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The figures are shocking - around 34,000 people die unnecessarily
every year in today’s NHS hospitals and another 25,000 are
unnecessarily permanently disabled.*

Amanda Steane’s Who cares? is just one of these 59,000 horror
stories. Her husband Paul went into hospital for minor surgery.
After repeated mistakes and neglect by inexperienced doctors and
over-worked nurses in dirty wards, Paul emerged a helpless
invalid. In constant pain and unable to walk, talk or breathe
properly, Paul took his own life.

Hospital management tried to avoid any responsibility for what
was happening to Paul — letters were ‘mislaid’, promises were
‘forgotten” and key medical records were ‘lost’. But a nurse,
outraged at how Paul and Amanda were being treated, sent
Amanda copies of the “lost” medical records. These indicated that
hospital managers were probably lying and the police started to
investigate.

In her own words and through photos of Paul’s horrific decline
from healthy man to helpless invalid, Amanda tries to warn us
about what is happening in many hospitals in today’s NHS. She
does this, not to place blame, but to ensure that nobody else ever
again has to suffer as Paul did.

*Patient safety report — NHS website 2007

“Even though most of us know perfectly well that the NHS is
working under an enormous strain and that mistakes are made,
few of us would deny that the story told in these pages shows
just how dreadful the mistakes can be.”

“Every Hospital Manager and Doctor and Nurse in the country
should be made to read this painful book.”
Claire Rayner
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To contact Amanda Steane please visit our website:

WWW.nhs-whocares.com

This will take you through to the website:

Www.snouts-in-the-trough.com

This has a “‘contact us’ page where you can send your stories to
Amanda or ask her to contact you.


http://www.nhs-whocares.com/
http://www.snouts-in-the-trough.com/

Dedication

Who cares? is written to honour the memory of my beloved
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wonderful sons, Adam and Lee. Boys, I'm so proud of you both.
Also thank you Adam and your wife Sam for giving me my first
grandchild Connor Paul Steane. Thank you to all my family for the
support they gave us during Paul's terrible ordeal. My special
thanks go to my mum and late father, my beautiful sister Vanessa
and her husband Steve. Then last but not least, | would like to
thank every doctor and nurse involved who did really care about
what was happening to Paul.

Who cares? is dedicated to all the other patients who are
being denied proper care in our hospitals. By writing Who
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happening to anybody else.
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Solignac for all they have done to make my diaries, papers, letters
and notes into such a powerful story.
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Chapter 1

Paul’s suicide

For some reason, | couldn’t sleep well that night. Paul’s breathing
was very loud and | woke up just about every hour, drifting in and
out of sleep. At around 5.00 am, | decided to get up and do some
housework, but then | dozed off again before I could. The next
time | looked at the clock it was 6:40 am.

| jumped up off the sofa, scared that | had slept for so long.
Had Paul stopped breathing? Is that why | hadn’t been woken up?
But as I rushed over to him, | could hear his raspy inhalations and
exhalations, which reminded me so much of Darth Vader. | took a
deep breath myself and felt my panic slowly subside. | went into
the kitchen to let Sheba our dog out and then came in a few
minutes later to go to the toilet. This time I could hear nothing.

| stood there for a moment, near the door to the bedroom,
listening closely. I knew that | was a bit on edge and thought that
maybe | was being paranoid, as | had been just a few minutes ago.
It was probably all due to lack of sleep. But still I heard nothing.
Then I simply thought, “No! No! No!”

| crept closer to the bed and, as I looked at Paul, | saw that
around the edges of his ear there was a blue tint, just as there had
been the morning before he went into a coma two years earlier. |
moved faster now, pushing his wheelchair out of the way to expose
the bedside table. On it were two pill packets, which had been full
the previous night, but were now empty. One was MST, a heroin
derivative that he had been given to help control the pain, and the
other was amatriptaline, an anti-depressant. The first would have
held twenty six tablets, the second fourteen. That made forty pills



Paul’s suicide

in all. Normally he would only take one or two of each a night. I
wondered how long it had taken him to swallow all of that.

| opened the top drawer of the bedside table, where | had
seen him put the letters he had written the day before. There were
two sealed envelopes in there, one for me and one for the boys. |
took them out and decided that | would put them away somewhere
for the time being. | had a vague feeling that | shouldn’t be
removing anything from the scene, but I didn’t want anyone else to
get their hands on these. After all, they belonged to us, our names
were on the envelopes.

| looked down at him and his face looked peaceful and
relaxed — | hadn’t seen it like that for so long. It was an even,
creamy colour. He lay in exactly the same position as | had left
him the night before, with his left hand up by his nose, which had
been itching while we had been talking that previous evening
before he went to sleep. His hand still clutched the tissue he had
obviously fallen asleep with. He was completely still.

He had told me long ago, and then through me our sons
Adam and Lee, of his plans to commit suicide. Recently, in his
weakened state, he had constantly reminded me that he could do it
at any time now, until sometimes | wished that he would do it just
so that | didn’t have to hear him talking about it anymore. In fact,
he had already tried and failed twice. Finally he had succeeded.

This time | did not wish for him to come back. This time |
just wished him well on his journey, wherever he was going. Then
the full realisation of what he had done hit me and | felt as though
a vacuum had sucked out my insides. Paul was not coming back. |
could feel panic rising in my throat and a dreadful emptiness in my
stomach. | went into the living room, breathing deeply so |
wouldn’t faint or be sick. I still wasn’t sure what to do. | started to
pick up the phone to call the ambulance as | had done so many
times before. Then | remembered him specifically telling me not to
do that. As confused as | was, | could tell that it was too late for
that anyway. | put the phone down and went back into the bedroom
instead, just to make sure that Paul really was dead.
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| did what little | could to compose myself then went into
the hall, putting the letters away in my bag before calling upstairs
for Adam and Lee to come down. | wasn’t sure what | would say to
them, but judging from the way they got up out of bed right away
and rushed downstairs, they both had a pretty good idea what
might have happened. Abby, Lee’s girlfriend, had spent the night
and she came down as well. As | looked at their sleepy faces and
rumpled hair, | thought for the millionth time that they were far too
young to be going through something like this.

One of them, | don’t remember which one, asked me,
“what’s wrong?”

“Your father’s dead,” | said, not knowing any other way to
put it, but hoping that my voice came out sounding the way a
mother’s should at a time like this.

Abby flung her arms around Lee and | reached over and
pulled Adam to me. | asked my sons if they wanted to go into the
bedroom to be with their father, but they both said “no”. They were
no more prepared to deal with this than | was. | couldn’t get the
image of Paul, lying dead on the bed, out of my mind. I could feel
his presence in the other room and it was almost like a physical
pull. I went over and shut the bedroom door.

After a few moments, | let go of Adam and walked over to
the phone to call the police detective who had been investigating
our hospital for criminal negligence in their care of Paul. He had
given me his mobile phone number some time ago for this purpose.
I wondered how many nights he had gone to bed thinking that
maybe that would be the night that he would hear from me. |
dialled his number and when he answered, | told him what had
happened. “Have you called anyone?” he asked me straight away.

“No,” | answered shakily, “you’re the first.”

“You must call 999.”

“OK, but are you coming over?” | asked, attempting to
keep the tremor in my voice to a minimum.

“Yes,” he said. | could tell he was trying to make his voice
sound reassuring. “But it will take me forty five minutes to get
there. Do you want me to call 999 for you?”
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“Yes, please,” | whispered and | could feel myself
trembling. This was real and once we called someone in, they
would confirm it and my husband would be dead. | just wanted to
get everything over with.

“Sit down now and wait until the ambulance arrives,” he
told me.

“OK, but hurry.”

Adam and Lee stayed close to me, still in their pyjamas. |
quickly threw on some clothes, not sure if 1 would be required to
go anywhere once people started to arrive. | thought | might feel
less vulnerable once | was dressed. But even with my clothes on |
still felt weak.

When the ambulance arrived, |1 showed them into the
bedroom. They had lots of machinery with them, but they could
see pretty quickly that it would be of no use. Still, they had to be
certain, so they pulled the sheets back and put wires on Paul and
turned on the heart monitor. The screen showed a flat line.

One of the men moved Paul onto his back and begun
straightening his legs. He had been sleeping in an almost foetal
position. | overheard them saying that he had been dead for about
four hours. | wanted to shout out “No!” and tell them that he had
died at about ten minutes to seven, because | had heard him
breathing shortly before that, but I just kept quiet.

A policeman walked into the bedroom then. There was
another one in the lounge. Adam or Lee must have let them in.
They talked with the ambulance men and then turned to me and
told me that | would need to give a statement. | said OK and I’'m
sure that we must have discussed things further, but | don’t
remember much of what was said at the time. | have a vague
recollection of telling them what had happened earlier that
morning, which was pretty much just that |1 had woken up and then
found Paul dead a few minutes later. In the back of my mind must
have been the fear that they were looking to blame me and that if |
said too much, I might incriminate myself. | was beginning to feel
faint by that time.
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While talking to the policeman in the bedroom, | kept
looking over at Paul. He looked so lovely and peaceful. | was
terrified at the thought of life without him after over twenty four
years of marriage, during which time we had hardly ever been
apart. But still 1 was happy and relieved that the nightmare was
over for him. Finally.






Chapter 2

Dying for a glass of water?

Paul Terrence Steane was born on May 6™ 1957 in Coventry, the
youngest of three children. He had an older brother and sister, John
and Carol.

The first time | laid eyes on Paul was at the City Centre
Club in Coventry, one of the three popular places to go on a
Saturday night. It was the end of May 1975 and | was seventeen
years old. He had the most amazing smile and, as | watched him
try to chat up a girlfriend of mine, | was secretly pleased to see he
was nervous and his chat-up lines not very good. By the end of the
night, | had worked my way in there and he had asked if he could
walk me home.

We laughed and talked all the way back to my parents’ pet
shop in Earlesdon, the other side of Coventry to where Paul lived. |
found out that he had just turned eighteen three weeks before and
had been working as a semi-skilled machinist at Apex Engineering
since leaving school at fifteen. We met up again the following
night and then every night thereafter. It was a beautiful courtship.
We had lots of arguments but more fun and always ended up back
together again.

On June 20™ 1975, | passed my driving test on the very
first attempt. Paul was overjoyed when he rang me up during his
dinner hour and we began making plans. | had a little red mini,
which | had painted by hand. The idea was that we would collect
our friends every weekend and go night-clubbing all over the
Midlands.

When we were nineteen, Paul bought me a beautiful
solitaire diamond engagement ring from a little jeweller that no
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longer exists in Coventry town centre. We had our engagement
party in November 1976 at the Pilot Public House in Holbrook’s.
Paul’s dad, Douglas, was already very sick, but he managed to
attend the party, in a new suit no less. He had lost lots of weight,
but he still said he felt like the bee’s knees. | never knew exactly
what was wrong with Douglas, other than that he had an enlarged
heart and kidney stones. Sometimes he would be in a lot of pain
and would walk around the room clutching his stomach. He had
been in and out of the hospital a few times since | had met Paul,
but Paul never let on how serious his illness was. Whenever |
asked, he always just told me that his dad had kidney stones.

After a night out, we would sometimes get back to Paul’s
and Doug would be sitting in his armchair, smoking his cigarette.
You could see he was in a lot of pain. Those nights | wouldn’t stay.
I would just give both men a kiss on the cheek and say good night.
Other nights he would be waiting up for us so that we could go and
get him a faggot and pea batch (sandwich) or, if they had sold out
of that, then pork and stuffing with gravy and crackling from Clay
Lane a very good batch bar across the other side of Coventry.

In March 1977, Doug was admitted to the hospital for the
last time. Paul’s brother, John, was in prison at the time for
aggravated robbery, but sensing that Doug did not have much time
left, Paul’s mum Margaret got special permission for him to be let
out to see his father. Although pleased to see his son, Doug’s face
was so sad that sunny Sunday afternoon as he realised that his son
being allowed home, meant that Doug had very little time left to
live. There were police everywhere and no one knew what to say to
each other.

Douglas finally died on March 16" at 8:55 pm. It’s a date |
could never forget, as it also happens to be my own father’s
birthday. As we did every night, we had been to see him. He
wasn’t conscious and horrible brown fluid was coming out of the
corners of his mouth. We all kissed him goodnight and left at
around 8:40 pm. Back at Longford, we dropped Paul’s mum off at
the Saracen’s Head public house where she worked and went
straight over to a phone box to call the hospital and check up on
Doug. It was 9:05 pm and Paul was told that his dad had passed
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away within the last ten minutes. Paul was devastated. That night |
sat up all night with Margaret and Paul, the three of us talking
about Douglas and laughing about the funny things he had said and
done in his life. We tried not to dwell on the painful last few
months of his life. It was hard for me, because he had been ill
almost the whole time that | had known him. Doug had been a
Longfordian, one of the ‘elders’ in the village, and he would be
missed by many. The town wouldn’t seem the same without Doug
singing Whispering Grass while having a few pints in the Griffin
pub, his mate Duffy egging him on with every note.

Soon life resumed for Paul, his mother, his brother and
sister. Within two months, Margaret had met another man, Ron.
Ron had been divorced many years before and had two children,
whom he rarely saw and whom we never even met. He was a nice
man, but of course he wasn’t Doug and so Paul didn’t take to him.
As most sons would, Paul didn’t see why his mother needed
another man, especially so soon after his father had died. How
could she? Hadn’t she loved his dad? And of course he felt
threatened, thinking that maybe he would lose his mother too.

What Paul didn’t understand was that Margaret was just
trying to move on. She told me one day that when you lose your
husband like that after so many years, it makes you realise how
short life is and you wonder how much time you have left.
Eventually your children will move out and settle down on their
own and you will be left all alone. Margaret was only forty six
years old when Doug died and still felt she had a lot of life left in
her. She was always such a popular lady and people enjoyed being
around her. It seemed obvious to me that it wasn’t going to be long
before she found a companion.

Eventually Paul became so difficult about his mother’s
relationship that she had to ask him to leave the house. My sister
Vanessa offered him a place to live with her and her husband
Steve. We waited until Margaret had gone to work one night, then
packed up Paul’s belongings and left. He had been born in that
house and his was a very close family, so it was hard for him. |
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remember him looking around all the rooms of the house that night
as though it might be the last time he saw them.

We began our married life together on April 8" 1978. It
was not my day to be a princess with a big church wedding, as |
had hoped. But it was beautiful nevertheless and we both loved it.
We arranged everything ourselves and had a short civil ceremony
in the Coventry registry office. Paul and his mother had recently
made up, so she and Ron were able to make it to the ceremony. It
was wonderful seeing them together again after having not spoken
for a few months. There was no money for a honeymoon. | took
the next day off work, but that was all the celebrating we did.

Along with Vanessa and Steve, Paul and | bought my
parents’ pet shop from them. It was a seven-day-a-week job, as the
animals always needed looking after, but we hoped we could make
it work. The men kept their jobs while VVanessa and | ran the shop.
Unfortunately, it wasn’t long before we realised that it wasn’t
working out and we were forced to sell the business back to our
parents.

We had to move back in with Paul’s mum and the
following year | miscarried my first pregnancy. | was heartbroken,
but we began trying again right away. We had managed to rent a
lovely house in Bedworth and were busily working to get things
ready for our first home when we found out that I was pregnant
again. This time everything went well and on October 18" 1980, |
gave birth to our first son, Adam. Coincidentally, he shared a
birthday with his aunt VVanessa.

