyed a pregnancy so much before, because 



usually I would have been looking ahead to the birth rather than appreciating each day of the 
pregnancy. Another amazing thing that took us by surprise was the love, care and support of our 
wider family and friends. People thought of the most beautiful things to do for us and for John 
Paul e.g. My mother-in-law got my 2 daughters and their 3 cousins to each knit a portion of a 
little blue cardigan, which she then put together for him to wear when he was born. My son was 
going to be clothed in love, even if just for a short time and not just our love but the love of many 
people around him. It was such a joy to me to know that many others were joining us in giving 
him as much love as possible. Our kids were full of affection for him, talking to him and hugging 
him each day too. 
I was fortunate enough to know 2 other women who had babies that had died shortly after birth a 
couple of years before. I spent time with each of them and heard their stories and their ideas – 
what they found helped make their time with their little ones precious. This was invaluable to me 
and I used ideas from both of them in our short time with John Paul. 
Also during this time the hospital were so good to us. We were part of the community midwives 
program which is a service already dedicated to allowing a more personal approach to childbirth 
while under the umbrella and the care of the hospital. This program is a wonderful program and 
because of my special needs in John Paul’s case, the midwives were able to care for me and John 
Paul in a very personal way. For example, they came to my home for visits to avoid me having to 
wait with other mum’s who had healthy babies’. They always let me listen to his heartbeat for a 
minute or two on each visit (the heartbeat was always so healthy) which my husband recorded on 
one occasion. They made sure I knew exactly what to expect and what the odds were but always 
referred to John Paul by his name, giving him the respect of acknowledging him as a valuable 
person. All these small things made a very big difference in having the strength to walk the 
difficult path. 
The master of the scanning dept Invited us back at 32 weeks for another follow up scan, to 
monitor John Paul’s development and he told us to bring all the kids with us. He spent 45 
minutes with us and after the official checks he needed to make, he let the kids dictate the scan 
from there – he asked each of them what part of their brother they wanted to see. Nothing was 
too much trouble and the kids were very amused when he showed them proof that he was a boy! 
In effect, he facilitated my children ‘meeting’ John Paul for the first time and since we had no 
guarantee if they would meet him alive at all, this meant so much to us. 
I began to labour at 36 weeks. It started and stopped over a period of a few days which I think 
was due to my uncertainty and trepidation. Eventually on the morning of nov 2, contractions 
began again and I headed into the hospital. After a few hours it all stopped again and I remember 
feeling very frustrated because I’d psyche myself up, take a deep breath and think we were going 
to get on with this difficult task and then it would all stop. This was quite hard. But then I 
remembered also all the moments I’d already had with John Paul and how I valued them and I 
realised that this was my last journey with him! I didn’t want to rush it. If it was going to progress 
at a gentle pace then I would settle in for the ride. My moments with him were now really limited 
and I had no desire to rush them. So after that the labour became a lot more peaceful. It gradually 
built up at a gentle pace which I am very glad of now looking back on it. When John Paul was 
born, it was late at night and all was quiet and peaceful. We had the use of the community 
midwives room for the whole labour and birth so we could really treasure the moments. He lived 
for 17 minutes after he was born and passed away peacefully when my husband cut the chord. But 



all our hopes for him had been accomplished. We had met him, told him we loved him, held him, 
baptised him and so we could let him go on in peace now. 
Again the hospital outdid themselves in facilitating us. My parents had been looking after our 
other kids and they all, along with JP’s parents and some of our brothers and sisters were allowed 
in to us in the delivery room because the time was going to be so short. So many of our family got 
to meet John Paul and love him with us. 
While 17 minutes might seem like a very short time, it is etched into our hearts forever. It has 
been such a gift to look back during our time of suffering and loss and remember those precious 
peaceful moments. To know that we held onto and loved John Paul for as long as we could and 
then let him go when the time was right, has been such a comfort in the pain of losing him. This 
is what all parents really want to do for all their children – to be there for them when they need it 
and to let them move on to greater things when the time is right. I realised reflecting on John 
Paul’s life that this was no different. It all just happened in a much shorter amount of time. 

