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Scottish Hospitals Inquiry
Witness Statement of

Theresa Smith

WITNESS DETAILS

1. My name is Theresa Smith. | was born on [ Jlll. | am Pyears old.

2. | am the mother of Sophia Evangeline Smith. Sophia’s date of birth isffjMarch
2017. Sophia died when she was|jdays old at the Neonatal Intensive Care
Unit in the Queen Elizabeth Hospital in Glasgow.

3. |live with my husband, Matthew Smith, and our children, in || |||l] N

OVERVIEW

4. My daughter is Sophia Evangeline Smith. Sophia was born at Paisley
Maternity Unit on the]jMarch 2017. A few hours after she was born, Sophia
was transferred to the Neonatal Intensive Care Unit (“NICU”) in the Maternity
hospital in the Queen Elizabeth Hospital (“QEUH”) in Glasgow. She was
admitted as an in-patient and received treatment in the hospital up until the
day she died on [JJApril 2017.

5. During Sophia’s admission, Matthew and | were with her every day. We
arrived early in the morning and left late, last thing at night. Matthew and |
stayed at Ronald MacDonald House. My mother and father looked after our
other children at our home in - | can speak to the experience which

Sophia and | had in the hospital.

6. There are some specific events that | would like to mention. Following her
death, a post mortem confirmed that one of the causes of her death was
MSSA PVL which is a toxic strain of the MRSA infection. | believe that she
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acquired that infection from the hospital. | speak about that in more detail later

o

n.

FAMILY BACKGROUND

7. llive with my husband, Matthew Smith and || | | lchidren in R

In March this year Matthew and | will have been together for
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SEQUENCE OF EVENTS: THE FAMILY’S EXPERIENCE AT THE QEUH

Sophia’s Birth:llIMarch 2017

20.

21.

22.

The night before | began to think that my time might be near. | kind of had that
feeling the night before, and the next day started with the usual niggles and
they progressed on through the day. But you’re never very sure, particularly
with my parity the Braxton Hicks contractions can be quite severe. |'ve always
had this thing where | didn’t want to go and it’s a false alarm, because how
embarrassing would that be when you've been ||lflbefore. So | waited
and early evening came and | said to my husband I’'m not sure about this now,
| think maybe we’re progressing into labour beginning.

That evening | was due at a friend’s. We meet every Friday night, or we did
before COVID. We met every Friday night and it was just a group of girls who
would meet. It's just literally round the corner, minutes from the house, | can
see it. Matt said to me just go because if this is it and you have the baby you
won’t get for a while. So | popped round but | was only there about 15 minutes
and one of the girls said to me “are you okay?” | said, “No, I'm quite sore”.
And a wee while passed and she said, “You don’t look good”. | said, “No, |
think I’'m having another contraction”. By this point my contractions were only
ten minutes apart so my friend walked me back round to my house and we

got ready to go to the hospital.

Matthew drove me to Paisley Maternity Unit and my mother came with us. My
father watched the children, as per usual. | went into the hospital and | was
labouring and | noticed when | was labouring that the midwife was very
interested in the top monitor, and it was out of my view, but because of that |
kept turning to look at the top monitor. | knew | was contracting hard at that
point, but | asked her why she was interested and she said baby’s heart rate

seems to be dipping a wee bit, which is what | suspected she was looking for.
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She said we really need to get this baby out soon, Theresa. | said, yeah,
okay, let’s do this. Really | was pushing even when there weren’t contractions
because they’d already pressed the buzzer and once they've pressed the
buzzer you know that there’s a problem. Sophia was having some sort of
distress and nobody knew at that point exactly why. In those moments |
remember the pain being so severe, but | didn’t care. | wasn’t taking a break
from the pushing because | could see the alarm on the faces with her heart
rate dipping as it was, and | was just going for it. Sophia was born at seven
minutes to midnight on the jMarch 2017.

| knew straight away when she was born that something wasn’t good because
when a baby’s born there’s usually just a very slight delay, and it's usually the
longest seconds of your life, but there’s a slight delay and then the newborn
cry kicks up. Sophia didn’t cry. Rather than take the baby out and put the
baby up onto your chest as they usually do, they were rubbing her down, and
they moved her to the side. | was trying to get up to see what was going on
and | felt the midwife was trying to push me back down. | felt she was trying to
take my attention off what was going on at the side of me by getting me to
focus on delivering the afterbirth. But at that stage | wasn’t interested: was
she breathing? Why is there no cry? The staff were working on her at the
side, and they said we don’t know at the moment. Then Sophia started to
breathe but only a little. They let me see her as she passed, and then they

took her away.

Sophia was admitted to the Special Care Bay Unit (“SCBU”) at Paisley
Maternity Hospital. | just remember the silence in the delivery room. | don’t
think the midwife really knew what to say. It was me and my mum and

Matthew in the room.

Matthew and | have always had an agreement that if I’'m incapacitated he
was to go and take care of our child if the need ever arose. Thankfully it had
never arisen before, but on this occasion it did. Matthew left to go to the

SCBU and my mum stayed with me. He came back with some photographs,
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but they weren’t very nice. The baby had a lot of tubes and things, and she
was obviously being very heavily helped with breathing. Once | was cleaned
up which takes a wee while, eventually | was put up to the ward, to a private

room.

Before going up to the ward | insisted on going to see her. The staff said
maybe tomorrow would be better, but | wanted to go that night. | couldn't walk,
so | was taken in a wheelchair. | was still unsteady on my feet with the pain
killers. It is quite scary when you walk in somewhere like that for the first time.
When they took the wheelchair into the front of the room there were two
babies in the room, and | stood up, because | could walk about, just not that
full distance. | stood up and | noticed that one baby had a mass of blond hair
and that one baby had a mass of dark hair, so naturally | walked to the baby
with the dark hair and the paediatrician came out and said this is not your
baby. I looked at the other one and | said, are you sure? He said, yeah, this is
your baby. Matthew and | are both very, very dark, and all of our children have
jet black hair, but Sophia was white blonde. Lots of white blond curls on the
top. So | was quite surprised by that. | said, “What’s wrong?” He said, “We
don’t really know, but she’s not breathing well for herself. But she’s stable and
safe at the moment. We’re just going to monitor her, see how she goes, and

we’re doing some tests.” Then | was taken back up to the ward.

A few hours later in the very early hours of the morning, Doctor Brian Kelly
came to speak to me. He was with someone else who | took to be a junior or
a student. They came to the room and said they wanted my permission to
transfer Sophia to this brand new hospital that I'd vaguely heard about. It was
called the Queen Elizabeth University Hospital. He told me it had cost mega
money to build, and it had all the state of the art equipment, computers, this
and that, and they really bigged it up - this wonderful new place, a hospital the
likes of which hasn’t been seen before in this country. They asked me if |
would agree to the transfer. | said | would agree to it if it was in her best

interests, of course.
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| agreed to the transfer, and | shouldn’t have. It was the biggest mistake of my
life. | agreed to something based on what it cost to build, the equipment he
said it had, the type of consultants he said it had, all these impressive things. |
believe that if | hadn’t agreed that Sophia would be alive today. | will regret

that conversation till my dying day.

Dr Kelly said he had suspicions about pulmonary hypertension and that they
had machines that would help Sophia breathe until such time she could do it
herself. When a baby is born a signal goes from their brain to their lungs to
say “you’re now born, breathe for yourself’, and sometimes if that signal’s
delayed it’s called PPHN. Really there’s nothing you can do for those babies
except support them until they realise that themselves. He said that whilst
Paisley had the breathing stuff, the QEUH had all this brand new equipment;
that it was the best place for the equipment and the specialists that are there.
With what happened next, | now realise we should have left her where she

was.

Dr Kelly is a paediatric consultant, and he works at Paisley Maternity. He was
on call that night. I've also seen him in the Queen Elizabeth A&E for children
when | was there with my son i}

The transfer happened quite quickly. | asked to go with Sophia but the staff
said no. For two reasons. One reason was that there’s no space in those
ambulances. It's not a normal ambulance like you or | would use, these are
paediatric ambulances. It's equipped with the most complicated, scary looking
machines from the bottom to the top, and the baby is wheeled in an incubator
cot. Grips are placed on the cot to make sure that it doesn’t move at all, so that
it’s rigid during the transfer. They’ve got everything they need for every kind of
emergency in there. | watched them put Sophia into the ambulance. The
paramedics were great and they assured me that they would take good care of
her and that the transfer wasn’t long and there would be no traffic on the
roads. I'm guessing, but by this time it's roughly about four or five in the

morning.
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32. The second reason was that despite my protestations they were not for
discharging me because actually my uterus was haemorrhaging.
I ¢ \-s particularly dangerous. It ended up | kicked up such a
fuss later on that | did my own discharge. They agreed. | signed a piece of
paper declaring that | was discharging myself against medical advice. There

was a lady consultant on who had mercy on me, and did it.

33. | went back upstairs from seeing all that obviously very upset before my
husband came to the hospital. He was at home and | couldn’t get through to
him at that point. He was fast asleep because it had been a long night, and his
phone was charging in another room. So | phoned my father’'s house and my
father let himself into our house with his keys, woke my husband up. Matthew
came to get me and we followed on to the Queen Elizabeth University

Hospital.

34. As | was being discharged a call came through to the main desk and they
apologised that they couldn’t put the call into the room; it was a private call. |
was a wee bit surprised why | was getting a private call from the main desk. No
one told me it was from a doctor. | took this call from a doctor who just
introduced herself as Doctor Jennifer. She asked me what my plans were. |
said, “Either way, whether I’'m officially discharged or not I'm going.” The
problem was | had cannulas in my arms and wrists and | was giving the

midwife a wee bit of a hard time in a nice way because | wanted to leave.
35. I'd already told a white lie to my husband that I'd been discharged with their
consent, and he was on his way to collect me. | actually didn’t correct that wee

white lie until we were in the car half way to the Queen Elizabeth.

Admission to the NICU at Queen Elizabeth University Hospital: 1 April 2017

36. Having never seen the QEUH before, driving in, it is quite striking. It is very big

building when you’re looking for a tiny baby in that huge place. | actually can’t
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remember, but | think we either asked somebody or there were people
directing where you were looking for. Although I've noted in recent times
there’s no one there anymore, but that might have been because it was quite

new then. I’'m not sure.

We were at the hospital at about half past six in the morning on the 1 April
2017. Sophia was admitted to ward one in the Neonatal Intensive Care Unit
(“NICU”), which attaches onto the Royal Hospital for Children. Although it's
supposedly a separate entity in itself. There is a way that you can go up to the
NICU from the main unit, so | presume at some point they’re joined right at the
very back of the Royal Hospital for Children. The NICU has various entrance

points and it is a very separate bit from maternity unit.

We were brought in a different way, which | took to be a staff entrance. But I'll
tell you from mum and dad’s point of view. So when Sophia was admitted, in the

first minutes up to an hour she was admitted into either room four or five.

39. From a parent’s perspective, | can tell you what happened. You enter through

the main doors of the NICU; they’re steel automatic doors. You press the
buzzer and you explain who you are for security purposes. The doors open
up, you come in, and then there’s a corridor. Right in front of you is a massive
desk where the staff such as the consultants and paediatricians stand. | think
it's also where the secretaries work. There are some desk assistants who
open the doors and do the general stuff; it's a very busy desk. To the right of
that desk is room one. If you're in room one, you’re in trouble. Then to the left
of that desk, and actually where the corner just turns becomes rooms two,
three, four, five and up. There was a wee room for parents, with a kitchenette
thing off it. Using the bottled water you can make yourself a tea or a coffee.
There’s two leather sofas and a TV, which has minimal channels on it, and

that’s pretty much it.

40. When we arrived there was a lot of people around her and we weren'’t allowed

to go in. It's very alarming when you arrive and you know that’s your tiny baby
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in there and there’s so many people around her. If you get that much attention
in a medical unit something’s very wrong. We were shown to an interview
room | don’t know if interviews actually happen in them, but they’re private
rooms for families who are waiting for consultants to come in and speak to

them.

It was a while before someone came to speak to us, around an hour and a
half. Eventually a doctor came in, and it was the same doctor who had called
and spoken to me when | was still at Paisley Maternity. She said, “Hi, I'm
Doctor Jennifer, | spoke to you on the phone”, a very pretty lady, blonde hair,
quite heavy makeup, red lipstick, very high heels. | remember thinking how
does she walk in those, they were so high. It's the strangest things you notice
at the moments where you shouldn’t be noticing anything, but | think your

senses are very heightened and you absorb everything.

She didn’t beat about the bush. She said that Sophia was very sick. She had
what they thought was persistent pulmonary hypertension of the new born
(“PPHN”). This was the theme all the way through, they thought she had
PPHN, but they were never sure. She told us that Sophia was fully intubated,
the machine was breathing for her. She had been put into a medical coma. It
was very hard. More to gauge the severity of it than anything else, than any
real desire to have it done, | said to her, “if we were going to christen should
we do it now?”. But really it was a loaded question in that | was asking where
exactly are we going with severity here. And she said “yes, but if you’re going
to do it you’re going to have to go fast because we’re going to ECMO”. |

remember feeling a real stab to the chest.

ECMO is extracorporeal membrane oxygenation. She explained what this
ECMO machine was, but she also explained to me that they weren’t sure by
any means that Sophia needed it. ECMO is a procedure that performs a heart
and lung bypass. Sophia’s breathing was very poor. She was breathing on her
own but definitely not anywhere near enough. She was being supplied with

oxygen, but her output gases were toxic. What she was exhaling was really
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bad. The machine goes in through the jugular. It took the blood out of the
baby’s body and into the machine. The machine cleaned the blood of the bad
gases, oxygenated the blood and pumped it back in to the baby’s body via,
what looked like it a clear garden hose. It was that thick. You could see the

blood pumping around. There’s donor blood there if it's required.