By now Paul was working for Talbot Cars as a machinist.
He began to notice a pain in his left hand that just wouldn’t go
away, no matter what exercises and massages he did. He let it go
on for about six months before going to see a GP, by which time it
had spread to his arm and shoulder. We were scared about the
spreading and worried that it might be something like cancer. So
we were eager to know the results of the tests carried out at our
local hospital. We were relieved that it turned out not to be cancer,
but we were right to be worried. Rheumatoid arthritis had been
known in Paul’s family — his father’s sister had been diagnosed
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with it in her twenties and died from related problems when she
was forty two. By now the pains had begun to travel all over Paul’s
body. He started on the long road of treatment and was put under
the care of a specialist consultant rheumatologist.

Over the next few months, Paul became quite ill. He had
always been an active person who loved playing football and had
won several medals playing table tennis for the county. So it was
hard for me to see my once-strong man barely able to walk and on
medication all the time. At one point, the bed had to be brought
downstairs for a few weeks, because he simply couldn’t walk up
the stairs anymore. In addition to having to take care of Adam on
my own, | now found I had to take care of Paul a lot of the time.
But as time went on, we learned how to deal with the disease better
and got used to the flare-ups.

Our second son, Lee, was born on February 27" 1982. The
rheumatoid arthritis had by now settled into every joint of Paul’s
body and he had to stop working. After Lee’s birth, we decided
that the best thing would be for Paul to stay at home with the boys
and me to return to work.

In the first few years, we tried what seemed like dozens of
medicines. We kept hoping that each new one would be the one to
halt the disease, not fully realising that it would never go away and
the most that we could hope for was a drug that would slow down
its progression or ease some of the pain. | became familiar with
medicines | had never even heard of, like the anti-inflammatories
feldene, pennacillamine and indocin, or the painkillers
coproxamol, paracetamol and codidromol. All of this was in
addition to the cortisone that Paul had to have injected directly into
his joints when the pain became too severe. He hated having those,
but withstood the excruciating pain for a few moments of relief and
the chance to walk around for a while and play with his sons.

By 1992, Paul’s arthritis had progressed to a stage where
he was prescribed steroids (prednisolone). Gradually the pain
began to ease. We were particularly grateful, as the arthritis had
begun to attack his ribs and chest wall, so it hurt him to breathe.
Sometimes the pain was so intense that he would break down in
tears. | had to struggle to control mine, knowing that | couldn’t do

11



Dying for a glass of water?

anything to help him. Though the steroids made things a bit easier
for a while, they brought their own problems with side effects like
high blood pressure, which meant taking even more drugs. Still, it
was so nice to see him able to move freely again and even get
down on the floor to play-fight with Adam and Lee or kick a ball
around with them in the park. Both our boys played for local
Sunday football league teams. Paul became manager of one of
them and took part in training sessions. He was now able to do a
lot of things that his arthritis had kept him from doing in the
preceding years. Also, he could decorate the house and see to some
minor repairs. Perhaps it was because things were finally looking
up that what happened next hit us so hard.

Paul began to suffer from minor stomach problems due to
the wide variety of medications he was taking. It became a vicious
cycle, trying to control one problem caused by medication with a
different medicine, which in turn caused its own problems. In 1996
he was diagnosed with steroid induced diabetes caused by the
drugs he had been given to treat his arthritis. In addition to
diabetes, being on steroids for too long can also result in brittle
bones and many other problems, so the doctors were eager to
reduce Paul’s dosage of steroids and try another drug.

Cyclosporine had been used successfully in kidney
transplants and had been found to be effective in controlling
rheumatoid arthritis as well, so we were very hopeful that it would
work well with Paul. The doctors never completely took him off
the drug they were replacing though, which to this day | do not
understand. | know that steroid dosage needs to be reduced
gradually, to give the body time to begin producing its own, but
surely one day it can be cut out completely if the patient is being
given something else? And it wasn’t just the steroid drugs that they
insisted on keeping Paul on. Sometimes | wonder if Paul would
still be around today if he hadn’t been put on so much medication.

Though Paul had experienced health problems since his
arthritis started in his early twenties, the beginning of the end — in
my mind anyway — came in May 1999. Paul was admitted to
hospital with blood in his stools and very bad diarrhoea. He had
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been ill the whole weekend before and was put into a short-stay
ward while he was assessed to see if he had a stomach bleed. They
put him on a drip because he was losing a lot of fluid from having
such bad diarrhoea and didn’t seem to be able to eat or drink
anything. Later they decided that they would do a camera test in
his stomach on Friday, in four days time. He would remain in the
hospital until then and was moved to another ward. But even
though he still had diarrhoea, he was taken off the drip.

It was unlike Paul to have no appetite. When he had been
in the hospital before, he would have me sneak in little treats for
him, since he didn’t like the food they served. But he wasn’t
interested in any of that now. | tried to encourage him, but all the
snacks remained untouched on his bedside table. Every day Paul
seemed to get a little worse and | noticed that he was twitching and
becoming confused and sleepy all the time. I was worried, but
assumed that the hospital staff knew what they were doing. That
Thursday evening, at around 7.00 pm, | mentioned to a nurse that
Paul had not been passing urine. She told me that I was wrong and
that he had passed water at 9.00 am. What she wasn’t taking into
account was that, due to the diabetes caused by the medicine he
had been taking for his arthritis, Paul normally passed water quite
often. | had also noticed that his mouth and lips were very dry and
was told by a doctor to give him glucose tablets. He did manage to
take a few of these. But still he wouldn’t eat or drink and would
fall asleep sitting on the edge of his bed. | would have to catch him
and push him back onto his pillows so that he wouldn’t fall. His
sugar levels dropped to below 2 one evening. They should be
between 6-10. The nurses seemed to panic and tried giving him
milk and biscuits to get his sugar level up.

The camera test on Friday came back negative for stomach
bleeding, but the hospital still wanted to keep him under
observation. On Monday they moved him to the rheumatology
ward, thinking that his illnesses might be connected to his arthritis
medication. Even though the tests for stomach bleeding were
negative, | knew there was something wrong with him, 1 just didn’t
know what. He had begun itching all over, in addition to the
twitching and sleepiness. He simply wasn’t himself. | decided on
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the Tuesday that | needed to get a second opinion, by this time
Paul had been in hospital for over a week and seemed to be getting
worse by the day.

I met with a second doctor the next day, who reassured me
that nothing was wrong, as the tests for the stomach bleeding had
not found anything. When I told him about the symptoms Paul had,
he said that he hadn’t noticed any twitching. Moreover, Paul had
not fallen asleep in front of him. Still, to ease my mind, he agreed
to do a blood test. The results of the blood tests came in about 9.00
that evening, after 1 had gone home from visiting. They revealed
that Paul was in complete kidney failure due to dehydration. Had
he continued on as he was, he would have been dead by morning.
All of this was caused by one very simple factor — he had been
taken off the drip eight days before and since then, he had not been
given enough water.

Because he was dehydrated, his creatinines, urea and
potassium had risen to a dangerous level. Without fluid to control
the salts, his organs would have shut down in the middle of the
night due to the chemical imbalance in his body. He would have
simply stopped breathing and no one would have noticed until it
was too late. How could this have happened under the watchful
eyes of a hospital? Not only had they not given him proper fluids,
but they had been slowly poisoning him. They had continued
giving him his medication three times a day, which should never
be taken without food or drink. |1 was appalled, not only by the
negligence of the staff, but also by my failure to notice that my
own husband was not getting enough water. It’s not something you
think about when visiting. | suppose | had just assumed that the
doctors and nurses would take care of his basic needs such as the
two litres of fluid that an adult needs each day. After all, they were
supposed to be the professionals and this was such a basic need.

That night | was awoken very late by the phone ringing at
home. It was the hospital, telling me that Paul had taken a turn for
the worse. When | got there, | was shocked to see that he was
surrounded by doctors and on a heart monitor. One doctor stayed
up with Paul all night making sure that the fluid was being pumped
in correctly. Due to the seriousness of the situation, he did it by
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hand. They told me that Paul was in a critical condition and might
not make it - the next forty eight hours would be crucial. That night
stands out in my mind as one of the worst in my life. Unfortunately
it was the first of many such to come. | sat beside Paul’s bed the
whole night, shocked, stunned and not fully realising what was
going on. What | found so disturbing was that, if |1 had not insisted
on his blood tests, he would have just passed away in the night and
I would have been told that he had died of kidney failure or heart
failure. I would have accepted that, assuming that he just had a bad
heart or Kidneys, and not questioned whether anything could have
been done for him. Meanwhile, the truth was that with a little bit of
water, all of this could have been avoided.

Luckily, Paul’s heart and will were strong and he pulled
through. We were both relieved that the reason for his illness had
been identified and he could now be treated properly. But we were
appalled at the fact that the trained medical staff had overlooked
such a basic need as enough water to drink. Once Paul was back
home, we decided to consult a solicitor.

| went to see a lawyer and explained to her everything that
had happened to Paul while he was in hospital. She told me that
yes, indeed, we did have a case. We had Paul examined by a
nephrologist (kidney specialist) in London, who stated in his report
that Paul’s kidney failure was caused by dehydration due to bad
clinical care and lack of food and water. Despite all this, we later
learned that we could not expect any compensation as, according to
the hospital, there was no ‘causation’ (lasting damage done to Paul
by them).

Paul began seeing a local renal specialist, who told us that
his kidneys were not diseased, but being on medication for so
many years had impaired their function slightly. He needed to take
extra care of them, which meant drinking enough water to ensure
that his kidneys were properly flushed out every day. She went on
to explain that we all need two litres of fluid a day and that if you
have been dehydrated to the stage of kidney failure that Paul had
been, after more than eight days in hospital without regular fluid,
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the next time his kidneys could fail in just five days. From that
day, Paul started drinking water regularly.

Unfortunately this was just the start of our troubles. When
Paul had been bedridden while critical, the hospital staff had
forgotten to give him the stockings needed for combating blood
clots. As a result, Paul ended up with a very large clot in his leg.
He was started on warfarin, which thins the blood, and sent home
wearing the stockings he should have been given whilst bedridden.
We had only been home for a few days when Paul had to be
readmitted to hospital, this time because he was finding it very
difficult and painful to breathe. It was found that part of the clot
had broken off and ended up in his lungs, causing what they called
a pulmonary embolism. As awful as this was, once again we were
very lucky as normally the blood clot goes to the heart Killing the
patient quite quickly.

Warfarin is generally taken for six months, but they
decided that Paul should be on it a bit longer and some doctors
even thought he might need to stay on it for the rest of his life.
However, some weeks later, Paul developed a rash on his left leg
and none of the doctors could determine what was causing it.
Paul’s diabetes consultant thought it might be a reaction to the
warfarin, so he took Paul off it and had him try another blood-
thinning drug called heparin for a while. For the next four weeks, I
had to give Paul heparin injections, directly into his stomach. | was
used to administering his insulin, but these injections were a lot
bigger and it took me a while to get the hang of it.

When the rash didn’t clear up, the heparin was stopped and
Paul was put back on the warfarin, which he remained on for over
a year. At that point, during a routine diabetes appointment, the
doctor on duty decided that he had been on it long enough and he
should stop taking it. Paul and | were both worried, as we
remembered that several of the doctors thought that Paul might
have to be on it for life. We wondered if this doctor had even read
Paul’s file. Did he know that Paul had had a blood clot which had
led to a pulmonary embolism and that was why he had been put on
warfarin? Shouldn’t these sorts of drugs be reduced gradually,
rather then stopped all of a sudden? One of Paul’s worst
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nightmares was of having another blood clot and of this leading to
a stroke. So we decided to get a second opinion before stopping the
drug. The next day Paul had an appointment with his renal
consultant, so we asked her what she thought. She recommended
cutting down on the warfarin gradually over a two-week period, so
that’s what we did.

Three weeks later, after stopping the warfarin, Paul began
to complain of pain in his left foot. We had an appointment to see
his rheumatology consultant that week. He took a look at Paul’s
foot and noticed right away that several of his toes were going
blue, the little toe being the worst. It was off to casualty once
again. At first they thought that the blood supply was not getting
through to his toes, but after doing an ultrasound scan they ruled
out this possibility. Since they hadn’t yet been able to determine
what was wrong with Paul’s foot, they admitted him to the hospital
to be assessed. There the pain worsened, so they began to
administer MST to control it. This was our introduction to the drug
and as | did with everything that Paul took, | looked it up to find
out more. | learned that it was a morphine-based drug, a heroin
derivative.

By the next day, several of the doctors thought that the
little toe might have to be amputated, as it had gone very black.
They held off though to see if there might be any improvement.
One of the doctors thought that it might be another blood clot. If
that were the case, then coming off the warfarin was probably what
had caused it. Fortunately it had gone to his toes this time. Once
again, we were amazed at the thought that all of this stemmed from
not getting enough water the last time he had been in hospital. But
we tried to remain positive and consider ourselves lucky that it was
not more serious.

When | went to see him on Friday, Paul seemed a little
worse, but | put this down to the MST that he was taking. He was
very sleepy and confused and would often talk nonsense, then drop
off to sleep in the middle of it. Paul was so out of it, that he was
unable to keep track of how much water he was drinking and | was
confused as the symptoms of MST are quite similar to those of
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renal failure. 1 assumed that since | had warned the staff several
times of Paul’s water requirement, they would be monitoring his
water intake and urine output. After all, shouldn’t a patient who
was on a drug as strong as MST be monitored at all times anyway?

Sunday the 18" was Father’s Day and, as it was a lovely
day, | thought I would take Paul outside for some fresh air. |
started to get him ready and put him into a wheelchair while
waiting for Adam and Lee to come and join us. As | was moving
Paul, he began talking about things that had happened years ago as
though they had only just happened. | started to get scared. | ran
back to the ward and asked to see a doctor, but my request wasn’t
received very well. The staff seemed to think that | was just trying
to cause trouble and the sister on duty looked at me as though I
was challenging her and questioning her authority. The truth is I
was just frightened and scared. After our previous experience, |
didn’t want to take any more chances.

While we were waiting for the doctor, one of the other
patients told me that Paul had not seemed very well that morning.
When he woke up he couldn’t understand why he was in hospital.
The gentleman said that he had informed the sister on duty that
Paul seemed overly confused and that she had told him to take no
notice of it. The sister told him that Paul was always pulling
people’s legs and larking about. I’m not sure what made her think
she knew anything of the sort about Paul, but anyway that had been
around 8.00 am and it was now 4.00 pm.

Finally a doctor came and | told her my fears that Paul
might be going into renal failure again. When | described his
previous symptoms, she agreed that this might be the case and
ordered blood tests. | couldn’t understand why none of the staff
had noticed the signs that were so obvious to me and | had no
medical training at all! Why hadn’t he been put on a fluid chart
when | had told them so many times that he had to drink at least
two litres a day?

The tests came back that evening and confirmed that Paul
was going into renal failure again. I was furious. The sister | had
spoken to before came in with a fluid drip that was, by now,
urgently needed and just moved me out of the way with her body,
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not even bothering to speak to me. | knew she was annoyed with
me, but what had she expected me to do? Sit there and let my
husband die and not make a fuss? What would she have done if it
was one of her family members in his place? It finally made me
realise that Paul would never be safe in hospital without his family
to look after him. Normally Paul himself would be responsible for
ensuring he drank enough water. But how could anyone be
expected to monitor how much water they are drinking when they
are heavily medicated on morphine? | began to wonder whether
there weren’t other people in a similar situation, particularly the
elderly and disabled. At least Paul had me to keep an eye on things.
What about those people who had no one to make sure that they
received the proper care?