What advice were you given at the time? 
Very little ‘advice’ was given at the time of our diagnosis. A lot of sympathy and compassion were 
given. The consultant began to explain to me that I had 2 options. I had just heard that my child’s 
life, instead of stretching out indefinitely before us, was going to be limited to a very short 
amount of time. I felt like even this short time was threatened by the talk of the possibility of 
travelling to terminate the pregnancy, so I asked him not to talk about it. He explained, however, 
that he was required to give me all my options, so I understood. He did this and saw that we had 
already made up our minds that this was not even a consideration for us, so he made it clear that 
he and the hospital would do all that they could to care for us in the weeks and months ahead. 

What were your emotions at the time? Did your emotions or attitude change once 
the baby was born or over time? 
When we first got the diagnosos, I was shocked and horrified, though not utterly surprised. I’d 
had a gut feeling that there was going to be something very different about this pregnancy from 
my previous ones and I couldn’t explain why, so now I understood why I had had this feeling. As I 
already described, it took a few nightmarish days to let the truth of the situation dawn on me but 
I came out of that with the resolve that from there on we would make the most of every day we 
had our son. My emotions changed over time. There was huge apprehension approaching the 
birth, mixed with the joy that he was still alive. It was like an emotional roller-coaster. But in 
general, it can be said that while we had John Paul, we wanted to make it all about him – make 
the most of every day, celebrate him, so to an extent I was putting my own pain aside for a time, 
although unwittingly. 
For me then, the real pain of grief, sorrow and hopelessness came after he had died and after all 
was said and done. I was now left to process all that happened and it was awful. Nothing could 
have prepared me for the pain of this type of grief. So from that point it’s been a journey towards 
healing. This journey has involved anger, extreme pain, many tears followed by relief, then the 
whole process staring again. Sometimes it’s involved a time of feeling numb and then angry all 
over again. But one thing which has been hugely significant is that in the midst of the pain I have 
the memories of the precious time we had with John Paul and that has been of great comfort. 



Was abortion offered? 
I was told that it was one of my options and that I could travel if this was my choice, since it was 
not available in this country. 

Where did you find help / information? 
The amazing support of my family, friends and the hospital staff. 
Given the choice again do you think you would choose abortion? Why/ Why not? 
Definitely not. I have suffered for sure at the death of my baby but I have precious memories of 
him to hold onto for life. When I put myself back at that moment of diagnosis, I realise that no 
matter what happened from there, the future held my child passing on and me left to grieve him. 
This was unavoidable. So the only choice I really had is what role I would play in his short life and 
what role I would play in his death. This choice has been crucial for my own healing. When I look 
back, I not only have pain but peace and beautiful memories to give me comfort and assist with 
healing. If I had had an abortion, I think I would be trying to forget instead of being free to 
remember. Our family wouldn’t be celebrating his birthday every year and the fact that he is still 
part of us and always will be. I think I would be plagued by questions about what could have been 
and I think healing from such an experience would have been a lot more complex. 

What would you say to parents out there who have been given a similar diagnosis 
for their baby? 
Firstly, I’d like to say I am so sorry for anyone who finds themselves in this situation. The sad 
reality is that no matter what happens from here, your baby will die at some point in the far too 
near future and that is truly tragic. But the choice you make now cannot change that. Many who 
are concerned for you will try to help and some might think the easier road would be to have an 
abortion. But I firmly believe that choosing that road will only add another layer to the pain and 
suffering you will experience at the death of your child. Not only will you be left missing your 
baby but also left with many questions about what might have been. 
Secondly, while the death of your child is part of the path ahead, there are many moments of life 
also to be had along the way. Choosing to terminate the pregnancy now will certainly rob you of 
those moments of life and joy which will be a big help to you in your own healing. To be able to 
remember the birth date of your child and keep mementos is invaluable, as is having a memorial 
stone/grave to visit as a special place to remember and talk to your child. All this will be forfeit if 
you choose to terminate. I have found these small but deeply significant things to be invaluable 
and I would wish them for any woman who finds herself in this situation. 
Thirdly, it is my observation that every child has something unique to bring into the world and 
also that each child has some handicap, be it small (shyness/lack of confidence) or big 
(mental/physical). As parents, what we want is to be there to celebrate and show how proud we 
are of our kids in their strengths and to support them in their weaknesses. There is joy to be had 
out of both and sometimes more joy to be had out of the latter. With a child like this, the same 
applies. The handicap is much greater than anything you may have experienced before but there 
is a distinct joy to be had from being there for every day of your child's life that you can be there. 
Also even this child can bring some good into the world and change the shape of a family for the 
good. I found this in a profound way with my son. 
The long term effects it has had on my family because of the closeness we experienced and 