Doctor Jennifer said that what they were doing with the ECMO was buying
time, it was a last roll of the dice . That’s how she put it. | understood what she

was telling me.

Sophia’s baptism: 1 April 2017

45.

46.

| said, that we were going to christen her, and asked that Doctor Jennifer give
me time. She said, “l can’t give you much time.” So my husband made the call
and asked a very close family friend of ours to come and christen Sophia. He
knew already that it was a difficult birth and that we were in trouble. He was
there in twenty minutes. | don’t know how he did it. He lives in |||l

When the priest arrived | spoke to him in the hallway, | explained what had
happened and where we were. Someone came to us and said that if we were
going to christen Sophia it had to be now, right now. We walked into the room
and the priest asked a nurse for some water. She seemed confused and
explained that the hospital only had tap water, not holy water. He said, that
was okay and asked for tap water. Strangely the nurse said “| can’t give you
tap water”. We ended up with saline or similar, it’s sterilised water that comes
in a wee cup thing that you pull the lid off. | remember thinking “it’s not that
difficult, just get the guy some water”. There seemed to be some issue with it,
and they eventually said they couldn’t give it to us from the tap. The staff were
checking to see if anyone had a bottle of water. Eventually she was baptised

with this sterilised saline water.

47. We were not told why the staff couldn’t give us tap water. || GczNGEG -

It was just people jumping over the top of each other “going water, where can
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we get water”, shouting over to someone else “have you got a bottle of
water?”. I'm thinking, this is a multimillion pound, brand new unit, just get
some water, it's not that difficult. But it seemed beyond the nurses who were
there. Other staff were shouting that we needed to hurry this up. | was
stressed because someone’s shouting to hurry up and get this done, and
someone else is telling you they haven’t got the water. If you’re Christian you
can’t baptise without water. Eventually we got the pot of sterile saline water
and she was baptised with that really, really quickly. We didn’t even have god
parents. They usually ask you a set of questions, will you raise this child in the
Christian faith? There was none of that. He just blessed the water, dipped his
hand in the water, did the sign of the cross on her and that was it. It was
father, son, holy spirit done, go, and she was taken from that room in the
NICU to room one in NICU.

| was told that Sophia was in room one because that is the highest grade of
monitoring. That is where they were going to do the ECMO, because it is then
one to one care with a senior staff nurse. A senior staff nurse is important
because the level of care from them only happens in that room. The other
rooms have staff nurses or band six nurses or bank nurses because there is
less severity. In room one each baby has a senior staff nurse whose job is to
monitor, they look at the cot with the baby right in front of them. They do that
for ten, twelve hours: watching the baby one to one, and the machinery. If the
nurse goes on a break, needs the toilet, there has to be a senior staff nurse
who comes in and takes over during those lunch breaks, rest breaks,
whatever. It can never be a staff nurse or a band six or anyone like that. That’s
how it was explained to us. | remember finding comfort in that, but also
naturally being alarmed by it too, because for Sophia to be requiring that was

alarming.

ECMO requires open surgery and the intention was that it happen in a room
where at that time there were five other babies all with their senior staff nurse,
so there’s five staff. In addition, there was going to be all the people who

would normally be in a theatre doing this operation, Mr Davis plus his junior,
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plus all the staff, plus Sophia’s nurses. That’s a hell of a lot of people in one
room. They were going to ask the parents of the other children to leave the
room, but all these people had just been in the room, and they’re not cleaning
the room down as they left. So all these people were now mass exodusing this
room and I'm thinking well, you’ve got five sets of parents leaving the room
there, it’s not a sterile environment, and they’re going to do the surgery, but
really the odd germ here or there at that time wasn’t concerning me because |
had bigger matters on my mind, which was her survival. But | did find it
strange, and | do find it strange, because to this day they’re still doing the
ECMOs in that hospital in the same room as other children, their care givers,
and where other parents have just been, and that can be five, six sets of
parents, five, six sets of care givers, plus the team that are in. So it's not

private nor is it a sterile environment.

The ECMO never happened at this point. Sophia rallied. That was the word
staff used with me. She rallied after the baptism. At that point | remember
thinking that we made the right decision delaying the ECMO to allow for
Baptism. The staff said she was really fighting back now. She seemed to have
realised in herself, and there was no need for ECMO at that point. Honest to
god | could have got on my knees and kissed the ground. The relief at that
point as Doctor Jennifer had described ECMO as the last roll of the dice, it was
a stay of execution. We were still in trouble, but we were fighting. | made a
joke to my husband. Sophia was so unlike us with hair colour and, | said, “well,
there you go, she’s got something of her mother in her, a bit of fire, a bit of
fight”. I'm not known for letting things pass me without a bit of come back if
needed, and only usually with my children. We had a laugh there. But we

obviously weren’t happy, but we were just relieved.

Sophia was still fully ventilated through a tube in her mouth. She was receiving
anything between 98 to, at times, 100 per cent oxygen. She was on an
oscillator machine: it's a cot that moves. She was in a medically induced coma.

There was a wall of machines in her room.
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52. A lot of the babies had that level of machinery in each berth in room one. That
oscillator | hated because it rattled, and it does appear quite rough. It made a
tinny noise. The motion delivers short, but fast shots of air to the lungs. |
remember saying and feeling silly for asking, but being concerned about how
violent it seemed to be, asking won't it give her brain damage? Because you
would never shake a baby, and certainly not continuously in that way. They
said, no, it’s fully tested, it doesn’t do anything like that, and it brings them on
faster. So at that point she was on the oscillator, fully ventilated through the
mouth, full oxygen, and she was still breathing some pretty bad gases, really

quite awful gasses.

53. At that point she wasn'’t being fed. She was receiving a multi vitamin saline
infusion. | believe, through her nose at that stage. Later a couple of days in |
was pushing for Sophia to receive breast milk. She began to get very small

amounts, four ml an hour.

2 April 2017 to 10 April 2017

54. Me and Matthew stayed at Ronald McDonald’s house. We would come over
to the hospital very early in the morning at dawn, and would stay until the
early hours of the night usually. We went back to Ronald McDonald house,

had a shower, a couple of hours’ sleep, not very much, and back again.

55. Every day Sophia rallied. In the early days we were getting very regular
updates, like every few hours and not once did she take a step back. She was
always stepping forward. She was breathing more on her own so we reduced
the oxygen. Her gasses observations were not within her case notes, they
were kept within a separate blue folder. | totally relied on the numbers in this
folder and clung onto them as an indicator as to how she was every day.
What she was outputting was as important as what she was intaking. Every
four hours or so our consultant would come and say we’ve tried her on less

oxygen, she’s met the challenge. We've just done her gasses, and they’ve



56.

S7.

58.

59.

Page 16

improved again. When they tested her gasses, this was done through a blood

test usually.

That was the story that continued all the way through until something
happened. Something totally out of the blue, and we noted that Sophia was
going downhill. But literally we got a day, most, where Sophia was going
downhill and she was lost. But up until that point everything had been
progression, progression, progression. And it wasn’t small steps. It was leaps

and bounds of progression.

| remember very clearly on day three, and it's embarrassing to say, but |
remember just going outside to walk to Ronald McDonald house for the
shower and | remember being so full of joy: that we’d all but won. [ literally
went “yes”, to the sky, because she was almost there. She’d almost won. We
were so far forward now that there was no question of survival, which had
scared the living daylights out of me on day one. We were now at day three
and it just wasn’t in the arena anymore. | remember being so full of joy at that
point that | very nearly somersaulted: then remembered you've just had a

baby and you're not 16 anymore.

She was still in an induced coma at that time. Staff told me that they were
looking to take her out of that, but they didn’t want to push her too hard, too
fast, as she was coming on so fast herself. They said she’s doing all the
work. She’s doing it all. Let her do it, because she’s doing really well, don't
jump in and intervene now. Let her do it. She’s pulling away saying | don’t
want this, she’s breathing more on her own, she’s realising what she’s got to

do. So whatever’s going on let it go because we’re going so fast up the hill.

On day nine the staff brought her out of the coma. She was coming round,

opening her eyes, looking at us. Still moving around in that squirmy way that
newborns do, but still quite lethargic. Staff explained that it was going to take
time for the drugs to come out of her system. She was having a good look at

us. We were laughing at each other and getting as many photos as we could,
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she seemed to be weighing us up when we were talking and she was
recognising us. The nurses told us to keep talking because there was
something that they noticed when we were talking, but particularly when | was
talking, she was very calm on the monitors. We were just talking absolute
gobbledegook all those days and actually reading stories to her. You would
never usually read a newborn stories, right? But just to give me something to
say, to keep talking. So she was recognising our voices and she was
squirming and she was looking at us, which was great. By that time she was
off the oscillator and just in a normal incubator, but still ventilated. By that
point her gases had been so good for so long that they weren’t taking the

gases observations anymore.

The big wall of machinery and equipment was all the way down the side of her
cot. It just all seemed to come down straight away. There were no more
things. To the point that | was phoning home to my parents who were
watching the other children saying “oh, the machinery is away, she’s doing so
well, all the machinery is gone.” There was just one machine left and that was
the oxygen machine, which was reading down between 12 and 17 per cent by

this point. It was minimal oxygen.

Days eight and nine we were talking to the senior staff nurse who was taking
care of her and we were talking about Easter coming up. | said | don’t know
how we’re going to manage Easter if Sophia’s still here, and she said, no, |
don’t think Sophia will still be here by Easter. We had a conversation about
Easter which was a week or two away at that point. She said the only
question here about when Sophia goes home, which will be imminent, is
whether she will come home with an oxygen tank or not. Initially | thought, an
oxygen tank, wow. Bit scary. But she explained to me. It’s just a wee tank by
their side and it’s just got nasal prongs that go in, and it’s really just there to
support her. But whether she would need that or not hadn’t been decided. So
there was a chance, it was 50/50, so there was a 50 per cent chance she was
coming home without that. The whole idea of it made me nervous. I'm told it's

not a big deal, but it still made me nervous.
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It all went wrong on day ten. She was looking very pale. | started to say to
them baby’s pale, and they said, oh, no she’s not. | said, yeah, her skin tone
has changed. She’s very white. This kind of went on and on. | went to the
parents room for a coffee and came back, and | noticed that one of the
machines was back and | said, what'’s that for? The nurse said, | thought
maybe she was struggling a wee bit there so I've put her oxygen up. | think
we’ve pushed her too hard, too fast. So I’'m just doing this just to give her a
wee bit of rest, to give her a wee bit more oxygen, let her rest a wee bit,
because something is tiring her. That was the beginning. That was really the
beginning.

The previous night | had reservations because the shift had changed, and on
the incoming shift the girl that was there was in a different uniform. She was in

a blue uniform. So | looked at her badge and it didn’t say senior staff nurse,

which alarmed me a wee bit. | EEEEE

| hadn’t complained about anything the whole way through, and had a good
relationship with the ward sister. She was a very nice woman. | stepped out of
the room because in room one the consultant’s desk and the desk where the
staff all congregate is right there. || EGCcNGGEEE
They’d taken away the ECMO machine. They’d had that set up for ages.
They’d taken all that away because they said they’d had it sitting waiting and it
was this big monstrosity of a machine that sort of loomed over the whole room
like death, literally, and they had taken all of that away because they said this
baby’s never going to need this now. There’s no possible way she can go

back to where she was from where she is now.
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| said to Matthew, I'm not going. Eventually he went on ahead of me to
Ronald McDonald house, because he was so tired by this point. He was
dizzy. He said, | can’t stand much longer, the room is spinning. Quite often at
the sides of the cots there’ll be only one chair, and just because I'd just
delivered and he’s the man, he would always give me the chair. He said, |
can’t stand any longer, I'm dizzy. He hadn’t eaten, we hadn’t slept in so long,
which was just a common theme for that fortnight really. He went and | stayed
for as long as | could. | remember going outside to call my mother. My mother
and father were living in our house at that time, taking care of our other
children. My mother would not go to bed until she’d had her evening update

from me on how Sophia was doing.

| went out of the ward to use my phone. || G

| speak differently when talking to my mother and sometimes get embarrassed
because there’s the Italian and the Italian accent. | went downstairs and |
phoned my mum, and | remember that conversation verbatim. I've never made
so many mistakes in my life as | made that fortnight, because my mother is
usually really good. She gives great advice. She’s a very wise woman. |
wouldn’t say it if she was in the room, but on this occasion | should not have

taken her advice. | went downstairs and she said, it's late, I've been waiting for

the call, m tired. |

My mother’s got this thing with her children, we all need to be put to bed after
a bath. It doesn’'t matter what age we are. | was in my late 30’s by then, but |
still needed to go and have a wash and go to my bed. She said, “you’re
overtired, you’re overthinking this, go back to the room have a shower, get a
couple of hours’ sleep and it will be morning before you know it | | GczN.
Sophia will be just fine, it's only for one night.” | said, “You know what, Mum,
you’re right”. When | had popped outside and the cold air had hit me I'd
started to feel really nauseous that | was going to be sick. It was just | was so

tired that | was going to vomit. This time it was around midnight, I'd been
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going since five that morning on maybe two or three hours’ sleep and a lot of

coffee. It starts to churn you up after a while.

| went back upstairs and | stayed for a while, then | left, and | walked over to
Ronald McDonald house. | remember just praying because | just felt so

instinctual that something was wrong. | just left, and | remember saying god,
just look after her tonight. | got back to the room, had a shower and went to
sleep. As soon as | woke up, didn’t even go for another shower, | just pulled

my clothes straight back on and headed back to the hospital.