Once the intravenous fluid was introduced, Paul began to
recover quite quickly. I had called Paul’s consultant nephrologist
and asked her to pay us a visit to make sure Paul was OK. She
came the following day at around 2.00 pm. When she found out
what had happened, she was rightly angry with the staff and
frustrated about the whole situation. She asked for his medical files
and wrote in very large letters in red ink, “This patient suffers with
renal impairment,” in the hope that there would be no more
mistakes.

Paul was allowed to go home by the end of the week,
although they still were not sure what had caused the problems
with the toe. A clot was the most likely possibility and we were
told that if the little toe did not fall off on its own during the next
few months, then they would amputate it. The other toes returned
to normal. We weren’t exactly pleased, but then considering that
the clot could have gone to his heart or his lungs, the loss of his
little toe didn’t seem so bad.
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Chapter 3

It happens a third time

We returned home and Paul’s pain worsened. He continued taking
the MST and | made sure he got plenty of fluids. Now that the
worst seemed to be over, | began to think about what had happened
and how to prevent it in the future. How could | make sure that my
husband would be properly cared for if | was not there to see to it
myself? It really worried me that both times he went into renal
failure, it was | who had notified the hospital staff of his condition.
Weren’t they supposed to be the professionals? So | wrote a letter
to the chief executive of the hospital. In the letter, I explained what
had happened to Paul. | tried very hard to come across as
concerned, but not complaining. | told of the way the sisters and
nurses had treated me after | had brought Paul’s renal failure to
their attention, which I didn’t think was fair at all. I had only been
doing what was best for my husband, but they seemed to take it as
a professional slight. Paul thought | was overreacting, but | was
determined that he would have some kind of safety net in the
future.

Again, | thought about what might happen to those who
were unable to take care of themselves and had no one to look after
them, particularly the elderly. By now | had done some research
into the effects of dehydration and knew that the elderly are often
affected. They don’t drink enough and then major organs start to
fail because of the chemical imbalance and, before anyone notices,
they die. No one thinks anything of it, because they were old and
ill to begin with, so everyone just assumes it must have been their
time.
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On the wards, it’s usually the hostesses that deliver the
water, so the medical staff don’t even know how much is being
given. The hostesses refill the jugs in the morning, but don’t
generally monitor how much has been poured out, much less
drunk. Many elderly people don’t even have the strength to pour
themselves a glass of water, not to mention that if you are heavily
medicated, you aren’t even aware of what you should be doing.
Some of the elderly patients have fluid charts when they are
admitted, but often the nurses just ask them how much they have
drunk, rather than watching them do it. It might seem a bit
overprotective to have the nurses see that they take in the proper
amount of fluids, but many of these elderly people are simply
guessing the amount they have taken in or saying what they think
the nurse wants to hear. They don’t know themselves the dangers
of dehydration and, even if they did, they might not be able to
monitor such things themselves. I’ve even seen nurses just use
their own judgement and estimate how much the patient has had to
drink, so that it adds up to an acceptable amount by the end of their
shift. In this day and age, in a First World country like Britain, it
seems ridiculous to me that a lack of water should be a problem for
so many people in hospitals.

| sent the letter off to the chief executive at the end of July
and a month later I had still not heard anything. By then the toe had
become infected and it was more painful than ever. Paul was
booked in for surgery, as the toe now had gangrene. There was a
three week wait for emergency operations, but at least we knew it
would be taken care of soon. At that point, the pain had become so
bad that often Paul couldn’t sleep at night. He couldn’t stand on it
either, so whenever we went out, he would be in a wheelchair.
Knowing that Paul was going into the hospital again, | began to
panic. This time | phoned and asked to speak to the chief
executive. | explained to his secretary that |1 had not received a
response to my letter and that | was very worried about my
husband. | tried to make her see that it was a very simple case: if
Paul had his two litres of water a day, he would be fine. If not, he
would die.
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Unfortunately, I did not get to speak to the chief executive,
but I did get a call from the regional manager for medicine at the
hospital. She said that they had never received the letter that I sent,
but I decided not to make a fuss about this and said we could just
settle matters over the phone as | didn’t want to bother writing
another long letter. It might sound ridiculous now, but I actually
told her that I did not want to get a phone call in the middle of the
night and hear something like, “we’re sorry Mrs. Steane, but we
lost your husband because we didn’t give him enough water.”

She said that they would look into my case and what care
Paul would need before coming in again and that she would get
back to me. She warned me that it would take a while, as they
would have to speak to all the doctors concerned. | said that was
fine. When she did get back to me, she offered me the option of
having their response in writing. 1 wasn’t sure why we needed to
have that, but Paul thought we should and she agreed. | requested
that if he were in a position where he was unable to look after
himself, he be put on a fluid balance chart and have blood tests
done every other day to see what was happening with his kidneys.
She thought that sounded reasonable and said that they would write
to me.

The date for Paul’s amputation was set for the 25"
September — my birthday. He was to be admitted the day before,
but first there was the pre-admission appointment on the 19"
September. In addition to having blood tests done and his blood
pressure taken, we met with the anaesthetist, who explained that
we had the choice of a local or an epidural. Paul opted for the
epidural. Next we met with one of the junior doctors, who
explained the operation to us and went over Paul’s history. She
seemed to be paying close attention and writing everything down,
so | went away feeling confident.

Paul was to be admitted on a Sunday. But three days
before, | still had not received the letter that I was promised. |
phoned the regional manager for medicine again. She assured me
that it was on its way. She also said that she would come down to
the ward to meet with us and put a face to the phone calls. Sunday

23



It happens a third time

arrived and | took Paul into the ward at about 2.00 pm. He was still
on the MST, but a reduced dosage, so he was aware of what was
going on around him. He settled in and seemed happy enough, so |
left him at around 8.00 pm. As | kissed him goodbye, he gave me a
birthday card for the next day.

| rang early the next morning to find out what time he
would be operated on and was told about lunchtime. So | kept
ringing until it was over and | was told that he was fine. When |
went into see him at about 2:30 pm, he seemed well, but in a lot of
pain. The toe had been removed and his foot was all bandaged up.
We both felt relieved as we thought that maybe now we could
finally get on with life and have some fun. He had been in a
wheelchair for the past few months, which meant that we couldn’t
really go out very much. Moreover, we had been afraid to go on
holiday in case something happened, but maybe now we would be
able to get away for a little bit.

That evening Paul was still in a lot of pain. | asked the
nurse if he could have more painkillers, but was told that he had
already taken all he was allowed. | asked to speak to a doctor, but
when she came around | was told that she couldn’t increase the
dosage either and there wouldn’t be a consultant on duty until later.
The doctor said that Paul had already been given 30 mgs of MST.
So | explained to her that when he was at home, he was allowed 30
mgs twice a day if he was in pain, so she wouldn’t be increasing
the dose, as he was already prescribed that. | told her that if she
would just look in the file, she would see that | was right. She said
that she couldn’t as the file was too big. What was | supposed to
say to that? A little while later a nurse came around to speak to
Paul. Vanessa and Steve were visiting at the time and the nurse
asked us if we could all leave while she examined Paul. | was quite
upset that she wouldn’t let me stay, as | felt a wife has every right
to, especially when her husband is on painkillers and not fully
aware of what was happening. But | didn’t want to make the
situation any worse than it already was. | stepped back and she
pulled the curtains around them so that | couldn’t interrupt.
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| left the hospital that evening with the hope that Paul
would have a good night’s sleep and wake up in the morning
feeling a lot better. The regional manager for medicine still had not
been around to see us, but perhaps she had just been busy. | gave
Paul a call around 11.00 pm, as | usually did, just to make sure
everything was alright. The staff on duty were always quite cold to
me when | called late at night or early in the morning, but I no
longer cared. My husband was my first priority and | had already
seen that if I didn’t look out for him, then no one else would.

When | arrived the next afternoon, | found that Paul had
been given a higher dosage of MST. He was still in pain and very
sleepy, but aware enough to tell me that he hadn’t passed water
since 2:45 am — over twelve hours before. | told him not to worry,
though I was getting alarmed myself and began to look through his
charts. There was no fluid balance sheet in there. I got a nervous
feeling in my stomach, but | told myself that perhaps they had
taken it away to check something on it or fill it out. Paul was
sleepy and confused again, but that could have been due to the
increased MST. | went to the nurses’ station and, after | had stood
around for a while, one of them finally looked up and asked me if |
needed anything. When | told her that | wanted someone to come
and look at Paul, she said she would send someone shortly and that
I was to wait at his bedside. | did and no one came. It was getting
near the time when | had to leave to pick Lee up from work, so |
went back to the nurse. She seemed surprised that no one had been
to see me yet and came with me herself at that point. | asked who
was monitoring Paul’s fluid balance and she said, “no one, why?”
My heart dropped. The nurse went out and came back a minute
later with an orange book in which they write down the special
requirements of the patients. Paul was not in there. | got incredibly
angry and explained, for what seemed to be the hundredth time,
about his renal impairment and water requirements. And for about
the hundredth time, I was told that it would be sorted out.

| told her that Paul hadn’t been for a wee since 2:45 that
morning and that his water jug was still full. I explained that he
was a bit confused from the painkillers and needed to be monitored
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so that he didn’t dehydrate. The sister told me that one of the
nurses had said he went to the bathroom at about 8.00 am. | didn’t
see why they assumed that because he went into the bathroom he
had passed water, as he could have been brushing his teeth or
doing a number of other things. Why hadn’t they simply asked
him? Besides which, even if he had been able to urinate then, that
was eight hours ago and that’s a very long time for someone with
diabetes and renal impairment to go without passing water. When |
asked Paul a few minutes later, he said that he had gone to the
bathroom, but hadn’t been able to urinate.

| had the sister’s assurances that things would be sorted out
now and | assumed that since | had told just about everyone in the
hospital about Paul’s condition, surely they could not fail to look
after him properly. | left to collect Lee and cook dinner for my
sons. When | returned at 7.00 that evening, Paul was happy to see
me, but said half-jokingly, “what have you done now?” “What do
you mean?” | asked. He handed me a fluid chart and a pencil that
the nurse had given him. Apparently they expected him to monitor
his own fluid intake and urine output, despite the fact that he had
just had a toe amputated and was on MST. He couldn’t even
remember to take a drink, much less write down how much he was
having. Not to mention that he was dyslexic and had no idea how
to fill in the sheet. Annoyed, | took the sheet over to the nurses’
station and explained that my husband was not fit enough to be
doing his own fluid chart. The nurse replied that since they were
discharging him the next day anyway, a fluid chart wasn’t really
relevant. | didn’t think Paul looked that well, but | was relieved
that at least | would be able to take him home the next day and care
for him as he deserved to be cared for — like a human being.

Looking back on all of this now, | often break down in
tears out of sheer frustration and anger. Why hadn’t | just insisted
on seeing a doctor when | noticed that there was no fluid chart in
his file? Would things be different now if | had acted differently
then? Might Paul still be here? But why was it always left up to me
to make sure that his basic needs were being met? Surely if you’re
sick and in hospital, then it is the duty of the hospital staff to look
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after you? Besides, who else could | have spoken to? It seemed as
if I had already talked or written letters to all of the doctors, nurses
and management. In hindsight, | think part of the reason I
continued to believe people who told me that Paul’s care would be
sorted out was that I couldn’t understand how trained medical staff
could be so incompetent. How hard is it to make sure that a patient
with renal impairment, or even without renal impairment, is given
water? Another part of it is that | was just tired of always being
made to feel as if | was making a fuss and being an inconvenience.
It hadn’t got me anywhere in the past, so why should I continue
doing it when no one was listening to me? But | was just doing the
best I could.

The next day, | arrived at the hospital in the afternoon,
happy at the thought that | would be bringing Paul home with me.
He didn’t look well when | got there, but | assumed that was what
you could expect from someone who had just lost a toe. | was told
that they wouldn’t be able to release him until later that day and, as
I had visitors arriving from Plymouth in the evening, | arranged to
have Steve pick him up. They got home around seven that evening
and Paul looked even worse than he did that afternoon. I thought a
good night’s sleep was what he needed, so | let him sleep late the
next day, which was Thursday. He was still lethargic and confused
when | woke him up and | wasn’t sure what was causing it, so |
decided to stop the MST and see if that would help. He was still in
a lot of pain, but there were other painkillers I could give him. |
had read that morphine takes about twelve hours to clear out of the
system, so | didn’t think too much about it when he didn’t seem to
get better that day.

That night, | finally got to bed around midnight. | was tense
and worried, but even with all that we had been through, | never
would have predicted what was coming in the next few hours. |
don’t know exactly what time it was, but probably about an hour
later 1 was woken up by Paul getting out of bed and running to the
bathroom. The first thing | thought was ‘Paul never runs. He
CAN’T run.” But he definitely ran then. | heard a bang, so | got out
of bed and went into the bathroom, where Paul was sitting on the
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dehumidifier. When | asked him what was wrong, all he could tell
me was that he was in pain. | helped him out of the bathroom and
into a chair in the bedroom, but he couldn’t sit still and kept telling
me he was in pain. He was sweating profusely and his shirt was
already wet through. I tried to get him to tell me more specifically
what was wrong, but I couldn’t get much sense out of him. I
helped him into the living room so that I could keep an eye on him
while | phoned the hospital. The sweat was pouring off him by
now and when | asked him to tell me where the pain was, he said
his lower back and tried to reach it with his hand. | wasn’t sure
how aware he was, because he didn’t really seem to be with me
mentally. He looked very confused and his eyes were blank and
frightened. | decided to ring 999.

When | explained what was going on, the operator said she
would send an ambulance right away. By this time Paul was going
in and out of consciousness and | was beginning to get hysterical.
Luckily the operator was experienced and spoke to me until the
ambulance arrived. She managed to keep me calm and made sure
that I kept Paul awake. The relief I felt when the ambulance arrived
was physical - finally someone had arrived to help me. I remember
thanking them for coming before | began asking questions about
Paul. They put him on a heart monitor and said they were going to
take him back to hospital. I shouted up to Adam and his girlfriend
Nicola that we were taking Paul back to the hospital and not to
worry. They were supposed to leave to go on holiday in Tenerife at
about six that morning and | didn’t want to ruin their plans. I told
them to go ahead and just give us a ring when they got there. Then
I got into my car and followed the ambulance to the hospital.

Paul was taken straight into coronary care when we
reached the hospital and hooked up to an ECG machine. The
terminals of the machine kept sliding off because he was sweating
so profusely. | had never seen anyone lose so much fluid this way.
His t-shirt was so wet that | had to take it off. He was in such great
pain that the morphine they were administering wasn’t having
much effect and he needed my help to move around in an attempt
to ease it. | told the doctor that | was worried about the amount of
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fluid he was losing and the possibility that he would dehydrate.
The doctor told me that he was waiting for Paul’s file to be
delivered so he could have a better idea of what he was dealing
with. Paul couldn’t even stand on his own, so | had to support a lot
of his weight and he kept moving back and forth between the bed
and the chair. The nurses brought in another chair, an armchair that
they thought might be more comfortable, but still he had to keep
moving. They tried taping the ECG probes onto Paul at this point,
but even that wouldn’t hold because of all the sweat. | remember
him being so distressed that at one point, when he was sitting on
the edge of the bed and the doctor had turned his back to him, he
called out, “excuse me, excuse me sir, but can you help me?” It
broke my heart to see him that way.