because of the things I learnt in grieving him are things I wouldn’t swap for the world. They are 
part of the story of John Paul. He has had a hugely positive influence on myself, my husband and 
our children. He has even had an impact on our wider family and friends and I am so proud of 
him for this. He has made his mark on the world. 
We are just average people. There’s nothing extra-special about us but when something like this 
happens to you, it brings the extra special with it if you are willing to take the pain. 
Finally, death is part of life. We know this to be the case. We try to live life to the full and accept 
the inevitability of death along the way. So in accepting this life, short as it may be, you would be 
doing just that, accepting life, limited as it is. But in choosing to end this life you are sacrificing 
the life part of the journey. This is a huge sacrifice and could be more costly than you realise. 

Was there anybody or anything in particular that helped you at the time? 
Aside from the wonderful support of family, friends and hospital staff, which I described above, 
my faith in God’s love has been a big help. I realised that if He sent this child to me, He would 
give me what I needed to be his mother. He has done that and much more. 

  



Laura's Story. Lived for 7 months with Edwards Syndrome 
(Trisomy 18) 

 

Describe your situation at the time of your pregnancy and your child’s diagnosis. 
On September 1983 our baby was born and diagnosed with Edwards Syndrome. I remember 
every detail of that day- how I had been brought in by my obstetrician, as the baby was overdue, 
the large amount of fluid when they broke the waters which was, to a well read pregnancy mother 
a bad sign to the fact that when she was born her birth weight was only 6lbs; much lower than 
any of my four other children. 
Laura was baptised in the hospital before I went home and stayed for a few weeks there before 
being moved to a different hospital with an infection and then on to a children’s hospital. 
Because of her feeding tube Laura was prone to infection and was in and out of the children’s 
hospital frequently and it was there that she died on the 18th of April 1984. 

 

What advice were you given at the time? 
The diagnosis was not made immediately to my husband and myself but they said they would 
have the paediatrician look at her in the morning after her birth but we knew something was 
wrong. The following morning, after a long sleepless night, I was brought into a small room with 
a small stool in the corner and told bluntly that she had Edwards Syndrome and would not 
survive more than a few months and he recommend we put her in St. Michaels House and 
although he didn’t say forget about her, that is what was implied. 
The paediatrician left me alone on the stool. I think a nurse came in later and brought me back to 
the ward. 

 
Was abortion offered? 
I was not offered abortion as they did not do 20 week scans. 

Where did you find help / information? 
The doctor and nurses in the children’s hospital were very helpful. They showed us how to tube 
feed her in order to bring her home and just before Christmas we brought her home. She was the 
centre of the house for the one Christmas she was with us and we have photographs of that time. 

Given the choice again do you think you would choose abortion? Why/ Why not? 
I would not have considered this even from a human point of view as the time we spent with 
Laura was precious and we have no regrets. 

 



What would you say to parents out there who have been given a similar diagnosis 
for their baby? 
Laura didn’t thrive in her several months of life but she was part of the family and still is – 2 of 
my daughters called their daughter after her and those small children know about her. 
I do feel that people in similar situations are sometimes ill-advised or not advised at all. There are 
some who choose the terribly sad option of abortion. If they had a chance to talk to someone like 
me or any other person who had a baby with Edwards Syndrome they could have had a 
completely different outcome. 

Was there anybody or anything in particular that helped you at the time? 
The staff at the children’s hospital were very helpful in showing us how to care for our daughter. 

  



Lily with hypoplastic right heart syndrome  
 
Describe your situation at the time of your pregnancy and your child’s diagnosis. 

At 8 weeks pregnant I found out I was having twins I was so excited but nervous as I was only 8 weeks 
and I had lost a twin before, early in my previous pregnancy. At my 12 week scan the doctor said 
everything looked fine and recommended going for an anomaly scan. 
We went for the scan at 22 weeks and it was wonderful, we got to see our beautiful babies and found 
out we were having two girls, and got some lovely photos too. The sonographer seem to be spending 
a bit more time looking at both babies hearts.  She showed us the heart of one twin and said it 
seemed a bit bigger on one side.  She assured us it wasn’t a big problem. She wrote a letter to my 
obstetrician explaining her findings.  Again I wasn’t worried as I thought like she said it was just 
something small.  
 
What advice were you given at the time? 