11 April 2017 and [l April 2017
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As soon as | woke up. | put my trousers and my shoes on and left. It was early
morning. It was after the shift change, which happens at seven o’clock,
I /e | arrived, Lorna McSeveney, the senior staff nurse was
on duty, she was the senior staff nurse at the time.

Sophia seemed okay, NN

It was the tenth day. Through the course of the day the baby became
markedly unwell. | noticed that Sophia was markedly pale and that the
machinery was starting to accumulate again. Sophia progressed from pale to
ghost white to almost translucent. | kept saying to the nurses: can you get a
consultant; can someone check her over; can you get someone; can you get

someone. [, - | had this

horrible feeling in my stomach. The staff had started to up her oxygen

suggesting that she was struggling a wee bit. || EGcNINEINININININGE

| was alarmed by the step back.

Sophia was a full term baby. She wasn’t premature, and she wasn'’t suffering
from any other complications really other than this breathing thing. She should
not have had a step back. For it to be passed off as normal, she was the

biggest baby in this ward and she’d never had a step back. Through the



75.

76.

77.

78.

79.

Page 21

course of that day | watched the oxygen they were giving her go back up, and

everything she’d worked hard for seemed to be coming back down.

Sophia’s bed backed onto the back exterior of the consultant’s desk.

Around 4:30pm | one of the consultant paediatricians
I o< in. He took one look at her and said I'm going to have
to scope her, you can stay or you can step out. For those procedures | would

try and step out because | can’t watch that.

Matthew and | were taken to one of the interview rooms. That was the
beginning of the end. We waited there for quite some time. We were told to
wait until someone came to see us. Nobody came. A few times we stuck our
heads out the door; looking around, waiting. We were trying to let them see
us, looking for an answer and nobody came. It was hours. Eventually we went
to the desk. The staff said we could go in to the room to see Sophia and that

is what we did.

I o\d us that they had scoped Sophia and that there was quite a lot of
blood. He said, they were scanning her lungs because he thought she was
having a lung haemorrhage. | asked what that meant. He showed me a chart,
like an x-ray picture and told me that one of Sophia’s lungs had deflated. |
said, “okay, so how do we re-inflate it?”. He said, you can’t. | looked at him
and said, “well, what do you mean you can'’t re-inflate it? If something deflates
you can re-inflate it”. He said, “no, | can’t.” That’s the point where | thought is

he telling me she’s going to die?

He just said he didn’t have the answers that he didn’t know why it was
happening. It had gone from we’re taking her home soon to suddenly being
back in the same position that we were on day one. Sophia had been put
back into a medical coma and all the machinery started to build up again, like
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bricks against the wall. It was all building and building up again as the hours

were passing.

With those machines, it's scary. There’s wires that come off and they connect
to the baby. Naturally with that kind of thing there’s a lot of beeping. Now, to
this day | still have an issue with beeping. To this day | can’t take my kids to
McDonald’s because the machines in McDonald’s beep. Normal people don’t
notice this, but I'm not normal anymore, not after what happened. The
machine beep in the hospital was the same sound. Sophia’s machine always
used to go off and although | knew it was only a low battery it would scare me.
The machines going back was not a good sign, and that wall of machinery
was beginning to build up quickly again.

| found out later that there was a considerable delay before Sophia was put on
the ECMO machine. | continually questioned what the delay going to ECMO
was. We had been called many hours previously at Ronald McDonald House
by Karen the Senior Staff Nurse at about 1am. She had said ‘we’re going to
ECMO. lll is on this way’. lflwas already in the NICU when | arrived. |
saw him in the corridor when | was buzzed through the security door. It was
now well past daybreak and we were still waiting for the ECMO procedure to
happen. | queried the delay over and over again. At one point a nurse told me
that they were waiting for [JJffwhich | thought must be a mistake because he
had arrived before | did. We had acknowledged each other in the corridor.
Eventually a lady doctor, [ flllcame to see us and told us that Sophia’s
ECMO procedure had finally been done. | asked her why it took so long to get
started and she told us that she had a difference of opinion to the other medics
as to whether ECMO was worthwhile. [ llltold us she had called a staff
meeting over it, that meeting had finally been decided by vote.

It didn’t look good when we went back in to see her. The day before, there

was a baby in the same room as Sophia, and she had died. It was very



83.

84.

85.

Page 23

present in our minds. This is all played out in front of you because the families
and another five babies are all jammed in this room. There’s no curtains,

there’s no privacy.

We waited. And that was it. We waited. | queried what the machines were, |
was told one’s dopamine, one’s midazolam - which she had all been given on
day one. | was horrified because her battle was won and now we seemed to
be starting it again. It was only a day or so previously we had been discussing
homecoming. At no point when | was querying the machines did anyone say
she’s on antibiotics or we’ve put her on antibiotics. | later found out that she

was given antibiotics and | will speak about that later on.

The machines were explained to me as oxygen, midazolam, dopamine, other
general stuff to keep her asleep, to keep her calm. Morphine for pain. There
was the vitamin water to keep her hydrated. | think they had stopped giving
her the breast milk at that point. | asked about her gasses and nobody said
anything, just that some blood work had been taken. | got that answer a few
times but never a proper response. Then when | did get an answer | was told
her gasses were phenomenally bad: we had gone from her requiring 12 per
cent oxygen with them not even taking blood work because her gasses were

S0 good, to her gasses now being so bad they were taking it constantly.

On thellJApril 2017 Sophia died in my arms at twenty minutes to five in the
evening. This was the first time | had ever held her in my arms. We were
taken into a room after she passed. The staff had gone to ECMO in the end
and after her death she had to go through another surgery to have the ECMO
machine removed from her neck. She was taken away for that. When she was
dying in my arms she was still connected to the machine, so there was a lot of
blood. The blood was passing between her and the ECMO machine. It was
still doing its job although she was dying, and when she died. There was a lot
of blood through her nose and mouth. It was spilling onto the floor, and |

remember my mother slipping in the blood. They were trying to mop it up with

these horrible hard hand tissues. || EGCcCcNGGEEEEEEEEEEE
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86. We were shown into a wee room and it was a bad room to be in. You went in
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through a door and had a wee Moses basket, and it was dark and it had fairy
lights. It had a name, this room, but | can’t remember it. It was a strange wee
room. You came in through one door, and then to the side bit was another
door and there was something behind there, and for some reason | thought it
was a kitchen, because it had fridges. | was later to understand that those
weren'’t fridges. When the door was open you could see that there were
fridges and a lot of stainless steel worktops, but | didn’t realise at that point
what that was. It was a really bad place to put the room that’s supposed to
comfort grieving parents, adjoining on to the room where the fridges for the
bodies are, and that you could see the fridges from the room.

We just sat there in stunned silence. There was the three of us: me, Matthew
and my mum, who'd all been present in the room when Sophia died. My dad

arrived at the NICU 20 minutes later by which time we had been shown to the
strange nursery room. We held her for a while, but they said she had to go to

surgery to remove the ECMO pipe from her jugular

Sophia didn’t have down syndrome. Sophia had mosaic down syndrome,
which is quite different actually, despite the name. We knew and had been
told that she was “physically and structurally sound” because the staff
repeated this exact phrase over and over again. They knew there was no
brain damage because she’d had multiple scans. We knew that her eyes were
slightly more oval. Mosaic down syndrome tends to be more characteristically

as in facially, and maybe some balance issues. There is a spectrum for the
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condition and Sophia would have been on the milder end of the spectrum.
Sophia might have had trouble with her balance, she might have walked later
than other babies, mild developmental delays that kind of thing. But it certainly
wasn’t the worrying diagnosis of down syndrome at its fullest. It was a much

more minor thing in the grand scheme of things to be diagnosed with.

| don’t live in a fairy tale world, quite far from it. | understand that people with
down syndrome or mosaic down syndrome like Sophia, can die of
complications of that genetic disease or illness and the extra gene. |

understand that complications can happen and that they may die, but my

daughter didn’t have a complication of that. || GGG
|
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The day after Sophia died, we went back to the hospital so we could see her.
We were taken back into the room that we were in the day before. It's a small
room, and it's dimly lit and it's got wee fairy lights and it's got a wee Moses
basket. There’s another door in the room and it kind of sits in the centre of the
room. | noticed that the first time they were quite guarded about what was
behind that door so | took it to be a private, staff only place. When we went
back one of the staff nurses took us in and asked us to sit down on one of the
couches. She went in through this door, and she said, I'll go and get your girly.
They always talked like she was still alive. She went through this door but she
left the door open, and what | had taken to be a private staff kitchen was

actually the mortuary for the babies’ bodies.

She opened up a drawer, and | heard the drawer open like a steel kind of
crappy lkea kitchen drawer. Then there was two seconds’ gap and | heard the
unmistakable noise of a bag unzipping. A few minutes later she came out with
the baby. I'd already sussed out it was my baby she was taking out of a bag in
a drawer, and she’d left the door open and we could see right in. She took the
baby out of the bag and she wrapped her in a blanket that | had given in, and

she brought Sophia out to us.

My mother had actually phoned me that morning and said, now, Theresa,
remember, the baby’s going to be cold. It wasn’t a shock. But what was a shock
was there was a sticker, and it was right across Sophia’s wee chest. It took up
her whole chest, and it was right across below her thorax, and it was her
mortuary sticker with a serial number for the morgue. It had just been stuck
there, and she was handed to us like that. The only way | can describe it is when
| was a kid my grandfather worked in a butchers warehouse where they carved
the meat. Occasionally if | popped in to see him after school they would have
racks of meat and when they were done with the meat they would slap a sticker
on it and throw it down the rack. To me it looked like that’s what they’d done with
Sophia’s body. It was just crudely stuck on. The door opening, the body bag
unzipping, and then the sticker were just killer blows.
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The post-mortem — April 2017
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The post-mortem was performed and we were told when it was done. We
were told to send a private ambulance from our funeral director to collect her
from the hospital. It did take a wee while. Eventually we were able to send a
private ambulance to bring Sophia home to [l and then we went ahead
and organised her funeral.

It's worth mentioning that the only way they could sway me into the whole
post-mortem thing was by agreeing that it would be a limited post-mortem. It
was explained to me by lllas an incision that would begin at her
breastbone and end above her navel. When Sophia came down in the private
ambulance it was late into the evening and our funeral director, P B Wright,
called and said “we feel it would be best if you didn’t come tonight, if you
waited till tomorrow, there are some things we have to do”. They actually
spoke to my father who was trying to arrange the funeral to take the pressure

off us a wee bit. My dad thought it was a bit weird, but he agreed.

Then the next day we went to the funeral director. The lady at the reception
desk went to get the manager, Kenneth. We were shown to this room, it was

weirdly like a living room and we waited for Kenneth to come. He came in and

he sat down, he introduced himse ! EEEEEEEG——

. | was quite broken for some time after it. And then after a while we buried her.

It had been many weeks. We still didn’t have the post-mortem result. | had
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initially been told it was ten days to two weeks. Now, whether they had got
that wrong or not | don’t know. | started calling the hospital. | had no contact

details for anyone, so | quite literally just googled the number to get through to

the desk at NICU ward one. |

| hounded down the secretary a bit more and eventually got a date after all the

hassle. | got a date to go in to the hospital and get the post mortem results.

My child had been dead less than, probably less than two months. Matthew
and | went to get the results and we had to go to the NICU unit. | said that we
didn’t want to go there as it was too much. They said, so where else in the
hospital do you know? | said, well, | know there’s a wee quiet place, it’s like a
chapel but it’s for everyone. | think they actually call it the chapel, there’s
signs that say the chapel, but it’s for all faiths. It's got mats for Muslims, it’s
got a cross for Christians, it's got everything. It is at the very back of the Royal
Hospital for Children, and it also had rooms. We agreed to meet there. On
that day we were there first, Matthew and |. ||l attended with|JJl}, the
ECMO man and so did | lll. She was the nurse who had been with
Sophia on the last day, she was there at our request because she’d been so
good with us.

We sat down and | just remember || llliho!ding the post-mortem report. |
put my hand out thinking he was going to give us all a copy so we could go
through it, and he said, no, this is mine. | didn’t say anything. Then he gave us
the results. He said she had MRSA, MSSA PVL. | said, sorry, can you explain
this, can you explain that. He explained it. | said, so are you telling me the
baby’s died of MRSA from the hospital? And he said, yes, that’'s what I'm
telling you. | was sitting there trying to get my head through this and | could
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feel Matthew kind of stiffening up beside me because he was realising the

same thing that | was realising. |

We had a bit of conversation about how apparently they never know where
these things come from and no one else has died of this. They said we were
the only ones. That it’s never been heard of: there’s no problem in this big
fancy hospital of ours, no one else has died of this. We've never heard of
anyone else dying of this, nothing like this has ever happened in this hospital
before, you're the only ones, you’re an isolated case. | said, do you need to
tell anyone, do you need to do anything about this? He told me no, because
Sophia was an isolated case, that it's never happened before, it will probably
never happen again in his career. | read all those same sentences verbatim. |
read them verbatim in the Daily Record newspaper about another mother
talking about the death of her child and she had been told her child was the
only one that had passed away from an infection at the hospital; that this is
isolated; nothing like this has ever happened here before. There’s no problem
with infection control here, nothing like this will probably ever happen again.
It's such a lightning strike was the phrase he used. | felt like such a fool when
| read that in the paper because | had believed him, and we had believed him.
Because you don’t know: you can identify that they’'re arrogant and you can
identify that they have very little people skills, but you still have this level of
respect where you think well, they’re the doctors, they're the consultants,
they’re geniuses in their fields. They're telling us that we’re the only ones, that
there’s no infection control problem here, that it was bad luck, it was a
lightning strike, bolt from the blue, has never happened, would never happen
again. You believe them until you start reading it in the papers that they’'ve

told every other family that too.