It must have been between 3.00 and 4.00 am when they got
Paul’s file and I remember the doctor sitting down and reading it. It
seemed to take forever for him to get through it, but I thought that
at least now Paul would be taken care of. It’s funny how people
cling to hope. Even though hospital staff had failed me time and
time again, | still had faith in their ability to help my husband. So
again | expressed my concerns to the doctor and said that | thought
Paul should be put on a drip. He told me that he still wasn’t sure
what was causing the pain and that he wanted to have another
doctor come and see Paul first. Then he told me that Paul had been
in kidney failure when he was discharged the previous evening. At
first the implications of this didn’t fully hit me, as | was worried
about what was going on right now. But when it did, | was
horrified. How could they have discharged him knowing that and
not even told me anything about it? Why hadn’t the renal team
been called now and why was he not on a drip? To this day it
amazes me how many junior doctors are put into life-or-death
situations which they are clearly not equipped to deal with in our
hospitals. Don’t we deserve more than that? Don’t our loved ones?

The night carried on in this way, with Paul not getting any
relief from his pain and numbness setting in to both his legs. |
helped him move around as best | could. We were told that a
consultant was on the way, but that he had to come from
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Birmingham and wouldn’t be there until 7:30 am. Paul was still
sweating like crazy and when | asked the junior doctor why, he
said it was because of the pain. And still they did not put him on a
drip. The consultant arrived a bit after 7:30, perhaps 7:45 or even
8.00. By this time Paul was unaware of anything, but the
consultant still addressed his questions to him. He seemed mainly
concerned with the problems with Paul’s legs and | tried to give as
much information as | could, but he kept referring back to Paul. |
didn’t know if the consultant had been told that Paul was
discharged in renal failure, but if he had been, he did nothing about
it. No renal expert was brought in and no drip was provided. The
consultant went away without really saying very much and did not
appear overly concerned. Paul seemed to be getting tired and |
thought that finally the morphine was beginning to take effect and
maybe he would be able to get some rest. In fact, he wasn’t getting
ready to sleep, he was getting ready to die.

Foolishly, at the suggestion of the nurse when she saw Paul
apparently getting ready to sleep, | nipped home to change and to
see to Lee and the dogs. | couldn’t have been in the house for more
than ten minutes before the phone rang. It was the same nurse from
coronary care, who had been with us most of the night, and she
said the words | was dreading to hear. “Mrs. Steane, Paul has taken
a turn for the worse. Could you come back straight away?”

As | got to the end of our road, | saw my mum and dad pass
by in their car. | stopped them to tell them about Paul and, though
my mum offered to come back to the hospital with me, | told her |
would be OK and drove off. | don’t remember much of what I
thought on that journey back to the hospital, | just remember being
very afraid. | was met by the nurse who earlier had told me to go
home. She said that the doctors were with Paul and asked me to
wait in a little side room. It’s not like me to make a fuss, but | was
so angry at her for telling me I could go home that | refused and
told her that | wanted to be with my husband. She insisted that I
wait and | started to get really nervous. “Is he dead?” | asked,
dreading the answer.

“No,” she said, “but it’s very serious.”
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“Why didn’t you know it was serious fifteen minutes ago
when you told me | could go home? If it’s serious, | want to be
with my husband,” | said, my voice rising and tears coming to my
eyes. | was terrified that I would miss Paul’s last few moments on
earth. | tried to go to him, if only to sit there and hold his hand, but
she blocked my way. Finally | backed down and went into the little
room to wait. | spent the whole time walking around in circles,
with a horrible sick feeling in the pit of my stomach. | expected
that any second now a doctor would come in to tell me that Paul
was dead.

I’m not sure how long | waited in that room, but it can’t
have been very long before I couldn’t take it any more. | walked
back into the ward and this time two nurses blocked my way. | told
them that there was no way they were going to stop me this time,
so one of them relented and asked me to wait for just a moment
while she checked with the doctor. She came back and told me that
I could go in. I can still feel the pain I felt then as I ran through the
doorway into Paul’s room. He was lying completely still on the
bed and for some reason the first thing | noticed was that his ears
were blue all around the edge. His face was also blue, but
somehow peaceful and pain-free. Everything seemed to be going in
slow motion. | looked around the room and saw that one of the
doctors was holding a bag over Paul’s face to keep him breathing.
That’s when | began to have hope. If she was helping him to
breathe, then obviously he was still alive! There were other doctors
and nurses running around and seeing to him, but none of them
spoke to me. They just smiled sadly. | went to Paul and held his
hand, lifeless but still warm. I told him that it would be OK. Then |
moved back a bit to give the doctors room to work and sat on a
chair willing, begging Paul to live. I didn’t know how | would be
able to walk down the long corridors once they told me he had
died. How | would get into my car and drive home, knowing that
the man | had shared my life with for so many years was no longer
going to be a part of it. I had never been so lonely in my life. All I
wanted was for Paul to wake up and say, “Hi”.
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| watched as the doctor in charge made an incision into
Paul’s neck so that he could put a central line into the main artery.
Blood flowed onto the bed, but I didn’t even look away because |
was just too tired. They were breathing for Paul and setting up
drips and injecting drugs. Now they were fighting hard to keep him
alive, after having him in the cardiac unit for eight hours, without
realising that, for the third time, he was near death due to kidney
failure caused by dehydration. They moved Paul into the coronary
care ward and within seconds his heart had stopped again. |
remember the terrified look on the face of the lady in the next bed,
before they had the chance to pull the screen around Paul. Some of
the doctors felt that even | shouldn’t be seeing what was going on,
but I knew that | wouldn’t want to die alone and I didn’t want my
husband to either. More importantly, | wanted to be there if he
woke up.

They managed to resuscitate Paul again and then had to
arrange a dash up to the ITU (Intensive Therapy Unit) so that they
could put him on life support. We all ran through the corridors to a
waiting lift and, once in the ITU, Paul’s heart gave out once more.
They pulled a curtain around him and this time asked me to sit
outside it. | listened as they struggled and finally managed to get
his heart going again. But that wasn’t the last of it. A few moments
later they began moving patients around, as they wanted to put
Paul into a specific side room. | was told | was not allowed to go
into this room, but there was a window so | put my chair beside it
and sat looking in. Paul lay there like a piece of meat and doctors
and nurses were running around tending to him, trying to get his
heart started yet again. One of the nurses saw me looking through
the window and came over and drew the curtains. | could still see
through a gap though and as | sat there watching, | wondered if she
had ever lost a loved one in this way.

| had phoned Vanessa from the coronary unit. She had said
she would come over to be with me. | kept thinking, ‘God, why is
this happening to us? Hadn’t | done everything possible to stop it
from happening again?’ | looked up at the ceiling and thought,
‘Paul, if you’re up there, get back down here now because you
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can’t leave me!” The hospital chaplain saw me and came to keep
me company for a while. It was a relief to have someone to talk to,
since all the other staff seemed to think | had no right to be there.
He offered to go home and get Lee for me, but | preferred to wait
and have Vanessa or Steve do it. We talked about Paul and it
helped to pass some time and keep me from panicking. Vanessa
arrived soon after. I’m not sure if Steve came with her, but he was
there later, with Lee and Leanne, Steve and Vanessa’s daughter. |
felt better having family around me, but could see the shocked
looks on Vanessa’s and Lee’s faces. The ITU is a frightening place
and | could tell that neither of them had imagined that Paul would
look so bad.

Finally, the doctor came out of Paul’s room, along with the
ITU anaesthetist. They washed their hands before turning to us and
telling us that they had trouble ventilating Paul and so had to knock
out two of his front teeth to try to get a tube down his throat.
Unfortunately, even this hadn’t worked so they would have to try
again. But if they were unsuccessful, then they would have to do a
tracheotomy (cut open Paul’s throat to insert a tube to enable him
to breathe). It all sounds so awful when | think about it now, but of
course then I said, “yes, do anything you can, please.”

He returned about twenty minutes later with a bit of good
news — they had managed to ventilate Paul without having to do
the tracheotomy. He said that Paul was critically ill, but that we
would be able to go in and see him shortly. It seemed like a miracle
because all morning long | had just sat there waiting for one of
them to come out and say to me, “we’re sorry, but there was
nothing we could do...” At least now there was a glimmer of hope.

Even with all | had seen, | don’t think | was prepared for
the sight of Paul when we were let in. The head of the bed was
raised slightly and he was on the ventilator, with a pacemaker
inserted into his heart and a dialysis machine for his kidneys. In all,
there were about thirteen drips going into ports in his arms, neck
and groin. But at least he was alive. | went over and gave him a
kiss on the cheek and was just so happy that he felt warm.
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Chapter 4

Fighting for Paul’s life

First thing that morning, | had phoned Paul’s sister Carol to tell her
that Paul was in cardiac arrest and that things did not look good. I
wanted her to be the one to tell Paul’s mum in case she got very
upset. | assumed she would do it right away, but instead she told
me that she was going to see her mum that afternoon about two and
would leave it till then. It didn’t seem a good idea to me, as Paul
might not even make it till then, but | supposed she knew what she
was doing and anyway it wasn’t exactly the first thing on my mind
right then.

Shortly after we were allowed into Paul’s room, | was
called to the phone. It was Paul’s mum, who had apparently rung
our house while Lee was still home to ask what Paul wanted for his
dinner. He always went to his mum’s on Friday for dinner. Lee had
told her that Paul had been rushed back to the hospital and was
really poorly. Paul’s mum sounded so frightened and it bothered
me that Carol wasn’t there for her. Somehow, maybe because |
didn’t want to scare her even more, | managed to get control of my
own emotions and tell her in a rational way all that had happened.
From where | was standing, | could see into Paul’s room and
everyone was beckoning to me, telling me that he had woken up. |
said goodbye to his mum and rushed in to find Paul sitting straight
up, his eyes wide with terror. We spoke to him, but he didn’t seem
to hear us, he just stared into space with a frightened look. A
doctor came in and kept saying, “Paul, Paul, it’s OK,” to soothe
him. He did seem to respond and the nurses came in to turn up the
sedative so that he would go back to sleep.
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During the multiple cardiac arrests, Paul had lost about six
minutes of oxygen and the doctors weren’t sure at what level his
brain would function. 1 remember looking over at Lee and the
horrible expression on his face as he watched his once-strong
father now reduced to this weakened state, dependant on machines
just to breathe. It was hard enough for me, how much worse must
it have been for an eighteen year old boy? When we were alone
with Paul later, he sat by the side of the bed and held his hand and
kept saying to him, “dad, dad, you’ll be OK.”

A doctor came in later that day and checked all the
monitors. Apparently Paul was not responding to the life support. |
was told that they expected him to go during the night and that if
he did, they would not resuscitate as he was already on maximum
life support and there was nothing else they could do for him. The
doctor said that they had done everything they could and I knew
they had, because | had seen them working on him most of the day.
I didn’t really understand what was going on, but | knew that Paul
was going to die. Lee was with me at the time and became very
upset when he heard all this. | knew that | couldn’t shield him from
what was going on, but | wished that the doctor had taken me aside
to tell me about Paul.

Later on, a Spanish doctor who had helped resuscitate Paul,
came over to me and asked me if I understood what was going on.
I said “no” and she knelt beside me and explained everything. She
told me that my husband’s condition was critical, but stable. She
said that they expected him to have another cardiac arrest because
he was not responding to the life support. When he did, if they
attempted to revive him, they would have to give him something
more to keep him going and he was already on the maximum level
of drugs that they could allow. She put her arm around me and told
me that if | really wanted them to, they would try to resuscitate him
again if his heart failed. I didn’t answer and she said that we would
just leave it until it happened. Then | could tell her what | wanted.
All 1 could do was thank her.

On the ITU, you have one nurse per patient, so Paul was
now monitored at all times, his many drips kept filled and so on. It

36



Fighting for Paul’s life

had been thirty eight hours since | had slept and even then it hadn’t
been much. It all caught up with me as | sat with Vanessa holding
Paul’s hand and | felt absolutely exhausted. I was sure this was
going to be our last night together and | wanted to make the most
of it. I lay my head beside his on the pillow and just looked at him.
Despite all the drips and tubes and machines and the assault that
his body had been through that day, he somehow looked peaceful.
They said that I slept for about an hour, but it seemed to me that |
could hear voices throughout.

| don’t know exactly what time | awoke, or if | had even
been asleep, but in the early hours of the morning it occurred to me
that you were supposed to talk to people in a coma. Isn’t that what
they always did in soap operas and movies? And if you talked to
them enough, eventually they would move a little finger or
something and then begin to wake up because they love you too
much to die and leave you all alone. Of course, | didn’t quite
expect that, not really, but even if he didn’t wake up, maybe Paul
would hear me and know that | had been there with him until the
end. | didn’t really know what to say, so | just said the same things
over and over again. “Paul you can’t leave me, please don’t leave
me,” and “you won’t know where to go without me, you’ve never
been anywhere without me before.” I kissed his eyes and nose and
cheek and just kept repeating those words. He didn’t move his little
finger, but after an hour or so the charge nurse came in to tell me to
keep on doing whatever it was | had been doing. He said the
monitors at the nurses’ station showed that Paul was responding.
Perhaps it was the rest he had had or perhaps it was me, but at least
he was responding. They warned me that it didn’t necessarily mean
anything and that I shouldn’t get my hopes up, but the next few
hours passed quite quickly for me as I kept talking to him. And he
lived through the night.

As the doctors began to arrive on the ward that morning,
they would walk by Paul’s room and look in with very pleased
expressions. Andrea, a German junior doctor, was walking past our
room and stopped and came back in when she realised that Paul
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was still there. “The one person | never thought to see here alive
today was Paul,” she said smiling. “Well done.”

No one had been able to get in touch with Adam and
Nicola yet at their hotel in Tenerife, though Vanessa had been
trying and was in touch with Nicola’s mum, Michelle. It wasn’t
until Sunday that Adam phoned home and spoke to Lee, who
updated him on what had happened and gave him the number to
ring the ITU. I will never forget the pain of that first conversation
with Adam. He kept crying and saying, “mum, please don’t let him
die! Please keep him alive until 1 get there!” | could hear the
heartache in his voice and my thoughts were spinning round and
round in my head, but I just couldn’t lie to him. I didn’t know what
to say, so | just held the phone for a few seconds. I didn’t know
how to deal with this any better than he did, but he was my son and
| had to be there for him too. Finally 1 just said, “Adam, listen to
me. If | could promise that to you then I would, but I can’t. He is
seriously ill and | just want you to come home as soon as
possible.”

He was crying and he was angry too, because he knew that
his father getting sick again had something to do with him being
discharged. What he said next struck me straight through the heart,
“mum why did you let him go back into that hospital?” He blamed
me a bit and | did too. But what could | have done? Let him die at
home or try to take him to a hospital further away and let him die
on the way? Maybe if | had shouted loud enough at someone, this
would not have happened. But there was nothing | could do about
that now. In the background I could hear Nicola trying to console
him and then she came on the phone. She told me that she would
see about getting them back home and | was relieved to have
someone reasonable there to look after Adam when | couldn’t. He
came back on the phone before they hung up and said, “mum,
please don’t leave Lee at home alone.” When | told him that
Vanessa and Steve would be taking care of him, he said, “no, he
needs you mum.” | felt like a failure yet again, because obviously |
couldn’t leave Paul at a time like this. Not only had I not been able
to do anything to save my husband, but I couldn’t be there for my
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sons either. Still, somehow | managed to keep my feelings under
control.