I was sent for a fetal Echo a few weeks later, I was 25 weeks pregnant.  The doctor explained that one 
of the babies heart’s had not developed properly on the right side.  I couldn't even take in what she 
was saying as I started to cry, she asked if I could go to the Coombe hospital for an Echo with one of 
the top cardiologists the next day.  The following day, myself and my husband went to the scan there 
was a number of doctors there. We got more devastating news.   
 
The cardiologist explained that our baby had Hypoplastic right ventricle, Pulmonary stenosis, Tricuspid 
stenosis, and a Vsd.  She told us that our baby was seriously ill and talked of a termination.  I 
immediately said no way through my tears.  She said the other option and most humane was to do 
nothing and let her die when she was born.  She briefly talked of the 3 surgeries they could try when 
she was born if we wanted to go down that route.  If our sick baby got into difficulty they would do 
nothing and concentrate on the healthy baby, and she needed to be a certain weight if they were to 
do any surgery at all. 
 
What were your emotions at the time? Did your emotions or attitude change over time? 
Where did you find help / information? 
We left that scan heart broken and absolutely devastated.  I felt like my heart was going to bust out of 
me.  I didn’t want to think as everything they said was bad. NO GOOD NEWS.   I always try to look at 
the positive side, but there didn’t seem to be any.   
I remember saying to my husband we have nothing except God. He has to fix this for us the doctors 
can’t. We asked everyone we knew to pray too.   
 
6 weeks later we had our next scan.  The scan proceeded the same as the last time with the doctor 
naming the conditions again, Hypoplastic right ventricle, etc.  My heart started to sink a little that 
nothing had changed and I started asking Jesus to tell her how to fix my baby’s heart.  Her voice 
started to change and she sounded more positive.  She was speaking to the other cardiologists and I 
didn’t understand what she was talking about.  
 
She explained there might be something else she could do, and it would be tougher in the beginning 
but better for the baby in the long run if it worked and it would take some time to see would it work. 
They would following birth give her medication to keep the baby duct open .They would do a 
procedure which inserted a balloon into the pulmonary valve in her heart and open that valve and 
hopefully the blood would start to flow in the right ventricle and the ventricle would start to develop. 
 
We left on cloud nine this time, our baby finally had a chance.  We prayed to keep her in as long as 
possible as they still needed her to be a certain weight.  I went into labour at 37 and 4 days, which was 



great as she was a good weight at this stage.  Everything went well and our two little girls arrived 
safe.  Lily was a perfect colour and was breathing on her own.  We held her for a while and then they 
sent her along with my husband to NICU.  Our Cardiologist came to see her. 
 
That evening she was transferred to Crumlin as planned and had her echo etc.  Her procedure was 
done the following morning at a day old and went very well.  
 
She’s now a year old and is a little joy.  Her right ventricle is growing and working properly. Her 
pulmonary valve is still causing a bit of bother and she may have to have balloon dilation again but 
she is a long way of where we should be according to the doctors. 
 
What would you say to parents out there who have been given a similar diagnosis for their baby? 
Was there anybody or anything in particular that helped you at the time? 
I really hope our story can give hope and faith to people in a similar situation to us.  I wish the doctors 
could put people in touch with others who have been in a similar situation, rather than making them 
feel like there is no hope at all.  We look to them as the experts but they don't know everything, even 
if you don't have faith every baby is unique if we listened to the doctors our Beautiful Lily might not 
be here. 
  



Luke's Story of misdiagnosis 
 

   Describe your situation at the time of your pregnancy and your child’s diagnosis. 
I was 13 weeks pregnant on the 14th of December 2009 and it was my first scan of the pregnancy. 
My doctor performed the scan and noticed a calcium deposit in the baby's heart. She told us she 
would book us in for another scan in a few weeks to see how things were with the baby and to 
observe the deposit in the heart further.We were called back 6 weeks later on the 4th of February 
2010 . I was 20 weeks  pregnant at this stage. A different person performed the scan this time and 
she told us the calcium deposit was still there and that because of it there was an increased chance of 
Down's Syndrome. She adjusted our risk for Down's Syndrome to 1 in 500 and mentioned the risk 
gets higher with complications. I asked if anything could be done about the deposit in the heart like an 
operation but she said nothing can be done just wait and see. We were also told at this point that an 
aminocentesis test for Down's Syndrome would have helped us know if our baby had the condition for 
sure or not. We had turned down that test earlier and were now too late for it but that it could be done 
towards the end of the pregnancy if we liked. We weren't bothered about getting it done as we knew 
we were going to accept our baby whatever happened. I can't fully remember if they recommended an 
MRI at this stage for the heart or if the MRI was for assessing the brain after fluid was noticed on our 
baby's brain. 
 