At the end of the meeting, | asked for my copy of the post-mortem and
I io/d me oh no, | don’t have a copy for you. | said, well, we'll just
take that copy, the one in his hands. He said, no, this copy’s in blue. It was
printed on blue paper. | said, so? He said, that’s a medical copy. | said, is it

different from the main one then? He said, no, they’re all the same, but we
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print the medical ones on blue paper. | don’t really care what colour the paper

is. So | said, that’s okay, that doesn’t bother me. He said, no, no.

He eventually acquiesced that yes, he’ll get me a copy. | wouldn't have left the
meeting had | known | was going to wait another six months or so for a copy

and that | was going to have to go through the whole badgering thing again to

«Q
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=

We left and the copy was not provided. Then | started phoning the hospital for

my copy when | realised it wasn’t coming.

The post-mortem report
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Months and months later | did get a copy of the post mortem. | can’t
remember the date but it was months later.

Matthew and | went along because we wanted a copy of this, and because we
didn’t know any better. We were just doing what they told us to do, and we
were jumping through their hoops just to get a copy. We arrived at the
hospital. The counsellors office was next to ||| lllloffice; they're pretty

much side by side.
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After that meeting the hospital staff stonewalled every phone call, every letter,
every email, every communication that | sent to them asking for a full rundown
of how our child got this infection. || GG |
Even if, as we thought we were at the time, we were the only ones. | kept
thinking the hospital must know possible sources of how she got this infection.
In order for me to move on with my grief | have to accept that she’s dead and
what she died from. | cannot accept that when | don’t know the full story of
how she got the infection. | can’t accept what | don’t know.

| wrote begging letters to the hospital asking them to help us, to help my
husband and | and our family move on. | asked them to please just take the
time to explain some things to us. They blanked everything. | sent recorded

delivery letters, emails, | made phone calls.

We weren’t phoning up crying like a pair of nutcases. We explained that we
are two intelligent, professional people. We can understand more than you
think and we have questions. We asked them to please give us another
meeting to answer them. In terms of the grief and the devastation to our family
we need to accept what's happened and can’t accept it because we don’t
understand why it happened. Every request that | directed to the hospital was

stonewalled.

There was a lot of detail in the post mortem report.

The post-mortem categorically says all the way through, and in particularly in
its summing up and its last paragraph, that Sophia’s fatality was because of
the MSSA PVL infection, which, having taken that on board, it ate her insides.
It literally ate her from the insides out, and gave her overwhelming pneumonia
and sepsis as a result of that infection. It's pretty damning actually and that’s
why it begs the question why can’t the death certificate be changed
retrospectively? The correct cause of death should be recorded.
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Once | received my copy of the report | bombarded the hospital for another

meeting about the results. | didn’t get it.

Correspondence with the SPSO — 2018
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In 2018 | wrote to the Scottish Public Services Ombudsman (“SPSO”). |
complained about the care and treatment of my daughter, which ended in a
fatality and that that fatality was a hospital acquired infection called MSSA
PVL which is a branch of the MRSA. | said that | have severe misgivings
about what had happened and | wanted it looked into. The SPSO ignored me.
| wrote back again and they ignored it too. | wrote back again and eventually
submitted another request online so that | could have proof that I'd sent it.

| got a letter back months later saying the SPSO were very sorry for the delay,
they were short staffed and that they’d get back to you when they could. |
thought, wow, talk about blasé given that I’'m not complaining that my wee
granny got a rotten soup for her lunch. I'm complaining that my daughter is
dead from a hospital acquired infection. Anyway, time passes, | was still
waiting then | received another letter which for the second time said very sorry
for the delay, they were short staffed and that they’d get back to you when
they could. I'm thinking, seriously, don’t you have a list of priorities or
anything? Does a death or fatality in your hospital not come under priorities? |
started phoning them. Nobody could tell me anything. | was emailing them

and never got a response.

Eventually my husband was getting really upset. He wasn’t in a good place at
the time, and he was trying to work and he was trying to be a dad to the
-other children and trying to hold me up by the scruff of the neck. He got
through to someone, admittedly probably because he’s a bit more forceful by
nature. They said, hold the line. He held the line, and he came back on the
line a while later and said, oh yeah, we emailed you that ages ago. Matthew
said, well, stay on the line with me. He went into our emails and there was

nothing. There was nothing in the inbox, nothing in the junk, absolutely
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nothing. Matthew had done a lot of techy stuff at work, if there was something
there, he was the man that was going to find it and it wasn’t there. He asked

them to send it again which they did. He hung up once he received the email.

It is the most informal letter | have ever seen given the nature of the topic.
It goes something like this. Dear Sir, sorry for your loss of “Sophie”. Her name
was Sophia. Something about you’'ve complained about the care of “Sophie”,
we have spoken to || lho sees no reason why you would be
complaining, and therefore that’s the end of the matter, thank you for
contacting us. Now, they went to the man that | was complaining about who
when we asked how did this happen? His response was bad luck. Bad luck.
Are you for real? You don’t say bad luck to people when you've just told them
that their daughter died because you gave them an infection. When we
pushed ], known as ECMO man, he said oh, thank you for your maturity
today, we weren'’t sure if we were going to have you swinging at us, as in
punching them because they just told us that she died of a hospital infection.
They were informal, they didn’t give a shit they were delivering this blow to
parents, very blasé, very full of themselves and refused to give me a copy of
the post-mortem document. They told me that | wasn’t intelligent enough to
understand it and therefore it would just pickle my brain to read it.

| have my own thoughts about how Sophia might have contracted the
infection. I've looked into this myself and tried to study this infection, given
how fast it took hold | understand that it is a very quick thing; it takes hold very
quickly. I’'m not medical, but | had some lengthy conversations with some
friends in the field and they feel that that would have had to have been
introduced to her arterial line to have taken hold so fast. | am not entirely sure
what Sophia’s arterial line was being used for.

| also wrote and asked for the blue folder that recorded Sophia’s gases when
she was in hospital. The blue folder has mysteriously gone missing and | have
applied for it many times. | wrote a letter to the freedom of information people

and requested that blue folder under the Freedom of Information Act and any
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other emails, documentation, letters or anything regarding or pertaining to my
daughter, Sophia Smith. They responded telling me there was no Sophia
Smith with this CHI number, that she had never existed. She did exist. | didn’t
dream two weeks of hell. It was the correct CHI number. That was another
stonewall and another kick in the teeth from another body that was supposed

to be neutral, or at least law serving.
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INFECTION PREVENTION CONTROL ON THE WARD

157. Outside the double doors to the ward is a hand pump to do your hands with
the surgical spirit. You go in and you go down the wee corridor, and Sophia
was in the room to the right. Just outside the door of room one there are pegs,
and you take off your outer garments: your jacket, your coat, any heavy
jumpers, anything like that, and you hang them there. Then you go in and
there’s like a big pig trough, but it's waist high. You can do your hands with
soap and you can also do them with a surgical soap. You're supposed to do it
right to the elbow. Staff show you this on the first day, they tell you how it
should be. At Sophia’s station there was hand gel there if you wanted to use
that as well. | was absolutely scrupulous. We both were. Even though we
weren’t allowed to touch Sophia. Only the staff were allowed to touch Sophia.
| was only ever allowed to touch Sophia twice. Once to change her nappy and

again when she passed away.
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That was a bit of a bugbear for me. While a lot of the staff were really nice, |
mean really exceptionally nice, they were allowed to touch Sophia and |
wasn’t. One of the nurses used to stroke her hair and do this thing with her
wee curl at the top, and that was lovely. | would have liked to do that, and |
was spotless but | wasn’t allowed to do it. But the nurse was and she didn’t
have gloves on, and she would walk over to other stations, to other babies
and other bits and maybe help them with something and then come back and
not wash her hands. | used to think how is she cleaner than me, why can't |
pat my baby’s head?

It sounds really petty, but when you’ve just had that wee baby you're
desperate. | honestly thought that | was cleaner than her, because | wasn’t
touching other babies or other stations or other equipment or any equipment,
and they’re touching the equipment all the time. They were allowed to touch
her and | wasn’t, so that made me sad. | know now that it wasn’t good

infection control either.

The other things that would happen was there was a wee fridge and all the
breast milk was kept in that fridge, people would come in and out of that room
to go into that fridge. They wouldn’t wash their hands at the trough, they
would just walk straight in, open the fridge, put in or take out, and go back out

again.

On our first day on the ward, staff told us that mobile phones carry so many
germs: that there’s more germs on a mobile phone than on a toilet seat. That
horrified me. | kept my mobile usage in the room with Sophia to a minimum.
My phone was usually away or it was in my jacket pocket in my jacket outside

the room.

The thing about the mobile phone, it came back on me twofold, because as a
result now | don’t have many photographs of Sophia, whereas other families

were snapping away quite happily. | only have a few.
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Another thing | noticed was that not everyone was taking their outerwear off
and putting it on the pegs. Sometimes they were pulled up for it by a member
of staff. More often than not they weren’t. Sometimes those visitors washed
their hands, sometimes they didn’t, but again they weren’t going to Sophia’s

bay so it was none of my business.

OBSERVATIONS ABOUT THE HOSPITAL BUILDING

164.

165.

It was an uncomfortable building. We were there April 2017, it was spring and
it just wasn’t pleasant. For example, we’'d be walking over or walking back to
Ronald McDonald and the smell would turn your stomach, especially first
thing in the morning. There was no wind and it was good weather. There was
one particular area between the hospital and Ronald McDonald house that we
had to walk past and it was just thick, stagnant water. It stunk to the heavens.
That was really bad. | hated coming out in the morning and | have a really
weak stomach. You could smell it everywhere, but there was a particular area
which looked like a bit of a canal or what it's supposed to be, but it stunk like
raw sewage, really, really strong. On days when it was clear and dry and
there was no wind the smell was so bad. Then you’d get inside the hospital
and you could still smell it from the inside, but it was kind of worse in there,
because once you got inside you weren't just coping with the smell, you were
coping with the heat, because it was so hot in there.

The temperature in the building was hot. | was glad that Sophia was naked
because | often wondered why she didn’t have a temperature. It was just
horrible. In the early part of my life | grew up abroad and in those kind of
temperatures you would have air conditioning, especially in a hospital. It was
so warm in that hospital, I'd be sitting there and the sweat would just be
pouring down my face and my top would be stuck to me at the back and it
would be stuck at the front. It was hot and it was smelly. | tried to sit there
through it because | was there for the baby, not there for my comfort. Quite

often | would go to the bathroom or the parents’ room and just splash some
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water on my face and hands. | knew not to drink the tap water because staff
had told me not to drink the water, but | would go and just splash it on my
face, splash it on my neck, splash it down the front. Particularly when you've
just delivered a baby and your chest is swollen and you’re leaking breast milk
and there’s all this sweat and hormones. | was surprised that they didn’t have
air conditioning actually. But then, as my husband pointed out, it’s probably
not something that would be used that often in Scotland. The staff would
mention to me in passing that it was roasting, but | didn’t have any proper

conversations with any staff members about it.

| know they don’t open windows in hospitals, | know that’s an absolute thing,
but in those kind of subtropical temperatures you'd think they would at least
open a window so that you don’t die of stifling air in there. But they don't.
You're just expected to sit there in the heat. Apparently some of the other
rooms had fans which were used for really bad days, when it got really hot,
but none of the fans were in Sophia’s room. The staff were whinging that

some of the other rooms had fans and we didn'’t.

We were not to drink the tap water on the ward. Initially we were not told
anything about the water. | described the corridor in the ward where there are
rooms in a straight line and there’s the desk. In front of the desk on the other
side of the wall there was pallets of water piled high. Every time | walked past
a staff member asked me “do you want a drink of water?” | remember us
laughing, Matthew and |, it’s like being in Sauchiehall Street when they’re
unveiling a new flavour of Coke or something and there’s somebody jumping
out at you trying to give you a free sample. It was like that. Everywhere you
went they were trying to throw bottles of water at you, and they had a sign on

the taps in the parents’ room, “not suitable for drinking”, “use the bottled water

even if you’re boiling the kettle”. We got used to doing that.

| was never told why | couldn’t drink the water and | don’t know that it
bothered me that much at that point to ask. No one ever explained why. There

was tonnes of free bottles of water for your convenience. | don’t think | ever
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said, “well, why not?”. | just presumed there was some sort of Scottish Water
thing happening or something like that, | suppose. At the time my mind was

elsewhere; it wasn’t on the water.

The place was dirty. They’'ve got all these really high risk ill people in the
hospital building, and they’re obviously getting paid a lot of money, it just
baffles me why the place has to be so rotten. There’s always bird shit
everywhere, litter everywhere. For all the wages they're paying out surely they
can afford to pay somebody to go in with a jet washer and just clean the
swings at the play park; clean the car park areas; especially if you just walk
out to come out of the car park, there’s just bird shit everywhere. It doesn't
look very nice for Glasgow. And when you couple it with the smell it’s just not
a good overall experience, is it? | saw the odd dead bird kicking about on the

walkway between the car park and the NICU.

