






Het tweeling transfusie syndroom 39

Fred and
Magnus



40

14 June 2018. The house is a sea of blue, yellow and orange with all 
this birthday bunting and balloons. Magnus turns five today! While 
we're handing out chocolate cake and fruit juice to his class, Magnus 
is getting hugs from his friends. It's great to see how big he's growing. 
He also gets a big kiss on the cheek from his teacher.

Magnus has brought in a book to show his classmates the pictures of 
his birth. Pictures of a tiny baby with red skin, full of wires and tubes 
in an incubator, with sunglasses to protect him from the light... His 
teacher looks surprised. She didn't know that Magnus was born so 
prematurely. When it comes to intelligence and coordination, she 
always thought he was completely normal, if not a little mature for 
his age, emotionally speaking. Secretly, I'm relieved that everything 
seems to be going well and we've not had any major issues.

Magnus also tells his friends about Fred, his little brother who was 
in the tummy with him, but who passed away and is now a star up 
in the sky. He's telling the story in an easy and relaxed manner as if 
he's talking about the most normal thing in the world. When I look 
at him, I fill with pride, because he's had to fight hard, but he's turned 
into a big, smart, charming and honest child.

30 May 2013. I've been pregnant for 28 weeks with our twins. Until 
recently, my pregnancy was going smoothly, but over the last week or 
so, I'm finding it a bit trickier. I feel nauseous and bloated. The gynae-
cologist in Antwerp said I need to rest and take it easy for a while. It's 
a Friday afternoon, and David and I have just been to start our gift list. 
We've waited a long time to do so, because we were told several times 
in no uncertain terms that being pregnant with identical twins is always 
risky, especially in the first part of the term up to 26 weeks. Now that 
we've got past that milestone, it feels like a minor victory. After we're 
back from the shops, David sets off for Brussels Airport. He's planned a 
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trip with some of his friends before our twins will be taking up all of our 
energy and time. I'm due for my monthly check-up at University Hospi-
tals Leuven, so I set off as well. Even getting in and out of the car is get-
ting a lot more diffi cult. My belly feels like a balloon that's about to burst.

At University Hospitals Leuven, I'm examined by one of the assistants. 
He seems surprised at what he fi nds and immediately calls his supervi-
sor. The latter is in no doubt: despite being in an advanced stage of my 
pregnancy, this is a clear case of twin-to-twin transfusion syndrome. Of 
course, the news comes as a shock to me. The only thing I can think of 
is what they told us at the information day: if you've got TTTS, doctors 
can perform laser surgery and there is a good chance that everything 
will be alright. Or that's how I remember it, at least. The doctor says 
that she'd like to perform laser surgery as soon as possible because 
both of my babies are severely ill and that I should ask David to come 
back from his holiday. Luckily, he isn't on the plane yet, so as soon as I 
tell him the news, he promi ses to hurry down to the hospital. I can tell 
from his voice that he's not overly worried either. It feels like we're both 
holding on to the hope that everything will be ok in the end, and that 
neither of us has realised just how serious the situation is.

With laser surgery, everything has to move quickly. I fi nd myself in a 
sterile room with two doctors busy working on my belly. Suddenly, 
one of the doctors looks up in shock and says she's unable to detect 
any heartbeat in the donor baby, our tiny Fred.

For a moment, I'm left hoping I misheard her – perhaps I didn't want 
to hear her – but straightaway, she confi rms my worst fear: that one 
of our babies suddenly passed away, and that she's shocked herself 
because this has never happened before.

I start crying and beg the doctor to tell David the news because I 
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can't do it myself. I simply can't tell him that one of our babies has 
died. I think that somehow, I feel responsible: after all, it was me who 
was carrying them. Surely, I should have felt something earlier if they 
weren't doing well? Why did I not come to Leuven sooner?

That same moment, David arrives at the hospital and runs through 
the corridors of the maternity ward, full of hope and saying hello to 
the nurses he encounters along the way. Afterwards, he said that he 
could already see it in their faces; in the way they didn't really make 
eye contact because they knew what he was about to find out.