What happened over the next few days is largely a blur.
Paul’s blood pressure was very low, but he continued to respond to
the life support and drugs. | don’t think he was aware of very
much, but then it doesn’t seem | was either. Vanessa and Steve
seemed to be with me all the time, for which I am very grateful. |
don’t know how I would have coped without their support. One
thing | remember very clearly is the smell of rotting flesh. It’s the
most horrible smell you can imagine and it got very bad very
quickly. Anyone who came into the room would hold their nose.
On the second or third day, we noticed a patch of blood on the bed.
It was coming from Paul’s foot. | suppose that with everything else
that was going on, no one had really been thinking that he had just
had surgery on his foot a couple of days before.

| had kept in contact with Paul’s family, calling his mum
and sister on the phone at least six times a day. They also rang the
hospital often to find out what was going on, but neither of them
had visited yet, which | found quite worrying. By now Paul had
been clinging to life for four days. Several other visitors came
though, family and friends. The hospital let us use a room just
outside the ITU so we could make tea and coffee and just have a
break or even a nap in there if need be. | felt lucky to have the
friends and family that I did and they said the most beautiful things
about Paul, remembering his life and the fun-loving person he had
been.

On Sunday the 1% October, after being in the hospital for
two days without a break, | was badly in need of a shower. For the
first time, | felt that I could leave Paul and he would be there when
I got back. In twenty five minutes flat | raced home, showered and
raced back. I just had time to give Sheba, our German shepherd, a
cuddle. She was excited to see me, but obviously confused by all
the commotion of the past few days and about being left alone for
so long. Lee and Leanne had taken Belta, our bearded collie puppy,
to the kennels, because she was a little too young to be left alone
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for so long. I spent the rest of that day at Paul’s side then left on
Monday morning to rush home and shower. On my way out the
door | picked up all the mail that had accumulated, thinking I
would have time to read it in the hospital while Paul was sleeping.

| sat down to read my mail and in the stack, | found the
letter that | had been waiting for from the chief executive of the
hospital, concerning the dehydration that Paul had suffered there in
the June. It was dated 25" September, the day that Paul had his
amputation. | was very cross, as the whole point of my getting in
touch with him had been to try to establish safety procedures for
Paul before his amputation. The letter was three pages long and
seemed to be describing in detail how well Paul had been treated
when he had first suffered renal failure. I didn’t understand much
of the letter, but one paragraph surprised me:

Mr. Steane was reviewed later that day by Dr. ------- and in
view of his temperature considered whether infection and
dehydration were also contributing factors in the deterioration in
renal function. Treatment regimes were reviewed, antibiotics and
fluids were suggested and the ACE inhibitors were stopped. On
this day his renal function was already beginning to improve.

This simply wasn’t true. The doctors hadn’t noticed that
Paul was going into renal failure. It was only because | insisted on
them doing a blood test that they found this out. Yet here the
hospital management seemed to be claiming that the doctors had
been in control of the situation all along.

Also from the hospital was the annual report that went to
every home in the area. There was a photograph on the first page
of the chief executive. The whole report was so positive and
cheerful and here | was looking at my husband, in a coma because
he hadn’t been properly cared for and given enough water. All that
evening | just sat in the chair reading those letters over and over,
trying to understand what had gone wrong.

| continued to stay at Paul’s bedside for the next few days,
becoming heavily involved in his care and treatment. | also learned
a lot about the drugs he was taking and which signs were good and
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which were bad. | wasn’t angry, but | needed to know what was
going on every step of the way. | also learned how to read all the
charts and monitors. It wasn’t that | didn’t trust the staff, but I just
couldn’t take any more chances. Here in the ITU, the nurses
seemed very professional. They watched over Paul all the time and
worked with his body, reducing medications when they thought he
could manage, raising them again if it proved to have an adverse
effect. Paul was having adrenalin and noradrenalin at quadruple
strengths and had been from the start — normally someone on life
support would have single or double strengths. That’s why they
had told me a few days earlier that if his heart failed again, they
wouldn’t be able to do any more to keep him alive.

| watched as Paul’s body fought to live. It was slow going,
but wonderful to see. His heart started trying to beat on its own, as
if saying “I can do it”. The pacemaker might still be doing ninety
five percent of the work, but his heart was trying. Then the
ventilator started to show signs that Paul was taking breaths on his
own, in between the ones that were being taken for him. Small
steps, but still steps towards recovery. A couple of days later, one
of the senior anaesthetists in charge of the ITU came in. Though I
had only known him a short while, | had a lot of respect for him. |
had only ever seen him treat his patients and their families in a
loving, caring manner. He came in to talk to us and put his hands
on Lee’s shoulders and mine in a sympathetic, comforting gesture.
He said to me, “in all my years of being a doctor, | have never had
to come to tell someone off for caring so much.” | was surprised at
his words, but listened to him without interrupting because |
wasn’t sure my mind was working clearly at such a stressful time
and maybe he had a point to make that | hadn’t considered. He told
me that one of the nurses had come to him, saying that she was a
bit offended at my constant questions and the fact that | stayed at
Paul’s side all the time. She felt that | didn’t trust her and that |
was watching every move she made. He said it was hard to find
good nurses to stay in the ITU because of all the trauma and stress
they faced on a daily basis. He thought it was unprofessional of a
nurse to complain about a relative being present, but that just as |
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needed to have “special moments” with Paul, the nurses did as
well. Besides, he said, | should think more about myself and I
needed rest too.

| was taken aback by all this, because | hadn’t sensed any
hostility from the nurses and thought that surely they would
understand that | was just concerned about my husband. After all,
even though they hadn’t been the nurses in question, | had put my
trust in hospital staff before and this had led to Paul suffering renal
failure three times. Could anyone really blame me if now | was
getting involved in everything that was happening to my husband?
Besides, why in God’s name would the nurses need “special
moments” with Paul? | tried to keep my voice level and said that |
was sorry if | had offended anyone, but my first and only concern
was Paul. If he died, |1 wanted to be there when he went and if he
awoke, | wanted to be the first person that he saw. I think | made it
quite clear that I wasn’t going to be leaving.

The following morning, | decided to go to the hospital
restaurant for breakfast as Paul’s condition seemed to be stable. As
I was walking along the corridor towards the café, | saw the sister
whom | had told that Paul had stopped passing water before he was
discharged in renal failure. She was talking to someone and | was
undecided whether or not | should approach her and say something
about Paul’s current condition. | decided against it, not wanting to
cause a scene or get myself upset. As | passed by, she turned from
the person she was talking to and said, “hello Mrs. Steane. I’ve
heard about Paul, how is he?” | was very polite and updated her on
his progress. She said she would come along later and see us. | was
proud of myself for being able to handle the conversation in such a
mature way, but at the same time | wondered why | didn’t shout at
her and tell her that I might not have to be here right now if she
had only done her job.

| carried on into the restaurant and, as | was at the till
waiting to pay, | looked over at the seating area and saw the chief
executive at a table, eating his breakfast with three other men all in
suits. | checked with the cashier to make sure it was him, as the
first time | had seen his picture was the night that I read the report
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from the hospital. She said that it was the chief executive, but
warned me that I couldn’t interrupt him and that I should call his
secretary and book an appointment if | wanted to see him. |
thanked her for her help and, with the conversation with the nurse
still fresh in my mind, I put my tray down on a table and walked
over to where the chief executive was eating his toast. | put out my
hand to shake his and introduced myself. He was very polite as |
told him that my husband was in a coma in the ITU and that |
needed to see him about it. He said he would speak to his secretary
and arrange for a meeting sometime the next week. Next week? |
was stunned. | replied quickly, before I lost my nerve, “OK, as
long as you can guarantee that Paul will be alive next week. At the
moment they are only giving him from hour to hour and | wanted
you to see him.” He immediately apologised and called his
secretary, telling her to look at his diary and arrange a meeting for
him in the ITU that day. He then turned to me and said that his
secretary would call me in the ITU and let me know what time he
would come by that day. | thanked him and went to have my
breakfast.

Later that day, a message came through to the ITU saying
that the chief executive would be along at 4.00 pm. At about 3:45
two people came onto the ward and introduced themselves to me —
the director of nursing for the hospital and the ITU manager. They
both came into Paul’s room and looked at his charts, telling me
that the chief executive would be along shortly. He was, but
walked straight into the meeting room at the end of the unit, never
coming into Paul’s room. Lee and | went along with the two others
and the meeting began. They asked me to tell them all that had
happened to us and | tried to be as accurate as | could, though
reliving all that we had been through was very emotional for me.
At the end of the meeting, | thanked them all for listening and we
said our goodbyes. No one said that they would look into it or get
back to me, | just took it as a given that they would.

Meanwhile, Adam and Nicola still had not been able to
make it home. Their holiday company did absolutely nothing to
help them. In the end they went and sat in the airport in Tenerife
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until another company said that they had room on a flight back to
England. They had to pay for it, but at least they were coming
back. They were scheduled to arrive at Heathrow on Wednesday
morning at 3:30 and Adam’s best friend Paul Gibson had kindly
offered to pick them up and bring them straight to the hospital. So |
was expecting them at about 5.00 am.

The nurses knew that Adam would be seeing his father for
the first time since he had been brought back into hospital, so they
washed Paul early and tried to make him look as good as possible.
Normally, the nurses would wash him every morning and night
and | was encouraged to help. I would do all his private parts,
which was a bit difficult as he was catheterised and | was afraid of
dislodging it. 1 noticed that his breath smelled very bad and,
though it seems a small thing, | worried about it because he is such
a clean person and he would hate the thought of people kissing him
when he smelled like that. It was due to the blood from his pulled
teeth and lack of saliva to clean his mouth, as he wasn’t breathing
and swallowing like a normal person would. | asked one of the
nurses if there was anything we could do about this and she told
me that | could bring in his electric toothbrush. The next time |
went home, | brought it back with me and began cleaning his
mouth every day. The smell disappeared quite quickly.

While we were cleaning him that morning, a nurse noticed
that the ventilator cords were tied very tightly around his face.
Blood had been absorbed into the cords and it was very messy and
smelly around his mouth. As she removed the cords to retie them,
we saw that they had cut deep into the sides of his mouth and the
cuts had become infected. She bathed and cleansed the area and
then used fresh cords to put it back in place, this time putting small
sponges under them so they wouldn’t cut into Paul’s skin.

They had advised me to take Adam and Nicola into a side
room before they saw Paul, to explain to them everything that had
happened and to prepare them for how Paul would look. This
seemed like a good idea to me, so when they arrived | went down
to meet them. | was so glad to see them walking up the corridor
towards me, though they both looked tired and worn. | kissed them
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and then took them aside to talk to them. Of course they were both
eager to see Paul for themselves, so | kept it short and then we all
went up to the ITU. When we got there, a nurse came with us into
Paul’s room. She sat Adam down and explained everything that
was happening to his dad, what the machines were doing and what
all the drugs were for. Then we left him and Nicola to be alone
with Paul for a while.

The following Monday, the surgeon who had originally
admitted Paul to amputate his toe, was asked to come back to look
at the foot. It smelled foul and there was fluid running from it onto
the bed and floor. It was this day that I noticed Paul’s other foot —
the toes and part of the foot itself had gone black and there were
big blood blisters. | was told that this had happened as a result of
the noradrenalin. The drug is a vascular constrictor and, though it
keeps the blood going to the main organs, it often stops the blood
supply from going to the feet. Because Paul had been on quadruple
strength since he had gone into a coma, his feet had been severely
deprived of blood.

It was around then that | began to notice that every time |
left the room, whether it was to go to the bathroom or to get a
snack or for any other reason, the nurses would make me wait a
while before going back into Paul’s room. Unfortunately, | had a
couple of arguments with them over it, but they just kept telling me
that they needed “special moments” with Paul too. One day, when
| went to the bathroom and came back, they wouldn’t let me in at
all. They said there was a doctor examining him, so | bit my lip
and waited. After a while, the doctor came out looking strained. He
came over to me and said, “I have looked at Paul’s foot and, if he
survives this, we are looking at major leg amputation.” Once again
I was in shock. | hadn’t thought there were any more bad things
that could happen to Paul. From the doctor’s tone, | could tell that
he was wondering if Paul’s life was worth fighting for, considering
what he would have to go through if he did survive. That made me
start thinking as well.
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| went in to have a look at Paul. He was lying so still,
looking peaceful and free of pain. Then I lifted the bedclothes and
thought, “oh, my God!” His whole left foot was dead, the flesh
hanging rotten and black. | had never seen anything like it in my
life. I remembered an advert we had seen on TV a few years
before. It was part of an anti-smoking campaign and showed a man
who had somehow lost his leg from smoking. The advert opened
with his little girl crying about her daddy losing his leg. Whenever
we saw that, Paul would say to me, “if | ever lose my leg, |
wouldn’t want to live.” | wondered what he would say if we could
ask him now. It’s true that for many years he had lived with a lot of
pain, with his arthritis and all, but he had always been able to get
up and move around. He was an independent man, though when he
was in bad pain he liked being pampered a bit. Who wouldn’t?
Sometimes we would have to help him to his feet and when he
began to get ill he needed a bit of support, but how would he
manage without one leg?

My mind was still in a whirl over learning that my husband
might lose a leg, when one of the doctors came in with a nurse and
said that they would like to speak to me in a private room. We
went down the corridor to the staff room and all sat down. He
started off by asking me if | understood how critical Paul’s
condition was. | said yes, my eyes filling with tears. It was hard to
listen to him when | kept seeing in my mind Paul’s rotting, black,
dead foot. “Paul’s heart may not hold out,” the doctor said to me,
trying to be gentle. “After the assault it has taken, it is very
doubtful that he will make it and you must understand that there is
still a very long way to go. Even if he does recover, he might have
permanent heart problems.”

| kept trying to concentrate, but my head was full of
questions, the same ones over and over. ‘What should | do? What
would Paul want me to do? If he survives, what kind of life will he
have? Will he blame me for what has happened? God, please tell
me what to do!” Later, | sat there staring at Paul’s face, hoping he
would give me some sign of what he wanted. | looked at the
machinery and wondered what | would say if a doctor came to me
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and said that maybe it was time to turn it off. No one had brought
that up yet, but how long before they did? We didn’t even know
yet how much of his mind was left intact. What if his body came
back to life, but not his soul?

By the time the visitors came by that evening, | had made
up my mind. There had been signs of improvement and, though
they were tiny, they were still there. We would get by, leg or no
leg. Paul wouldn’t let that keep him down and if he survived this
then together we would find reasons to go on.

That same Monday, at around 7.00 pm, Paul’s
rheumatologist paid us a visit. He was accompanied by a lady | had
never seen before and as he sat down he expressed his sympathies
and asked me to tell him what had happened. As | began, he
interrupted me to introduce this lady — it was the regional manager
for medicine who had promised to come and see me. | was
shocked, to say the least, but I invited her to sit down and she did.
After bringing Paul’s rheumatologist up to date, | turned to the
lady and asked her why she hadn’t come to see us on the ward. She
replied that she had, but the curtains had been pulled around Paul
and she hadn’t wanted to intrude. Then she started to cry. My first
thought was, “‘God, | really don’t need this, especially not today.’
But I quickly began to feel sympathy for her, she seemed to be in
such pain, so | reached out and put my arm around her.

“This is all my fault, isn’t it?”” she asked me. Deep down, |
was angry with her for not arranging things for Paul as she had
promised me she would, but I couldn’t let her shoulder all the
responsibility. Besides, she did seem to be truly sorry. “No,” | said,
“lots of people are to blame.”