When we were in the NICU the electricity would go out, | knew when it was
going to happen because the lights would flicker. The first time it happened |
nearly died of panic because the lights were flickering and the staff in
Sophia’s room seemed panicked about something. There was always at least
six senior staff nurses in the room, there might be students with them: it was a
busy room, there were lots of people. When the lights flickered they all started
panicking about something amongst themselves and they were talking, next
thing someone’s shouting “you go and do that” and “you go and do that”. |
asked a nurse what was happening, and she said, the electricity’s about to go
out. | replied “what?”. This was on day one or day two, and Sophia was on 98
per cent oxygen; if the electricity went out how’s my baby going to breathe? |
posed that question, and she said, “don’t worry, we’ve usually got generators
that kick on within seconds of the electricity going out, the generator will kick
on and none of these machines will actually go down, but there’s usually a
couple of seconds delay.” In my mind | was thinking, “well, how many
seconds, because my baby’s not going to be able to breathe for those
seconds”. | asked the nurse why everyone was panicking if the generators are

going to kick in anyway?. There was real panic going on at this point. She
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told me it was because they thought the generators were faulty and staff didn’t
know if they were going to kick on. | nearly died on my feet because my baby

needed help to just to breathe, not just for medication, but just to breathe; she
was fully ventilated and she needed that oxygen.

171. Anyway, the generators were ready and they did kick on, and the panic was
over. | was told that it had been an issue when they thought the generators
were faulty. | noticed when the staff came back into the room only some of
them washed their hands again. The others just walked back in. And | don’t
know where they’d been or if they’d touched anything, but they just walked
back in; nobody’s wearing gloves or an apron. | noticed it particularly on that
day with the generators, when there was a mass exodus from the room, and

then they all came back and only a few people washed their hands.

172. The lights flickered all the time. It was often; so much so that we got used to it
and we didn’t respond so much anymore. It didn’t panic me the way it had on
that first day because | got used to it. Sophia was receiving less and less
oxygen, and also because | had the comfort now of knowing that there were
generators that were going to kick on, and despite the fears, that those

generators they thought were actually working.

Nappy procedure: Water

173. It was a bit of a bugbear for me that | knew | was washing my hands
scrupulously but | wasn’t allowed to touch the baby, and the nurses all did.
One day one of the nicer ones said to me, would you like to do the baby’s
cares. That’'s what they called changing her nappy and swab her eyes. | said,
oh, yeah, okay, fine. | was given some water in a pot to change the baby’s
nappy and swab her eyes. You would never swab a baby’s eyes - you would
maybe do her bum, but you would certainly never swab her eyes with water
that wasn’t boiled and cooled first. So | queried this, and she was a bit huffy
about it and chucked a packet of these water wipe things at me, which I'd

never seen before.
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| changed the baby’s nappy, and it was difficult with all the lines.

The staff gave me water out of the tap. But my theory on this is, if that water’s
not good enough for me to drink it's not good enough to go on my baby’s
bum. | was glad at that point that she was getting pain relief and she was
asleep because had she been awake | think that’s the kind of thing that a
newborn would scream their head off about. But again, they said that her

nappy is changed regularly every three to four hours.

PHYSICAL EFFECTS

Infection and Antibiotics

176.

177.

When Sophia was transferred from Paisley Maternity Hospital to the Queen
Elizabeth she was swabbed for any infection. | was told that it was protocol
when | asked at the time. It was explained that it wasn’t because the staff
thought she had an infection, it was because it’s in keeping with good medical
practice to swab if they’'ve come from another hospital. If they’'ve come from
home they don’t get a swab, but because she had been born at Paisley
maternity hospital and had been there for a few hours she was swabbed on
arrival for any infections. That swab was clear, but despite that swab being
clear they still put her on three days of antibiotics. It was told at the time that
they do that just in case. It's a just in case safety net, in case there’s any bugs
brewing or anything like that. They kill it there and then. After the three days
she was taken off them and she had another swab for an infection and that

was clear too.

We did an interview with STV, because we weren’t getting anywhere. It was
stonewall after stonewall after stonewall and just jumping hoops and hitting

our heads against a brick wall and you don’t deserve an answer and go on
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and live your life and you have other children attitude where we weren’t
getting any answers about Sophia’s death from the MSSA. We did an
interview with STV and after our interview the NHS board was given the right
to reply. A doctor called |l spoke on behalf of the board. We said
our bit, and he agreed to an interview at the very last minute, so it was about

to air, and he said he wanted to talk.

In terms of her medication, she was given antibiotics when she arrived from
Paisley. She had the antibiotics for the first three days. She was also on
morphine for pain. She was on dopamine to keep her asleep. She was on
something else along with the dopamine and that was all for sleeping; to keep

her in the induced coma.

To my knowledge at the time she did not have any more antibiotics, but we
found out after she died that when she had started to decline the staff had put
her on a course of antibiotics. At no point had they ever told us they were
doing it. | asked the question at the post-mortem results meeting with
. hey told me that when they suspected infection, they acted
upon it with antibiotics. | asked that why when we continually asked what'’s
wrong, why she was declining and why so fast, that the staff kept assuring us

that nothing was wrong with the child. Why did they say it that was just a wee

step back and that they all do it? | IEEEG

I s:id during that meeting that Sophia had been given an antibiotic.
T
I’m dumbfounded that they can put a child on medication without asking the

parents.
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EMOTIONAL EFFECTS

Impact on the Smith family

181.

182.

183.

184.

It devastated the family. People use that word casually. When | say it
devastated my family, | mean it destroyed us. Life falls into before Sophia and
after Sophia. As a family unit we still are solid, but we were a very strong
chain and one of the links is broken.

| very rarely praise myself actually, but | think if it wasn’t for the hard work that
Matthew and | put in at the time we could have been looking at a very different
situation with our eldest children. Matthew and | put our own grief aside.

After Sophia’s death, | hadjiichildren at home who were absolutely
devastated beyond belief, so much so that we needed external help. We

weren’t in a good place ourselves. | said at the time | didn’t care what people

say, my kids need grief counselling. [ GTcNGGEEEEEEE

We broke: souls broke, hearts broke. We had some very broken older
siblings, because they were going down a path that was almost
unrecoverable, and thankfully by the grace of god we managed to pull it back
and they’re all doing very well now academically, socially. They’re doing okay.
But there’s always Sophia bubbling under the surface. Because we’re that
kind of family. If the dynamic with one is out, the rest suffer. We’re just a very
close knit family, and Sophia was already very accepted as one of us since |
was pregnant. I'm very lucky that by the grace of god we managed to pull
back what could have been a very disastrous situation on more fronts than

losing Sophia.

Impact on the withess

185.

In terms of me, | would say life falls into before | was broken and after | was

broken. There’s two parts there. I'm a totally different person now to the one |



Page 44

was before. Quite honestly | don’t think I've genuinely laughed in four years.
People would say, “oh, you’re so funny”. Even to this day, people maybe even
say that I'm quick to quip or make a joke. People talk about heart break but
they don'’t talk about soul break. And people are very good at saying “oh, but
look atjjjfithe other ones you've got”. Like that makes a difference. My answer
to that is, have you got one? Yeah. Have you got two? Yeah. Choose one that

you can live without.

186. |

COMMUNICATION

187. Communication was okay. We would always have to ask. The nurses weren’t
too bad. The nurses would tell you the general chitchat stuff and they would
try and be quite upbeat. They would say oh, she’s been a pest today, when
we all knew she couldn't be a pest because she was in a medical coma. But
they’d say oh, she’s been pest today and we couldn’t get her cannula in, that
sort of thing. But that’s all just sort of geared to make you feel better, make
you feel like the situation is almost normalised. In terms of from the
consultants it’s very, very poor. You need to chase them down, you need to
hound them down, and when you do get their attention they let you know that
they’re the demigod and you’re bothering them. The bugbear for me was that
a particular doctor, his name was|jilil. nice enough guy, but he kept telling
us oh, we don’t know what’s wrong with Sophia, but it doesn’t matter because
she’s walking her way out of the woods anyway, and he just kept repeating
that phrase, we don’t really know what’s wrong or what’s caused the
pulmonary hypertension, but she’s walking her way out of the woods, and
then that became she’s walked her way out of the woods. That was pretty

much all he ever said to us.
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That later became their comments in the days to come. The staff told me that
they were not entirely sure what was wrong with her but it didn’t matter
because she was getting better. | found mind blowing with the equipment that
they had, the expertise that they had. If someone comes into my place of work
and | don’t know, | find out. | realise it's a different scenario but they were
scanning every part of her. They kept telling us at that point that they knew
from scans, brain scans, body scans, every kind of scan you can imagine,
every kind of x-ray, that Sophia was “physically and structurally sound”. This
quote was oft repeated by the staff. There was a slight thickening of an artery
around her heart, and they thought that that was making the PPHN worse.

There was no atrioventricular septal defect (AVSD) hole or anything like that.

It was like they think that theirs is the only profession in the world where
intelligence is required and therefore as mere mortals, us parents, we don’t
have the capacity to understand anything at their level, and I find that quite
offensive. But again that was prevalent all the way through Sophia, and when
| was there again with|lfit was the same situation. They haven’t changed
anything. We were so significantly uncomfortable that we requested that as
soon as [Jwas fit to travel that she was transferred to Paisley, and that's

what happened.

| couldn’t risk it on two counts. | couldn’t risk that they’d kill another child of
mine with their dirty infections. | had just had a ten week premature delivery of
a baby. They put me in the room beside where my previous baby had died.
They didn’t give a shit that it was traumatising for us. We had to walk past that
room five, six, seven, eight, nine times a day. We told them and they said,
yeah, we know. We said we find it quite hard to walk past, and we were
basically told that’s your problem. One of the staff who | knew very well, she’d
taken care of Sophia, | walked past the first time and said hello to her and she
just glared at me. Second time | walked past | said hello, she looked me up
and down and made it very clear that she knew exactly who | was. There was
another member of staff who came up to us when we were sitting at the cot

side and we were sitting there trying to be unnoticeable, trying to be almost
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wallflower, and she said, “oh, it is you, isn’t it, last time | saw you was on the
news.” That was a very pointed remark from someone that we thought was
pretty decent until that point. There was just a lot of things like that. | mean, as
I’'m lying awake waiting to go out on a general anaesthetic | was terrified. |

was terrified to be in that hospital to begin with.

| was in the QEUH for a lung scan that day and while | was there they thought
I'd gone into labour. Despite my protestations to be sent back to Paisley they
said no there’s a maternity unit here, we’re not sure we’ve got time for that,
we’re going to go ahead here. | was devastated. | was frightened and
devastated. What didn’t help was as | was lying in the operating theatre, | was
crying and | was flat on my back and the guy who | took to be the consultant
who was going to do the operation came in and he said, where did this patient
come from? Then he said, never mind, | already know, she’s already suing us
or something like that. Then | was put out on the general anaesthetic. | was
absolutely terrified when | woke up. Is my baby alive, where is she? These
people hate us, will they take care of us? Will they fulfil their duty of care to

my child? And I’'m sorry to say | didn’t have faith that they would.

We got a mixed bag of treatment upstairs from staff who obviously didn’t like
what we’d had to say in the media about our previous experience there, and
they let us know it. At the earliest opportunity | made sure | was discharged
and | gotjjiijtransferred to Paisley. For nine days we had to sit in the room
beside the room that our daughter died in, and we had to pass that room a
million times a day to go to the toilet, to get in and out of the building,
everything. It was horrible, and it was the beginning of a breakdown for my
husband. | was suitably ill at the time that | was in intensive care and much of
the time | was asleep because | had sepsis. The operation had gone a bit
wrong and they gave me sepsis. You couldn’t make it up, could you? One of
the things they gave my daughter, they gave me. | had sepsis, so | was quite

ill, but my husband obviously was well.
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193. He wasn’t allowed any support coming in and out of the unit because of
COVID, which | understand. But he was up there by himself, constantly
passing this room. You can see through the window, the bed or the cot that
Sophia was in. [ was born on |l 't is now 16 June and my husband
has not been able to return to work. He’s now been diagnosed with post-
traumatic stress disorder from seeing and being outside that room again. He
started to have nightmares where he’s screaming out. He’s on all kinds of
medication. It was the last straw for him. | remember reading that losing a
child in the way that we lost a child, that there is a scoring system whereby
trauma is scored and it was akin to soldiers in World War Il. That was the only
thing that came close to it. Putting Matthew back in that position, back outside
that room, back geographically where he was when we could have had her
somewhere else put him back in that battlefield. That was coupled with his
concern that [Jffwasn’t going to be treated well because of who we were and

his mental health just suddenly went downhill.

194. was born in land | didn’t see any change in attitude amongst the staff,
whether that be nurses or doctors, in the three years since we’d been there

previously. | didn’t see any changes in the hygiene practices either.

195. Right across from|jffroom in the NICU, we could look out of the door and
right into the nursery room where we were taken after Sophia had died. It was
pretty horrible to sit and look onto, that room as well holds some horrendous
memories for us because that was the room we were taken to after she died
and [2sked us all the stuff about signing the death certificate. It was
also the room that the following day when we came back to the hospital to
hold the baby, just to hold her, we were taken into that room again. It’s kind of

weird.

OUTCOME

196. Matthew and | spoke to the police. The police did a series of interviews with

us down at Osprey House in Inchinnan. We had asked for a fatal accident
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inquiry. Out of the blue two detectives came to our front door during lockdown.
They were two nice guys. They explained they wanted us to come in and give

statements. They were very obliging.

| think Matthew’s interview was over a period of a couple of weeks, but mine
actually went on for six weeks: probably, because | can talk the hind legs off a
donkey. Matthew’s one of these people that just gets straight to each bullet

point.