As soon as the doctor tells him about Fred, David collapses. It breaks 
my heart to see him this way. The next few days are just awful. We 
need to process the biggest shock of our lives, but it feels unreal 
because I still look exactly the same and I'm still pregnant. Every now 
and then, we manage to forget for a while, but then it all hits us again. 
It's over. We are no longer having twins.

David returns to work two days later; he needs something to occupy 
his mind and the business he works for gives him exactly that.

I stay at the hospital because Magnus is still alive and needs con-
stant monitoring as he's very sick. Aside from the regular check-ups, 
my days are filled with crying, falling asleep from pure exhaustion, 
waking up again and crying some more at all the well-wishes we've 
received. The room is full of flowers sent by friends, family and col-
leagues. I don't want to see anyone right now, apart from David and 
my mother. David is driving back and forth to Leuven all the time. I 
keep thinking he must feel lonely on those trips.

Soon, the first of a series of hurtful situations occurs, such as a new 
person on the ward who is complaining all day just because the doc-
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tors have told her to lie fl at, and concerned family members who 
want to remove the twin-things from our house to make things more 
bearable for me. But above all, there's love: in messages, in e-mails, 
from the doctor who came to see me late at night because I asked 
her to and from all the nurses on the ward.

The doctor says it would be good for me to go home, to see friends 
and to talk about what happened. But that's the last thing I want. I feel 
safe in these hospital surroundings, and I'm terrifi ed of losing Magnus 
as well without sensing that anything is wrong – yet again. But then, 
the doctors notice that the surgery has caused some membranes 
to detach that could choke Magnus' umbilical cord without me ever 
noticing. So, I end up staying in hospital after all. The tension starts 
to become unbearable: I really don't want to lose another baby inside 
me. I want to give birth. However, the doctors are adamant that I 
should wait until I'm 30 weeks in, to give Magnus the best chance of 
recovery from the transfusion syndrome. A few days before I reach 
week 30, it looks like the membranes are closing in around Magnus' 
umbilical cord, and the doctors decide to schedule a caesarean.

I give birth to a tiny, tiny baby. Magnus is perfect and starts crying 
immediately. The midwife briefl y holds him to my face, but I have no 
idea what I should be feeling towards that little human. There's still 
too much sadness. Magnus is taken away immediately and placed in 
an incubator in the neonatal intensive care unit, on oxygen. David 
stays with him. He's extremely proud of his son.

Then, I give birth to a dead baby. Fred passed away two weeks ago 
and it's clear to see: his head is totally misshapen, but his hands and 
feet are perfect. I don't have the courage to hold him; something I re-
gret to this day as I don't have a single photograph of my second son.
What follows next is 54 days of travelling back and forth to the 
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hospital. I stay with Magnus as much as possible, from early in the 
morning until late at night. The clockwork functioning of the neona-
tal intensive care unit is what I've started to rely on now, together 
with the love and sympathy of my sister who's a nurse on the unit 
where Magnus is being looked after. I pump breast milk, I help care 
for Magnus where I can, I give him hugs, and I don't give up.

In the meantime, Fred is cremated. David and I both say goodbye to 
him for the final time, and we wait on a bench outside until his ashes 
are ready to take home. The days are quiet and long.

More difficult moments follow: the certificate that suddenly con-
firms everything in black and white, the family composition docu-
ment that no longer includes Fred (yes madam, because he passed 
away, right?), people close to you asking whether you'd like a second 
child (I already had two), people around you making it through their 
pregnancy without a care in the world (or so it seems, anyway) and 
sharing their great news with everyone who will listen.

In August, Magnus is finally ready to come home. We're both over 
the moon, but it's also difficult to say goodbye to the cocoon of safety 
offered by the hospital for the second time. We arrive at home with 
a baby who cries all the time and who we don't understand. Now, I 
know that he was crying for my attention; my full and undivided at-
tention. Because at the time, my heart was still heavy with our loss. I 
spend more time thinking about Fred than about Magnus, and he can 
sense that. He's crying for me to put him first. I start to feel less and 
less sure of what I'm doing as a mother. For over six weeks, machines 
and nurses did something that I couldn't do as a mum, and something 
that should be the most ordinary thing in the world: care for my son. 
Once Magnus is home, I need to rediscover my maternal instinct, and I 
struggle to do so. It's a very unhappy period for both me and Magnus. 
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I get pregnant again soon. The doctor told me that a new pregnancy 
would offer comfort; that new life would bring happiness, and that's 
exactly what happens.