The rheumatologist had been checking Paul over during
this time and now he began to gather up his things, telling me he
would be back to check on him another day. He held my hand and
told me how sorry he was. | thanked him and he left. By now the
lady had stopped crying and composed herself. She asked me if it
was alright for her to come back and see me the next day, to see
how Paul was and if there was anything that | needed. | said of
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course it was and then she left too. | felt emotionally and
physically drained by all that happened that day, but glad that we
had made it through.

That Tuesday they decided to reduce Paul’s adrenalin as
well as his sedative. He had woken up briefly the night before,
though not fully, and never opened his eyes. He kept grabbing at
the tube and trying to pull it out of his mouth. They woke me up to
try to help settle him, which | thought was a bit strange as it was
3.00 am. The nurses had given me a pink reclining chair to sleep
on. | tried to soothe him, but nothing I did worked, so in the end
they had to turn his sedative up to knock him out. During the day,
he began to move about and open his eyes, but he wasn’t aware of
anything and before you could speak to him, he would fall asleep
again. They had coached me on what to do if he woke up, as he
wouldn’t know where he was or what was wrong and it was
important that he remain calm. | was to gently tell him that he had
been very poorly, but was now OK. | had to tell him that he had a
tube down this throat and, even though it might be uncomfortable,
he needed it because it was helping him to breathe.

Paul also had a food line inserted into his nose which went
down into his stomach. He had begun absorbing the food, so they
increased the amount that they were putting in. That morning |
went home to shower as usual and when | came back, there was a
horrid smell in the room. It was so bad that | had to put my hand
over my face. Paul’s stomach had not absorbed the food for some
reason, so they had had to empty his stomach, siphoning the
contents through a tube into a jug, then piping it back in. For some
reason this worked and he absorbed the nutrients the second time
around.

The day before, they had begun physiotherapy. Mainly they
would do breathing exercises designed to make him cough. As he
coughed, they would use suction to bring up the mucus in his lungs
and help keep them clean. It was very unpleasant to see, but I
suppose it had to be done. They also did some work on his arms
and legs, to keep the muscles from atrophying. We noticed that his
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foot kept shaking and thought he might be in pain. | remembered
that when his little toe went bad, it hurt him to have anything
touching it, even a sheet. | asked the nurse if they could get a
cradle to put on the bed, that way the blankets wouldn’t actually be
touching his feet. They found one and as | was arranging it, | got a
better look at his legs and feet. It was awful — the fluid leaking
from them was soaking the bed and the smell was horrendous.
When | left the room it went with me, it seemed to be in my
clothes and nostrils.

Later that day, as | was tidying Paul’s bed, making sure
that nothing was touching his feet, |1 happened to look up and saw
him looking back down at me. | ran up to the top of his bed and his
eyes followed me. “Hello!” 1 said, kissing him, so excited, but
trying to remain a bit calm so as not to frighten him. “Paul, you
have been very ill and have a tube in your mouth to help you
breathe. Please don’t worry, | know it’s not nice, but you need it
right now.” | had rehearsed what | would say to him in my mind so
many times, praying that I would get the chance to actually say the
words. He nodded and | felt a flood of relief that finally he was
responding to me and that he understood what | was saying. He
was wrapped in foil at the time, to keep him warm. | asked him if
he was cold and he shook his head ‘no’. | was ecstatic, because if
he could answer questions, even if he couldn’t speak, then his brain
was probably not damaged. | looked at him for what seemed like
hours and then remembered that | should probably inform the
nurses.

| was torn between the desire to stay with my husband, just
holding him and telling him I loved him, and going out to tell his
sons and the rest of our family that he had woken up. But | knew
the boys would want to know as soon as it happened and it wasn’t
fair to them for me to be selfish, so I ran out to the callbox. I
phoned them, both our mums, Vanessa and | can’t remember who
else, but only very quickly, and then rushed back to be with Paul.
He had fallen back asleep by the time I got there, but that was fine.
At least now | knew he would be alright. | just sat there and waited
for him to wake up again. When he did, | was grateful to see that
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he looked so happy to be alive. | had been afraid that he might not
want to go on. Of course | was aware that he didn’t yet know what
was in store for him, but at least he had the will to survive. We
could get through anything as long as he had that.

As | think back, I’m amazed at how he took everything in
his stride. He looked around at all the drips and monitors. Of
course he was scared, but not overwhelmed as some people might
have been. He found the ventilator difficult to deal with, but
understood that he needed it. He tried hard not to show that he was
nervous and greeted everyone with a smile. He was so brave and |
was so proud of him.

Over the next few days, we talked a lot. Or at least | talked
and he communicated to me by nodding or making other gestures.
On one occasion he turned his head towards me and mouthed, “I
love you,” then pointed upwards with his hands and mouthed, “you
and | are going up.” He meant that we had been given another
chance and we would make it. | started to cry and leaned over and
kissed him. | loved him so much. | knew that we still had a long
way to go, that in a sense the battle was only just beginning, but |
knew that we could make it. On some days he took a turn for the
worse and one day they had to call a doctor from Birmingham
because his veins had collapsed from all he drugs he had been
given over the last few days. When she came out to see me, she
said, “your husband is still a very ill man and it could still be a
tragic outcome.” | was aware that just because he was awake and
happy now, it didn’t mean that he still couldn’t die at any moment.
But | didn’t care about that right now, all | cared about was that
Paul was still alive.
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Every day Paul would be awake a little bit more and I noticed that
he spent quite a bit of time just staring up at the ceiling. He would
look around the edges of the room, but his eyes were focusing on
something, it wasn’t just a blank stare. | asked him what he was
looking at, but he didn’t know how to communicate it to me. He
had a really excited look on his face though and I felt I knew what
he wanted to say.

“Have you had an out-of-body experience?” | asked him.
He nodded, but gave me a look that said, “don’t worry though, I’'m
not crazy. It’s OK. We’ll talk about it some other time.” | knew
him so well that even though he couldn’t speak, I could understand
what he meant just from glances and gestures. Sometimes he
would write little notes to explain what he wanted and those
always made me smile because he was dyslexic. He would write
all in capitals using only small words, but all joined up. He
couldn’t put a sentence together properly and you would have to
guess what he was trying to say. It was easy for me, but others had
quite a difficult time understanding. He himself found it quite
funny and | was so glad to see that his sense of humour had not
been affected by all that had happened. He could make anyone
laugh and that was one of the things | had fallen in love with.

| was worried because he hadn’t had a movement since
he’d been readmitted, but finally on October 8" he opened his
bowels for the first time. | was so relieved that the nurses began
laughing at me. Obviously it happened in bed and changing the
sheets was a lot of work. Every time we moved him, Paul would
scream in pain. It was very unusual for him, because he was used
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to pain from his arthritis, so we knew it must be very bad. He also
had a lot of pain in his chest and the doctors thought that maybe
some of his ribs had been broken when they tried to keep him alive
manually on the 29" September. It would take four nurses to
change the bed: three to roll him over while the other one pulled
out the sheet and put a new one on. Often we had to wait a little
while before four nurses could be rounded up at the same time and
on this particular day it didn’t happen until 4.00 pm. By then Paul
had done another poo in bed. | was beginning to get worried about
him lying in his own waste for so long, so | mentioned it to one of
the nurses and she sorted it out. The doctors began to talk then
about taking the ventilator out. It had already been in longer than it
should have, but they were reluctant to remove it because it had
been so difficult to get it in there in the first place. They were
worried that if it turned out they had to put it back in, they
wouldn’t be able to. Finally the decision was made and on Tuesday
10™ October at 3:15 pm, they came in to remove it.

| couldn’t wait to hear Paul’s voice again and of course he
was very anxious as well. | found it amazing that only a few short
days ago no one knew whether he would live or die. Now he was
getting ready to come off the ventilator and start speaking. Paul
was very scared that he wouldn’t be able to breathe on his own, but
I didn’t see how any harm could come to him when he was
surrounded by doctors.

Paul hadn’t slept very well the night before. His left foot
had been hurting him a lot. He still hadn’t been told what was
going on with his feet and leg, all he knew was that he had had a
toe amputated. He asked me to show him his foot, so I pulled back
the sheet from his foot and held my breath as he had his first look
at it. He looked so shocked and was trying to ask me what had
happened. | told him not to worry, that things would be alright. |
didn’t know exactly what to tell him, so I just told him the truth:
that the amount of noradrenalin that had been required to save his
life had cut off the blood supply to his foot. I had thought that
maybe the idea of the ventilator coming out later that day would
take some of the sting out of seeing his foot, but how could I
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expect him not to worry? | can only imagine how awful that first
sighting must have been for him, with all the rotting, hanging flesh
and the blisters full of blood and fluid. And he hadn’t even seen his
other leg yet. | didn’t think he could take the shock of that right
then, so | pulled the covers back up and went to the top of the bed
and kissed him gently. 1 tried to distract him by talking about other
things.

A little while later, the physiotherapist came along. She had
been looking after Paul while he was in a coma. It’s quite
important to keep the airways clear so that secretions don’t build
up and encourage infections. At the time, Paul’s secretions were
quite thick and it was hard for him to get them up, so he had been
having physio twice a day. However, up till then he had been
unconscious. Now that he was awake, the experience was quite
traumatic for him, but he faced it bravely. The physiotherapist
decided to work his legs then and, before | could stop her, she
pulled the sheets back revealing both his feet. The right was
nowhere near as bad as the left, but it was still damaged and |
could see Paul looking at me and questioning with his eyes. The
physiotherapist immediately realised and turned to me and asked,
“didn’t he know?” “No, but it’s OK,” | said, trying to make light of
the situation.

Once she had finished and left us alone, | explained to Paul
what had been going on. I told him that yes, it was true that the
right foot was also affected, but only the toes and they may still go
back to normal. | didn’t want to give him any false hopes though,
so | told him that there was also a chance that they might not get
better at all. The condition of his feet depressed him for a while,
but | was glad that I no longer had to hide it from him. After all, he
had begun to notice the smell as well, even if he didn’t necessarily
know where it was coming from. At least now we could start to
deal with the issues that we had to face together. During his coma,
I had to be strong for both of us, but it was exhausting and now
that he was back | needed to be able to rely on his strength too. |
wanted to cry with him, but | knew it would be selfish. He was the
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injured one and | had to let him see that | believed we could make
it.

They came on time to remove the ventilator and when the
tube came out, it felt as if we had just passed our first milestone on
the way to Paul’s recovery. “Hello,” he said to me and I burst out
crying. “I love you Paul, well done,” | managed to get out through
my tears, Kissing him at the same time. God it was good to hear his
voice again! We spent the rest of the day talking. After not being
used for so long, his voice was a bit husky, but it was still his. |
asked him about his staring at the ceiling and he said that
somebody was looking after him. He didn’t know why, but it
didn’t scare him at all. He had mentioned having an out-of-body
experience and he told me more about that now. He said that it had
happened on the 29™ September, while he was in the coronary care
unit. He said that he remembered looking down at his own body
and that he could see me and lots of other people as well. He
described them to me and then recounted everything that had gone
on while we were in that room. It was completely accurate.

He said that an old man had been with him, but when I
asked him if it was his dad, he said “no”. He didn’t know this man
or where he was from or why he was there, but he had stayed with
Paul and made him feel safe. It was very peaceful, he said, and he
had no thought of living or dying. He had just been observing what
was going on and enjoying the beautiful feeling of not having any
worries. The man had been with him in the ITU as well, he went
on, and would stand directly behind me a lot of the time, just
smiling at us. Paul hadn’t seen him for a few days, but he wasn’t
worried about it. He just assumed that maybe he didn’t need him
anymore now that he was getting better. We both had a good laugh
about the whole thing because Paul had never been religious or
spiritual and hadn’t thought much about life after death. But here
he was seeing spirits and now he definitely believed that there was
an afterlife. He wouldn’t be scared to die when his time came, he
said.

Ever since hearing that the ventilator was going to come
out, Paul had been dreaming about having a cup of tea.
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Unfortunately, the doctors didn’t want him drinking right away, so
he had to wait a few hours longer. Finally, at 8:30 pm on the 10"
October, he was allowed his first cuppa. He said it was the best one
he had had since the one they made him after | had given birth. He
was feeling better about his legs and teeth by then and even began
to joke about it. Steve came over that evening (Vanessa stayed
home because she had a cold and didn’t want Paul to catch that on
top of everything else) and Paul kept showing him the gap in his
teeth. Steve said, “now you’re bald and toothless” and Paul
laughed. It was a lovely sound.

That night | kissed Paul and went home at around 10:30,
feeling a bit happier. | hated leaving him, he always looked so sad,
but I was pleased at how the day had gone. | was always
emotionally exhausted not to mention physically when I got home.
I would get up at 6.00 am, shower, do a bit of housework, get
together whatever | needed to take to Paul, drop Lee off at work
and then be back at the hospital by 8.00 am. Despite how tired |
was, | always looked forward to seeing Paul, even if he was in a
miserable mood. He often was miserable in the mornings — he felt
ignored during the night time, especially since a lot of nights he
had trouble sleeping. Now that he was off the ventilator, he could
get out of bed, but he couldn’t do it on his own yet, he would have
to be hoisted. Not being able to move around much made his
arthritis worse during the night.

This particular morning, we were going to get him out of
bed and put him on the commode for the first time, which he was
really looking forward to. When | got there he was pleased to see
me, despite his arthritis acting up. We sat him on the toilet and he
had a movement and was thrilled to be in control of his own
functions again, after having to do it in the bed or in a bedpan for
so long. It’s amazing how much of our own independence we take
for granted. Paul was handling it very well, but it must be an awful
feeling to have to wait around for people to change you as though
you were a helpless infant. Especially when you are a large man
and it takes four nurses just to change your bed. One of the nurses
and | washed Paul when he was done in the bathroom and sat him
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in an armchair. He looked so happy to be sitting up like a normal
person again. Doctors would pass by his window and stop and
smile at him, then poke their heads in to tell him how amazing they
thought he was. He would smile right back at all of them, which is
surprising when you consider how much he had suffered at the
hands of the NHS and that he wouldn’t even have been in that
position if they had cared for him properly in the first place.

As Paul sat in his chair, he asked for a cup of water to sip
and he said that for the first time he felt as if he was getting better.
He asked me for a kiss, which of course | was more than happy to
give him. Then at dinnertime he wanted ice cream. They said |
could give him a little tub and he relished every mouthful. He
hadn’t had any food since the 28" September and now it was the
11" October. He still had the food tube running into his nose, but it
was wonderful to see him eating again. The one thing weighing on
my mind that day was the state of Paul’s leg and feet. A doctor had
come by earlier and the look on his face frightened me. He
couldn’t even look Paul in the face. How much further would they
have to amputate? Would my husband ever be able to walk on his
own again?

That day | managed to get home for a couple of hours in
the afternoon in an attempt to establish some sort of normal routine
again. | didn’t like leaving Paul, but the house was in a terrible
mess and | wanted to make some dinner for the boys for a change.
I came back to sit with Paul in the evening though, keeping him
company until he fell asleep. Then | kissed him softly on the
forehead, said “nite nite Paul, love you” and crept out.

Now that Paul was beginning to recover and was more
aware, he began to feel the pain a lot more. The nights were
especially difficult for him as | wasn’t around to help him move
and the nurses didn’t always have time for him. Some of them
were fantastic, but there were others who resented the amount of
time I spent there. | didn’t see how they could be opposed to a wife
trying to make sure her critically ill husband was looked after, but
their feelings weren’t my problem anyway. Paul was my priority
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and he would have all my support. Sometimes when | came in at
8.00 am, Paul would complain to me about how certain nurses had
not given him the attention that he needed. | know that they have
other patients to look after, but it was the 1TU, which means that
the patients there needed extra special care.