It was hard, and | must say we’ve been through a lot of hard things. In my
mind | have a DVD that plays, and it just plays over and over and over again,
and | had to vocalise that DVD over six weeks; and it is emotionally quite
breaking. | did it because | thought I’'m doing it for the greater good, because
other people that we’'ve mentioned in these statements, they will be spoken
to, they’'ll be interviewed, and it might further our request for a fatal accident
inquiry. But actually what happened was we gave our interviews, COVID was
a thing, it got put on ice and it's never come off ice. It was an awful lot to put

us through that trauma to not take it any further.

| was told eventually by the Procurator Fiscal after hounding them that it’s on
ice and is probably not going to come off ice for quite some time; that it will be
seven to ten years before we find out if our request for fatal accident inquiry is
actually going to happen. Bear in mind we’ve already waited four; which is a
long time. But that’s okay because I'm not going anywhere. | really think that’s
the game that everyone’s playing here. If they put us through enough trauma,
if they put us through enough harrowing hoops, we will end up mentally and
emotionally broken and say we can'’t do this anymore. And we will walk away.
I'll just keep on waiting, because I'm not going to go to my grave thinking |
didn’t do my best to get justice for Sophia. Ultimately Matthew and |, we’re
playing a lose, lose game, because we can’t win. This is a David and Goliath
battle, and David’s not going to win, Goliath is. That’s clear from the outset,
with or without these assurances that the public inquiry will be neutral. But

also because the prize we want is not one that we can have.
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CONCLUDING REMARKS

200.

201.

202.

203.

The hospital is not fit for purpose. || GGG < < passing

there, | look up and see that building and | just feel like | want to throw up. In
my opinion, if | was the boss of the world, I'd put a bomb under it and bring

the whole lot down and start again on another site.

| do have ongoing concerns about patient safety and care at that hospital.
More importantly, I'm really concerned about JJlif's care. She still has
appointments at the RHC in Glasgow. [l was ten weeks early, and it’s
good paediatric practice that every three months they have appointments to
check how they’re getting on; weight, height. Because she was premature to
that extent, they check everything extra: eyesight and hearing, problems with
mobility, later to walk. Although il s doing really well and | have no
concerns about her; we've kind of been lucky. | say lucky in inverted commas,
in that there was COVID and there was lockdown at her first appointment, so
it was done remotely in our house, using a laptop screen. Paediatric care is
centralised so | can’t take [JJJili] to Paisley Hospital, | have to go to the Royal
Hospital for Children for her to have these check-ups, and she has one every

12 weeks. [

Also, let’s be honest, nothing’s changing up there; how many other families
have suffered like mine? How many other families are going to suffer like
mine? Here’'s an example, in 2015, that’s two years before Sophia was
admitted there, people were telling the hospital, their own employed people
were telling them, according to Dispatches on TV, that there were problems in
the hospital with infection and poor infection control. | watched that on
television programme, and the hospital management were told that this was

the case 2015. In 2017 they’d still done nothing about it, and as a result my
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daughter is dead. To my knowledge they’ve still done nothing, and it's now
2021.

How many more families like mine have to suffer before they put their hands
up and say dear god, we’ve made a huge mistake in the past, let’s fix this? My
fear is that they’re going to come out with the let’s fix this bit and then do a
nice big whitewash and that’s it: fixed. They will think that they have restored
public confidence and everything’s okay; but they’re going to ignore what'’s
gone before and not make that right. It is not just a case of “let’s fix it”. Give
people like me the respect to admit what’'s happened. Don’t then do the size
of the scale of damage that you've caused to other families whilst just
whitewashing and trying to say “oh, you know what, it's okay, we’ve got public
confidence instilled again, everyone can vote SNP again”. No. Fix the past.
Fix the now, and then we all move on. But | don’t think that’s going to happen.

With or without this public inquiry | don’t think it’s going to happen.

I’m proud to call Sophia my daughter. She was a tiny warrior. She battled hard
against the breathing problems that had put her in that hospital. For someone
so small, she was fierce. She had won her fight. We had won the fight. It was
a short lived victory. The cesspit that is QEUH is solely responsible for my
daughter’s death. Sophia was polluted with an overwhelmingly lethal infection
that literally ate her little body from the insides out. A disgusting waste of a
beautiful life. Everything she was and everything she would have been. We
had dubbed her ‘Our warrior Princess’ but that infection was just too big, too
strong, too much. | think that QEUH and the Health Board should hang their
heads in shame. They killed my daughter. They’ve lied. And they’ve tried
every underhanded trick in the book to cover it up, to make us go away. | can'’t
do that. | was Sophia’s mother. | still am Sophia’s mother. She will always be
an intrinsic part of me and | will continue to fight for her justice. It's all | can do
for her now. | will miss her every day of my life. There will always be a Sophia
shaped hole in everything | do. | never knew that pain like this was humanly
possible. They didn’t just kill Sophia, they killed me too.
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206. | believe that the facts stated in this withess statement are true. | understand
that this statement may form part of the evidence before the Inquiry and be

published on the Inquiry's website.
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Scottish Hospitals Inquiry

Witness Statement of

Matthew Smith

WITNESS DETAILS

1.

My name is Matthew Smith. | was born on || ll. | am Pyears old. | am

employed as [ HNNEEEEE

| am the father of Sophia Evangeline Smith. Sophia’s date of birth is jMarch
2017. Sophia died on [ April 2017 agedifidays old at the Neonatal Intensive

Care Unit in the Queen Elizabeth University Hospital in Glasgow.

| live with my wife, Theresa Smith, and our children in ||| |GGz

OVERVIEW

My daughter is Sophia Evangeline Smith. Sophia was born at Paisley
Maternity Unit onfiMarch 2017. A few hours after she was born, Sophia was
transferred to the Neonatal Intensive Care Unit in the Maternity Hospital in the
Queen Elizabeth University Hospital (QEUH) in Glasgow. She was admitted
as an in-patient and received treatment in the hospital up until the day she
died on JApril 2017.

During Sophia’s admission, Theresa and | were with her every day. We
stayed at Ronald McDonald House and we attended the hospital every day to

sit with Sophia. We arrived at the hospital early morning, only leaving to get
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something to eat and four hours sleep before we would head back over to see

Sophia in the morning.

6. My mother-in-law and father-in-law looked after our other children at home in
-. | can speak to the experience which Sophia and | had at the hospital.

7. There are some specific events that | would like to mention. Sophia
contracted an infection which led to her death. The communication regarding
Sophia’s treatment, her cause of death and the communication after her death
was severely lacking. | believe Sophia contracted the infection at the hospital,
possibly due to lack of cleanliness or linked to the other issues relating to the

hospital environment. | will come on to talk about these in more detail.

FAMILY BACKGROUND

8. Ilive with my wife, Theresa Smith and || lchidren N

10.
11.
12.
13.

14.

15.
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16. |

SEQUENCE OF EVENTS: THE FAMILY’S EXPERIENCE AT THE QEUH

Sophia’s Birth: [jMarch 2017

17. Throughout Theresa'’s pregnancy we’d had a couple of warning signs that
things might not be 100% and we were sent for a couple of extra scans which
didn’t show anything. Theresa knows the staff at the hospital quite well, as
you can imagine, so they know they can be straight with us. We were still
slightly concerned so we spoke to Theresa’s consultant, Dr Robins. He was
very guarded along the way around some of the scans, especially regarding
Sophia’s heart shape, and he expressed a concern which is why we were
sent for a further, more detailed scan at the QEUH, Foetal Heart department.
When we went for the scan we were met by a couple of doctors. They carried
out a test on Sophia and we were asked to wait outside. When they came out
to speak to us, they said they couldn’t see anything wrong. Although our
minds were put at rest, it was still at the back of our minds. We felt Dr Robins,

without saying it, was maybe indicating that there were some issues.

18. Sophia was born on, [jMarch 2017 at Paisley Maternity Unit and we knew
straight away there were some issues; When the baby is born, there’s usually
crying but that didn’t happen with Sophia. She was obviously struggling to
breathe a little bit at that time.

Sophia’s Admission to QEUH: 1 April 2017

19. After Sophia had been delivered, it was communicated to us verbally that
Sophia visibly looked like she might have Downs Syndrome. This was never
an issue for us. We were more concerned about her breathing. Sophia was

rushed away to Paisley’s neonatal ward.
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| was at the hospital with my mother-in-law. Theresa was in one ward and
Sophia was in another. Theresa had desperately been trying to see Sophia
though. After a couple of hours, my mother-in-law and | were told everything

was going to be fine so we went home.

| received a phone call from Theresa in the middle of the night or very early
morning, telling me that Sophia was being transferred in a special ambulance
to the QEUH. | believe this was because the QEUH had more specialised
machinery that doctors thought Sophia would require. She was then placed in
a specially adapted ambulance which contained a lot of special equipment to
keep a baby safe and there were paramedics going with her. | think Theresa

got to see Sophia being placed in the ambulance but | can’t remember 100%.

At this point, Theresa was still in a ward at Paisley and Sophia was being
transferred to the QEUH. Theresa was wanting to travel with Sophia and
knowing her, | think she would have kicked up a fuss and gotten her own way
in the end. One way or another, Theresa left Paisley hospital and | picked her
up. We went through to the QEUH and Sophia was in the Neonatal Intensive
Care ward.

Sophia’s treatment at QEUH: 1 April 2017 — 9 April 2017

23.

We were told by a female doctor that Sophia was suffering from something
called pulmonary hypertension. The doctor explained that Sophia’s lungs
were not inflating due to valves round her heart not working correctly or they
hadn’t opened at the time when Sophia was born. When babies are born,
there’s a reaction in the baby’s body to open these valves and | believe this is
why Sophia didn’t cry when she was born. We were told that other than this,

Sophia seemed to be alright and structurally sound.
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We were told about a machine that doctors had been thinking about putting
Sophia on. | believe it was called an ECMO machine if | remember correctly.
The Doctor was going to assess her but she was in the ward with machinery
in and around her. As Theresa had just given birth, she was obviously

emotional. The news about Sophia had come as a massive shock to us.

We were still being told Sophia was potentially going on to that ECMO
machine and throughout the first day that machine was lying around ready to
be connected. It was explained this would give her more life support to enable
them to treat their main concern, which was this pulmonary hypertension. We
were encouraged throughout that day that Sophia had started fighting back;
she never went on to the ECMO machine in those couple of days. We settled
into the routine of staying with her for as long as we could and checking in to
the Ronald McDonald house which they had arranged for us to stay in as
obviously the travelling would have been an issue. Throughout those first few
days we got to know the staff that were looking after Sophia, we got to
understand the machinery and what it is was for and what the antibiotics were
that she was on, what the level of oxygen support she was on and what the

readings meant.

Sophia had one to one care with a staff nurse or a senior nurse and the way
the room was set up was that there were incubator cots and at the top of each
one of those, there was a nurse who was checking machinery, taking detailed
notes, hourly oxygen saturation levels, when the antibiotics were being

changed. On the whole, those staff were exceptional.

| think we were told about the extra support they were giving Sophia with her
breathing. In their opinion, the pulmonary hypertension was meaning she
wasn’t breathing properly so she needed support with breathing. | think we
were shown the machine and we were shown the graph and the percentage. |
think it might have been that doctor we met on those first couple of days that

explained things to us but we were definitely aware it was support with
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breathing that Sophia needed. | believe that when Sophia first arrived, she
went on to antibiotics as well. | can’t confirm this but it was more about the

support with the breathing.

Sophia was connected up to a lot of machinery but nobody had really
explained to us what it was all for. We just wanted Sophia to get the correct
level of support at this time that she obviously required. We were then asked
a couple of questions about getting Sophia christened. This highlighted the
gravity of the situation we found ourselves in. We got in touch with a friend
who’s a local Priest and he was at the hospital within the hour. Sophia was
quickly christened. We were then encouraged to go and get something to eat
so we left the staff to it for a bit while we tried to rally ourselves and let friends

and relatives know what was going on.

| think Sophia possibly had cannulas in her hands too. The nurses kept very
detailed reports, almost like a timeline of their shifts, so there should be times
recorded in Sophia’s notes when the cannulas were changed. It was all very
detailed.

From day two or three onwards the visible bank of machinery got less. When
we first went in goodness knows how many machines were in and around her
and making beeping noises. It got to the stage where there was just a couple

of machines and there didn’t seem to be as much intervention, lines etc.

Theresa was able to twice change Sophia’s nappy. The way Sophia looked,
combined with the feedback we were getting from the expert nurses, had led
us to believe that she was making a steady progress. At one stage we were
talking about Easter and having an Easter Egg hunt in the hospital grounds
and we were told “No, no, no, I’'m sure Sophia will be home at that point and
you’ll be able to do it in and around your house.” In terms of what Sophia was
being treated for at the start, we were getting to the end of that treatment and
we were talking about potentially having her home within another couple of
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weeks, potentially with oxygen through her nose with a cylinder, and a nasal
tube. We were getting good feedback and were told she was getting better,

she’ll be better before you know it, and that’s what we were focusing on.

We didn’t discuss long term, what the issues would be or stuff like that. It was

later confirmed that Sophia did have Trisomy 21 which is the medical term for

Downs Syndrome but she was on the lower end of the spectrum, so there was
no reason for us to have any major concerns other than the fact we were

going to have a new child at home that may need some extra attention.

Every day we went up to the ward there was more positive news from the
nurses looking after Sophia. The machines that Sophia was hooked up to
seemed to be decreasing and the ECMO machine had been moved away.
Sophia was progressing. They were decreasing the medication that she was
on and the general consensus and, certainly the way that we were feeling,
was that Sophia was going to be okay and she would be home at some stage.

We had a discussion with some of the senior nurses about when Sophia
would be coming home. A young child in a wheelchair and a mother came in
to the hospital to thank the staff for the care that the child had received and
the child had a nasal oxygen. | remember Theresa asking, if that would be
something that Sophia would have and the nurse said yes, the way Sophia
was progressing they could probably let her home with minimal oxygen so she
would get home. We were feeling really positive about it.