When Oscar is born, I suddenly realise what it's like to give birth with-
out any worries and to feel nothing but love straightaway. At the same 
time, I still feel it's all very unfair, and I'm angry about what me, Magnus 
and David had to go through. It's only at that moment that I'm able to 
close the chapter of my fi rst pregnancy.
We're fi ve years on now, and I still hope from the bottom of my heart 
that Magnus is able to deal with it all now and in the future as well as 
I've been able to. Later, when he's older, I want to apologise to him once 
again for the diffi cult start we had and explain to him that I couldn't 
have done anything differently.

Magnus and Oscar are the best of friends, and I'm extremely happy 
with my beautiful family. That might sound like a cliché, but I really 

am. At the end of May every year, we 
pause to think about what happened 
and David and I go out for a meal or 
on a trip. The sadness is easing, but 
it will always be there, somewhere in 
the background.

Recently, friends of ours lost a baby 
early in their pregnancy. With our 
experience, we were able to support 
them through every step of the grie-
ving process and they really appre-
ciated that. It was good to see that 
everything we've been through wasn't 
for nothing.



Titus and
Barend
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In December of 2009, we received some fantastic news: I was preg-
nant again, and this time, it was twins! A whirl of excitement started 
that day: after two pregnancies and two healthy children, our family 
would be complete with another two babies. However, it didn't take 
long for a few minor ailments to crop up – though they seemed fairly 
normal at fi rst. At just 16-18 weeks, my belly was already the size of 
someone who had carried full term, and it caused me a lot of discom-
fort. An ultrasound showed that even at that early stage, the balance 
of amniotic fl uid between the two babies was unequal. That same 
day, the regional hospital referred us to the twins unit at University 
Hospitals Leuven where it was immediately apparent that the situa-
tion was worse than we thought. From the moment we arrived, the 
staff clearly explained all the potential outcomes. Two days later, I'd 
already had laser surgery. That was the option that offered the best 
chances at that time of bringing two healthy babies into the world. 
Still, we were conscious of the fact that things could take a turn for 
the worse, even though you use all your energy to hope for the best 
in moments like this. The staff at the high-risk pregnancy unit offered 
us the best care we could have asked for, and we were given all the 
information we needed to prepare for what could still lie ahead.

The fi rst few days and weeks after the surgery went as well as they 
possibly could, and the ultrasound scans during that period gave us 
hope. At every check-up, we gained a little more confi dence, even 
though the potential risks were repeatedly mentioned.

Regardless, at 24 weeks, the inevitable happened: my waters broke 
and labour started almost immediately afterwards. Next, we went 
through the most intense 24 hours of our lives. An impressively 
strong team surrounded us with the best possible care, and the mid-
wife did not leave our sides for one moment. The team tried every-
thing medically possible to hold back the birth of our boys, but de-
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spite their efforts, the twins were born at that extremely premature 
stage. Sadly, they were not strong enough yet to make it on their 
own. Shortly after their birth, they passed away peacefully. The birth 
of our sons was a moment in which life and death came together. My 
memories of the days after their birth are hazy; the only thing I felt 
was disbelief. We needed a lot of time to come to terms with the 
fact that the unthinkable had happened.

Again, the team of midwives and the high-risk pregnancy unit stayed 
right by our side during this time, not only to sort out the practical 
side of things, but also to make sure we could say goodbye properly 
to Titus and Barend. In our period of mourning, we were supported 
by the presence of our families and the entire team.

Titus and Barend would have turned six in the spring of 2018. In our 
garden, the magnolia tree that blossoms at that time of year reminds 
us of the hope and sadness that we carry inside us. Every spring, the 
petals fall off.
 