He had begun suffering terrible back pain and we didn’t
really know why. The doctors and nurses just assumed it was from
sitting or laying down so much. At night he would ask the nurses
to help move him to ease the pain and he told me that sometimes
they would make him wait an hour or two before they came along.
Of course, by then he would be in quite a state and would be
difficult with them. Sometimes he would just ask to use the
commode, thinking they would come more quickly and it would be
a way of getting moved around. Still, it took them thirty to sixty
minutes to do that. One time they got him on the commode and
then left him there for two hours! He was very upset about it and
when | got there, he asked me to sort it out. It was always the same
nurses that he complained about. Most of the time | could calm
him so that we didn’t have to take it any further. It seemed to me
that the nurses began to take advantage of this — they knew that
even if he complained to me, | wouldn’t usually make an issue of
it. They didn’t dare mistreat him when | was around though.

We had now reached the 12" October. It was a Thursday
and | arrived at the hospital at 8.00 am as usual. We had a good,
restful day talking a lot. Two doctors came by and said that if all
went well, they would be able to move him out of the ITU early the
following week. One of the doctors wanted him transferred to a
high dependency ward, but they didn’t actually have one at the
hospital. The other doctor assured us that he would find the
appropriate ward for Paul. They also said it would be weeks still
before they knew what sort of lasting damage had been caused by
the dehydration this time around. A tissue viability nurse came up
to look over Paul’s feet and to counsel on how they should be
bandaged. It was decided that a very expensive skin-like covering
would be put over the dying bits so that the flesh wouldn’t be
pulled off every time they rebandaged them. She showed one of
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the ITU nurses how to apply it properly. When she left, the ITU
nurse told us that had Paul been in a Manchester hospital, this
would never have happened.

“What do you mean?” | asked her, confused. Surely the
doctors wouldn’t have let Paul’s feet get like this if there was
something they could have done. She explained to us that she had
done her training in a very good burns unit in Manchester and in
cases where drugs or burns stopped the blood from going to the
feet, they had machines that they used. These machines acted like
pumps and when they were placed on the feet they would draw the
blood down. Needless to say, Paul and | were quite upset to find
out that with proper treatment, all the problems with Paul’s feet
might have been avoided. Paul’s feet were still leaking large
amounts of fluid and when he was sitting in his chair, sheets and
towels would have to be placed under them to absorb it all.
Sometimes, if someone walked nearby and wasn’t looking, they
would step in the fluid, which would make Paul very embarrassed.
To help prevent this, the nurses put lots of absorbent padding
around the bandages.

By now Paul was really fed up of being in the hospital and
of not having the assistance he needed to move around, even for
simple things like going to the bathroom. Some mornings when |
got there, | would just have to stand there and take whatever anger
he had built up over night. Not that he was abusive towards me,
but he was just so frustrated from the pain and from being ignored
by the nurses. | remember the next weekend being particularly
trying. He wanted me to spend the night, but | was too exhausted
and | didn’t really get to sleep when | stayed in the hospital. |
would have to promise him that | would stay so that he would calm
down a bit, then sneak out after he had fallen asleep to get a few
hours of sleep at home. | felt awful leaving him on his own, but
there was only so much I could take myself.

In addition to his worsening back pain, Paul began to
complain of difficulty in breathing, he described it as his “throat
closing in.” All his central lines had been taken out by this point
and he was free of all the machines and drips. He was able to take
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his tablets orally again and was due to be moved out of the ITU
that Monday 16™ October. The only thing that he was still
connected to was his food tube and that would come out shortly
before he moved onto the ward.

Paul was put into a four-bed room and transferred from his
special ITU bed to a normal hospital bed. The sister came along to
welcome us, going through all of Paul’s medication with the ITU
nurse. The man in the bed next to us was named Kevin and he was
lovely. I think he was diabetic and in his early thirties. He saw that
we were both very frightened and within a few hours had offered
to look after Paul for me if |1 needed to go home or leave for any
reason.

As soon as Paul was settled into his new bed, his back
started to play up again. He said the pain was unbelievable and that
he had to get out of bed. So straight away | went over to the nurse
and they brought the hoist to the side of his bed. They rolled him
over to get the jacket underneath him, then rolled him back to the
other side and hooked it up to the hoist. As they were lifting and
lowering him to the floor, his gown fell open and one of the staff
nurses noticed something on his back. Right above the crease in his
bottom there was a big hole — a pressure sore that had gone right
down to the bone. Now we knew what was most likely wrong with
his back. There had been a scar there from an accident he had as a
child and apparently it had opened up and not been noticed by
anyone on the ITU. They left Paul there in the hoist while they
documented and measured it and, though we were obviously
annoyed that it had reached the state that it had, we were also
relieved that we had finally found the cause of his pain and would
now be able to treat it. It was cleaned, filled with a seaweed
treatment and then a soft, sticky pad put over it. Of course, even
though it was being treated, the pain remained the same and Paul
was in extreme discomfort. | wished that that he could have
remained in the ITU bed, as that was remote-controlled. He
constantly wanted to be moved to alleviate the pain and couldn’t
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do that on his own. But unfortunately the special ITU beds were
needed for the patients in the ITU.

As the evening went on, Paul got more and more distressed
and wanted me to stay the night with him. Now that he was out of
the ITU, he would no longer have the one-to-one contact with a
nurse that he was used to and was afraid that he would have to wait
ages to get anything done, even during the daytime. But | was
exhausted and did not want to spend another night in the hospital. |
hated leaving Paul when he was so upset. But if I didn’t get any
rest, | would burn out.

Later that night, Paul started crying because of the pain,
saying that he didn’t feel safe. They had told him that they didn’t
even want him sitting on the edge of his bed, as he might fall out
and couldn’t use his feet to stop himself falling, so he had to lie on
his back in pain. One of the nurses came over then and | began to
explain to her how scared Paul was about the coming night and
about not being able to manage under all the pain. She assured us
that he would be a priority and that all he needed to do was to ring
his bell and they would be there to take care of him. Kevin in the
next bed said that he would ring his bell if Paul needed help and
couldn’t do it himself. Paul was a bit reassured and through his
tears told me that it would be OK if | went home. Even so, | didn’t
manage to get away until midnight and called as soon as | got
home to make sure that he was alright.

| felt miserable as | left that night and was crying as |
walked out of the hospital. | was just glad that the day was finally
over and prayed that tomorrow would be better. The next morning
I woke at 5.00, showered and dressed, then tidied up around the
house a bit. | was looking forward to seeing Paul and called at
about 7:30 to see how his night had been. The nurse warned me on
the phone that Paul had been a bit restless and when | got in at 8.00
am, he told me how horrible it had been. The bed was awful and,
despite what the nurse had said the night before, they hadn’t had
enough time to see to him. He had wanted urine bottles, as he
couldn’t get out of bed to wee, and said he had waited for two
hours in the night for them to bring his bottles. It still amazed me
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how hospital staff could ignore the basic needs of their patients in
this way. Of course they were busy, but isn’t this the sort of thing
they were supposed to be busy doing? You don’t think of it until
you find yourself in the situation, but it’s horribly embarrassing to
have to rely on strangers for your basic bodily needs - to have to
ask repeatedly really makes you lose your dignity. | felt awful for
him.

Straight away | went back down the corridor and called the
chief executive’s office, asking to speak to the director of nursing.
| told her what had been going on, saying, “Paul’s just not happy.
You can’t treat him like this.” | was so cross — what did it take to
get my husband properly cared for in hospital? She said she would
be right down and when she arrived, | introduced her to Paul. He
had never met her before as the last time she came to see us, he had
been in a coma. She told us that she had permission to hire Paul a
bed similar to the one he had in the ITU and that she would speak
to the sister in charge about having a representative from the bed
company come in to assess Paul’s needs. We then went to have a
chat in private.

| was worried about how long this would all take to get
sorted, as Paul was suffering in the meantime. She assured me that
it would get done “ASAP” and in the meantime | thought about the
chair they had given Paul. It wasn’t in very good condition — the
seat dipped way down in the middle and the vinyl was ripped. |
thought of Paul’s electric remote-controlled chair sitting at home
not getting used at all and asked her if I could have that brought in
for him instead. She agreed straight away, saying that they would
send two porters to our house to fetch it.

| rushed back to Paul, thrilled to finally have some good
news to tell him. Not only was the chair comfortable to sit in, but
he could sleep in it if need be until his new bed arrived. | was sure
that he would love to have something from home as well,
something that was his. He smiled when | told him and that meant
everything to me. He had such a lovely, cheeky smile and he was
so easily pleased. Despite everything that he was going through,
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the thought of having something as simple as his own chair to sit in
could still make him happy.

They extended the visiting hours on the ward, just for a
trial period they said. Now anyone could visit from 11.00 am till
8.00 pm. The nurses didn’t like it at first, as they thought it would
interfere with their work. But | think they should have seen the
positive side - the only people who chose to spend that much time
at a hospital were those who wanted to help care for their loved
ones. Every day | would wash Paul and take him to the toilet in his
wheelchair, so | can’t see how things like that could have been
viewed as interference.

During my time there, when | had the opportunity to
concentrate on something other than Paul, | saw quite a few bad
things happen. Nothing criminal, but just repeated instances of
poor patient care. Every day there was someone on the ward who
was unhappy with the way they were being treated. Many patients,
particularly the elderly, wouldn’t complain because then they knew
they would be treated worse by the staff for making a fuss. | felt so
bad for them, as they were totally dependent on these people and
didn’t deserve to be treated the way they were.

Paul’s chair was brought in and his bed arrived not too long
after. It was an air bed with remote control, so now Paul could
move without having to call for the nurses. | tried my best to look
after his basic needs, so that slowly he began to regain his dignity
and strength. We settled into life on the ward quite well. Kevin, in
the next bed, went home after a few days and another lovely man
called Patrick arrived. He suffered from rheumatoid arthritis and
diabetes like Paul, as well as having pretty bad asthma. Like me,
his wife would come in first thing in the morning to wash and
dress him. All in all, things seemed to be getting better for us.

The main concern now was Paul’s feet and left leg. The
doctors were waiting to see if they would get better before deciding
how much to amputate. They were being dressed every other day
at this point and the smell was not as bad as before. The blistering
on the left calf had almost gone and it was healing nicely. The foot
was still horrible though — it started right under the ball of the foot
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and went right down to every toe, except for one small island of
healthy flesh just under his big toe. The doctors hoped that,
because that one piece just about an inch in diameter had remained
healthy, the areas around it might recover and then they would just
have to remove part of the foot instead of the lower leg. They were
optimistic, but also doubtful. Some of the toes on his left foot had
gone rock hard, they were like stone when you tapped them. They
had thought at one stage that the right foot might heal entirely, but
it had not. All of the toes were now dead and would need to be
removed, as well as a small portion of the foot. Every day four
physio girls would come over. They had arranged a time to meet
on the ward to get Paul standing. Paul really looked forward to this
bit of independence, | suppose it made him feel whole again and
not disabled. He was laughing a lot more now too — Patrick, at the
side of him, was a very funny man. Sometimes it seemed we spent
the whole day laughing.

My routine was better now as well. | felt as if | was getting
everything done that | needed to and I didn’t worry about the boys
or the housework so much anymore. Every day | would get up at
6:30, shower and do my hair, then do some housework. After that |
would get the boys up and make them some tea and breakfast if
they were lucky. At 7.00, | would make my morning call to the
hospital to see how Paul had been during the night. Assuming that
everything had gone well, | would see to Sheba, then collect
anything that Paul needed for that day — clean boxers and towels,
etc. — and make quick calls to his mum and mine to let them know
what was going on. | would drop Lee off at work on my way to the
hospital, where | usually arrived around 8.00. Paul would get extra
toast with his breakfast and would have some waiting for me when
I got there. Then I would sit down and relax for a bit while eating
with him.

After his breakfast, | would get a bowl and all of his things,
pull the curtain around his bed, wash him and change his clothes.
We would then wait for the hoist to be brought around so | could
get him out of bed and onto the commode. Then it was on to his
chair to wait for the physio girls and the dressing of his leg and
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feet. We would read the papers to pass the time until lunch and any
doctors who were doing rounds would normally come then as well.
Depending on what | had to do that day, | would sometimes ask
Paul if he minded me going home at around 3:30 for a couple of
hours to make dinner for the boys. He never liked it, but he knew
that they needed me too. He would always tell me to please hurry
back and I would.

So | would go home and do whatever odd jobs needed
doing, make Paul a couple of sandwiches and put together a few
treats for him, then make dinner for the boys. | would collect Lee
from work and drop him off at home, but Adam had a van from his
job, so he could drive himself home. At 5:30 pm, | would leave to
go back to Paul and arrive just as dinner was being sorted out for
the patients. Then | would stay until midnight. Every night before |
left, I would make sure that he had everything that he needed at
hand, like urine bottles and water jugs. I didn’t want him to have to
wait for hours if he needed anything and experience had already
taught me that you couldn’t always rely on the nurses, who had a
lot of other patients to care for. As | left, | would look back at Paul
and he would smile at me and tell me not to be late in the morning.
As | walked along the long corridors at night on my way home, |
would sometimes run into the night-shift staff coming back from
their breaks. They would laugh at me for still being there and
jokingly ask me, “don’t you have a home to go to?” To be honest, |
didn’t really feel like I did, because without Paul, it wasn’t home.
So we made the best out of a bad situation and made the hospital
our home.

| was very watchful of Paul and now that he was more
aware, he was quite careful as well. Even though he still couldn’t
move to take care of himself, he would fill in his own fluid charts
every day and make sure he drank and passed enough water. |
spent so much time there, that | had plenty of opportunity to
observe how the staff interacted with the patients, Paul and others.
Some of the nurses on the ward were lovely, but there were others
who were just plain miserable. Most patients would ignore a nurse
who was grumpy or snapped at them and some of them even had a

64



Widespread neglect

laugh together behind the nurses’ backs. But others would feel
intimidated and sometimes snap back themselves, particularly the
elderly. Of course that would only make everything worse. The
nurses themselves were aware of this problem — I remember some
of the good nurses confiding in me that they worried about what
would happen if one of their loved ones had to go into hospital,
because they saw the sort of abuse that went on daily. Many of the
nurses would scold their patients or leave them waiting for ages
when they asked for basic things. Some of them were so
unpleasant when they spoke to the patients, particularly the elderly,
that 1 would feel ashamed. One time | actually intervened and told
a male nurse to leave and that | would deal with the gentleman
whom he had been telling off. The nurse had restrained the man by
holding his hands down very tightly when he wouldn’t do as he
was told. The patient was about eighty years old and of course he
became frightened at this and even more difficult. 1 could see that
he wasn’t exactly being agreeable, but that still didn’t mean he
needed to be physically restrained.