All along those days, it was pretty positive. There was one change, maybe
day six or day seven, when we arrived at the ward, we met a nurse we had
never met before. In our opinion, this nurse wasn'’t giving us as much
feedback and we were slightly concerned. She wore a different uniform and
we were told they were short staffed so the nurses we’d previously been
exposed to, were now with different children. We were concerned at first as it
wasn’t someone we had met before but then we looked at it as a positive
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because it meant the more senior nurse was with other children and we took

that to mean that Sophia wasn’t as much of a concern now.

Every day was pretty much ground-hog day, a bit of sleep, a bit of food and
then up to the hospital to check on Sophia and look at her records. We got
quite good at looking at her records. By this time, maybe day seven, eight or
nine, Theresa had been encouraged to change Sophia’s nappy under
supervision and with gloves on, which was again a positive sign to us. This
was Theresa’s first interaction with Sophia. We couldn’t touch her before.

We were also encouraged by nursing staff to allow the other children to come
up and at least see their sister. This would be on a one in one out basis so
some of the older children that we thought could handle seeing the machinery
could see her. This was a sign to us that it was positive and we didn’t

question it.

Everything was going well, Sophia was progressing, staff were talking about
her coming home, and then the children, || lfllcould come up and get a
photo with her and see her. The| | G- they were
feeling our pain and they hadn’t seen us for a while so my mother-in-law and
father-in-law were bringing the kids up to the hospital. There’s a play park at
the hospital on the outside grounds and the kids would come up and we
would have an hour or two with them throughout the day and || lllwere
allowed to come in and see Sophia. It was all positive. Yes she was ill, yes
she was still in a hospital but she had gone from six to ten machines to just
one or two machines and the oxygen support was very, very minimal. Then it

all went rapidly down-hill.

Sophia and her family’s surroundings: 1 April 2017 — 9 April 2017

38.

The room Sophia was in was within the Neonatal ward. As you go in to the
small ward, there’s trough sinks, round the wall on the left hand side, soap
dispensers and a cleanser. The sinks were the type you see in surgery that
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you could do with your elbows as opposed to taps. There were about 6 cots in
the room including Sophia’s. At the end of each cot/incubator there was the
work station where the nurse predominately stood but | think they had some
sort of stools as well. There were milk fridges and general stuff over that side
too. The ward was quite light; there were windows at the back end of it. Out of
that room there was an area where the consultants would sit and | think there
was a glass partition where the consultants could see in to the ward. The
partition faced out the way as you came in to the ward. There were coat
stands, where you could hang your jacket. They didn’t encourage you to take
jackets into the ward. That was explained to you on the first day on the ward
so you could hang your stuff up there and then there were another one or two
wards like that. Then there was a back ward that had a parents’ room, which
was a very small room with a kettle and a fridge in it | think. There were a
couple of other subsequent rooms where we would sit on occasions,

especially on the last day or two.

| think because a lot of the babies within that ward were in incubators, it was
an exceptionally warm environment. It was temperature controlled but it was
always very warm, even if you went in at night, it was always just a t-shirt you
would have on as it was exceptionally hot. The whole of that area is warm but
| presume it’s for a reason. Most of the babies are undressed and just in

nappies because they’re in the incubators.

Service rooms and parent rooms are very small, there’s not a lot of space in
them. There’s not a lot of amenities, bearing in mind some of the parents we

met had been there for months and it was etched on their faces.

The room through the back of the ward always seemed to be clean although
you never saw any cleaners going around. There was always soap in the

dispensers at the sinks. | think on the first couple of days, we were all shown
how to wash our hands but you weren’t told why. Staff told us they would like
us to leave outdoor clothes outside the ward and showed us where the sinks
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for washing our hands were. There were other parents and visitors that came
into the ward with their outside clothing on or without washing their hands and
they were never challenged. Whether or not it was a nurses duty to challenge
people or not, | don’t know. | don’t think any hospital would be a nice
environment but it wasn’t a pleasurable environment to spend a lot of time,

uncomfortable as well.

There was a room on the ward where parents could stay overnight but we
were down at Ronald McDonald House. It was quite a long walk from the
ward Sophia was on to Ronald McDonald House. When you're having only
four hours sleep and only taking a break to get something to eat during the
day, you didn’t want to spend 25 minutes walking to and from the ward. It ate
into your day. The room we ended up in whilst Sophia was going on the
ECMO machine had plastic chairs. It's a simple hospital room but at the time,

it's adequate when you're focused on other things.

There was a wee kitchen too. | think we only went in to boil water for tea and
coffee. We used the fridge to keep bottles of water in which we’d bought from
Marks and Spencers. There were other bottles of water in the fridge too that |
think we could have used. We did all out cooking or made sandwiches at

Ronald McDonald House or ate in the main hospital canteen.

| believe there were a couple of occasions where the lights all went off and
you could hear the machines bleeping and something kicked in quite quickly.

| remember Theresa raising a concern and asking what was going on. She
was told by one of the staff, “Don’t worry, the back-up generator will kick in”,
but there were still several seconds where machines were making some funny

noises which would have been quite worrying.



Page 62

Sophia’s treatment at QEUH: 9 April 2017 — .April 2017

45.

46.

47.

48.

Theresa was slightly concerned about Sophia’s demeanour and colouring so
she raised her concerns and a consultant, |l came to examine
Sophia. He said he would need to perform a scope on her to have a look
down her windpipe and we were getting more and more concerned. We were
asked to leave — we’d left when he was doing this bedside procedure. After
doing the procedure, he told us he could see there was blood on Sophia’s
oesophagus and there must be a lot of blood. He showed us a scan that they

did of her lungs and he could pin point that one of her lungs had collapsed.

We were starting to get really, really concerned and it was at this point that
the machinery around Sophia and the medication she was put on started it
increase rapidly again. That’'s when we knew we were in a different sort of
level to where we had been. | think this was around day nine or ten, possibly
10 April 2017 but | can’t confirm the exact date.

The deterioration was quite rapid. We had returned to Ronald McDonald
House as we had || EEElllchildren sleeping over with us as that’s
where we had been staying. | think we were sleeping and the phone rang. It
was the first time they had called us through the night when we weren’t on the
ward. There was a staff manager, nurses and a senior staff nurse on the
ward. | think it was the senior staff nurse that called us. She said we’d better
get up quickly as they were now talking about Sophia going on to ECMO

which was this machine that had been there on day one and two.

We got up there as quickly as we could. As we went in, there seemed to be a
team of doctors and people that we had never really met before. One was Mr
Davis who we had seen before, he was the ECMO machine specialist. I'm not
sure if he designed the ECMO machine or not but he was the main man

around this machine. Mr Davis seemed to be leading this conversation with a
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group of consultants. The conversation seemed to go for on a while when we

were at Sophia’s bed, panicking about what was going on with Sophia.

By early morning we’'d had some discussions with various consultants who
were around, and it had taken quite a while to get Sophia on to the ECMO
machine. There had obviously been some discussion about the merits of
putting Sophia on to this machine and obviously as parents we wouldn’t want
her to be harmed any more but at the same time, it was our duty to make sure
she was getting the best care. We thought the ECMO machine was obviously

the best course of action.

The ECMO machine was big with a lot of hoses or tube type things. The way |
think it was explained, was that it basically did the work of pumping the blood
around the body, taking the work off the lungs and the heart. | might be wrong
in that but | seem to recall, it was doing the work of the organs which were

obviously at this stage, failing.

Once Sophia was on the machine, we were allowed in to see her but it was
plainly obvious by her physical state, that things were not good. It looked as if
there was bruising on her lower body and it was black and discoloured
because she wasn’t getting enough oxygenated blood to her extremities as it
was all getting sent to her brain. Her skin had darkened towards the bottom of
her body, she wasn’t the sort of rosy, pinkie colour that she had been. The
oxygen levels had gone up but the increased levels obviously weren’t
working. Nobody really knew why it wasn’t working until later on when we

were able to establish what the issue was.

We didn’t understand what was going on and to be perfectly honest, | don’t
think the doctors did at that point either. They didn’t tell us what they were

doing or the reasons why. | think it was about buying time.
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We were then in the family room through the back of Sophia’s ward when Dr
Coutts came in and had a couple of conversations with us along the lines of,
she’s not doing well how long do you want to keep her on this machine, we
don’t know what’s going on. | was more concerned about what Sophia was
feeling. They told me that in their experience she wasn'’t feeling any pain but
her major organs were starting to fail. | was probably of the opinion at that
point that Sophia had given it a great fight and things were against us now
and potentially having all these machines was not going to give us the result

we were hoping for.

We were having a conversation about what we were going to do and then a
nurse or doctor came in and said, “You need to come now”. We went back in
the room and it had been cleared out of the other parents. Sophia was
obviously failing quite badly and dying in front of our eyes. The nurses were
as visibly upset as we were. Sophia was taken out the cot, the machines were
switched off and she died in Theresa’s arms with me and Theresa’s mother

there.

That was the first time Theresa had held Sophia and she passed in her arms
within a matter of minutes of the machines being switched off. They checked

there was no heartbeat and pronounced her dead.

Sophia’s family’s experience at QEUH: 9 April 2017 - lApriI 2017

56.

Sophia died on the JApril 2017. | think we returned the next day and we were
taken into a room, a darkened room, which had twinkly fairy lights or
something like that and we were told we could hold Sophia and take some
pictures. That room is something that will haunt me for the rest of my life |
could hear a mechanical fridge freezer type thing being opened. | remember
Theresa looking at me and we both knew exactly what it was. Sophia was
brought out and presented to us with a bloody great sticker right across her

front on top of what she was wearing. It was obviously the identification of
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Sophia. It had her CHI number on it and something else. The only way to
describe it was like a slab of meat in the mortuary, you know when you buy a

slab of meat and it's got whatever stamp on it to identify it.

57. That was it and we spent a couple of hours there, took some photos of Sophia
and cleared out our room in Ronald McDonald House. Then | engaged with
funeral directors who were absolutely brilliant. Very professional and did
everything that was asked of them and more. They had gone up and picked
Sophia up from the hospital and then we went to see her in the funeral home.

| didn’t go at first, as | just couldn’t handle it.

Events immediately after Sophia’s death

58. Theresa was taken in by the Funeral Director. | think his name was, Kenneth.

He raised some concerns with Theresa about Sophia’s appearance and

whether or not it was a good idea for Theresa to continue to go and see her.

Then it was the funeral and waiting on the reports.

ISSUES RELATING TO HOSPITAL CONSTRUCTION

59. One of the first things | remember about the hospital before it was exposed in
the media or before people started discussing it, was the smell. You could
smell it outside and in some inside areas of the hospital. On some days,
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especially on warm days, there was a vile, almost sick making, smell. You
probably didn’t realise it at the time but obviously now it’s at the forefront of
everyone’s attention. The smell was everywhere you were in the hospital. If
you were in the downstairs you could smell it from the entrance and all the

way in.

The pigeon droppings all around were never cleared. Being non-smokers, the
fact the smoking all went on at the front of the hospital was not good. We saw
people going around picking rubbish up but it wasn’t a particularly clean

outside space. It was mainly concrete.

Some of the toilets that you used downstairs on the way up to the ward, were
all always a bit dirty and stuff like that. Some of the things, that these other
parents were discussing, such as the smell and the pigeon droppings, we

could certainly have empathy with them.

Obviously on our first day on the ward, we weren’t taking in enough but there
certainly wasn’t enough education about hand washing. Look where we are
with Covid just now. There wasn’t enough education or signage | believe. As
you walked in the ward, there was a board showing percentages, charts and
arrows pointing at basically how good they are in terms of infections and stuff
like that. That was never explained to us, it was never explained to us how
serious infections could be for children. As | said, the majority of nurses we
saw would come in, constantly washing their hands. There were times though,
breaks for example, where the nurses would be going between one or more
children and then to different areas. Then nurses all had work stations and
they had those sort of alcohol type wipes. If a machine alarm had went off on
another child and her nurse was on a tea break, one of the other nurses
would see to them and then come back to the other one without washing their
hands or using gloves. We now know more than ever how infections can be
passed that way. The consultants, very rarely when they came in, did you see
them washing their hands.
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The hospital is so big, everywhere takes so long to get to. You’ve got to go
through so many doors, so many passageways and in so many lifts. There’s
doors that should be open for ease of access that aren’t open so you have to

go all the way around the houses.

I've already mentioned the environment that the hospital sits in terms of the
sewage works and the smell from it. The amount of traffic in the place as well
and the masses and masses of car parking, yet the parking still isn’t
adequate. There was simply not enough parking. I'm not an architect but I've
never understood the main atrium or whatever it's meant to be with all the
glass. When a helicopter lands on the building roof, the whole place shakes
and you can hear it but you can’t hear yourself think. The general upkeep of
the front of the building especially with people dropping cigarettes, overflowing

bins and pigeons isn’t good.

OVERALL EMOTIONAL IMPACT ON SOPHIA’S FAMILY

Overall emotional impact on witness

65.

66.

67.

It's impacted me greatly and to be honest, for the first time in my adult life, I've
had to seek some help. I'm currently not at work and seeing counsellors. At
the time | suppose your head is down and you’re just battling through it for
your other children but for the last 6 months, since [Jj was born, it has

impacted me greatly.

With the greatest of respect, going through what we’re going through now,
having to relive it, is impacting me. We've lived it every day for the last four
years, and we’re now living it again and | mean really living it again, trying to

come across the best we can to get the answers that we deserve.

| found [ being in hospital, for 51 days over Christmas difficult. Although
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Il was never at any stage touch and go and there were no major issues
other than the fact she was premature, she was in an environment where
potentially she was at risk in our eyes. | still have that fear whenever we go up
to that hospital. 51 days in the hospital and | felt it was a bit like Russian
roulette in terms of the issues and that has impacted my mental health quite

severely and it’'s not got much better recently.