Outside of the hospital scans we decided to go for a 4D scan in a private hospital to record the baby 
in the womb as a little momento. We had done this with our first little girl and loved it because you get 
to see the baby moving in the womb and see what it looks like. At this point we had already found out 
our baby was a boy and were nearly fully decided on calling him Luke. We had our 4D scan at 26 
weeks on the 19th of March 2010  and during it the doctor performing the scan noticed fluid on the 
baby's brain. It was 13 and should be between 0 and 10. She advised us to tell our original doctor at 
the next scan and report back to her as she wanted to know how things went for us. 
 
At our next scan on the 22nd of April 2010, I was 31 weeks pregnant and the fluid had gone down to 
11. Our doctor was performing the scan and believed the because the fluid had gone down to nearly 
normal levels there was nothing to worry about there but that she had spotted something wrong with 
the heart. She said the valves in the heart were floppy in structure and had us referred to a heart 
specialist. We also had an MRI done that same day in a children's hospital which I believe was to 
assess the fluid on the brain further. The results of  the MRI confirmed that everything was fine with 
the fluid on the brain. 
 
I can’t remember the date of our next scan but it was close to the end of the pregnancy and it was 
with a heart specialist . At this scan the doctor decided the flow gradient of blood from one section of 
heart to another was unuasual and needed to be assessed some more when the baby was born. I 
had been planning a home birth but the doctor strongly advised us against this in this situation. He 
mentioned that if there was something wrong with the baby complications might arise when the baby 
was born e.g. the baby may need to be revived. 
 
When Luke was born on the 24th of June 2010 he was confirmed as perfectly healthy by the midwife. 
Then the next week we went for his heart assessment. The doctor performed the assessment with an 
ecocardiogram and he confirmed luke's heart to be in perfect working order. Over the next few 
months we were called back to the hospital 3 times for follow up assessments due to all the concerns 
during the pregnancy. There was also another scan for a suspected dislocated hip and a follow up 
scan that confirmed the hip had grown perfectly and whatever was there was now gone. The final 
assessment was performed by a top doctor from in the hospital. She apologised for not having seen 
me during my pregnancy or after the birth as the hospital was so busy it just wasn't possible. She had 
studied all the notes on Luke and assessed Luke again herself and finally said we can’t find anything 
wrong but that if you notice any learning difficulties later on these things that have been observed 
during your pregnancy would probably be the reason. At that stage I felt like saying “you know what, 
God is good and he has gotten us safely through all of this. He's not going to stop looking after us 
now”. 
 
 
 
 
 



 
 

What advice were you given at the time? 
I asked what could be done, as in, was there an in the womb operation to help our baby but they said 
no. There was nothing could be done, just wait and see what happens. 
 

What were your emotions at the time? Did your emotions or attitude change once the baby was 
born or over time? 
We were very concerned and cried a bit. But we were trying to stay positive, believing that everything 
would work out well. Over time, with each verdict, we were getting more concerned and finding it hard 
to believe everything was going to be ok with our baby. Once our baby was born we knew everything 
was fine and we were so relieved. 
 

Was abortion offered?  
No 
 

Where did you find help / information? 
We looked it up on the internet and realised that all these indicators were pointing towards Down's 
Syndrome. 
 

Given the choice again do you think you would choose abortion? Why/ Why not? 
No because one way or another he was our baby and we were going to accept him as he was. Thats 
why we choose not to have the aminocentesis test before all the concerns were highlighted. 
 

What would you say to parents out there who have been given a similar diagnosis for their baby? 
Give it time because you grow attached to the baby in your womb over time no matter what the 
outcome. 
 

Was there anybody or anything in particular that helped you at the time? 
We had lots of friends pray for us and with us for our baby and that really helped. 

  



Maite Lived for an Hour with Trisomy 16. 

It’s been harder than I thought getting around to putting my thoughts down. Maybe I didn't want to 
have to think about it :) Even writing now is difficult. How can one convey how one truly feels about 
the tragedy of losing a child. If that makes sense? I suppose some find it easier than others:) 
 
Well here is our story.. Mari and I are together since 2005. In 2011 we became pregnant on our second 
child our daughter Maite. Everything was going well with the pregnancy well at least that's what we 
thought. It was not until the 22 week scan that we received the terrible news that something was 
going wrong with the pregnancy. 
 