There was one man brought onto the ward with a chest
infection that was complicated by a heart bypass done some
months earlier. When he came in, he was walking and eating and
getting out of bed on his own, but as the days went on, all of this
stopped. | began to get worried because it’s when you become so
dependent on other people for your basic needs that things start to
go wrong. He was being helped to wash, but no one was paying
attention to what he ate or drank. Whatever was given to him was
later removed and then documented as “refused by patient,” which
was a blatant lie. He was too weak to eat or drink, much less refuse
anything. His fluids weren’t being monitored at all and, as far as |
could see, he hadn’t had anything to drink for three days. After all
that had gone on with Paul, | couldn’t stand it. | went to the sister
and told her that the man had not had anything to drink for days.
She said that she would sort it out. They moved him to a different
room later that afternoon. He was still on the same ward though, so
I watched his family as they came and went over the next few
days, looking more and more worried. Four days later he died of
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heart and kidney failure. | saw his family after they were told of his
death. They were huddled together crying. Of course they didn’t
know enough to question why his heart and kidneys had failed,
they just assumed that it was natural for that to happen. But he had
only come in with a chest infection. | was sure that he had died
from dehydration.

As time went on, | saw several other patients die in a
similar way. | had become particularly close to one of the nurses
and | when | asked her about it, she told me that they called it
“hospital syndrome”. While we were on that ward, whenever
anyone died in those circumstances, she would come to me and
say, “Mandy, we lost another one last night with hospital
syndrome.” It was abuse, plain and simple, even though there was
no physical or verbal violence involved. These patients, who were
too weak or unaware to complain or ask for things themselves,
were being deprived of food and water. Of course, they were
handed them, but what good did that do when they couldn’t feed or
drink on their own? | was shocked and vowed never to leave Paul
alone in a hospital again.

| became disgusted with some of the nurses, who didn’t
seem to be bothered by any of this at all. They were always hiding
behind the excuses of staff shortages and blaming the
administration or the management or the government. And the
administration and government were to blame in a way - for
allowing this to go on. But the truth of the matter is that many of
these nurses just did not care for their patients. There were many
good nurses as well and | am by no means trying to say that all
hospital staff are uncaring. Many of them were loving people who
went into the medical profession so that they could help others. But
you have to be careful and if your loved one has to go into hospital,
you have to make sure that they are properly looked after. You
mustn’t assume that they will be taken care of just because the staff
have medical training or that they always know what they are
doing. If you are concerned about something, you shouldn’t be
afraid to voice it, even if the doctors or nurses try to make you feel
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as though you don’t know what you are talking about. Paul and 1
had learned these lessons the hard way.

One of the senior doctors came around to visit Paul a few
days after he came onto the ward, bringing eight or nine medical
students with him. The doctor introduced the students to Paul and
then called a nurse over and asked her to remove the bandages
from Paul’s feet and left leg. Everyone gathered around and you
could see the expressions on the young doctors’ faces turn to
horror and then sympathy as they glanced up at Paul. The senior
doctor started explaining to them what had happened to Paul. He
told them that Paul’s condition had resulted from his diabetes, as
though this was a normal consequence of the disease. | wasn’t sure
if 1 should say anything, but finally I couldn’t take it any more.

“Excuse me,” | said, “l don’t like to interrupt you when
you are talking to your students, but this did not happen to Paul
because of his diabetes. It happened because he was dehydrated in
the hospital and went into renal failure due to a chemical
imbalance. He then had to be put on life support, including
noradrenalin, which is a vascular restrictor. That cut off the blood
supply and that’s what happened to his legs.”

The doctor just stood there staring at me and then looked at
the students. They all seemed quite embarrassed and were standing
there waiting for him to say something. His eyes were very angry
when he turned back to me and asked, “Who told you this? No one
confirmed that to me.”

“Speak to any of the doctors,” | replied, “it wasn’t his
diabetes.”

He apologised and left with all his students. | was
incredibly cross. Did he really think we were that stupid? Did they
do this regularly to people — try to convince them that their
illnesses are perfectly normal, when they are actually a result of
hospital neglect? | suppose most people are afraid to contradict
doctors, but there was no way | was going to allow him to cover up
what had happened. Those students were tomorrow’s doctors and
would soon have patients of their own. They deserved to be told
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the truth, so that what had happened to Paul wouldn’t happen to
anyone else.

The doctor couldn’t look me in the face after that. Before
he left, he came back into the room to tell Paul that he would be
back to see him the next week. He only looked at Paul, never once
at me. | think he disliked me very much, but that wasn’t something
I was going to lose sleep over. Later on that day, Paul laughed
about the whole affair, but | was still fuming. A nurse came over a
short while later to redress Paul’s feet and said to me softly,
“you’re a very brave lady”. The word had got out already,
apparently. That hadn’t been my intention; | had just wanted to
make sure that those students knew the truth. There was a male
nurse, with whom we become quite close. | was speaking to him
later that day about what had happened and he told me not to
worry. “l looked into Paul’s file,” he said, “and everything is
documented in there. They know that you had to ask to have his
fluid balance monitored and all of that, so no one can claim that all
this is a result of his diabetes.” | was relieved to hear all of this. It
would certainly come in handy later.

A few days after the incident with the doctor, I went home
in the afternoon to get some housework done. Paul was feeling
reasonably comfortable and wanted to get some sleep, so | thought
I would take advantage of the time. He had had a cough for a few
days, but other than that, his condition remained more or less the
same. It was about 5:30 pm when the phone at home rang. | had
collected Lee from work, finished doing dinner for the boys and
was just about to get ready to go back to the hospital. It was the
man in the bed opposite Paul’s. By now they all knew his story and
had agreed to watch out for him when | wasn’t there and let me
know if anything bad happened.

“Mandy,” he said to me, “Paul asked me to call you. You
had better come quickly.” My heart dropped, but he must have
realised how nervous | would be, so then he said, “don’t worry too
much, but they have given Paul the wrong medication and he asked
me to ring you to come back in straight away as he is scared and
can’t breath very well.” | arrived to find Paul very anxious, but
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otherwise OK. One of the nurses came over to us to explain what
had happened. She told us that there was a lady on the ward who
needed to be sedated because she was screaming all the time. Her
medication had been on the trolley along with Paul’s linctus for his
cough. They were in similar bottles and the nurse had accidentally
administered the sedative to Paul. As soon as he drank it, he
mentioned that it tasted different. She looked at the label and
realised her mistake immediately. She called a doctor right away,
who checked Paul over and said that he had to be monitored every
hour for that night, as sedatives can cause respiratory problems.
The doctor assured me that Paul would be fine though and that
they were just taking precautions.

As time went on, it became obvious that the sedative had
not done any serious or lasting damage to Paul. The other patients
on the ward said they could not believe Paul’s luck. I was very
glad that he had mentioned that the medicine tasted different,
because if he hadn’t, they might never have spotted their mistake
or known to monitor him. In the worst case, had Paul died during
the night, everybody would have just assumed he had died from his
illnesses rather than from being given the wrong medicine.
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Chapter 6

The amputations

Every day as the nurses put new dressings on Paul’s legs, it
became obvious that they were deteriorating. The pain was
increasing, but Paul did not want to overdo the painkillers, as he
was worried about how his kidneys would cope with all the drugs
after all that they had been through. I think that deep down, Paul
knew that he would have to have his leg amputated, but he tried to
remain optimistic. | overheard him one day telling his sister that he
hoped it could be saved. | was glad that he was still positive. But |
didn’t want him to have any false hopes, so | sat down and told
him that it was not a matter of whether or not they would amputate,
but how much they would have to take off.

The way that one doctor had explained it to us was that
there was a chance that some of the blood supply would be able to
get through. If it did, then the blackness should draw back and the
leg begin to heal. In that case, he would only have to take most of
the foot and would be able to leave the heel on the left leg. This
was important, because if you can keep the heel, then you can still
balance with a weighted shoe. But if there wasn’t enough of the
heel left, then the leg would have to come off below the knee.
Also, in order to keep the heel, there had to be enough healthy skin
left to fold over the end of the amputation and that wasn’t looking
very likely in Paul’s case. With the right foot, we already knew
that all of the toes would have to come off and possibly part of the
foot.

| don’t remember the exact date, but somewhere around the
6™ or 7" November, they made the decision on Paul’s left leg.
When the nurse came to dress the leg that day, she took off the
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bandages and said to me, “what do you think Mandy?” | looked at
the foot and it was obvious to both of us that it was becoming
infected. She left the leg out of the bandages and put in a call to the
surgeon. He came around later that day to look at the foot. The
dead piece was coming apart from the healthy bit, as though it
were being pushed away, and there were signs of infection. He
looked up at Paul and said, “I’m sorry, but it has to come off below
the knee. You’re going to lose your leg.”

I was standing behind Paul, holding him around his
shoulders. I don’t think I could have faced looking at him just then.
I could feel him trembling and my lip started to quiver, but | didn’t
dare cry, because | was afraid that | wouldn’t be able to stop. As
the surgeon left, one of the nurses came in. When she saw us, she
asked me the question with her eyes and | nodded yes. She started
to cry and when Paul saw that, it set him off too. He put his head in
his hands and broke down. She hugged him tightly and said,
“You’re so brave.” | held him then too and said “it’ll be fine, don’t
cry, please.” His tears hurt me so much that | didn’t think | would
be able to stand it. She backed off to give us time to get over the
news and to try to compose herself as well. I made Paul lift his
head up and said to him, “this won’t stop you Paul, you’re so
strong. You’ll get a new leg and you’ll walk again, you know you
will.” We kissed and hugged and kept on crying. | kept thinking,
‘why us? Why is all this happening to us?” But I still hoped that
maybe things would get better, that this would be the worst of it
and that after the amputation, we could look forward to moving on.

Over the course of the next few days, they began to prepare
us for the amputation, explaining the procedure and what we could
expect. They wanted Paul to go back to the ITU a few days before
the operation. That way, if any problems arose, they would be
better able to deal with them. The operation would be done with
the aid of an epidural, but they would begin the epidural a few days
before the procedure itself. The epidural was necessary because a
general anaesthetic was too risky for someone in Paul’s condition.

The operation was scheduled for the 20" November. Paul
would go back to the ITU on the 17" and the epidural would be
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inserted on the 18™. We still had a few days to get used to the idea
of losing the leg. During those days, Paul and | talked about what
would happen when his leg was removed. It had become a horrible
mess and, though the idea of losing it was extremely painful, it
would also be a relief not to have to deal with it anymore. | knew
that he would recover. He was a strong man and | felt humbled by
him because he was so brave. The physio talked to us about getting
Paul a new leg. Paul had a lot of respect for her and she told him of
many young men about his age who were up and walking again on
new limbs in no time. Despite the odds, things began to look
positive again. We were both looking forward to resuming our
normal lives, outside of the hospital, finally. We felt as though our
lives had been put on hold since May the previous year, when Paul
was first dehydrated. For a year and a half, we had been controlled
by one medical condition after another and we just wanted to go
back to normal. We wanted to return to our home, our sons, our
dogs and our friends.

Paul’s breathing was still not good and he couldn’t seem to
get rid of the cough that had been bothering him, though they
continued giving him the linctus. One night he started coughing as
though something were caught in his throat. It went on for a long
time and his breathing was very laboured that night. The nurses
asked the anaesthetist from the ITU to come down and have a look.
After he examined Paul, he said that most likely it was a stridor. |
had no idea what that was, so he explained to me that it was
scarring in the windpipe caused by the ventilator, so the linctus
they were giving Paul had been of no use. He said that it should
heal itself in time, so we didn’t get too worried. Since Paul was
scheduled to go back to the ITU, he said that he would ask the
director of medicine at the hospital to have a look at Paul and
maybe do a bronchoscope (look down the throat with a camera) to
confirm his assessment.

The days went by and Paul went back to the ITU. This time
he was put into one of the beds in the main room, which held six
patients. We could see people coming and going and this made it
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less lonely for us. We had got to know lots of people during Paul’s
stay in the hospital and many of them came to wish him well that
day. It seemed as if he was being kissed or having his hand shaken
all day long.

The next day the 18" November, Paul went to the theatre to
have his epidural inserted. He said that it had hurt a little, but that
he felt fine and that his legs were beginning to go numb. Paul had
asked Adam and Lee if they would take the day off work on the
20", so that they could be with me while he was in surgery. |
insisted that | would be fine, but for some reason he wanted us all
together. He confessed to me the night before that he was afraid he
might not make it and wanted to see his sons again. | started
crying. | felt awful and assured him that he would be fine and that
he shouldn’t even be thinking that way. Of course nothing could
take the thoughts out of his head, so we just sat talking for the rest
of the evening, with me trying to calm and soothe him. 1 finally left
at around midnight, after he had fallen asleep.

The next morning the three of us arrived at the hospital
around 7:30 am. Paul was awake and anxious and began crying
when he saw us. | hugged him and told him that I loved him. My
stomach was turning inside out, so | can’t imagine what he must
have been feeling, not to mention the two boys. At about 11.00 am,
they came to take him for the bronchoscope. Paul mentioned to
them that he had started to feel his legs again and they said that
they would sort that out after the bronchoscope. We sat and waited
around his bed space. They came back at about 1:30 pm and
apparently all had gone well with the first procedure. However, for
some reason the epidural had failed, so they decided to go ahead
with the amputation using local anaesthetic along with a sedative
to help Paul forget. We didn’t really have much time to think about
it, because soon they were back to take him to the theatre again.
Adam and Lee were so frightened as they sat by their father’s bed
and all three men had to fight to keep the tears back. As the
assistants began pulling Paul’s bed out of its space to take him for
the amputation, he held his hand out and shook his sons’ hands,
saying “it’s been nice knowing you both.” His face was white and
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Adam and Lee both had to turn away because they couldn’t keep
the tears back any longer. His words crushed me.

| walked with him to the doors, which was as far as | was
allowed to go. | could hardly see for all the tears, but | was trying
hard to be brave and not get hysterical. When we got to the door,
we were stopped by the assistants, who suddenly realised that Paul
had not signed a consent form for the operation. It should have
been signed some days before, but had somehow been overlooked.
Paul completely broke down now and sat in his bed sobbing
inconsolably. All I could do was hold him until the surgeon came
from the theatre with a consent form for him to sign. It said that he
gave them permission to amputate below his knee on his left leg
and all the toes and the forefoot of the right leg. He was still crying
as he signed it. Nearby, I could see three nurses standing watching
us. They had come to say good luck, but decided against it as we
were all so distressed. They were crying too. As they began
moving him again, I kissed him and told him that I loved him and
would see him soon. The boys hadn’t been able to face watching
their father getting carted off again, so they had gone out for a
walk. All I could do was sit by Paul’s bed space and wait for him
to be brought back. | sat near the window and watched people
going about their business in the hospital. At one point a doctor
came in to tell me that the bronchoscope showed that there had
been damage to Paul’s throat, but that it should heal on its own. |
thanked him and then went back to watching people.

After Paul had been in surgery for a couple of hours, the
ITU doctor came out and told me that Paul was fine and the
operation was going well. He said that they were about halfway
through. Steve and Vanessa arrived at some point and some others
from my family. At about 7:15 pm the theatre doors opened and
out came Paul, awake. | ran over and hugged him, saying “see
stupid, you’re alive!” He was crying again, but this time because
he was so happy he had made it through. Then | looked down and
saw the empty space where his leg used to be. Somehow, it
shocked me. Even after all the talking and thinking we had done
about his leg being amputated, |1 was unprepared for the sight of it.
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| think I lost control then. | went over to a nurse and
begged her to take him back to the theatre and sew the leg back on.
| kept saying to her, “I don’t care if it’s black and dead, we’ll live
with it and I’ll make it better, just please sew it back on!” She took
me to a side room and made me a cup of tea. “That’s not going to
happen,” she said softly, trying to calm me with her voice. “You
have been so brave throughout all of this and so supportive and
now he needs you more than ever.”

| don’t know how, but eventually I pulled myself together.
I knew Paul would be wondering where | was and why | had l