Overall emotional impact on the family

68.

69.

70.

71.

After Sophia died, we went home after a couple of hours or so.

As a father, it's my job to protect my wife and kids to the best of my ability.
The effect on my wife has been immense. Sophia is still as important as the
rest of our children and our family. Theresa, thankfully, has stopped going up
to see Sophia’s grave every day but she’s still there two or three times a
week. We try and take the children up once a week, they all know who Sophia
is, we've never hid it from them. There’s pictures of Sophia in all of our rooms,
they all know about her. They’ll all grow up with experience of losing a sibling
which is a sin to them.

B Oy time will tell. They'll sometimes discuss it and they
know what we’re doing on calls like this and the other stuff that's been going
on and they’ll ask, is that you still fighting for Sophia? It pulls as your heart
strings. As | say, it's devastated my wife. | probably engrossed myself too
much in work for those two or three years and I'm paying the penalty now as

my mental health is now suffering.
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COMMUNICATION

Communication up until Sophia’s death

72.

73.

74.

Sophia initially was being cared for by Senior Staff Nurses. They kept us up to
date with how Sophia was progressing, what the improvements were and
what we should be looking for. We were greatly encouraged by the feedback
we were getting. Communication was mainly done through the nurses that
were looking after Sophia. We seemed to have the same couple of nurses
dayshift/nightshift for a few days then they would come to the end of their shift
and it would change. Most of them were very good and engaging and were
communicating what they were looking for. They were passing on the fact that
Sophia was improving. We had a couple of conversations with the consultants
who were on during those days too and all the feedback we were getting was
that she was doing good, she was improving and, the oxygen support levels
that she required were decreasing. The consultant on the first few days didn’t

really engage with us very much.

| certainly remember having some conversations with Dr Patel, | think he was
the doctor that was on the ward. He explained in great detail about the
pulmonary hypertension and he also told us that Sophia was walking out of
the woods. He described that she was out of the danger of death and we were
thinking, great, and feeling a lot more positive about what had been a horrific

situation.

Through-out those first days we were eighteen or nineteen hours a day at the
hospital, only nipping away for something to eat and then back to Ronald
McDonald House. We were well received by the nurses when we came back
at different times. The majority of the nurses were phenomenal and told us
everything we needed to do, they gave us direct dials for phone numbers so
that we could phone up before we went over to check up on how she was
doing.
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We weren’t told about any infections when Sophia was ill. We were under the
impression that the doctors didn’t know what the deterioration was and they
were going through a series of checks to find out. We could see by Sophia’s
demeanour and her skin colour that it was something severe but at no stage

did they tell us what it could be.

The majority of the communication with the frontline staff, the nurses looking
after Sophia was very good. They were always very amenable and they were
always happy to explain the machines. We wanted to know everything that
was going on and they were happy to share information. Sophia was there for
eleven days so that would break down into twenty-two shifts. | would say that
eighteen or nineteen of the shifts were good communication, two or three
were poor because the nurses didn’t communicate, didn’t tell us what was
going on and didn’t like us asking questions. The maijority, especially the
nurses in the first few days who we took to be more senior, were very, very
good and as | say amenable and empathic, giving us good explanations of

things.

Consultants were a bit hit and miss. | knew they were busy looking over
multiple cases but as a parent your focus is on one individual and you’re
looking for the best of these consultants’ attention but you didn’t always get
that. Some of them were down right ignorant and you felt that you were being
a bit of a pain. Others were not too bad but you had to push them. That

continued if you look at aftercare as well.

Communication: after Sophia’s death

78.

One of my abiding memories was that within a short time after Sophia had
passed, we were in a room. Theresa'’s father had arrived at this point and we

were obviously explaining what's going on as best we could and [l came
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in. We were sitting on the seats and | remember him squatting down to our
level. He sympathised and then said he was sorry but there was some paper
work that needed to be completed. Words failed me at that time; | understand
there’s a process and everything but it was within a short time after Sophia’s
death. | think Theresa’s father questioned why this had to be done so soon
and [l explained he needed to issue a death certificate and that we
would need the certificate so we could start getting organised for burials and
stuff. He also told us that he had had a conversation with the Procurator
Fiscal. | presumed that was part of the process in issuing a certificate and we
were told that the cause of death would go down as Trisomy 21, which is the
term for Downs Syndrome. This was obviously a shock for us, in our opinion,
although Sophia had Downs Syndrome, she hadn’t died from it. I'm not sure
how it came about but we started discussing a post mortem. | think our
opinion at that time was that we wanted to know how Sophia had died but we
needed answers other than Trisomy 21 as cause of death. Other than seeing
an unwell child get progressively better then suddenly deteriorating, | think we
knew that something else would be the cause. Obviously we were looking for
learnings for ourselves and any other families, and also that if there was
anything genetic that we would be passing it on so we explained that we
would like a PM. Then | think we were presented with a form which authorises

a post mortem and | know it was me that signed it.
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80. Theresa phoned numerous occasions |l to see what was going, on

following the post mortem and it took weeks.

| think it was the June that a meeting had been arranged. Theresa and | went

to the hospital for the meeting. || . N .

During this meeting, we were told that Sophia had something called MSSA
PVL. Then it was explained that this was a very toxic form of MRSA. We

asked if it could have been picked up in the Neonatal ward and we were

informed that they didn’t know where she got the infection from.

We certainly pushed that up until Sophia got this infection, she was

progressing well so we couldn’t understand why this happened to her.

81. We were concerned about what we had been told so we had a discussion
with Mr Davis, the ECMO machine specialist. Sophia hadn’t been doing very
well on the ECMO machine, and the deterioration was very rapid when she
was on it. Mr Davis he told us, that when he opened up Sophia’s jugular,
which is where this machine must be connected to, that he could see from her
inside organs it was very white instead of pink/red and he couldn’t actually
see where he was going because of how badly the infection had taken hold of
her body. | think it was said to us that it was probably too late by the time she
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went on the ECMO machine to save her. Now, whether that was the delay on

putting her on the ECMO machine or if the infection had been missed for a

time, we don’t know.




86.

87.

88.

Page 74

The doctors still didn’t understand it from a parent’s point of view. All we’ve
ever looked for is the truth and the answers. If doctors don’t know the
answers, they should tell us they don’t know and go and find out. Don'’t just
keep flannelling us and telling us about luck. Forward us the answer and if
they can’t or don’t know the answer, at least go and find out as much as they
can. We've never ever had the feeling from the doctors that they’ve tried to
find out answers. We've never felt confident in getting the answers from

anyone that we’ve spoken to, consultant or otherwise.

| suppose at that point we were starting to see this general disregard for
parents and loved ones of a deceased patient. We never should have had to
fight as hard as we did for any answers or anything from them but it was
always us that had to chase and ask questions. | appreciate that front line
consultants are busy people and there to deal with patients. Consultants may
be too busy or may not have the skills to deal with the other side of the job,
the liaising with parents and following through on reports, but we were not
given an alternative other than to deal with this person. It always struck me as
very strange that there wasn’t a support network that would kick in and would
take some of the pressure off the parents and the consultants. Obviously the
consultant would have to be the one to give the answers but he didn’t have to
do all the fact finding or answer our emails. There should have been someone
there to tell him, the Smiths would like a meeting with you, give him a list of
what we wanted to know and ask if he was in a position to answer our
questions, if not, ask if there’s another team that can answer us. That was
never done and as | say, these are supposed experts in paediatric care.
Maybe dealing with parents isn’t their strong point so there should have been

people to take that off them after the event.

The aftercare was exceptionally poor and | think that will be a common theme
that will potentially come out of this inquiry. Maybe these consultants are not
the best people to be following through on this. Maybe it needs to be a person
that is more independent.
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We’ve been through all of that and still didn’t feel as if we had closure, we still

didn’t have any answers and we can’t move on. We’ve done the best for
Sophia’s legacy that we can but we’ve never had that closure. Never had that

feeling.

In 2019, Theresa emailed Jeane Freeman'’s office. | think she had seen her
on the television as the Health Secretary at that time. Jeane Freeman’s office
arranged for us to go up to the hospital and have a meeting with Dr Coutts
and | think there was another Senior Nurse there, Rogers, | think her name

was.

We were asked by Jeane Freeman'’s office to submit questions in advance

that we would like to be answered.

We explained that we were still looking for the answers as to how, in a sterile

ward, this infection can be caught and why. Why it was missed. If | think back,

it had been missed.

We weren'’t happy that the progression she had made since birth, had been

lost by such a rapid deterioration.

We asked if we should bring representation to the meeting organised by

Jeane Freeman'’s office and we were told it wasn’t necessary. We were told



93.

94.

95.

Page 76

they would send someone from an organisation called PASS, and they would
come along and take notes and details so there was a record of it. | don’t
really know who PASS are or even what the name stands for but | think
they’re a ‘go between’ for the hospital and parents.

The only thing that came out of the meeting organised by Jeane Freeman’s
office, was that they kept saying everything was done in good practice. One
sort of slip from them was that the arterial line could have been a possible
entry for the infection. We had suspected the infection came from the arterial
line as she had no other breaks in her skin. Sophia had only ever been in two
hospitals so it was laughable some of the statements they were coming out
with about how she could have caught i, it wasn’t as if she was running
around in a park or anything. We were still banging our heads against a brick
wall. The meeting didn’t really get us anywhere with that. The notes from this
meeting didn’t represent the tone either. We were talked to almost as if we
were naughty school children and we were being a bit of a pain in how we

were progressing things.

After the meeting that Jeane Freeman'’s office had organised, there was a bit
of email communication between us and her office. We thanked her very

much but we still didn’t have the answers we were looking for. | think it was

maybe at this point that we started looking into legal representation.
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COMPLAINTS

96.

Later on in 2017, Theresa wrote a strongly worded letter to the Public
Services Ombudsman and we detailed some of the concerns we had around
Sophia’s case and how we had been treated. The Ombudsman had an SLA of
maybe 20-25 days and they exceeded that. We got a letter if | recall correctly,
saying they had staff shortages and apologising for not coming back to us
sooner. This set the tone for how things progressed. | think we had a further

meeting at the hospital or it might have been after that when we eventually got
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the results from our complaint. We were told they were not upholding the
results from our complaint, everything was fine. There were inaccuracies with
it and it gave us the impression that Sophia didn’t matter to anyone and that

the hospital weren’t taking our complaint or concerns seriously.

We’'re still trying to get to the bottom of everything that went on with Sophia
regarding the infection she caught and how it was caught. To me though, the
total disregard of grieving parents, was just awful. To be perfectly honest, if
you make a complaint in a supermarket about not getting something, they
deal with it in a more professional manner than the hospital ever did. We

should never had had to continue fighting and emailing and phoning.

CONCLUDING COMMENTS

98.

When the reports started appearing in the news about the hospital, we
realised that we weren’t mad parents that but we were on the cusp of
something that could potentially give us some insight into Sophia’s case. The
concerns have always been based around the main hospital and specifically
the cancer ward but in our time there some of the things they were discussing,
we could sympathise with. We saw some of those things when we were there:
the smell mentioned was present when we were there too and we withessed
the pigeon droppings. At that stage we never thought that Sophia would be
anything to do with pigeon droppings but some of what they were talking
about, we can 100% back the other parents up and we felt the same. It was
interesting watching them progress on the news. It was obvious it was big
news and obviously it affected us too; we wanted Sophia’s case to be looked
at. We wanted some of this exposure and we felt that Sophia was maybe
getting left behind a little bit. We never courted the press at any point although
we had been asked. We reached out to a legal professional we knew, lawyers
and obviously news organisations, primarily as we felt as we were getting

nowhere. We certainly had empathy for the parents that did come on the
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news and speak because what they were talking about were things that we

could understand and had lived through as well.

I | think genuinely, the staff are

exceptional; everyone I've had dealings with from the staff point of view, the
nurses, all are trying their best. | think the hospital is let down by:
organisation; by structure; potentially water; and the other issues. It will all
come out in the wash eventually but | think the people there are generally
good people. The hospital is lacking senior leadership potentially in terms of
people coming out and saying, “we’ve got an issue and this is what we’re
going to do about it”. | think they’ll rule out people that are trying to whitewash
certain things or that don’t take an interest in the aftercare or supporting
people, but the hospital itself? || GKcNNGNGN

| think it must be having a detrimental effect on the staff as well. | think they
want to do a good job and they’re trying to do a good job but | believe they're
getting let down, maybe by more senior people or by politicians. There’s a

culture of secrecy and non-transparency that comes out of the hospital.

We've given witness statements to the police. We had quite a detailed six
week period where we were up and down to a police station on the outskirts
of Glasgow airport. This was over year ago, at the start of Covid, and as far as
we are aware, it is still ongoing but we haven’t had any updates from the

police directly.

We’ve had contact with the Procurator Fiscal. We had an introductory zoom
call with them and they have confirmed they have our statements. We don’t

know what they are planning to do next.

| think Sophia’s infection came from a dirty piece of equipment or an unsterile
piece of equipment in to her arterial line. The toxicity of the infection and the
rapid decline means that something was amiss. | hope and pray at some
stage we get that answer.
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103. It has been a horrific experience. It's been life defining. | am exasperated by
all the things | have mentioned: poor communication; lack of empathy;

feedback being atrocious; support.

104. | believe that the facts stated in this withess statement are true. | understand
that this statement may form part of the evidence before the Inquiry and be

published on the Inquiry's website.
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