I remember the day like it was yesterday. On the morning of the scan, we were excited and happy. We 
had to travel to Nass hospital where the coombe have a clinic. I remember the expression on the 
midwife’s face change from one of happiness to sorrow. "I'm sorry to have to tell you this but the 
pregnancy doesn't seem to be developing as it should. You will have to travel to the coombe for more 
tests. Both Maria and I were in shock. It was not what we were expecting to hear. 
 
So we travelled to the coombe straight away, first dropping our son Asier who was 2 at the time with 
my parents. “Don't worry” they said, “everything will be ok, we will say a prayer" 
 
Luckily when we arrived at the coombe we were seen to by a lovely, extremely compassionate woman 
Dr Aisling Martin. One of the Coombe Hospitals top consultants. Sadly though Dr Martin could only 
confirm what the Midwife had told us. The pregnancy had not developed as it should and that due to 
some abnormalities with the babies organs chances of surviving or even for the pregnancy to go full 
term were zero. This came as a huge shock again to Mari and I. I suppose despite hearing the news 
earlier in the day we still clung on to the hope that her diagnosis was wrong, Doctors can get it 
wrong!  
I remember we were given some time to console ourselves. A short time later Dr Martin explained to 
us our options including that of a termination. She advised us that we didn't have long if that is what 
we chose to do. I immediately said that was not an option for me. Sadly I had to go through the 
trauma of abortion with a previous partner when I was 22yrs of age and as a consequence was fully 
aware of the effects this had had on not only my ex partner but on myself also. To this day we are 
both affected. There was no way I was going through that again, or allow my wife to have to go 
through that either. So we chose to go full term with the pregnancy still clinging to the hope that the 
doctors had got it wrong. 
 
Unfortunately after some more tests we were told that our baby had a chromosomal Disorder called 
Trisomy 16 and that she would not survive. In most cases babies with this disorder do not survive the 
first trimester. But our little angel survived for 36 weeks. During this time we sang songs and spoke to 
her, urging her to keep fighting. We did this until the day of her birth. For me, it meant a lot to at least 
give her a fighting chance. It was always in the back of my mind that "what if the doctors had it 
wrong" I knew if we had chosen to abort, we would never had forgiven ourselves and the "what if" 
would always stay with us. 
 
When Maite finally arrived, so sad as it was, the memories of seeing and holding our little daughter we 
will cherish forever..Maite survived, contrary to the norm for an hour after birth. I truly believe we 
made the right decision and that it has somehow help us through the trauma. We gave her a soul. 
 
 
 
 
Maria would like to write a few words herself :) 



 
As Joe mentioned it was difficult for me. How can you deal with the fact that the little life that it is 
inside you won’t survive after the birth. 
I have loads of mixed feelings. In Spain (where I’m from) doctors don't give you a choice of keeping 
the baby in similar cases. They would just terminate. 
 
When Dr Martin suggested the abortion I wanted to know what it would involve as I've never been in 
favour but I was scared, very hurt by the news. 
When she explained to me that I would have to go to England and that they would give me an 
injection that would stop the heart of the baby in that instant I realised then what having an abortion 
meant , "that I was going to kill my baby" regardless of how much time that she would 
survive after the birth. I knew I would never forgive myself. So as hard as it was I know today I made 
the right decision. Maite was my little miracle. I should've miscarried at 12 weeks but instead I gave 
birth to a beautiful baby girl at 36 weeks. I was able to hold her, dress her give her some love. She met 
her grandparents we gave her a name as she was baptised. I grieved properly and I know that she is 
with other little babies, her friends. 
 
Doctors and staff in the Coombe were amazing, they are prepared for the cases and they give you all 
the help to cherish these little moments. I gave my little Maite the chance to live. After the birth of 
Maite the support and care we got was amazing. Two special ladies help us through the passing of 
Maite. Pastor Reene was wonderful not only immediately after Maite’s birth but also helped us with 
the burial arrangements of our daughter. Also Brid Shine who is the councillor at the coomb, listen to 
our pain and help us through our grief at the time. Both women truly amazing people. 
 
Thanks for taking the time to care and read this, we hope our story can help others in similar 
situations. 
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