Jomar and
Willis
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Finding out your twins have TTTS certainly comes as a shock. Sud-
denly, you're left with so much uncertainty and anxiety: will they 
both survive, or will we be left with only one baby or perhaps none? 
Our twins, Jomar and Willis, were in stage 1 of their TTTS. What 
made our situation extra scary is that we were not eligible for la-
ser surgery. My placenta was on my front abdominal wall, and there 
were too many blood vessel connections between the babies making 
the surgery too risky to perform. We were given other options: 
we could choose to terminate the pregnancy or choose one of our 
babies. It was impossible for us to make that choice ourselves: we 
would be wondering for the rest of our lives what it would have been 
like to have two babies. In the end, we chose to take no action and 
to see what happened for as long as our babies remained in stage 1. 
The difference in their amniotic fluid was significant, but luckily, our 
donor baby's bladder continued to function. We had twice-weekly 
check-ups with the twins team at University Hospitals Leuven. It 
was a stressful period in which many a tear was shed. At every ultra-
sound, we faced a tense wait to find out whether both of their hearts 
were still beating.

Once we got past 24 weeks, the staff prepared us for a new potential 
situation: that one or both of our babies could be born prematurely 
by caesarean. We had a consultation with the neonatology specialist 
who told us that we could still opt for palliative care only. Again, we 
faced a whole host of difficult choices.

Still, my pregnancy continued to progress. After 31 weeks, the  
balance of amniotic fluid had nearly been restored, but the circula-
tion in the umbilical cord of our donor baby was not as it should 
be. As a precaution, I was admitted to the hospital where the twins' 
heartbeats were monitored three times per day. It wasn't exactly en-
joyable, but the fact that the babies were being monitored on a daily 
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basis and that the twins team were ready to jump in when the time 
came to give birth certainly was a big weight off our minds.

In the end, the babies held out until week 35 and I was able to give 
birth naturally. According to the doctors, this was an extraordinary 
outcome: the babies managed to resolve the problem themselves 
meaning they were only born one month prematurely. Two healthy 
boys who had to spend a couple of weeks in an incubator without 
any real issues: they just needed to gain a little weight before they 
could come home with us.
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ALARM SIGNALS

You can contact us at any time in the following situations:

✗	 Fever, feeling generally unwell, redness around the wound 
in the week after treatment.

	 These symptoms could be a sign of infection.

✗	 Strong feelings of period-like pain that come and go in your 
lower abdomen, loss of blood or fluids.

	 These symptoms could be a sign of (premature) labour.

✗	 Fewer baby movements than you are used to
	 These symptoms could be a sign that your babies' health is 

deteriorating.

✗	 Any other symptoms
	 If you are worried about any other symptoms, feel free to 

contact us.

During working hours, you can contact us via the obstetrics 
office: tel. +32 (0)16 34 22 00.

In the evenings or during the night, you can reach us via the 
E 496 maternity ward:
tel. +32 (0)16 34 36 04

You can also e-mail us on: twins@uzleuven.be
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As we are continuously trying to improve outcomes for TTTS twins, 
there are a number of research projects in which you can take part 
if you wish to do so. For more information on these projects, please 
contact the doctors on the University Hospitals Leuven twins team or 
pick up a fl yer from the gynaecology and obstetrics ultrasound centre.

If you would like to provide fi nancial support to twins research, you 
can do so via the patronage fund for twins research. Donations can 
be made to account number IBAN BE45 7340 1941 7789; BIC code: 
KREDBEBB in the name of KU Leuven, under reference ‘for EQQ-
MCLL01-O2010’. For donations over 40 EUR, you will receive a tax 
certifi cate. For more information on donations, feel free to contact 
the KU Leuven University Fund on +32 (0)16 32 37 39.
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NOTES AND QUESTIONS

You are bound to be left with some questions after reading all of 
this information. Sometimes, it can be difficult to remember these 
questions and ask them during a consultation. You can write your 
questions down in the space below and ask them at your next con-
sultation, or in an e-mail to twins@uzleuven.be. 

_____________________________________
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RELIABLE WEBSITES 
AND INFORMATION 

The internet offers a wealth of information, but not all of that infor-
mation is up-to-date or comparable to your situation. This may leave 
you feeling confused. You can ask us to provide you with details of 
reliable websites and information at any time.

It is often nice to know who exactly was involved in your treatment 
at University Hospitals Leuven. You can make a note of the names of 
the medical staff who looked after you in the space below:

Gynaecologist: . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .                                   

Paediatrician: . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .                                     
 
Midwife: . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .                                        

Social worker: . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .                                    

Other: . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .                                          
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